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Foreword—
Stories By and About Us

�

Arthur W. Frank
University of Calgary

Books like this one become increasingly necessary, because the weave
of stories about health and illness has become dense. Two trends have
intensified in the last 10 years, both affecting what stories people tell.
One is the increasing separation of health from illness, bringing about
a new species of health stories. People have always talked about their
ailments. A good case can be made that now people are talking in new
ways about their health, and we are only beginning to question how
these health stories affect illness stories. Illness stories have also pro-
liferated during the last decade, told from an increasing variety of per-
spectives, as more groups have some stake in what illness is and how it
is regarded. All of these stories—health and illness stories together—
constitute a formless but formative framework of interpretive effects
that structures people’s sense of what events and actions are worth
telling stories about and how these stories are to be understood, in-
cluding what actions follow from them.

Health, increasingly distinct from illness, comprises its own prac-
tices, professional practitioners, discourses, and institutional delivery
sites. Practices include but are hardly limited to fitness, diet, diverse
uses of complementary medicine, and a variety of medical enhance-
ment technologies (Ellott, 2003; Parens, 1998; Rothman & Rothman,
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2004), including pharmacology (Prozac, Viagra, Ritalin), surgery
(ever-expanding uses of cosmetic surgery and adjunctive techniques),
and a veritable promised land of possibilities for health and com-
merce, with genetics receiving the greatest hype. Enhancement medi-
cine pushes people to think of the body as a collection of parts, to be
upgraded as one desires and can afford (Frank, 2002c). Products from
skin cream to foods to clothing (e.g., fabrics with sun protection) are
sold under a rubric of health. Complementary medical services claim
to improve the body’s structural alignment, enhance the immune sys-
tem, detoxify, tone, stimulate, and rejuvenate. These practices are vari-
ously offered, taught, or sold by professionals from the highly
credentialed (physicians) to the marginally certified (store “consul-
tants”). Like all practices, products, and professionals, each implies a
story about what a body can and ought to be, and how a life can and
ought to be lived to make that desired body possible. People tell stories
about how they have used or refused these services, and what sorts of
lives have followed from these decisions.

Illness stories are told within a dense weave of stories people tell
about their own bodies and stories from elsewhere, told (usually from
a stance of expertise) about the ill bodies of other people, including
both patients (the currently ill) and bodies at risk (the virtually ill).
This weave is denser—there are simply more stories, from more
sources, about more bodies—than it was in 1991, when my story of my
several years of serious illness, At the Will of the Body (Frank, 2002a),
was published. I was attempting to write a story that could be a sort of
companion to other ill people, allowing them to compare experiences
and observations. The story was my own, yet even then I drew on nar-
rative resources going back hundreds of years (see Frank, 2002b), as
any storyteller inevitably must draw on such resources. The bound-
aries of anyone’s own story have always frayed at the edges, but it be-
comes increasingly difficult to find any boundary at all.

In The Wounded Storyteller (Frank, 1995), I contrast the predomi-
nate type of story that institutional medicine teaches patients to tell
about themselves—and prefers that they tell—with a story people learn
to tell for themselves. Medicine prefers the restitution story that pro-
jects a future of the patient being restored to her condition prior to ill-
ness. Ill people learn to tell the quest story, in which illness is
understood as a source of some insight that needs to be shared with oth-
ers. But quest stories are hardly less culturally conditioned than restitu-
tion stories: their discursive tradition goes back to epic heroes—Inanna,
Gilgamesh, and jumping forward many centuries, Parzival. These
heroes suffer, learn to submit to suffering, and eventually achieve
greater power through suffering. That narrative tradition generates pos-
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sibilities and parameters for present stories. Because stories are always
already there, narrative traditions affect what any person selects, from
the flux of his or her life, to count as experience. Yet for all the embed-
dedness of stories within narrative traditions, any one person’s quest
story remains that person’s own, reenacted as if for the first time, just as
each person suffers for the first time. Suffering has no regard for how
many have suffered such illnesses or injuries before; it is always origi-
nal, and so are stories of that suffering.

Many of the chapters in this volume work to sustain a delicate bal-
ance: to acknowledge the personal authenticity of the individual story,
while recognizing how that story is embedded in a proliferation of sto-
ries telling people what it is to be healthy, on one hand, and how to re-
spond to illness, on the other hand. Stories about health and illness
are told by diverse government agencies, by corporations, by profes-
sional associations, by advocacy groups, by politicians running for of-
fice, and by entertainers trying to get a laugh or a tear from an
audience. Collectively, these stories constitute a social pedagogy—
they teach people who we can expect to be, who we should want to be,
and what we ought to do (and not do) to fit the identity templates that
different stories project. As we—because all of us are caught in this
web—tell our own stories, we are expected and we expect ourselves to
take up identities projected by this pedagogy: to narrate our lives as if
we feel the desires that the stories tell us we have, as if the practices
those stories invoke are natural to us, and as if we embrace a self that is
the very picture of what the stories from elsewhere imagine us to be.

Thus I am suggesting that this much-used phrase, narrative iden-
tity (e.g., Bruner, 2002) is, at least from a social scientific perspective,
a pedagogy in narrative that circumscribes identity. This pedagogy is
both dense—the stories refer to multiple aspects of our lives and reach
us constantly, through multiple media—yet also loosely connected.
The sources of these stories are not linked in demonstrable ways; ana-
lysts would search in vain for an central, organizing agency that or-
chestrates these stories. The pedagogy of stories from elsewhere is not
an ideology—its sources are too diverse in their interests—yet it
shapes our ideas about how our stories can be told and lived.

Scholarly studies of narrative seek to sustain the necessary
complementarity of two recognitions. First, to recognize the story-
teller’s practical and moral know-how: her awareness of what shapes
her own life, her care for those she tells her story to, and her aspiration
to truth (MacIntyre, 1981). Second, to help to sort out the effects of us
all being inundated with stories from elsewhere that shape how we tell
our own story. This book takes on a major task for those who study
health, illness, and narrative. How do professional students of peo-
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ple’s stories achieve the subtlety, tact, and respect necessary when
dealing with how any person talks about his or her life, while recogniz-
ing that no life is ever anyone’s own? Stories entwine and tell each
other, yet each story is no less unique for that.
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I
Overview of Narrative

and Health Communication Theorizing

�

INTRODUCTION

Phyllis M. Japp
University of Nebraska-Lincoln

Lynn M. Harter
Ohio University

Christina S. Beck
Ohio University

Samantha is a sweet, chubby, kissable 8-month old, with
huge blue eyes and a topper of fuzzy blond hair. Sammie is
nourished through a feeding tube and spends most of her time
on a respirator to aid her breathing. Most days she is too weak
and lethargic to kick, raise her head, or do any of the things an
active 8-month-old loves to do. Today, her eyes track the visitor
who is talking to her but there is little spark in the blue eyes
and no answering smile. “She does smile,” her mother assures,
“she’s just too tired today.” Her parents, Brad and Joyce, do not
believe Sammie is mentally impaired but at this early age it is
hard to tell. What is wrong with Sammie? Medically, there is
nothing wrong with Sammie. Her digestive system is “normal”
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although without the feeding tube she is unable to retain
enough food to nourish her body. Her respiratory system is
“normal” although she has difficulty breathing without assis-
tance. Physicians can find no markers of any known disease
that would explain her muscle weakness. Sammie’s parents, an
attractive suburban couple with two other children, are frantic
to find a diagnosis and hopefully a cure for Sammie. They are
telling Sammie’s story for two reasons: to raise funds to take
Sammie to an eastern medical center that specializes in chil-
dren’s diseases, a visit for which their insurance will not pay
because Sammie has no identifiable illness, and in the hope
that someone, somewhere, will hear about Sammie and pro-
vide the answers they so desperately need. Although frustrated
with their managed-care system, and disappointed with physi-
cians who seem to lose interest when they cannot provide an-
swers, Brad and Joyce retain their faith in the miracles of
modern medicine. Surely there is a cure somewhere, if only
they can find a diagnosis. “When they know what it is,” Brad
declares, “they’ll know how to fix it.” Meanwhile they struggle
on physically exhausted and emotionally drained and on the
brink of bankruptcy. Joyce smiles bravely and hugs Sammie as
the news segment ends.1

As we began work on this volume, we quickly realized that we were
blessed with three different but compatible perspectives on narrative
and health communication. Narrative inquiry in communication stud-
ies, as is true in other disciplines, tends to be theorized and researched
within intradisciplinary “boxes,” the subareas in which we each have
been trained to think and work. Health communication transcends
those boxes, yet in this area as well, scholars tend to work with what
they know best. Interpersonal scholars focus on health narratives as
chronicles of disrupted personal lives, threatened relationships, and
spoiled identities in need of narrative readjustment and repair. Viewed
as a personal narrative, Sammie’s story gives us entry into the world of
pain, confusion, and hardship caused by the illness of a child, in this
case an illness with no name and therefore no possibility of closure.
Organizational scholars naturally gravitate toward institutional narra-
tives, those stories constructed within and constrained by the collec-
tive consciousness of the individuals and groups within their domain.
Framed within these interests, Sammie’s story is not only a personal
narrative of dealing with illness; it is a saga of encounters with medical
personnel, organizations, and institutions. How can Sammie be so
sick and yet not be classified in any known category of disease? Why do
we have a health care system so dependant upon classification that in-
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surance will not pay for treatments of illnesses that cannot be defined?
Public communication scholars will invoke the social and political
metanarratives, often disseminated via media, within which Sammie’s
story is constructed, realizing that they necessarily embody the matrix
of assumptions, expectations, and values common to our public cul-
tural narratives. Sammie’s story appeared on the evening news,
sandwiched between weather reports, bulletins from Iraq, baseball
scores, and the fate of a family of ducklings who fell into a culvert on
their way to the lake for their first swim. Why, these scholars ask, are
stories of personal illness frequently part of our daily “bulletin” of what
is going on in our world? What does it mean when personal illness sto-
ries are presented on the pages of newspapers, in magazines, on televi-
sion news, news magazines and documentary dramas? What
ends—whose ends—do they serve?

Sammie’s story illustrates that no narrative is solely personal, orga-
nizational or public; stories necessarily bleed across the artificial
boundaries of discrete areas of knowledge. Personal stories cannot es-
cape the constraints of institutional interests, nor can they fail to en-
gage the assumptions, expectations, and values encoded in public
narratives. Conversely, narratives constructed and circulated in the
public domain are built upon personal and institutional narratives,
drawing from the experiences and understandings of those within
their domain. The sections in this book, then, serve as different “ways
of seeing,” alternate standpoints on the integrated and interconnected
process of human narrativity.

Personal narratives become the building blocks of public knowl-
edge. More and more, mediated and public dialogue, from legislative
testimony to newscasts to public health promotion, rely on individual
stories to embody problems, shape arguments and engage emotions,
as well as to persuade, evaluate, reward, and punish. Personal stories
increasingly provide a “face” for any issue, a convention of reality-mak-
ing in news, advertising, promotional campaigns, or entertainment. If
Sammie is eventually diagnosed with a rare disease, her story may be-
come the impetus for support groups to help care-giving parents
and/or it may serve as a centerpiece for efforts to secure attention and
funding for research. If she is cured, she can be featured as proof of the
miracles of modern medicine; if not, she may serve as a reminder that
medical science has not yet conquered the mysteries of the human
body and mind.

Although it is evident that personal narratives energize public nar-
ratives, it is often less obvious that the cumulative force of public nar-
ratives shapes and constrains personal narratives. Personal stories
can never be constituted independently from public narratives, those
pervasive patterns that provide the language, structure, and formulas
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that shape our ways of thinking and our collective understandings. As
we watched Sammie’s story unfold, we noted the reporter’s difficulty in
deciding which familiar narrative pattern fit best for this story.
Sammie’s was not a “restitution” story, that formula so beloved of me-
dia and public discourse (Frank, 1995), wherein health is restored
and all is well. Think of the story that can be told if doctors find a mira-
cle cure and Sammie’s good health returns!

However restitution evades Sammie, at least at the moment. Nor
can Sammie’s story be a “quest” story, an equally beloved and inspiring
formula that demonstrates how all involved have learned and grown
from dealing with adversity (Frank, 1995). Brad and Joyce are not con-
ceptualizing, at least at this point, the good that can come from this
tragic problem. Yet, Sammie’s parents seem aware of the familiar nar-
rative formulas. Brad invoked restitution in his assurance that “they’ll
know how to fix it,” and Joyce reflected, at the interviewer’s prompt,
that Sammie’s illness has taught her not to be so independent but to
ask others for help when necessary. Sammie’s story most closely re-
sembles a chaos narrative, a sense of disconnected events character-
ized by lack of closure and day-to-day uncertainty. Although, as Frank
(1995) noted, such stories often are too incoherent to be told and too
painful to hear, Sammie’s story smacks of chaos as it reveals the fright-
ening limbo of caring for a beloved child with an undiagnosed illness;
its depiction of Sammie’s exhausted parents and confused siblings
provides us with little sense of a satisfactory narrative ending.

Between the public and the private are, of course, the groups, insti-
tutions, and organizations that always mediate between personal expe-
rience and public knowledge in a complex society. In sum, any
personal story is constituted in dialogue with relevant public and insti-
tutional narratives, whether in confirmation, denial, or challenge. Em-
bedded in Sammie’s story are the assumptions and values of
bio-medicine, family and community life, health economics, and poli-
tics. Likewise, her story reveals the power of health organizations to re-
fine personal constructions of health and illness, as well as to
constrain and direct public dialogue. Both personal stories and public
dialogue encapsulate the narratives of those institutions, their person-
nel, their definitions and practices. For Sammie, we hope her visit to
the famous medical center will result in a diagnosis and cure so that
her story can move from the category of medical mysteries to that of
medical miracles, and a satisfying institutional (as well as personal
and public) story can emerge.

Like Sammie’s story, the chapters in this volume embody the hopes,
dreams, fears, and frustrations of individuals as they deal with trau-
mas of health and healing. Authors demonstrate how the personal,
public, and institutional dimensions of narrativity intertwine in the
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search for knowledge and understanding of the health problems of our
time. These chapters can be engaged from a variety of perspectives;
here we emphasize the interconnectedness of narrative activity. Some
authors focus on the relational work performed by narrative activity.
Others take a broader, more critical, look at institutional and cultural
parameters of narrative forms and repertories. In various ways, the
chapters give clear voice to actors-in-context—often including the au-
thor—conceptually developing micro-, meso-, and macroperspectives
on narrativity. Consequently, the volume is arranged in five parts: (I)
Overview of Narrative and Health Communication Theorizing; (II) Per-
sonal Narratives and Public Dialogues; (III) Narrating and Organizing
Health Care Events and Resources; (IV) Narrative Sensemaking About
Self and Other; and (V) Continuing the Conversation: Reflections on
Our Emergent Scholarly Narratives. These sections remain necessar-
ily approximate as many chapters possess overlapping themes. Collec-
tively, these authors and chapters introduce readers to the diverse
corpus of work related to health communication and narrative theoriz-
ing and articulate agendas for future communication theory, research,
and practice.

The chapters in Part I position narrative theorizing about health and
healing in the broader landscape of the communication discipline. In
chapter 1, we synthesize literature about narrative activity, health, and
healing and articulate four key problematics that often remain
unarticulated yet are pervasive in the way scholars engage in narrative
theorizing and research. In fleshing out these problematics, we illus-
trate the aspirations of narrative theory to comprehend key
problematics of life: knowing and being, continuity and disruption,
creativity and constraint, and the partial and indeterminate. Chapter
2, authored by Austin Babrow, Kimberly Kline, and William Rawlins,
juxtaposes narrative theorizing with central claims of health commu-
nication theory including meaning making and being human, meaning
making and context, meaning making and temporality. Babrow and
colleagues beautifully illustrate the heuristic potential of integrating
problematic integration theory and narrative theory to understand
how health communicators embrace possibilities, address contingen-
cies, engage in sensemaking, and, when feasible, make health care de-
cisions.

We continue our discussion of each chapter in the introductions to
main sections of the volume. We end the volume with a consideration of
what might come next. We offer extended reflections on how health and
healing are co-constructed through narrative activity, examine points
of convergence and divergence across this collection of essays, and ar-
ticulate unspoken undercurrents that merit further attention by schol-
ars, across disciplines, interested in narrative constructions of health
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and healing. We hope this collection conveys the fascinating, compli-
cated, and pragmatic nature of narrative work and points the way to-
ward work left to do. Most essentially, the readings offer a sense of
hopefulness that narrative activity, although often difficult, can accom-
plish something: make sense of health and healing, (re)construct iden-
tities in light of the disruption of illness, organize health care events
and resources, and personalize otherwise distant public dialogues.
The readings do not necessarily offer easy answers or clear resolutions
to health care dilemmas. However, we hope they offer useful guidance
for how to think about and enact health care from one’s own local con-
ditions and more global, collective standpoints. Like narrative itself,
the ideas in Narratives, Health, and Healing: Communication The-
ory, Research and Practice are not finalized or finalizable—they re-
main partial and indeterminate. We invite you, the reader, to critique
and extend the issues raised throughout the volume, expanding voices
and ways of voicing.

NOTE

1. Sammie is at its core a true story that we have extended into a case to illus-
trate our discussion. We have altered names, locations, and a number of
other details for two reasons: First the story is pieced together from a media
account and comments of friends of the family, thus some details remain
unclear and some undoubtedly are not factually accurate. Second, by using
it as an explanatory case, we are changing the narrative purpose of the origi-
nal story and using it for our own ends. Thus we feel it essential that it not be
associated with any real people, anywhere.
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Vital Problematics of Narrative Theorizing

About Health and Healing1

�

Lynn M. Harter
Ohio University

Phyllis M. Japp
University of Nebraska

Christina S. Beck
Ohio University

An increasing number of scholars across disciplines envision narra-
tive as a new frontier for advancing health-related theory, research
and practice. Rhetoricians (e.g., Fisher, 1984, 1985b), medical an-
thropologists (e.g., Mattingly, 2000, 2001), sociologists (e.g., Frank,
1995, 1997, 2004; Riessman, 2000), physicians (e.g., Charon, 2001;
Kleinman, 1988), psychologists (e.g., Bruner, 2002; Polkinghorne,
1988) and communication scholars (e.g., Bochner, 2002; Carbaugh,
2001; Langellier & Peterson, 2004) assert that narrative facilitates
emergent social selves, relational identities, and co-cultural under-
standings. This interest has evolved not only from the linguistic turn
in the social sciences, but also from shifts toward postmodern ways
of envisioning the world. Indeed, as Morris (1998) noted, “One infalli-
ble sign that you have entered the gravitational field of
postmodernism is a swerve toward narrative” (p. 250). This book fea-
tures work that engages narrative forms and practices as constituting
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complex and sophisticated knowledge of individuals, as well as the
lived sociocultural and political contexts in which agents construct,
share, and revise stories. Narratives are especially appropriate
means of examining issues of health and healing because they wrestle
with complexities that face contemporary health care participants:
identity construction, order and disorder, autonomy and commu-
nity, fixed and fluid experiences.

In talking about how to organize this introductory chapter, we con-
sidered several alternatives. First, we considered rehearsing key
functions served by narrative, such as identity construction and com-
munity building (see Sharf & Vanderford, 2003; Sunwolf & Frey,
2001). We also considered highlighting key grammars of narrativity,
such as emplotment, characters, and temporality (see Polkinghorne,
1988), or types of narrative, progressing from microcontexts, onto-
logical narratives, to macrocontexts, institutional and societal narra-
tives (see Somers, 1994). Each of these frameworks could usefully
organize the chapters in this volume and permit meaningful read-
ings; and throughout this chapter, we do address functions, gram-
mars, and types of narrative activity. However, we weave these
concerns in the broader fabric of vital problematics that are engaged
in different ways and to different ends by narrative scholars inter-
ested in health and healing.

Scholars constitute a “disciplinary matrix,” a community of sorts,
when they share a set of assumptions (i.e., problematics) about the
study of phenomena (Mumby & Stohl, 1996). This sharing does not
imply a consensus on every issue, but rather that diverse scholars ap-
proach the study of experience and behaviors in light of similar con-
cerns. Narrative theorizing involves complex issues that defy
simplistic sets of propositions that scholars can embrace and per-
fectly embody in practice. Instead, we assert that engaging in narra-
tivity requires scholars to delve more deeply into murky, cluttered,
and complicated interrelationships between sometimes incompati-
ble issues. Narrative theory propels scholars into inherently messy
domains, especially in this postmodern era. Because our contempo-
rary lives challenge us to juxtapose multiple (and sometimes compet-
ing) social selves (Gergen, 1991), understandings of narrative
co-constructions often extend from wrestling through tensions and
concerns that challenge individuals as they enact their everyday lives.
Narrative theorists implicitly struggle with such vital problematics in
defining and delimiting their particular area of research. Yet, in our
examination of extant narrative theorizing, we find these problem-
atics operating in the background without explicit acknowledgment.
In this chapter, we bring these issues to the forefront, highlighting
them as core dimensions of narrative theorizing. By articulating these
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problematics, we not only synthesize narrative and health literatures,
we explore possibilities for more empowering ways of understanding
and enacting health and healing.

Collectively, these vital problematics of narrative theorizing bespeak
a concern for humans as symbol (mis)using creatures and storytellers
(Burke, 1969; Fisher, 1984, 1985b, 1987), stories as both mundane
and extraordinary ritual symbolic forms, stories as sites for action and
agency, and stories as occasions for the act of acknowledging
(Heidegger, 1972). They include (a) the problematic of knowing and be-
ing, (b) the problematic of continuity and disruption, (c) the problem-
atic of creativity and constraint, and (d) the problematic of the partial
and the indeterminate. What unifies many narrative scholars is not
how we engage these problematics, but rather the recognition of and
continual struggle with these abiding tensions and concerns. The
problematics are not mutually exclusive, nor are they exhaustive. We
distinguish them here in this form for analytical purposes—to distill
common theoretical and methodological assumptions that often re-
main unarticulated yet are pervasive in the way scholars do narrative
work. Throughout this chapter, we articulate these problematics and
illustrate how narrative scholars in general and authors in this volume
specifically engage these issues in theory, research and practice. Espe-
cially for scholars of health communication, a rich theoretical under-
standing of narrative experiences can prompt fruitful insight into the
lived realities of health care participants.

KNOWING AND BEING

There is no such thing as an intuitively obvious and essential self to
know, one that just sits there ready to be portrayed in words. Rather, we
constantly construct and reconstruct our selves to meet the needs of the
situations we encounter, and we do so with the guidance of our memories
of the past and our hopes and fears for the future.

—Bruner, 2002, p. 64

Narrative as representation has long been respected as an optional ve-
hicle for teaching preestablished truths (e.g., the case study or story ex-
ample that supplements and personalizes information). Even so,
understanding the epistemological and ontological power of narrative
is a vital direction for health communication researchers to pursue.
Garro and Mattingly (2000) argued, “Narrative is a fundamental hu-
man way of giving meaning to experience. In both telling and interpret-
ing experiences, narrative mediates between an inner world of
thought–feeling and an outer world of observable actions and states of
affairs” (p. 1). The problematic of knowing and being foregrounds how
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we narratively construct and understand what we call our lives, creat-
ing ourselves in the process and shaping our existence in particular
ways. We rely on narrative to engage in sense-making (Query, Kreps,
Arneson, & Caso, 2001; Weick, 1995) and to figure out how to be in the
world, how to live our lives in meaningful ways (Coles, 1989). Accord-
ingly, we organize our discussion of narrative knowing and being
around issues of identity construction and dialogic activity.

Identity Construction

Narrating is a central feature of communication between providers
and patients, in the relationships enacted in health organizations, and
in the mediated world of health-related persuasion, information, and
entertainment. As scholars interested in narrative as a way of knowing
and being within micro- and macrocontexts, we are less concerned
with defining what a narrative is and more so with what the process of
narrating does. Labeling some form of communication as a narrative
(i.e., when frozen under the microscope it corresponds to predeter-
mined characteristics of narrative) matters less than how that form of
communication viewed as narrating provides us with knowledge of
the realities people presuppose in defining themselves and enacting
their social and relational identities. Narrating is a discursive, social,
and relational process that constitutes knowledge of self and others
(Gergen, 1991).

Identity construction inevitably is entangled in a meandering, dis-
cursive web of narrative (Brockmeier & Carbaugh, 2001). Through
our narrative activity, we embody what we call our self and its actions,
reflections, thoughts, and place in the world. Narratives, or what
Somers (1994) termed “ontological narratives,” are used to “… define
who we are. This in turn can be a precondition for knowing what to do.
This ‘doing’ will in turn produce new narratives and hence, new ac-
tions; the relationship between narrative and ontology is processual
and mutually constitutive” (p. 618).

Narratives simultaneously work as agents of self-discovery and
self-creation (Bruner, 1990, 2001, 2002), a primary communicative
practice through which the author’s identity evolves, is enacted, and
put to use. In true Burkean (1969) spirit, we hold that humans tell
stories and also that humans are storied. We live stories in and
through our being—embodied performances—and within and
through the tensions constituted by our memories of the past and an-
ticipations of the future.

Self-making depends heavily on the symbolic systems in which it is
situated, as individuals engage in a performative struggle of sorts over
the meanings of health and healing (Langellier, 2001). In the telling of
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particular stories in particular ways, narrators and others are consti-
tuted as participants whose subjectivities emerge through a symbiosis
of the performed story and the social relations in which it is embedded.
Key questions for narrators include: What are the consequences my
story produces? What kind of person does it shape me into? What new
possibilities does it introduce for being in this world? How does “my”
story position readers? (Eco, 1994; Ellis & Bochner, 2000).

As authors argue throughout this book, narratives become espe-
cially consequential for ever-emergent relationships between various
health care participants. Through their ongoing participation in (and
shaping of) health narratives, health care participants demonstrate
and construct their orientations to medical situations, personal and
relational identities, and even “ownership” of the narrative (i.e., “this is
my story as opposed to your story”). In chapter 3, Beck enters the pub-
lic conversation about Cathy Hainer’s (a writer for USA Today) journey
through diagnosis of and treatment for breast cancer. Hainer refused
to accept the narrow label of reporter with cancer, opting instead for
complex, narrative embodiments of her multifaceted, ever-evolving,
identity as a woman grieving for unborn children, wife, daughter, jour-
nalist, and so on. Ultimately, Beck draws our attention to how “per-
sonal” stories are always co-constructed and increasingly, in post-
modern times, negotiated in public dialogues about health and healing
(see also Morris, 1998).

Narrative as Dialogic

We further position narrativity as a social, communicative process
that is inherently dialogic. Rather than representing only the inner
state of a narrator, meaning is always co-constructed in the liminal
space (Turner, 1980) between participants. Meaning, thus, lies in the
interface between stories, not in the mind or the words of any sole par-
ticipant. Rawlins (2003) beautifully captured the essence of dialogue in
his discussion of hearing voices:

Hearing others is not a passive enactment of being-in-conversation.
Hearing voices, it says something about you that is critical … this speak-
ing constituted by your listening matters only if you actually do hear, only
if you allow the other person’s voice and stories to reach you, to change
you. (p. 122)

We create possibilities (or fail to) for knowing and being together in the
moment-to-moment dialogue with others that marks the flow of
human, ongoing interaction (Bakhtin, 1984a; Hyde, 2004).

It is difficult to resist the conclusion that the nature and shape of
selfhood are as much matters of culture as individual concern
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(Gergen, 1991). As Claude Levi-Strauss (1966) suggested, we are
bricoleurs, beneficiaries of society’s stock plots yet improvisers in the
stories we tell of ourselves. Identity construction depends upon co-
constructed, shared meanings and depends also on dialogically per-
formed modes of discourse (i.e., narratives) for negotiating differences
in meanings and interpretations. “The very shape of our lives—the
rough and perpetually changing draft of the autobiography that we
carry in our minds,” argues Bruner (1990), “is understandable to our-
selves and to others only by virtue of those cultural systems of interpre-
tation” (p. 33).

In her 2001 book, Beck details a health care crisis. However, her
story encompasses more than information about medical procedures
and complications, and her personal journey through illness and well-
ness. Her travels include passing interactions with emergency medical
workers and ongoing dialogues with innumerable health care profes-
sionals and a diverse collection of family members and friends. Al-
though individuals may bodily experience the agony of a broken bone
or the discomfort of chemotherapy, health care challenges are inher-
ently relational. Implicitly, each individual shares his or her own
health experience with an array of others as she or he crosses paths
with others traveling their own trails, with their own frustrations, ori-
entations, concerns, perspectives, and so on. Many authors in this vol-
ume privilege explorations of emergent, co-constructed health
narratives and their implications for individual and relational identi-
ties and for the accomplishment of health care and social support. For
example, Bill Rawlins (chap. 9) presents a compelling account of his fa-
ther’s “calling” to be a patient-centered physician committed to under-
standing others’ health in and through their lived stories. Dr. Jack
Rawlins is a storyteller, healer, expert diagnostician, and co-construc-
tor of his patients’ stories—interconnected aspects of narrative compe-
tence that form the essence of the life of one called to heal.

To view physician–patient interviews as the co-construction of nar-
rative knowledge—interactions that both parties and others will use to
understand and explain the physical, psychological, and spiritual sta-
tus of the patient—is a new way of envisioning the delivery of health
care (Hunter, 1991). A family’s or group’s ongoing struggle to deal with
a seriously ill member can be understood as the co-construction of a
group story that allows them to cope with changes in identities, rela-
tionships, and duties imposed by an illness (Adelman & Frey, 1997).
From this perspective, health organizations serve not only the reposi-
tories of stories but constitute stories themselves (i.e., co-constructed
sociopolitical narratives that impact both those within and outside the
organization). Advertising, news and entertainment use discrete sto-
ries that, taken collectively, compose a cumulative story about health
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and illness in our culture, our common expectations and fears, and be-
liefs in causes and cures.

From a dialogic perspective, narrative methodology expands as
well, inviting alternative considerations of narrative form, structure,
function, and content. Rather than treating narratives merely as con-
tainers of concepts or themes, scholars can engage issues of narrative
selection and variation, directing attention to what stories are told
and retold in particular contexts until they become taken-for-granted
as knowledge, or, alternatively, how stories evolve and change across
time and space as various constituencies render their experience in al-
ternate stories (see chap. 14, this volume, by Miller, Geist-Martin, &
Cannon). Scholars can direct attention to narrative voice, who partici-
pates as active agents in the co-construction of stories (see chap. 10,
this volume, by Morgan-Witte), as well as narrative auditors—to
whom the stories are told, locating the anticipated audience in stories
(see chap. 8, this volume, by Singhal, Chitnis, & Sengupta). Equally
important are narrative silences, the gaps in stories, the unmentioned
or unmentionable, as well as the absence of certain stories altogether
(see chap. 7, this volume, by Carabas & Harter, and chap. 4, this vol-
ume, by Harter, Kirby, Edwards, & McClanahan). A dialogic perspec-
tive also permits attention to narrative ideologies, the values and
morals embodied in the form and structure of the narrative (see chap.
15, this volume, by Sharf, and chap. 5, this volume, by Japp & Japp).
Narratives, like other linguistic genres, represent what Bakhtin (1981)
termed dialogized heteroglossia—struggles among sociolinguistic
systems and ideological points of view. Scholars can and should deal
with the life and behavior of narrative in a contradictory and
multilanguaged world.

Narrative scholars attempt to make sense of co-constructed social
life. We collaborate with participants to understand how human expe-
rience is endowed with meaning. Stories do not merely present them-
selves to us. We actively construct important aspects of narratives,
from the formulation of research questions and the identification of a
research “problem” to the drawing of conclusions (see also Boje, 2001;
Cheney, 2000; Czarniawska, 1998). Scholars ought to be aware of the
processes by which we interpret social activity. In narrative work, the
researcher’s reflexivity is not only allowed for, it is encouraged, per-
haps even summoned. Authors in this volume remain keenly aware of
their power in co-constructing stories with participants. Keeley and
Kellas (chap. 17) poignantly reveal how narrative works to construct
individual and relational identities during final conversations between
loved ones, allowing individuals to come to terms with their own life
trajectories (including death) and reaffirm, celebrate, and in some
cases, recapture relationships with others. Keeley’s personal experi-
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ences with final conversations flavor how the authors embody final
conversations. Likewise, Bosticco and Thompson (chap. 18) position
bereavement as disruption, a call for stories, and grieving individuals
as storytellers making sense of their malaise, taking control of events
formerly beyond their power or influence, and restoring coherence in
their lives. Cecilia’s riveting narrative as a still-grieving mother who
lost a child invites readers in and encourages them to understand be-
reavement as co-constructed by Cecilia and other grieving parents.

CONTINUITY AND DISRUPTION

There always remains an unrealized surplus of humanness; there
always remains a need for the future, and a place for this future must be
found.

—Bakhtin, 1981, p. 37

The problematic of continuity and disruption concerns disorder and
the human desire for coherence. Philosophers from Aristotle to Ken-
neth Burke have noted that the primary impetus to narrative is expec-
tations gone awry. Narrativity involves characters embedded in the
complexities of lived moments of struggle, heroes or victims who resist
or accept the intrusions of disruption and chaos, preserve or restore
continuity, and re-story meaning in their lives in the face of unexpected
blows of fate. Although such complexities resound throughout history,
the postmodern condition confounds our quest for stability. As Gergen
(1991) details, “social saturation furnishes us with a multiplicity of in-
coherent and unrelated languages of the self. For everything we ‘know
to be true’ about ourselves, other voices within respond with doubt and
even derision” (pp. 6–7). Amid the blur of conflicting truths, abundant
social and relational options, and massive technological advances, in-
dividuals seek answers (although perhaps not absolutism), identities
(although likely fragmented), and understanding (although quite cer-
tainly incomplete). We make stories to come to terms with the sur-
prises and oddities of the human condition and our imperfect grasp of
that condition (Bruner, 2002). Indeed, as Bruner suggests, “The narra-
tive gift seems to be our natural way of using language for characteriz-
ing those deviations from the expected state of things that characterize
living in a human culture” (p. 85). Making stories is deeply about hu-
man plight. This being so, in this section we discuss narrating as em-
plotting and locating, and illness as a call for stories.

Narrating as Emplotting and Locating

A central feature of narrative is its ability to deal simultaneously with
the canonical and the unexpected (Bruner, 1986, 1990, 2002). Narra-
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tives recount human plans gone off course, what Aristotle in Poetics
termed peripeteia, and conventionalize the common forms of mishap
into genres (e.g., comedy, tragedy, romance, and irony). Burke’s
(1969) theory of symbolic action, often called dramatism, also empha-
sizes expectations gone awry. Well-formed stories, argues Burke, re-
veal the source or force of action, the agent; the nature of action, the
act; the context in which action take place, the scene; the manner or
means of action, the agency; and the ultimate goals that propel that ac-
tion, the purpose. It is the conversion of “Trouble” with a capital “T” (in
Burke’s sense) into narrative plight that makes human drama so pow-
erful, comfortable, dangerous, and culturally essential (see chap. 6 by
Workman in this volume). Trouble consists of imbalance among ele-
ments of Burke’s pentad, and involves moral values, commitments,
and consequences. Given such threats to the coherence of our experi-
ences, stories achieve meaning, in part, by emplotting deviations from
the ordinary in comprehensible form.

Narrating as emplotting refers to how characters and actions are
organized in a temporal trajectory that determines action and implies
movement toward a point or goal (Ricouer, 1981b). Ricouer describes
a story as:

A sequence of actions and experiences of a certain number of characters,
whether real or imaginary. These characters are represented in situa-
tions which change … [to] which they react. These changes, in turn, re-
veal hidden aspects of situations and the characters, giving rise to a new
predicament which calls for thought or action or both. The response to
this predicament brings the story to its conclusion. (p. 277)

Narrative usually embodies implicit or explicit opposition. Without
conflict—overt or implicit, actual or potential—some argue, no narra-
tive exists (e.g., Somers, 1994). A story implies that differences exist,
even the fundamental opposition of “I” and “you,” or “now” and “then,”
and that such differences have the potential to influence outcomes.
The process of emplotting often defines the loci of difference, and de-
termines how relationships are developed and differences engaged (or
avoided). Characters, or sites of action, are designated and articu-
lated; these loci of action may be people, ideas, institutions, or other el-
ements that propel the story in time, ground it in space, and drive it
toward some sort of resolution (Burke, 1969).

Narrating as locating involves the process of placement, con-
structing boundaries of time and space (Somers, 1994). Narrative
theorists posit the fundamental process of narrating as the “and
then,” the constructing of a sequence of elements with all of the impli-
cations and evaluations involved in temporal ordering. As one nar-
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rates, he or she constructs and weighs the past/present/future flow of
continuity and disruption to give force to some understanding of the
distinction between “now” and “then.” Other theorists point out that
narrative also constructs an “and there,” the placement of elements in
juxtaposition to each other spatially or relationally (e.g., Holstein &
Gubrium, 2000). Thus, distinctions of “here/there,” “in/out,” or
“we/they,” for example, are spatial, relational indicators of closeness
and distance equally as important as temporal placements. Narrative
action, then, occurs within this co-constructed locus. As Holstein and
Gubrium (2000) noted, “it is important to remember that narrative
practice does not simply unfold within the interpretive boundaries of
going concerns but constructs the definition of those boundaries” (p.
107).

Although characters’ lives are necessarily temporally bound, they
are not inherently linear (Ricouer, 1981b). Indeed, especially in a
health context, individuals “recover” and “suffer relapses.” Health
conditions fluctuate. Amid physical changes, advances, and set-
backs, the trajectory ensues as individuals enact their physical, emo-
tional, spiritual and professional selves. Trajectories may clash as
others judge, label, and stereotype (see chap. 13, this volume, by
Buzzanell & Ellingon). Can we “move on” if others “lock us in?” Thus,
narrative theorizing must grapple with the incompatibility of stories
in light of time, place, and space.

Narrating, emplotting and locating, provides a ready and supple
means of dealing with unexpected outcomes or unintended conse-
quences of our plans, anticipations, and hopes (Giddens, 1979). The
efficacy of narrative for sense making becomes especially consequen-
tial when the continuity of our lives is disrupted by illness, violence,
or trauma. Yet, narrative is not an instant cure—it cannot make pain
go away, and things do not always make sense. We cannot always
package stories into neat and organized accounts of experiences that
wreck havoc on our existence and life as we knew it before the disrup-
tion of illness.

Illness as a Call for Stories

In his foundational work, The Wounded Storyteller, Arthur Frank
(1995) positions illness as a call for stories and ill individuals as
wounded storytellers. Individuals with serious illness have lost a cen-
tral resource that most storytellers depend on—a sense of temporality.
Individuals can use narration to (re)create a sense of where one is in
light of bodily malfunction and change. For example, Gibbs and
Franks (2002) illustrated how women narrate their experiences with
cancer and draw on metaphorical patterns of thought that are inher-
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ently temporal (e.g., life as a journey, life as a gamble). Of course, not
all metaphors or narratives are equal in their transformative power
and ability to enable women to restory their lives in light of the disrup-
tion of cancer. Vanderford and Smith (1996) also illustrated how
women engage in narrative sensemaking when faced with the disrup-
tion of immune-related illnesses due to breast implants, relying on
support groups, interactions with health care providers, and public di-
alogues to manage uncertainty and restore continuity to their lives.

Importantly, Frank (1995) argued that stories are not just about the
body—they are told through a wounded body:

The stories that ill people tell come out of their bodies. The body sets in
motion the need for new stories when its disease disrupts the old stories.
The body, whether still diseased or recovered, is simultaneously cause,
topic, and instrument of whatever new stories are told. (p. 2)

Telling a story through the body is part and parcel of the human prob-
lem of authorship, and the desire of individuals to preserve voice and
agency (Charmaz, 1995; Ellis, 1995; Ellis & Bochner, 2001; Langellier,
2001; Langellier & Peterson, 2004). Seeking medical care too often in-
volves what Frank describes as narrative surrender—with individuals
following prescribed regimens and embodying their “story” using the
vernacular and practices of the dominant biomedical model (see also
Geist & Dreyer, 1993; Kleinmann, 1988; Mishler, 1984; Morris, 1998).

Fortunately, medical journals attest that physicians are increas-
ingly cognizant of narrative, not in opposition to science but as an in-
tegral and necessary aspect of health and healing (e.g., Charon,
2001b; Elwyn & Gwyn, 1999; Garro, 1994; Greenhalgh, 1999;
Jones, 1999). If health unfolds as a storied experience, healing, too,
can be usefully understood as narrative activity. The rise of “narrative
medicine” as co-constructed by “narratively competent” health care
seekers and providers may signify fundamental changes in the expe-
rience of illness (Charon, 2001b). Charon (2001b) described narra-
tive medicine as that which is “practiced with the competence to
recognize, interpret, and be moved to action by the predicaments of
others” (p. 83).

White and Epston (1990) reenvisioned the work of psychiatry as in-
herently narrative and popularized the therapeutic value of narrative.
By helping patients to reframe key moments and characters around
which people organize their lives, new, liberating, co-constructed
stocks of knowledge emerge that allow individuals to restory their
lives. Likewise, Mattingly (2000, 2001) encouraged physical therapists
and other health care providers to envision therapy as a punctuated
moment in the patient’s longer life story. Therapy itself becomes an oc-
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casion for individuals (with the help of providers) to remake life stories
that can no longer continue as they once did when a disability was ab-
sent, or less serious. In this volume, Ragan, Mindt, and
Wittenberg-Lyles (chap. 12) emphasize the value of narrative pedagogy
in the professional socialization of medical students, particularly in in-
troducing students to palliative care. In doing so, Ragan and her col-
leagues outline ways that medical schools address the narrative
structure of medical knowledge and health care delivery by (a) requir-
ing students to study and analyze fiction and nonfiction illness narra-
tives, and (b) requiring students to write their own narratives.

Many authors in this book recognize the power of narrative to em-
power and enable women and men, health care providers and seekers,
to account for continuity and disruption across their lifespans. Sharf
(chap. 15, this volume), well-known for her scholarly work on patient
empowerment and health citizenry (e.g., 1990, 1997, 2001), poig-
nantly shares how her personal road toward patient autonomy and
clinical partnership during hip replacement therapy was detoured by
pain, fatigue, and the still-dominant biomedical model. O’Hair,
Scannell and Thompson (chap. 19, this volume) foreground how peo-
ple with cancer can exert agency through narrative in managing the
cancer care environment. O’Hair and his colleagues encourage health
care seekers and providers to co-construct narrative emplotments of
the cancer experience, including treatment protocols. Carabas and
Harter (chap. 7, this volume) share testimonials of former political
prisoners and deportees in Romania, drawing attention to the degen-
erative role that the censoring of storytelling plays in the lives of people
who suffered from state-induced illness. Their participants’ narratives
poignantly capture how their “forbidden stories” increased their psy-
chological trauma. If storytelling allows individuals to cope with the
disruption of trauma, and indeed it can, then the absence of the narra-
tive act deepens the sense of turmoil, loss, and discontinuity.

Noticeably absent from this volume and interdisciplinary writing
about narrative and health more generally is the chaos story—an inco-
herent pastiche of observations and characters that is often uncom-
fortable to witness. Unlike the reassuring restitution narratives
imbued with faith in modern medicine’s progress and promise, chaos
narratives reveal human vulnerability, the futility and impotence of sci-
ence, and an inability of the human body and spirit to overcome adver-
sity (Frank, 1995). O’Hair and his colleagues (chap. 19, this volume)
aptly argue that the “wounded storyteller” may be unable to exercise
agency through narrative due to physical, social, relational, and struc-
tural forces. Likewise, Ragan and her colleagues (chap. 12, this vol-
ume) question the extent to which students’ empathic skills can be
honed by witnessing illness narratives that, for the most part, are pol-
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ished, edited, and complete. Authors often edit literary narratives to
produce a coherent and compelling chronology of events and emo-
tions, with competent and articulate narrators and characters. In real-
ity, individuals’ stories are often incoherent bits and pieces that must
be stitched together to make sense.

We believe that social, political, and economic forces coalesce in
ways that often inhibit the telling and witnessing of chaos stories. It is
difficult to hear stories in which wounds remain raw, bodies and spir-
its broken. Frank (1995) suggested:

Hearing is difficult not only because listeners have trouble facing what is
being said as a possibility or a reality in their own lives. Hearing is also
difficult because the chaos narrative is probably the most embodied
form of story. If chaos stories are told on the edges of a wound, they are
also told on the edges of speech. Ultimately, chaos is told in the silences
that speech cannot penetrate or illuminate. (p. 101)

We yearn for emplotments that redeem disruptions in orderly ways.
Restitution narratives provide happy endings, reassuring consumers,
among other things, that technology can triumph over nature. More-
over, when we as scholars focus on the agency of narrative, we privilege
stories of successful empowerment, preferring to believe in the efficacy
of communication. Yet, it is also our moral obligation to recognize and
honor chaos as part of life and to witness chaos stories as shared by
others. We agree with Rawlins (2003) who argued, “Listening and hear-
ing honors the gift of self that is speaking: it renders voice meaningful”
(p. 121).

CREATIVITY AND CONSTRAINT

A self-making narrative is something of a balancing act. It must, on the
one hand, create a conviction of autonomy, that one has a will of one’s
own, a certain freedom of choice, a degree of possibility. But it must also
relate the self to a world of others—to friends and family, to institutions,
to the past, to reference groups … we seem virtually unable to live with-
out both, autonomy and commitment, and our lives try to balance the
two. So do the self-narratives we tell ourselves.

—Bruner, 2002, p. 78

The problematic of creativity and constraint foregrounds the human
struggle to be individuated (i.e., assert creativity) and still identify with
a group (i.e., respond to social and institutional constraints). Berger
and Luckmann (1966) argued that societies are constructed as people
act in patterned ways—routines that, over time, are taken for granted
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as “reality.” In other words, most of what we take for granted in com-
munal life is constructed through symbolic interactions. Across time
and space, routines develop and people amass a general knowledge of
“how things are done.” Social life, then, involves an unresolvable ten-
sion between creativity and constraint; individuals co-construct social
reality and become constrained by those constructions (Giddens,
1979, 1984). Moreover, simultaneous desires for individualism and
community represent a fundamental tension of liberal pluralistic soci-
eties (deTocqueville, 1835/1956; Locke, 1690/1975). We examine this
struggle as embodied in narrative activity. We believe that narrativity
involves the moment-to-moment negotiation of tensions between indi-
vidual creativity and social constraints (see also Eisenberg & Goodall,
2004; Harter, 2004). In this section, we explore connections between
the personal and the cultural, and the ideological and political nature
of narrative activity including creative resistance to social constraints.

The Personal and the Cultural

Numerous scholars have contributed to our understanding of the inter-
connectedness of the personal and the cultural (e.g., Bakhtin, 1981,
1984b; Burke, 1969; Bruner, 1991, 2001, 2002; Dewey, 1922; 1984;
Foucault, 1975; Giddens, 1979; Goffman, 1959; Wittgenstein, 1953).
For example, Dewey (1922) positioned experience as both personal and
social. People are individuals and need to be understood as such, but
they cannot be understood only as individuals (see also Blumer, 1969;
Mead, 1934). Self is always in relation to others, always in social context
(Gergen, 1991). Goffman, too, reminds us that individuals create and
enact their roles as scripted, in part, by larger social forces. Bakhtin
draws our attention to intertextuality—how narratives of all sorts draw
meaning, in part, from their relation to other texts. Individuals config-
ure events into stories, ordering experiences by intermixing various ele-
ments of their cultural repertoire of sedimented stories. We lead storied
lives on storied landscapes. Collectively, these scholars encourage us to
consider simultaneously the personal and the cultural, and the enabling
and constraining aspects of narrativity.

To participate as a member of a culture, individuals must possess a
general knowledge of signifying systems and their situated meanings.
Cultures maintain collections of normative meanings in their myths,
fairy tales, histories, and other stories. Our personal experiences are
shaped within these discursive parameters, including enveloping
macronarratives ranging from stories of one’s family to institutional
stories of the workplace, church, government, and nation (Somers,
1994). We live our lives within a series of intersecting social systems
that may be thought of as stories, each characterized by plotlines,
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characters, genres, and themes. These master narratives, or what
Somers calls metanarrativity, provide a wider circle of narrative pat-
terning that incorporates and shapes personal and public narratives.
Master narratives are often subsumed in a word or phrase that evokes
the repository of stories, metaphors, and images that coalesce around
what Burke (1969) called “god terms,” such as individualism, prog-
ress, enlightenment, equality, and so on. For example, Conrad and
Millay (2001) foregrounded conservative politics and libertarian, free
market ideology in their analysis of the enactment of the first Patient’s
Bill of Rights by the Texas legislature. They illustrate the powerful rhet-
oric of free-market romanticism, and how it flavors the American polit-
ical psyche and health care reform rhetoric.

Of course, cultural stocks of meaning are not static; they are added
to by new members, and atrophy by lack of use. Narrative scholars ex-
plore the experiencing of life in the here and now as well as experiences
throughout life trajectories—people’s lives, institutional lives, lives of
things. Our lives are embedded within larger narrative landscapes,
times and spaces that shape our lives and the stories we tell of them.
The construction of individuals as storytellers, characters, or wit-
nesses comprises a contextual feature of particular material, social
and historical moments, and is explored as such by numerous narra-
tive scholars (see Workman, chap. 6, and Beck, chap. 3, this volume).

The Ideological and Political Nature of Narrative Activity

Public discourses of health and healing are narratively constructed.
The social world is a world of narrative forms and formulas people use
to construct meanings of self and others. These narratives draw on
and reinforce personal and organizational narratives and function as
public “mindsets,” the boundaries within which health and healing are
interpreted and discussed. Such master narratives embody sociocul-
tural beliefs, values, hopes and fears. Indeed, narrative is one of the
principal symbolic forms through which ideology and power struc-
tures are expressed and constituted (Mumby, 1987). Narrative—in all
its forms—does ideological work that shapes our relationships to the
world in ways that are not always apparent to us.

Scholars who direct attention to the ideological and political aspects
of narrative ask why narratives are framed as they are, how stake-
holders negotiate them within social contexts of action, and how emer-
gent narratives enable and constrain the human spirit. These
questions, once raised, lead scholars to speculate about how narra-
tives could be constructed differently, recontextualizing key issues and
concerns. Harter and Japp (2001), for example, positioned Western
medical dramas as texts to be read for dominant meanings of health
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and health care. In doing so, they highlighted how these discourses
serve to reinforce the dominance and legitimacy of technological medi-
cine (i.e., the biomedical model) even as they sometimes appear to
question it. In this volume, Morgan-Witte (chap. 10) similarly positions
the contemporary nurse’s station as a web of storytelling. Health care
providers create and maintain ideologies of the biomedical model as
they tell stories, gossip, crack jokes, and play pranks.

Morris (1998) also positions the biomedical model as a grand nar-
rative: an ongoing structure of values and beliefs; a hierarchy of char-
acters; a past, present, and future; sacred spaces; goals and purposes;
manners and means. The long dominant biomedical narrative reduces
disease to a biological mechanism of cause and effect that can be effec-
tively diagnosed and treated through science and technology. But do-
ing so privileges the “voice of medicine” and marginalizes the “voice of
the lifeworld” (Mishler, 1984). Arthur Kleinman (1988, 1995), a psy-
chiatrist and medical anthropologist, among others (e.g., Brody, 1980,
1987; Geist & Gates, 1996; Vanderford, Jenks, & Sharf, 1997), has
worked to disrupt the dominance of a biomedical approach as the pri-
mary means of understanding health and healing. Yet, interweaving the
voice of medicine and the voice of the lifeworld in a dialogue that trans-
forms individuals and helps them to navigate through preventative
care, diagnosis of particular ailments and treatment regimens is diffi-
cult, in part, because we continue to exist in a world of binaries: illness
versus wellness, disease versus illness, biology versus culture.

Constructing a counternarrative to the still-dominant biomedical
model involves, among other things, a postmodern perspective of
health that escapes the dualism that we are either sick or well. Accord-
ing to Morris (1998, p. 243), “A postmodern perspective on health
opens when we imagine that—except at the extremes of terrible illness
and perfect comfort—most people live within a trajectory exposing
them to intermittent trauma and even chronic damage.”

In this counternarrative, health and health care are reenvisioned as
the manners in which we live well despite our inescapable illnesses,
disabilities, and trauma. For example, in this volume Buzzanell and
Ellingson (chap. 13) problematize the limiting nature of entrepreneur-
ial narratives of maternity in the workplace that reproduce the binary
of ill versus well—narratives that associate pregnancy with deviance,
unreliability, and disability. Moreover, they urge communication schol-
ars–practitioners to create counternarratives that present bodily vari-
ation and fluctuation as normative and give voice to the diverse
experiences of pregnant workers. “Stories must be told for aware-
ness,” argue Buzzanell and Ellingson, “and retold in counternarratives
until they impact cultural and organizational delusions of ideal bodies
and perpetuation of the sick/well dichotomy.”
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As illustrated by our discussion of the biomedical model, stories of
any sort are not innocent; rather, they embody worldviews and
biases—they have a spin. Narratives are shaped within certain beliefs
and value systems, and serve to reinforce or challenge those systems
as they are constituted in social interaction. Three decades ago, femi-
nist scholars declared that “the personal is political,” meaning among
other things that personal experience is inescapably social and social
experience is inescapably political. In narrative as well “the personal is
political.” We construct personal experience within social contexts,
bounded and constrained by the identities and relationships of the so-
cial group. Further, these identities are positioned in ongoing negotia-
tions within that society. To empower a group is to legitimate its story
of who its members are; to silence a group (or person) is to refuse to
hear or accept its story.

Master narratives thereby embody the ideological concerns and po-
litical conflicts of a culture and are powerful in their ubiquity and fa-
miliarity. As Lindemann-Nelson noted (2001):

Master narratives retain their tenacious hold on a culture for a number
of interconnected reasons: they are organized ensembles that grow and
change, they constitute a world view, and they assimilate oppositions. In
addition, oppressive master narratives are often epistemically rigged.
Taken in combination, these features produce a formidable resiliency.
(pp. 157–158)

Social narratives (de)legitimate certain modes of culture, conscious-
ness, and practice. Yet, narratives emerge as contested terrains, open
to challenge by those who seek to reshape perceptions of health issues
and construct alternate narratives. Indeed, “postmodernism” loosely
represents challenges to the domination of master narratives (e.g., sci-
ence as progress), favoring instead local storytelling and the ability of
people to use resources at their disposal to make sense of their lives
(Lyotard, 1984). For example, feminist political struggles across bor-
ders of nations and states crucially involve new ways of perceiving and
retelling a nation’s history (Harding, 1998; Narayan, 1997).

Just as we may accede to habitual responses and environmental
forces, we also have the capacity to deliberate and decide which stories
we will tell and live, and whether we will imagine and enact alternative
emplotments. The realm of meaning making possesses plasticity
(Bakhtin, 1981). Bruner (2002) aptly argued:

Stories are a culture’s coin and currency. For culture is, figuratively, the
maker and enforcer of what is expected, but it also, paradoxically, com-
piles, even slyly treasures, transgressions. Its myths and its folktales, its
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dramas and its pageants memorialize both its norms and notable viola-
tions of them. (p. 15)

Stories are not mere instantiations of the canonical; they often evolve
as terrains of struggle and political contestation, embodying what
Bruner calls the dialectic of the established and the possible. A group
or society can disrupt hegemonic forces and construct an alternative
story that is more equitable and inclusive.

Master narratives may appear monolithic but because they are a brico-
lage of components, they have tensions, fissures, and gaps that can be ex-
ploited by those who want to challenge their power (Lindemann-Nelson,
2001).TherecommendationofConradandMillay (2001) isacase inpoint:

Instead of casting [health care] reform as a story that competes with the
narrative of a self-correcting free market, an approach that has typified
past [failed] efforts at both the federal and state levels … proponents can
instead operate within free market ideology, searching for fissures and
contradictions, and arguing that reform can strengthen and purify the
free market system. (pp. 166–167)

Social, political, and economic conditions sometimes coalesce in
ways that create spaces where counternarratives can take hold. For
example, individuals share personal narratives of AIDS within the
boundaries of public and societal narratives that determine social
meanings and attributions of the disease (Sontag, 1988). These per-
sonal narratives are often used in the service of negotiating aware-
ness, demanding justice, and seeking resources, as well as
challenging the public narratives of “placement” of the disease and its
victims. Personal narratives, thus, function as powerful tools in ef-
forts to enact both social understanding and political recognition.
Some narratives, like those of people with AIDS or cancer, have direct
political utility as they are used to advocate for protective legislation
or funding for research.

Personal narratives enacted in local or interpersonal settings are no
less political. These narratives assert both a right to proclaim publicly
(to even a few others) one’s identity and the need to define one’s experi-
ence as relevant. Such stories also testify to the opportunities and con-
straints of operating within the ideologies of the public, master
narratives available in a culture. Whether in acceptance of or opposi-
tion to the larger narratives, they embody prevailing attitudes and be-
liefs about illness and understandings of the institutions and
structures of health care.

Many authors in this volume envision narratives as sources of both
creativity and constraint. Japp and Japp (chap. 5) focus attention on
one genre of illness narratives—stories told by individuals (mainly
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women) with “biologically invisible illnesses” (BII). They illustrate how
women’s stories of BII reside in and are connected to a broader net-
work of narratives (e.g., master narrative of bio-medicine) that both
enable and constrain women in their attempts to legitimize their expe-
riences. Workman (chap. 6), guided by Burke’s (1969) notion of the
representative anecdote, argues that the “death story” of Scott Kruger,
an upper class student at MIT, worked to frame binge drinking as a
public health problem. Although the death story served to raise aware-
ness of heavy episodic drinking, Workman illustrates how it also
criminalized and victimized particular individuals. He offers alterna-
tive stories for framing binge drinking that concentrate on more salient
harms to college students such as embarrassment, regret, academic
failure, or legal liability. In examining the narrative construction of
age-related infertility (ARI), Harter, Kirby, Edwards, and McClanahan
(chap. 4) argue that the technical rationality of expert voices (e.g., re-
productive endocrinologists) shapes the way women narrate their ex-
periences with ARI—what they include (e.g., time, technology,
meritocracy) and exclude (e.g., husband’s influence, possibility for
adoption) in their storytelling. At the same time, they present alterna-
tive stock plots that capture the systemic nature of how reproduction
is embodied symbolically, biologically, materially and in networks of
relationships.

THE PARTIAL AND THE INDETERMINATE

We enter the conversation after it has already started; we try to get the
hang of it; we leave it, just as we are catching the drift of it; after us, it
goes on.

—Cheney, 2000, p. 21

Whenever we use language to narrate our experiences, slippage, inex-
actness, and indeterminancy remain (Burke, 1969; Wittgenstein,
1953). Concomitantly, every narrative is embedded in a lived context of
interaction, uncertainty, intention, and imagination (see Babrow,
Kline, & Rawlins, chap. 2, this volume). As situations and standpoints
shift, new and different stories emerge. The problematic of the partial
and the indeterminate recognizes that stories are discretely bounded
(and as such always partial), and cumulatively ongoing (and as such al-
ways indeterminate). Likewise, any scholarly performance ought to be
understood as situated, contingent, partial, and subject to revision.
Narrativity and narrative scholarship are inherently open-ended; a
good story and a good study ought to conclude with questions as well
as tentative answers. In this section, we explore the situated and shift-
ing nature of narrative knowledge.
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Situated Knowledge

In narrative thinking and other “language games” context matters
(Wittgenstein, 1953). Narrativity always occurs in particular situations
as storytellers draw on the resources of language and cultural, rela-
tional, material and physiological conditions to perform narrative. We
require contextual knowledge to make sense of any person, event, ex-
perience, and emplotment. Moreover, because we construct meaning
in the fragmented contexts and subjectivities of our lives (Gergen,
1991), any story or interpretation is always partial.

Narrative scholars explore how varied contexts give rise to particu-
lar stories and performance practices, directing attention to how re-
sources in a particular situation make storytelling possible. Narrative
scholars explore the places and spaces in which narratives are per-
formed and how storytelling reveals the social conditions of its produc-
tion. Babrow, Kline, and Rawlins, (chap. 2), emphasize that a narrative
perspective foregrounds two contextual forms: the setting of the narra-
tive, or the lived context of the storied events, and the setting of the tell-
ing itself, or the living context of the storytelling. Meaning-making
emerges in the symbolic space or liminal space (Turner, 1980) between
lived and living contexts, and between narrators, emplotments, and
audience. “Meaning is understood to take shape—for different critics
in different ways and to different degrees,” argued Chambers and
Montgomery (2002), “in the symbolic space that reader, text, and other
elements create during the reading process and does not exist without
the subjective activity and the contextual element brought to the text by
each reader” (p. 87). In sum, storytelling informs and is informed by
temporal, relational, and spatial contexts.

Bakhtin’s (1981, 1984b) work usefully positions narrative as inter-
active and contextually rooted. Bakhtin envisions narrative as dia-
logue, a heteroglossia of different voices, a continuous and shifting
struggle within and among discourses representing ideological belief
systems and competing views of the word:

The living utterance, having taken meaning and shape at a particular his-
torical moment in a socially specific environment, cannot fail to brush up
against thousands of living dialogic threads, woven by socioideological
consciousness around the given object of an utterance; it cannot fail to
become an active participant in social dialogue. (p. 276)

Bakhtin’s work encourages us to consider the range of multiple lan-
guages, voices and understandings present in any particular “text” or
reading, and reminds us that narrative knowledge is always situated
and always partial. For example, research texts constitute stories, usu-
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ally presented as complete yet always open to diverse consumption
(Ellis & Bochner, 2000). Readers enter scholarly narratives from the
perspective of their own standpoints, become co-performers, and, ulti-
mately, (re)consider themselves through the narrative text.

In the mutual interplay of telling and listening, the question of au-
thorship and individual participation in meaning-making becomes
critical. A dialogic perspective permits us to move away from a mes-
sage production standpoint (i.e., emphasis on storyteller as sole
“owner” of a singular story) toward one that recognizes how narratives
are fluid, co-constructed, meaning-centered (re)productions of experi-
ence always achieved in particular contexts and subject to frames of in-
telligibility (see also Zook, 1994). Many authors in this volume operate
from a dialogic perspective. Beach and Mandelbaum (chap. 16), in
their careful conversation analysis of a medical interview, foreground
the locally situated, interactional accomplishment of narrative be-
tween a health care provider and patient. As illustrated by Beach and
Mandelbaum, what gets expressed, understood, and accepted (and
what remains untold or underdeveloped) depends as much on the con-
text of the interaction as on the desires of the participants. Sunwolf,
Frey, and Keranen (chap. 11) draw our attention to the therapeutic im-
portance of “story sharing” for tellers and listeners. Sunwolf and her
colleagues position story sharing as a dynamic and transformational
process through which individuals (re)construct individual and com-
munal identities.

Shifting Knowledge

Meaning-making is not static; rather, it shifts through the ongoing exi-
gencies of relational work and as individuals continuously reconfigure
experiences through reflection and recollection (Polkinghorne, 1988;
Rawlins, 2003). We privilege the term narrativity to emphasize the
open-ended, ongoing process of narrating rather than fixed and frozen
texts conveniently designated as narratives (see also Langellier & Pe-
terson, 2004; Somers, 1994). People live stories, and in the living of
these stories, reaffirm them, modify them, and create new ones. For ex-
ample, while our self-making stories accumulate over time and may
even pattern themselves after conventional genres, they shift not just
because we get older or wiser but because our stories need to fit new
circumstances, relationships, and enterprises (Bruner, 2002).

Our narratives, scholarly and otherwise, are always tentative, al-
ways open to revision. Contemporary perspectives on history, for ex-
ample, take history not as an already written narrative of the past, but
as actions in the continuing process of living and being within commu-
nity (White, 1981). Narrative seeks to keep the past alive in the present,
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showing us that meanings and significance of the past are incomplete,
tentative, and revisable according to the contingencies of present life
circumstances, the present from which we narrate (Gadamer, 1991;
Ricoeur, 1984a). Narrative explanations of one’s past do not stand still
in a way that allows for certainty. Instead, we exist, however uncon-
sciously or uncomfortably, with unsettled meanings. A case in point:
Geist and Dreyer (1993), drawing on Bakhtin (1981, 1984b), argued
for a dialogic perspective of medical encounters that recognizes the
ever-changing dynamics that fuse and differentiate providers and pa-
tients in relationships of interdependence and independence across
time and space.

The multiple and shifting nature of meanings should not, however,
be perceived as an excuse for scholars to escape choice or dismiss eval-
uation (Cheney, 2000). Bakhtin (1981) celebrated the novel as an egali-
tarian site of multivocality—a cacophony of worldviews. Although his
concept of heteroglossia encourages us to consider the range of voices
and understandings present in any particular discourse, Bakhtin also
emphasized plausible and defensible interpretations. In other words,
our confrontation with heteroglossia operates within certain parame-
ters. While the parameters themselves may be contingent and not ab-
solute, they provide individuals with places to stand to consider viable
and compelling meanings among which individuals must choose at
that moment in time and space. There remains value in trying to iden-
tify intended, preferred, and dominant readings of narratives, as long
as we recognize that “it’s not a project we’ll ever complete or get com-
pletely right” (Ellis & Bochner, 2000, p. 752).

Many authors in this volume capture the partial and indeterminate
nature of narrative sense-making. Miller, Geist-Martin, and Cannon
Beatty (chap. 14) share their work with the Tariq Khamisa Foundation,
an organization that seeks through pedagogies of peace and forgive-
ness to alter patterns of violence among youth in the United States. As
you read their chapter, you witness the transformation of teachers and
students alike as they reframe learning, manage conflict in alternative
ways, and shift, if even slightly, the stories of their lives and dominant
societal emplotments of violence. Singhal, Chitnis, and Sengupta
(chap. 8), in their discussion of how Indian viewers consume health-re-
lated Western media, draw our attention to narrative transparency—
how texts are read through the lens of religion, ethnicity, culture, poli-
tics among other factors that produce diverse reading positions.
Singhal and his colleagues aptly demonstrate how text, context, and
audience intersect toward polysemic meaning formation. Individuals
negotiate unique meanings about health and sexuality with mediated
artifacts, in this case Friends, in the differentiated contexts in which
they act in their everyday lives.
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CONCLUSION

This book features the work of scholars who embrace narrative in-
quiry as an interpretive, rhetorical, and/or critical framework from
which to explore symbolic attempts to understand and enact illness
and wellness. Drawing from an intriguing array of theoretical, existen-
tial and empirical orientations, these essays pursue the implications of
health narratives for individuals engaged in personal and relational
sense-making and the construction of multiple, simultaneous, yet per-
haps incompatible, realities. As the chapters attest, knowing and being
are narrative acts. Moreover, health narratives emerge as complex per-
formances in the midst of enveloping life and social narratives that can
enable or constrain, stigmatize or empower, confuse or enlighten indi-
viduals as they attempt to restore continuity when faced with the dis-
ruption of illness, suffering, or trauma. Embracing such persistent
problematics, the authors in this volume do not search for a universal
and fixed meaning in discourses. Rather, they attempt to present rich
portraits that are life-like and ring true, and participate in richly con-
toured and nuanced discussions about narrative, health, and healing.

Collectively, the chapters illustrate the aspirations of narrative the-
ory, research, and practice to comprehend key problematics of life:
knowing and being, continuity and disruption, creativity and con-
straint, and the partial and indeterminate. We believe that the issues
dramatized in these chapters provide theoretical resources for more
complex and fruitful thinking about narrative and health. We hope they
offer you the reader, as witness and co-creator of meaning, insights
into the implications of narrative for health care participants as indi-
viduals, relational partners, agents in organizing processes, and mem-
bers of society.

NOTE

1. We thank Bill Rawlins for his thoughtful reflections on an earlier draft of
this manuscript.
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Unstable subjective estimates of the chances and value of survival make
it difficult for the individual to interpret messages (e.g., judge the hon-
esty of the physician’s prognosis), sustain a particular outlook (e.g.,
maintain optimism), make decisions (e.g., choose between a lump-
ectomy and a mastectomy), and act consistently with prior choices
(e.g., continue chemotherapy).… (P)roblematic integration is the diffi-
culty we experience when probabilistic and evaluative orientations to a
particular object (e.g., person, thing, event, idea) destabilize one an-
other and unsettle such orientations to associated objects.

—(Babrow, 1995, p. 284, italics added)

Life can be regarded as a constant effort, even a struggle, to maintain or
restore narrative coherence in the face of an ever-threatening, impending
chaos at all levels.

—(Carr, 1986, p. 91)
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For almost two weeks, Kim had been teaching her health
communication course to students from her university who
were participating in a study-abroad course in England. A
small class of seven women, this class had been a particularly
exciting opportunity for her because she could concentrate on
the women’s health issues that had been the predominant focus
of her scholarship for the past 7 years. With great zeal, she dis-
cussed one of her favorite topics—pregnancy and childbirth. As
a staunch advocate of the midwifery2 model of maternity care,
she regaled her students with stories decrying the benefits of
and need for medical interventions. Doctors, invested in an ob-
jective, scientific approach to health care, tend to spend little if
any time with the expectant and/or delivering mother; they
often do not attend to the woman’s concerns or feelings. More-
over, the medical paradigm, one which pathologizes and medi-
calizes this very normal experience, typically necessitates
technological interventions such as fetal monitoring, epidurals,
labor inducement, episiotomies (if you’re lucky enough to make
it to a natural, vaginal birth), and Cesarean sections, known by
medical professionals to be detrimental to mother and child. It’s
all so impersonal.

The midwifery paradigm, on the other hand, advocates at-
tention to the subjective experience of the mother. And, during
delivery, practitioners privilege patience, permitting the labor-
ing mother to progress at her own pace so that interventions
are needed less often than in the medical model. Birth, from a
midwifery perspective, is a natural process that can be chal-
lenging but rewarding.

Then Kim found out she was pregnant with her second child.
As she shared this good news with her students, she knew they
would ask, “So, are you going to have this baby at home?” To
everyone’s surprise, including Kim’s, her answer was, “Well, I’m
not sure.”

Throughout our lives, experiences of our physical being call forth the
construction of (and, in turn, challenge) basic understandings. For ex-
ample, sexuality, pregnancy, childbirth, diet, exercise, aging, illness,
and death elicit—and often call into question—bedrock understand-
ings about body, mind, self, relationships, and the nature of our own
life and of life in general. Under such circumstances, that is, when we
no longer take for granted the well-being of our bodies and our worlds,
communication with others is essential to ongoing meaning-making.

In the spirit of these ideas, this chapter discusses two approaches to
the study of health communication that we believe complement each
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other in compelling ways: narrative and problematic integration (PI)
theory and research. We first discuss three complementary supposi-
tions of these two perspectives: meaning-making constitutes a basic
characteristic of human being, meaning-making is fundamentally con-
textual, and meaning-making involves reckoning with time. We then
examine in detail how these two approaches can be used together to
comprehend the ongoing (co)construction of meaningful configura-
tions of contingencies that emerge through telling and living stories
about our health.

SYNTHESIZING PI AND NARRATIVE THEORY:
COMPLEMENTARY SUPPOSITIONS

Rather than offering an extensive review of PI and narrative theories,
the following discussion focuses on central claims relevant to health
communication that these perspectives share and develop in comple-
mentary, mutually elaborating ways. We begin with the argument that
meaning-making is a basic characteristic of human being.

Meaning-Making and Human Being

Fundamental to narrative approaches to sense-making is the assump-
tion that meanings emerge from individual interpretation and reartic-
ulation of the relationships among countless seemingly unconnected
experiences, beliefs, attitudes, and understandings, and so on. That is,
“meanings are found in interpretation of phenomena, not in objective
observations” (Vanderford, Jenks, Sharf, 1997, p. 17). With regard to
health and illness, the concern with meaning exemplified by a narra-
tive approach is perhaps best understood in contrast to the concern
with so-called facts associated with the logico-scientific approach to
reasoning that has pervaded modern medical practice. Comparing
narrative- and evidence-based medicine, Greenhalgh (1998) ex-
plained: “Conventional medical training teaches students to view med-
icine as a science and the doctor as an impartial investigator who
builds differential diagnoses like scientific theories and excludes com-
peting possibilities in a manner akin to the falsification of hypothesis”
(p. 248). Thus, she continues, “the discovery of ‘facts’ about the pa-
tient’s illness is exactly equivalent to the discovery of new scientific
truths about the universe” (p. 248). In contrast, rather than making
predictions or formulating general laws of human behavior, a narrative
approach privileges the particularities of individuals’ lives and at-
tempts to understand how specific persons in particular times and
places describe their experiences of living their lives. Continuing with
the previous example (which we refer to throughout the chapter),
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Kim’s story reveals that the understandings she could glean from more
objective articulations of available evidence about pregnancy and
childbirth (whether the medical or midwifery versions) simply did not
provide answers to the questions she faced. In short, a focus on the
meanings that people attribute to their experiences as they construct
narrative accounts shifts the focus from a search for universal truths
about an objective reality to the subjective experiences of individuals.3

Acknowledging that a narrative approach emphasizes interpreta-
tion does not in and of itself account for the effects of narrative in
sense-making, however, for narratives themselves concomitantly dem-
onstrate and constitute the relationships between experiences and un-
derstandings. As Polkinghorne (1988) noted in discussing narrative
meaning, “The question, ‘What does that mean?,’ asks how something
is related or connected to something else” (p. 6). Narratives comprise
the means by which individuals organize a host of random emotional,
perceptual, physical, and social experiences into a meaningful account
of their situation. In doing so, persons telling stories reveal the “time
and space relations and cause–effect links they have made in their own
understanding and management of illness and health” (Vanderford et
al., 1997, p. 18). Although noting the definitional stipulation that the
events in narratives typically must exhibit some “intrinsic, meaningful
connection to one another” (L. P. Hinchman & S. K. Hinchman, 1997,
p. xv), the actual significance of the experiences or events for the teller
emerges through the narrative told to self and others that articulates
the perceived relationships among those experiences (Polkinghorne,
1988; Vanderford & Smith, 1996).

This clarifying and dramatizing of connections that characterizes
narrative sense-making is particularly important for persons inter-
ested in empathic understanding of another’s health situation (espe-
cially health care professionals). As Greenhalgh and Hurwitz (1998)
pointed out, “Since patients almost invariably place their most impor-
tant experiences—birth, death, grief, and illness—within very different
narrative streams than do doctors, it follows that doctors and patients
often assign very different meanings (and different streams of causal-
ity) to the same sequence of events” (p. 11). Moreover, with each retell-
ing of a narrative, different experiences and understandings may be
invoked, relationships established, rejected, or reconfirmed, and in
that process, meanings transformed.

Narrative theory and research, then, emphasize the meanings that
persons assign to their lives as they orient to experience. Hence, narra-
tive researchers ask, what interpretations do people construct for
their lived experiences? What significance do they assign to the events
and moments of their lives? For example, aging, illness, and death
challenge a host of meanings—about the nature of life, bodily integrity,
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self and identity, relationships, and so on. Through narrative activity,
people develop storied understandings about how they reached their
current age and physical state of being, how they see themselves now,
and how they think the processes of aging, illness, and death will play
out in the future.

PI theory complements these ideas by illuminating key themes and
dynamics in sense-making. The theory suggests that, at the heart of
our efforts to make sense of experience, to make life meaningful, we
must form two interdependent sorts of understandings. These two
forms of understanding or orientations are suggested in stress and
emotion researcher Richard Lazarus’s (1991) assertion that “People
are continually seeking knowledge (that is, beliefs about how things
work in general and in the specific adaptational encounter) and ap-
praisals of the significance of the person–environment relationship for
personal well-being, whether about a specific encounter or life as a
whole” (p. 127, italics in original).

As Kim struggled with the question of whether to have a mid-
wife attend a home birth or give birth in a hospital, she asked
herself, “What happens if something goes wrong? Does it matter
that my first child was born by Cesarean section (and could my
uterus burst if I attempt a vaginal delivery)? Could the cervical
surgery I had years ago cause complications? Will my family
and friends think I’m nuts? Can I handle all of the details for
preparation normally taken care of by hospital personal (who
exactly cleans up after what we all know is a pretty messy pro-
cess)?” Just as importantly, she wondered how to prioritize
each of these concerns. Her and the baby’s health were, of
course, at the top of the list.

However, in spite of the fears that she had about giving birth
at home, she found as much evidence that a home birth would
be safe and that a hospital birth had its own hazards. She
weighed heavily the kind of experience she might expect from
the two options. She recalled her daughter’s birth 10 years be-
fore and the loss of control she had experienced. She remem-
bered how the medical staff had whisked her daughter away
within minutes of her birth. Kim had been left in a recovery
room (snagging any passerby who’d listen to her talk about the
few details she knew from the mere minutes she’d had with the
9 pound, red-headed baby girl), forced against her wishes to
wear a nursing bra (which she subsequently hung on an IV
stand since she couldn’t remove it entirely), and then stuck in a
room with another woman who shared none of Kim’s enthusi-
asm for midnight calls to friends and family to revel in the exis-
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tence of this new person. She didn’t hold her daughter, born at
10 p.m., until around 7 a.m. the next morning. Certainly, these
factors in conjunction with her knowledge of the health risks
associated with both birthing options made a home birth seem
much more preferable (though still a scary proposition).

According to PI theory (and countless other perspectives), all
knowledge is associational, and all such associations are inherently
unverifiable in any ultimate sense . Hence, in his description of PI the-
ory, Babrow labels this aspect of meaning construction or under-
standing of experience as probabilistic orientation. For example, we
construct probabilistic orientations when we answer questions such
as, “Was I vaccinated for smallpox in my youth?” “Are we pregnant?”
“Will you stop drinking and driving?” As these examples illustrate,
probabilistic orientations can be formulated for past, present, and
future experience. In each case, we may be absolutely certain, believe
but with some uncertainty, or conceive the understanding as the
slightest of possibilities.

Although probabilistic orientations remain foundational to human
understanding, they do not in themselves constitute the meaning of
experience. That is, human understanding involves more than beliefs
about what things are, what they are like, how they work, and so on.
According to PI theory, the meanings that we attach to experience also
entail appraisals or evaluations of whatever we think we know about
the world. In other words, human beings cannot orient to their world
based solely on probabilistic orientations (beliefs, assumptions, and
so on) no matter how well warranted. To orient ourselves thought-
fully, reasonably, meaningfully, we also must consider the evaluative
meanings that these associations hold for us (e.g., for our happiness,
well-being, survival; Babrow, in press). Extending the previous exam-
ples, to make sense of these experiences or potentialities, we must
evaluate having had a smallpox vaccination, being pregnant, and
stopping drunk driving. How good or bad was/is/will be each of these
potentialities?

As the discussion thus far indicates, PI theory is relevant to impor-
tant dualisms common in everyday thought/talk and scholarly theory.
For instance, scholars and nonscholars commonly distinguish be-
tween belief and evaluation (or value judgment), expectation and de-
sire, reality and wish, and other such formulations loosely related to
the modernist fact-value dualism (see J. Stewart, 1991). However, un-
like much of the relevant discourse, although PI theory makes a dis-
tinction between probabilistic and evaluative orientations, it also
emphasizes their deep interdependence. Indeed, the central phenome-
non addressed by PI theory is the communicative construction of the
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(often problematic) integration of these two basic aspects of human
meaning/being.

PI theory asserts that we forge meanings in the creation of probabil-
istic and evaluative orientations (i.e., understandings of “the way
things are” and evaluations of the reality so constructed, respectively).
However, these meanings are not simply co-occurring aspects of un-
derstanding, like planks laid side by side to form the deck of a ship.
Rather, they interrelate more like the threads of a fabric; though dis-
tinct, they are intertwined, taking their shape, texture, and hue from
one another in the pattern of weaving. Put less metaphorically, another
basic claim in PI theory is that probabilistic and evaluative orienta-
tions, while distinguishable, must be integrated in experience. In part,
this assertion means that what we think is so (or possible) is shaped by
and also shapes what we think is good and bad, and vice versa
(Babrow, 1992, 2001).

For example, the desire to become a vegan shapes the perceived pos-
sibility of becoming one. Desire impacts effort which, in turn, alters
one’s chances of success. However, desires also influence expectations
directly, as in wishful thinking (Babrow, 1991; Weinstein, 1987). Alter-
natively, perceived probability (e.g., success in becoming a vegan) often
influences evaluation. For example, Kim’s concerns about the possible
health risks of a home birth were most likely tempered by her desire to
give birth at home and thereby avoid a hospital birth. This process has
been called self-protective rationalization (McGurie, 1960). In addi-
tion, these interdependent orientations to any one issue (e.g., home
birth or becoming a vegan) must be integrated with surrounding
probabilistic and evaluative orientations, such as those related to our
sense of self or identity, perceptions of our body and health, relation-
ships with other people, spiritual considerations, and so on (see
Babrow, 1992, 1995).

We believe that we accomplish much of the integrative meaning
making illuminated by PI theory through narrative activity in the form
of stories.4 Reflexively, then, narrative activity largely involves the pro-
duction of a coherent understanding of “the way things were/are/will
be” and the meaning of this apparent arrangement or probabilistic
construction for our happiness. To better appreciate these ideas and
their relevance to health and illness narratives, we must consider an-
other basic characteristic of the two perspectives.

Meaning-Making and Context

Narrative and PI approaches share the idea that meaning-making is
fundamentally contextual. Narratives become informed by and reveal
the contexts within which their relevant understandings are formed
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and acted upon. Notably, a narrative perspective invokes two relevant
contextual forms: the lived context of the events being retold and the
living context of the telling itself. On one hand, narrative research con-
centrates on the context in which events of the narrative have tran-
spired; that is, their setting. It probes what a person considers to be the
enveloping circumstances that frame and give meaning to the events
recounted in that person’s stories about her or his life. What she or he
selects for inclusion and exclusion is important. The setting for the
story matters. Imagine, for example, two different narratives, one that
recounts a childbirth that took place in a hospital and the other that re-
counts a childbirth that took place at home.

Even more broadly, we enact and express cultural values and world-
views in and through story telling. As Freeman (1997) observed, “Lives
are lived in culture—in language, in social relations, in communities,
in the web of quite specific rules, conventions, beliefs, discourses and
so on” (p. 172). Notably, we derive individual goals, desires, and per-
ceived (im)possibilities, expectations, and choices from surrounding
culture, and these in turn, impinge on the elements chosen for inclu-
sion in a narrative formulated to make sense of some circumstance.
Again, consider the narratives of childbirth already mentioned: Given
the United States’ cultural commitment to medical intervention in
birthing, the narrative describing a hospital birth most likely does not
include/necessitate explanation for the choice to deliver in a hospital
(unless told to a group of direct-entry midwives) whereas the home
birth narrative (as a counter to the dominant medical narrative) incor-
porates substantial justification. So, narrative scholars ask, as seen
through the eyes and expressed through the voice of the storyteller,
what does a given story reveal about the assumptions, everyday activi-
ties, practices, and values of the culture in which it is authored? What
moral issues are at stake in the community presupposed by the story?
For instance, in their study of the silicone breast implant controversy,
Vanderford and Smith (1996) found that some women experiencing
difficulties did not blame the problem on inherent, predictable, and
hence avoidable flaws in the implants because “their health issues fit
within the larger narrative concerning the imperfection of medicine”
(p. 18).

On the other hand, the context within which the story is told im-
pinges on the meanings inherent—and possible—in the narrative.
Geist-Martin, Ray, and Sharf (2003) suggested that narratives con-
structed by a 1-month pregnant, 15-year-old young woman might take
on significantly different forms in the contexts of talking to parents
who do not consider abortion to be an option, with a counselor in a pri-
vate office at Planned Parenthood, and during a conversation with the
15-year-old young man who impregnated her and who favors an abor-
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tion. This case affirms the relevance of story context as well as the ways
in which context can affect and constrain narrative possibilities. For
instance, most of us have, at some point, commented that physicians
are limited in their ability to spend enough time with their patients be-
cause of appointment scheduling; the pressing question is whether
medical appointments are rigidly teleological, therefore demanding
that the patient’s narrative be emplotted in a specific way that drasti-
cally constrains or denies her or his voice. Additionally, whose values
does this plot serve? In short, stories may be told about the contexts
for telling stories in health care settings.

Ten years after the birth of her first child, the world was a
different place for Kim, allowing her to tell the story of her first
birth in a way that supported a wider range of choices than
might have been available to her 10 years earlier. Not only did
she have the academic background to validate the claims she
made with regard to childbirth practices, she could substanti-
ate the strength of her convictions with her personal experi-
ences and relationships (which included numerous women who
had given birth at home as well as a direct-entry midwife who
had, at that time, attended over 800 home births). Moreover,
she was relatively successful in her chosen (dare we say, upper
middle-class) profession, giving her the financial wherewithal
to expand her range of options.

Given another place and time, Kim might not have been able
to even consider the question posed by her student or to revise
the story of her first birth to accommodate a socially, culturally,
and politically unaccepted childbirth option. Notwithstanding
the change in her circumstances, Kim still felt that she had to
rationalize the choice she faced, which required the ability to
reconcile the myriad of concerns about what might happen
given either choice with the personal and political values with
which she had come to be identified.

Like narrative theory, PI theory and research illuminates the contextu-
ally accomplished construction of meanings in various ways. As noted, in
its most basic conceptions, the theory holds that our sense of what
was/is/will be and our evaluations of these elements of understanding
(i.e., our probabilistic and evaluative orientations) must be integrated
with one another. That is, each form of orientation provides the most fun-
damental context within which the other form of orientation is under-
stood. Is it good news that you or your partner is pregnant? This
judgment may depend on several considerations relevant to your proba-
bilistic orientation toward being pregnant. Appraisal of the pregnancy
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will be influenced by the extent to which you believe that you can eat prop-
erly, avoid dangerous substances; the expectation that the pregnancy is
likely to end in another miscarriage; the judgment that your partner sup-
ports childbirth, and so forth. Conversely, knowing that a baby is on the
way may prompt reconsideration of one’s evaluative orientations.5 More-
over, integration is problematic when probabilities and values destabilize
one another (see Babrow, in press, for a discussion on the various PI
forms). Health communication, in general (and health-related narrative
activity in particular) largely involves an ongoing matter of values forcing
the rearticulation of (un)certainty and (un)certainty compelling the re-
articulation of values (Babrow & Mattson, 2003).

Not only does PI theory assert that probabalistic and evaluative ori-
entations must be integrated with one another, more to the point, this
integration takes place in experience thereby implicating the social
context of meaning-making. PI theory serves essentially as an inquiry
into the “nature of the relationship—whether representational or con-
stitutive—between communication and one’s conception of or orienta-
tion to the world” (Babrow, 2001, p. 554). Communicative activities or
our symbolic interaction (Burke, 1966) form the context within and
through which we make sense of our lives. In other words, developing
probabilistic and evaluative orientations to any one health-related is-
sue and integrating them with one another and with surrounding be-
liefs and values entails not merely psychological but social processes
(see Babrow, 1993, 1998).

In keeping with this attention to social processes, PI theory empha-
sizes the contextuality of meaning-making through its conception of
the interpenetration of levels of experience. By implication, then, our
probabilistic and evaluative orientations to any one event, such as
reaching or leaving middle-age, intersect with a host of surrounding
beliefs or expectations, values, and desires. For example, efforts to
narrate some specific ailment or milestone in aging—to understand
where we are, what’s happening, what it means for our happiness—
necessarily implicate surrounding stories about our general physical
health, relationships, career, and other concerns. Extending the con-
texts or levels of experience, Babrow (2001) contends:

Communication in families and friendships, impersonal relationships,
and private and public contexts provides the categories for perceptions
and the grist of cognitive and emotional processes. In so doing, communi-
cation content, structures, and processes create, shape, clarify, obscure,
challenge, and transform probabilistic and evaluative orientations and
the PI they so often occasion. (p. 555)

This interrelated accomplishment of our judgments and under-
standings transpires whether illness experiences are mundane and
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self-limiting or extraordinary. In the former case, socially given stories
apply straightforwardly to experience. For example, think of the infi-
nite storied instantiations of the folk belief that getting a chill causes a
“cold.” In short, understandings of mundane experiences take shape
within and in turn reinforce available stories. However, the impor-
tance of context to narrative meaning construction is magnified when
health issues are extraordinary. When readily available frames of un-
derstanding don’t seem to fit, ongoing communication—with family
and friends as well as the scientific–technological, literary, artistic,
spiritual, and political resources of our culture—become the sine qua
non of meaning-making activity (Babrow, 1992, 1993, 1995, 2001;
Babrow & Dutta-Bergman, 2004).

Meaning-Making and Temporality

The idea that the resources, processes, and fruits of meaning-making
are embedded within multiple layers of context relates closely to a
third shared characteristic of PI and narrative thinking: Both perspec-
tives wrestle with meaning-making through time. Most basically, nar-
rative constitutes a form of discourse by which individuals attempt to
develop a coherent accounting of their experiences by placing events in
a sequential order. Even so, Mishler (in press) cautions against relying
solely upon linear, temporally ordered models when conceptualizing
the influence of time in narrative sense-making. Rather, he directs us
to Ricoeur’s approach, which indicates that narrative time is com-
posed of two dimensions, the episodic and the configurational. In pro-
posing that narratives are made of events (i.e., episodic) and that these
events are rendered as significant wholes by way of the plot (i.e., config-
urational), “Ricoeur’s formulation … gives the ending of a story the pri-
mary function in how a story is plotted or constructed” (Mishler, in
press, p. 3). In this sense, articulated relationships between events not
only give meaning to past events, they also give meaning to possible fu-
ture events. That is, narrative “imaginatively reconstructs the past so
that it has meaning or purpose for the present” (Williams, 1997, p.
189), but it also “retrieves previous experience and imaginatively cre-
ates alternate scenarios which anticipate the consequences of possible
actions” (Polkinghorne, 1988, p. 16). Thus, the rearticulation of se-
quence in narratives contributes to the meaning of the events because,
“if the sequence were changed, the meaning of the account would alter”
(Gwyn, 2002b, p. 140).

Freeman (1997), in turn, explicated the temporality of narrative
with the idea that the perspective is “historical in orientation” (p. 174).
According to his analysis, this historicity is reflected in several ways:
(a) Most stories are retrospective accounts of events that have already
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occurred and are now being recounted; (b) each person can select and
relate events from his or her own life history stretching from the time
he or she was born until the present telling, and we can only recount a
completed life history of someone who has died (Holquist, 2002); (c)
each life history contributes to a larger human history in the same way
that our individual stories present snapshots of lives lived in the cul-
ture where they transpire. As Freeman (1997) stated, “In this sense,
turning to narrative, to concrete human lives, is a way of becoming en-
gaged with history—with memorializing or commemorating not only
the life in question but its cultural–historical surround” (p. 174); (d)
listening to stories thereby expands our historical and cultural con-
sciousness because of the meaningful and textured ways in which sto-
ries dramatize the lives and choices of people who are different and
similar to us in discussable ways (Gadamer, 1975).

Acknowledging the difference between clock/chronological and
narrative/experiential models of time (Mishler, in press) is particu-
larly important in health communication contexts. As Sharf (1990)
observed, “The natural inclination of the patients is to present a se-
quence of events, rather than the chief complaint or problem list in
which the doctor is interested” (p. 222). Accordingly, a narrative ap-
proach seeks to understand how events unfold in time according to
the storyteller. Researchers ask: What do individuals select as the sig-
nificant events that occurred before and set the stage for the story be-
ing told? What events are identified as pivotal in composing the story
itself? What have been the consequences of the story’s events and ac-
tions from the vantage point of the present moment of telling? How
are these events arranged in the plot of the story as it is told? In
Bruner’s (1996) words, narratives thereby enact and reveal “a struc-
ture of committed time” (p. 133). Hence, narrative researchers ask:
What do specific stories reveal about how persons understand their
lives in time?

With 10 years between pregnancies, Kim was poignantly
aware of how time had altered her perspective on childbirth.
Trying to make sense of her radically different concerns and
desires during this pregnancy as compared to the last, Kim re-
alized the difficulty of trying to tell someone 10 years younger
(or 20 or 30 years younger) what a difference those years made
in the way she understood the choices she made “back then.”
It didn’t necessarily help her in making the choices she faced,
but it did help explain the conundrum she confronted in justify-
ing to herself and others the possibility of a home birth when
her first child had been born using surgical procedures in a
hospital.
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PI theory offers complementary ways of understanding the motiva-
tion for and character of sense-making through time. First, it recog-
nizes that probabilistic understandings depend on time and temporal
sequences for working out causality, both intentional and mechanistic.
That is, to understand what causes what, what goes with what, we nec-
essarily track and make sense of events through time. Similarly,
evaluative understanding requires that we follow causes through time
to their effects in order to determine whether these effects—and hence
their causes—are good/bad, valuable/objectionable, and so on.

Moreover, we have already noted that the integration of expectations
and desires (i.e., probabilistic and evaluative orientations) is often
problematic. Regardless of the form that problematic integration
takes—whether it extends from diverging expectations and desires
(i.e., when hopes are slim or sorrow seems likely), uncertainty (about
realizing hopes or avoiding sorrows), ambivalence (mixed blessings;
similarly valued, mutually exclusive alternatives), and impossibility/
certainty (hopelessness)—as PI experiences occur, we enter ongoing
struggles that can be more or less protracted (see Babrow, 1992, in
press, for more extended discussions of the various PI forms). As indi-
viduals and members of social groups, we attempt to make sense of ex-
perience, to formulate and synthesize expectations and desires in
comfortable, workable, or at least meaningful ways. Hence, mean-
ing-making inherently unfolds through time.

Finally, when we put this idea together with the previous discussion
of the contextuality of meaning, both PI and narrative theory tell us that
“context” is itself dynamic, ever-evolving, and that the subject/object
and its context, the figure and its ground, interpenetrate in the process
of constructing the meanings of experience through time. By conceptu-
alizing meaning-making in this way, we challenge theories of knowl-
edge (e.g., logo scientific) that regard meaning as the immutable
product of organizing static events. Hence, we acknowledge Fink’s
(1970) assertion that “Theories of knowledge have unaccountably ne-
glected the significance of the simple fact that experiences come to us
seriatum, in a stream of transience, and yet must be held together in a
single image of the manifold of events in order for us to be aware of the
transience at all” (p. 547).

NARRATING SEQUENCES AND PROBLEMATIC CONFIGURATIONS

Thus far, we have discussed the features of some corresponding aspects
of PI and narrative theories (i.e., their emphasis on the centrality of
meaning, its contexts, and temporal dimensions), suggesting the com-
patibility of these two approaches for explicating the challenges and
strategies of human sense-making. In the following section, we extend
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this line of thinking by considering the complementarity of PI and narra-
tive theories. Thus, as suggested by the title of this chapter, challenges to
forming and integrating probabilistic and evaluative orientations can
problematize narrative activity; concomitantly, by narrating these prob-
lems, we give structure to our orientations and their integration.

How hard can it be to tell the story of the birth of your first
child? Kim’s experiences suggest that the difficulty lies in the
relevance the story has for current choices. When she was
asked whether she would have a home birth, Kim began to
question the integrity of every story she had ever told about the
birth of her first child. Shouldn’t it always be as it was? she
wondered. Then she reflected on the way life has a tendency to
prod a person in different directions. “Yes,” she said, “the story
has taken a different turn.” “But,” she asked, “is that so surpris-
ing given the different directions my life has taken?”

Echoing Fink’s concerns, Ricoeur (1981a) called our attention to a
fundamental quandary of narrative thinking that we find useful in
characterizing the ways that narrative and PI perspectives can be
brought together to understand more fully the presence and value of
stories in health communication. As already mentioned, Ricoeur ar-
gues that all narratives involve two dimensions, a “chronological” one
and a “nonchronological” one, that combine in varying ways to perform
the narrative function. On one hand, in “following a story,” the episodic
“dimension is expressed in the expectation of contingencies which af-
fect the story’s development; hence it gives rise to questions such as:
And so? And then? What happened next? What was the outcome?” (p.
278). This dimension describes the raw temporal succession of events
embodied in stories.

However, because neither telling nor following stories can be re-
duced to the mere sequential addition of episodes, Ricoeur stipulates a
second dimension, the “configurational” activity of constructing
“meaningful totalities out of scattered events” (p. 278). Ricoeur
(1981a) continues, “This aspect of the art of narrating is reflected, on
the side of following a story, in the attempt to ‘grasp together’ succes-
sive events” (p. 278). These two dimensions work together to compose
the plot of stories. Importantly for our purposes, Ricoeur concludes,
“This complex structure implies that the most humble narrative is al-
ways more than a chronological series of events and, in turn, that the
configurational dimension cannot eclipse the episodic dimension
without abolishing the narrative structure itself” (p. 279).

Revisiting Ricoeur’s explanation of narrative form, we envision the
episodic dimension as suggesting that a story comprises sequenced
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events and PI orientations, and the configurational dimension identi-
fies the plot as the static rendering of events and PI orientations as sig-
nificant wholes. Thus, we believe the tension between arranging
sequential events and meaningful configurations within narrative ac-
tivity also lies at the heart of the animating tension connecting PI theory
and narrative perspectives. Accordingly, we are led to ask: What inter-
twining perceptions of probability and evaluation inform and trans-
form the expectation of contingencies in living and telling the stories of
our lives? How are scattered events and feelings meaningfully clus-
tered, connected, and addressed? What is the relationship between
each perspective’s way of figuring human predicaments and the forms
of temporality composing and composed by them?

We have argued throughout this chapter that narrative provides a
way to make sense of experience. Stories provide particularly impor-
tant ways of understanding when unexpected, unpleasant, ambiguous,
or uncertain bodily experiences challenge what had previously been
taken for granted or when we experience our body in significant new
ways. Much has been written about the imperatives of (re)creating
meanings in illness (Frank, 1995; Greenhalgh & Hurwitz, 1998; Gwyn,
2002b; Kleinman, 1988; Sharf & Vanderford, 2003). As Kleinman
(1988) put it, “Nothing so concentrates experience and clarifies the
central conditions of living as serious illness” (p. xiii). More specifi-
cally, Gwyn (2002b) explains:

… in the area of illness experience telling stories of the self has particular
importance, since the process of adjusting to illness, or remaking a life
after a period of illness, necessitates a more intense degree of self-disclo-
sure and of sense-making than might normally be encountered in other
everyday activities. (p. 164)

However, even when we are well, changing experiences of the body,
such as a significant new sexual discovery, becoming pregnant, alter-
ing diet substantially, and so on, can call forth quite substantial efforts
to remake our understandings. Any change in health—whether physi-
cal or perceptual—can constitute what Bochner and Ellis (1995) re-
ferred to as an epiphany, “an event in which individuals are so
powerfully absorbed that they are left without an interpretive frame-
work to make sense of their experience immediately” (p. 205). More-
over, stories are demanded by family members, friends, co-workers
and employers, and health care providers and agents of the industry
that surrounds them, all of whom want to understand what happened,
is happening, and will happen (see Frank, 1995).

The resulting stories provide assertions about the structure of the
world, and hence provide the substance of our probabilistic orienta-
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tions to experience. That is, they select out a coherent set of objects
(e.g., people, places, issues), specify characteristics and relationships,
connect causes and their effects, and even order chaos by the act of
conceiving of experience as random and unpredictable. Stories also
provide logics for working out the probabilistic relationships that
make up experience. These logics become most apparent in stories re-
lated to human action, where character, motivation, conflict, and so on
explain “what goes with what” (Burke, 1973, p. 2), why the world is ar-
ranged in this way, and what is probably true even if it is not depicted
explicitly within the story. Explanations of physical (e.g., biological)
processes also highlight narrative logic. Those in the know (“experts”)
construct stories to explain sexuality, conception and childbirth, the
“life” of cells, bodily “battles” against disease, senescence, and death.
In all such tales, storytelling structures a host of discrete features of
the world, placing them into coherent interrelationship, and hence,
they transform discrete probabilistic and evaluative orientations into
coherent, extensive understandings.

From the perspectives of both PI and narrative theories, living, tell-
ing, and being told about one’s life/bodily experiences involves the on-
going construction of meaningfully composed configurations of
contingencies. Such narrative work responds to the question: To what
am I or should I be paying attention and how does it or should it relate
or lead to what might happen next? Fink (1970) offered an intriguing
depiction of the narrative positioning of contingent configurations:

… a number of things may be comprehended as elements in a single and
concrete complex of relationships. Thus a letter I burn may be under-
stood not only as an oxidizable substance but as a link with an old friend.
It may have relieved a misunderstanding, raised a question, or changed
my plans at a crucial moment. As a letter, it belongs to a kind of story, a
narrative of events which would be unintelligible without reference to it.
(p. 551)

In short, both narrative and PI analyses try to comprehend our embod-
ied stances toward the contingent features of our lives. How do we rec-
ognize, communicate, and (co)construct the contingencies patterning
our vulnerable existence? In some cases, we appeal to available stories
from trusted narrators. If they do not allay our concerns, express our
hopes or despair, or allow for the alternatives we desire, sometimes we
must (co)create our own.

PI theory emphasizes that, even as stories develop interrelated
probabilistic orientations, they also formulate evaluative understand-
ings. Evaluation is implicit as stories draw together characteristics,
acts, and consequences to construct patently appealing and distasteful
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actors, lines of action and interaction, and consequences. However,
evaluation is often explicit and perhaps the central theme in stories de-
signed to construct a moral or pragmatic judgment. Hence, as narra-
tive theorists have argued, stories are inherently or overtly moral; in
Holquist’s (2002) words, “Stories are the means by which values are
made coherent in particular situations” (p. 37). PI theory adds and ac-
centuates the idea that evaluation, and hence morality, frequently en-
tails direct wrestling with the tension between expectation and desire,
with the mutually conditioning construction of what is possible/likely
and what is good/bad (Babrow, 1992, in press), and with ambivalence
or conflicting evaluative orientation. We develop stories to formulate,
analyze, resolve, and reconsider experiences of (im)possible ultimate
desires, ambivalence and the like.

PI theory reminds us that narratives often serve as the vehicles
through which we cope with the difficulties of formulating probabilis-
tic and evaluative orientations and their problematic integration. Cul-
ture can be understood as artifacts of a people’s efforts to deal with
widely if not universally shared problematics of being: the nature of the
world, existence of God, fertility, vagaries of weather, nutrition, human
relationships and conflict, aging, sickness and death (e.g., think of the
works of Joseph Campbell, Carl Jung). That is, we create stories—
from “myths” to relatively context-specific narratives—to construct
meanings when we face diverging expectation and desire, uncertainty
about substantial values or interests, marked ambivalence, or impos-
sible wants and wishes. For example, Vanderford and Smith (1996)
identified a wide range of stories developed by women, doctors, and
journalists caught up in the uncertainties surrounding silicone breast
implants (e.g., stories of loss and confusion, diagnosis and direction,
success and satisfaction, safety and risk, surgery and profit, and cor-
porate downfall).

Bruner (1991) further emphasized the evaluative strain character-
izing narrative activity when he stated, “because its ‘tellability’ as a
form of discourse rests on a breach of conventional expectation, narra-
tive is necessarily normative. A breach presupposes a norm” (p. 15).
As we have mentioned, the expectations and thereby values breached
and addressed by emerging health narratives include norms and
taken-for-granted aspects of physical health and social well-being.
Such breaches voiced by narratives in health care circumstances in-
clude the assumed normalcy of bodily functions and capabilities, ap-
propriate relationships between patients and health care
practitioners, the stricken or encouraged person’s knowledge of him
or herself and the heretofore “normal” unfolding of his or her life and
possibilities for growing older. All are now breached in some way or an-
other and demand/give rise to a story.
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The necessary attention drawn to narrator(s) constitutes one of the
most powerful and inherently moralizing features of a narrative per-
spective. We have already discussed how a story’s plot selects features
and aspects of circumstances, including characters and their actions,
and (re)arranges temporal sequences to call attention to relations
among occurrences (Leondar, 1977). But who gives rise to plots?
Bruner (1996) is unequivocal: “Narrative construals of reality lead us
to look for a ‘voice’ ” (p. 138). The voice(s) of the teller, the narrator,
even if it is that of a third person or multiple speakers, must be identi-
fied or owned, however implicitly. Of course, clear reasons exist for
this palpable moral presence in storytelling. As Bochner (1994) co-
gently observed, “Every narrator has a stake in her story; she is never
indifferent” (p. 29).

Hence, narrators work to construct probabilistic and evaluative un-
derstandings of their health or illness situations. The stories told rep-
resent and rebuild an individual’s sense of her or his body and life
(Gwyn, 2002a; Sharf & Vanderford, 2003). In general, “personal iden-
tity, the answer to the riddle of ‘who’ people are, takes shape in the sto-
ries we tell about ourselves” (L. P. Hinchman & S. K. Hinchman, 1997,
p. xvii). With regard to health and illness, narratives function as the
means by which individuals renegotiate a self-image altered by
changes in their health and/or illness status. For instance, learning
that one has little chance of recovering from an illness or injury can
disrupt the expectation and evaluation of achieving the self-identity as-
sociated with the absence of that illness or injury.

Thus, “stories have to repair the damage that illness has done to the
ill person’s sense of where she is in life, and where she may be going.
Stories are a way of redrawing maps and finding new destinations”
(Frank, 1995, p. 53). In the case of one man suffering from debilitating
rheumatoid arthritis, the damage done to his sense of self was poi-
gnantly revealed in his troubled query, “ ‘how the hell have I come to be
like this?’ … ‘because it isn’t me’ ” (Williams, 1997, p. 185). Narratives
are no less consequential in the experience of substantial, although
fundamentally healthy bodily change. In either case, we construct for
ourselves new understandings by authoring new stories. Hence, in ad-
dition to its moral demands, the calling card of narrative emphasizes
individual and collective agency, hearing one’s own voice, and ongoing
self-formation. As L. P. Hinchman and S. K. Hinchman (1997) stated:

Narrative theories of identity have the virtue of making the self seem a
“work in progress” that can be “revised” as circumstances require. Such
theories put the individual in the position of being author of his or her
own story, an active shaper of outcomes rather than a passive object
acted upon by external or internal forces. (p. xix)
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As such, narratives also constitute justifications for choices made
or avoided in the past and those that will be made in the future as in-
dividuals negotiate physical, emotional, ethical, and social chal-
lenges prompted by changes in health. In other words, narratives
form a basis for decision making (Polkinghorne, 1988; Vanderford
et al., 1997).

In its extensive analysis of specific forms of uncertainty, such as the
distinction between ontological and epistemological uncertainties, and
various subforms of each (Babrow, 2001; Babrow, Kasch, & Ford,
1998), PI theory offers a variety of sensitizing concepts for understand-
ing the kinds of dramatic tensions that drive storytelling. For example,
narratives either assume or forthrightly examine their authorial con-
ceptions of the nature of reality, or their lay ontology.6 As more con-
crete and specific examples, narratives might reflect the author or
actors’ efforts to live with a reality conceived of events related probabil-
istically to discrete causes (“biomedical” stories), or events caused by
more complex though still understandable and “manageable” transac-
tions among biological, social, psychological, and/or communicative
processes (“biopsychosocial” or communicational stories), or they
may conceive of reality as the incomprehensibly complex “interbeing”
(Hanh, 1988, 1998) of all of its aspects.

Moreover, PI theory suggests that uncertainties produce consider-
able dramatic tension when they must be integrated with significant
values, intentions, interests, or desires. This tension sparks a central
(if not a substantial) motivation for authoring or attending to a story; to
construct expectations or probabilities and values or desires, to con-
struct ways of coping with PI (see Babrow, 1992). Further, when PI is
particularly pronounced (e.g., when divergence of expectation and de-
sire is great, ambivalence is profound, uncertainties about important
values are irreducible, or we face tragic or terrifying certainties/impos-
sibilities), actors likely struggle often unsuccessfully to maintain any
one story (see Babrow, 1992). Accordingly, we develop multiple, com-
peting, perhaps conflictual, stories through time.

Finally, by its very nature, PI is pliable, fragile, and for these reasons,
often heavily reinforced and fundamentally unstable (see Babrow,
1992, 2001). As in fabric weaving, the stories we tell are not seamless
goods. The very nature of narrative is to create something new out of
disparate threads, and to do so in a way that both preserves some of
the character of its components while combining them in ways that
make their configured character supremely interdependent with each
other. Hence, the weave of a story inevitably leaves seams, spaces,
weaknesses, and hence possibilities for further adornment, reinforce-
ment, and unraveling. Every probabilistic and evaluative thread, par-
ticularly when woven hastily, fitfully, in anguish or uncertainty, is both
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the substance of a given narrative as well as the material of its unravel-
ing and the fiber out of which new stories are spun.

Kim will tell you that the conclusion to the story of her first
birth is always the same—she brought into the world a wonder-
full baby girl who has given her nothing but joy every day of
her existence. And, she regrets nothing about her birthing expe-
rience. Even so, the narrative she tells now about that experi-
ence clearly articulates to the careful listener the concerned
perception of potential occurrences and values that informed
the choice she made for her second birth experience. Her son
was born at home, attended by a midwife, her apprentice, and
numerous friends and family members.

CONCLUSIONS AND IMPLICATIONS FOR THE MOMENT

“[T]he consoling plot” is not the comfort of a happy ending but the compre-
hension of plight, that by being made interpretable, becomes bearable.

—(Bruner, 1991, p. 16)

In this chapter, we have explored some complementary aspects of PI
theory and narrative theory for experiencing and shaping, that is for
coping with, our plights (and contingent good fortunes) as vulnerable,
embodied beings.

In our view, PI theory provides a useful existential anatomy for un-
derstanding human situations that demand our attention, those situa-
tions where our responses compose and reveal our characters.
Meanwhile, we hold that the insights provided by PI lend themselves to
narrative exposition, application, fleshing out. PI’s configurational
probings invite the input, the choices and voices of actual characters
for whom these problematic situations compose unfolding realities. In
short, PI theory helps us to understand the murky, interdependent,
and reflexively emergent nature of the contingencies we live with such
poignancy in experiencing health and illness. Taken with narrative
processes, those of PI allow human communicators to embrace the
possibilities, address the contingencies (and in doing so, clarify pre-
cisely to whom the contingencies are addressed), and, when feasible,
to make choices. In doing so as active speakers, listeners, and co-tell-
ers, we narrativize our lives, and we perform our characters.

In complementary fashion, narrative theory teaches us that stories
propose selves, identities, and communities—possible worlds for
dwelling and co-dwelling. Narratives situate us in socially constructed
time, space, and relationships. In doing so, we may say that narrative
performance emplots the concerns and existential predicaments high-
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lighted by PI theory; it embeds them in temporal and reflexive struc-
tures of activity that highlight the importance and potential conse-
quences of our human choices, actions, and inactions. As a result,
Callinicos (1995) observed, “Narratives … allow us to recover the con-
tingencies of the historical process, the junctures at which particular
choices and chances tipped the balance between significantly different
possible outcomes” (p. 54).

At the same time, the ambiguous, uncertain, and ambivalent under-
standings embodied in narratives may be teased out and understood
using the theoretical concepts and displays of PI. To accomplish such
insights in edifying ways as researchers, patients, health care profes-
sionals, friends and loved ones, we need to listen carefully to each sto-
ryteller’s words. How is the plot’s coherence constituted as a dynamic
matrix of contingencies unfolding and transforming themselves over
time? We need vigilantly to attend to narratives to learn the active inter-
play of perceived probabilities and experienced desires that are seek-
ing to be integrated through this rendering.

We have identified reflexive links between PI and narrative activity in
both living and telling stories of our lives. We find double meanings for
the two gerunds in the previous sentence to be instructive. On one
hand, “living stories” connotes the stories that actively unfold around
and may or may not involve us at any moment. We believe the interac-
tion of PI and narrative perspectives is useful in recognizing, analyzing,
and seeking to understand such stories, whether it is from the
third-person vantage point of a health care professional, communica-
tion researcher, or even the individual in the waiting room. On the
other hand, we also acknowledge that “living stories” of our lives in-
volves active participation and engagement in composing our possibil-
ities as first person narrators, and here too, we see value in connecting
PI and narrative perspectives.

“Telling stories” has at least two meanings for us as well. On one
hand, it extends the active participation theme just mentioned in its
own depiction of voicing our narratives—so that our concerns, joys,
and possibilities can be heard and shaped by others as well as by our-
selves. In these moments of utterance, we take responsibility for the
place we occupy in our own accounts, our own stories, our own lives
(Bakhtin, 1993). In a second sense, “telling stories” are those that are
consequential for us, for what they reveal about our embodied cir-
cumstances as they unfold. If we have less say about the ultimate
course of some of these stories, it is because, as physical beings, we
dwell within the contingencies of the human condition. Even so, we
would hope that narrative renderings and insights facilitated by PI
theory might provide some comprehension and appreciation of and
consolation for the profound sadness or celebration occasioned by
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these telling stories of our physically embodied and communicatively
meaningful existence.

NOTES

1. Authors are listed alphabetically. All three authors shared equally in the
conception and writing of this chapter.

2. The midwife most people are familiar with is the Certified Nurse Midwife
(CNM). These are typically nurses trained in established medical institu-
tions who work as assistants to physicians and, thus, practice in accor-
dance with state mandated restrictions that require them to supplement
medical care given in hospitals. Our references to midwives are to Di-
rect-Entry Midwives (DEM), who have learned their practice by apprentic-
ing with other DEM experienced in attending pregnancy and childbirth.
Notably, DEMs advocate and attend home births (even when, as in the case
presented here, the law does not allow this choice).

3. Sharf (1990) demonstrated the manner in which these two approaches to
sense-making can undermine shared understanding between doctors and
patients whose narratives are “based on the dichotomy between disease
and illness” (p. 223). In contrast, Bochner and Ellis (1995) illustrated the
potential for achieving shared understanding when sense-making is ap-
proached by using individual stories to co-construct a narrative that “in-
corporates both partners’ voices and subjectivities” (p. 205).

4. We do not mean to claim that narrative is the only way that people make
sense of experience. In addition to narratives, people form understandings
through a variety of processes and structures, such as metaphoric, dialec-
tic, and what has been called paradigmatic thought (Bruner, 1986; Dennis,
2001; Zukier, 1986).

5. We are reminded of the scene in “The Rock” where the FBI chemical weap-
ons expert played by Nicholas Cage who, having just neutralized a chemical
bomb with only seconds to spare, laments to his girlfriend that “the world is
being FedExed to hell in a handcart … anyone’s even thinking about having
a child in this world is coldly considering an act of cruelty” only to be met
with her revelation that she is pregnant. When she asks if he meant what he
just said, he replies, “I meant it at the time.” “At the time,” she retorts, “you
said it 7½ seconds ago”—to which he counters, “Well, gosh, kind of a lot’s
happened since then.”

6. Previous discussions (Babrow, 2001; Babrow, Hines, & Kasch, 2000;
Babrow et al., 1998; Babrow & Klein, 2000) of types of uncertainty have in-
cluded lay epistemology (a nonphilosopher’s view of the nature of knowing
and knowledge) but have failed to notice its counterpart, here termed lay
ontology. Following J. A. Anderson (1996), we understand lay ontology as
relatively unschooled understanding of the nature of the phenomenal world
and being(s) in that world.
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II
Personal Narratives and Public Dialogues
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INTRODUCTION

Phyllis M. Japp
University of Nebraska-Lincoln

Benson Campbell, an attractive, physically fit, and successful young
husband and father, was diagnosed with testicular cancer at age 27.
After absorbing the shock of the diagnosis, the Campbells took charge.
They found out what had to be done and immediately went at it. After
several rounds of chemotherapy Benson was pronounced cancer free.
Now as active as ever, Benson is working to raise money for research
for testicular cancer, supporting a website and golf tournaments to
raise awareness and solicit contribution.

—McCafferty, 2004, pp. 14–15

Briana Lane, age 22, an uninsured waitress, rolled her car and was
thrown through the windshield. She was charged with DOI and driving
with an expired license. Doctors saved her life by removing nearly half
of her skull and placing it in a freezer, to be reattached a few weeks
later when bleeding and swelling had diminished. Four months later,
Briana was still missing her skull. Forced to wear a hockey helmet con-
stantly, she experienced extreme pain when she moved, as her brain
shifted from side to side. The wait for the replacement surgery was not
due to her condition but to the hospital’s unwillingness to proceed with-
out assurance of payment from Medicaid. Finally her mother’s insur-
ance agreed to cover the cost of surgery as well as nearly $200,000 in
other medical bills. —Sage, 2004, p. 2D
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David Mitchell, a 50 year old former salesman, is losing balance, pe-
ripheral vision, short-term memory and language capability. He has
constant and severe headaches. The left side of his brain is shrinking
and doctors—he has seen 15 different neurologists—have no idea
why. The Mitchells were dropped from their insurance when they in-
advertently missed a payment and now have over $100,000 in medi-
cal bills. David is scheduled for a brain biopsy at Mayo Clinic if they
can raise enough money to pay for the procedure.

—Man Being Robbed of Mind, 2004, p. 9A

Scarcely a day passes that I do not encounter stories like Benson’s,
Briana’s and David’s; in my morning newspaper, the magazine I pick
up at the dentist’s office, on the local and national evening news, in con-
versations with friends and colleagues. Recent years have brought
what some (borrowing a medical metaphor) call an epidemic of per-
sonal narratives of all sorts, certainly of stories of illness, death, care-
giving, health economics, and the multitude of issues surrounding
health. Although I formerly might hear only stories of close friends and
relatives (those who trusted me with their narrative), now stories of the
physical, emotional, familial, and economic difficulties of those I do
not know compete for my attention and sympathy, if not for my moni-
tory contribution. Via public discourse, we become intimate with
strangers in a way that we may not with our closest kin. Yet if some per-
sonal stories seem to be shared too glibly, with little regard for the oc-
casion and the audience, other stories remain untold, to the loss of
both the narrator and the audience. When bereaved parents of an acci-
dent victim tell their story, they can assume a sympathetic response. In
contrast, the story of a child’s suicide, although just as painful a loss,
often remains untold; parents uncertain whether they will receive sym-
pathy or blame. In the aforementioned stories, Benson and David are
presented as worthy recipients of public sympathy and financial sup-
port; David’s wife told his story to a public audience in part to solicit
contributions for treatment. Briana’s story suggests she is responsible
for her accident, rendering her less worthy of public sympathy.

As I reflect on the ubiquity of personal health narratives, I raise a cu-
rious question for one who has made public narrative the focus of re-
search: Is it possible to become so saturated with public variations of
private stories that we become deaf to their appeal? At what point do
we hear of so many needs, so much pain, that we become desensitized?
When stories of illness and death are sandwiched between weather re-
ports and baseball scores on television news, next to an ad for the
grand opening of a new shopping center on the newspaper page, do
they become so commonplace they are simply part of “another day, an-
other ad, one more illness story?” Tester (1994) cautioned:
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… the more the face of the other is communicated and reproduced … the
more it is denuded of any of the moral authority it might possess. In-
creased visibility to the gaze seems to go hand in hand with increased in-
visibility from the point of view of the responsibility of moral solidarity.
Media significance means moral insignificance. The image of the other,
and therefore the face of the other, which should be so compelling … be-
comes commonplace and incapable of attracting a thoughtful or deliber-
ate second glance. (p. 130)

Whether or not we agree with Tester, we must acknowledge that being
inundated with stories has implications for personal narrators and
their audiences, as well as for public dialogue about health and illness.
The intersection of personal illness stories and public discourses of
health and illness, creates “personal/public” narratives, personal sto-
ries shaped and constructed for public consumption, often to serve
ends other than the needs of the individual narrator. These narratives
are simultaneously personal and public, therefore open to contradic-
tory expectations and assumptions. Personal stories are vital to heal-
ing across a spectrum of health and illness experiences, but as stories
migrate into public dialogue, they can no longer be understood solely
as personal expressions of experience.

Morris (1998) argued that the postmodern era is characterized not
only by the plethora of narrative but by the blurring of boundaries be-
tween public and private. The blurring is age-old, of course; what is
new is the recognition that life is not carved into separate and distinct
domains. Personal identities have always been constructed within the
language, images, and values of communal cultures; public discourse
always dependant upon stories of personal experience. Personal sto-
ries are shaped by the narrative forms of a culture; they embody the fa-
miliar and pervasive patterns that shape ways of thinking and
collective understandings. In sum, any personal story is constituted in
dialogue with relevant public narratives, whether in confirmation, de-
nial, or challenge. Benson’s story is a story of triumph over adversity;
David’s of courage in the face of chronic pain; Briana’s of need for sup-
port in spite of her own negligence.

Although personal narratives encompass an implied public and me-
diated public discourse (from legislative testimony to newscasts to
public health promotion), these personal narratives rely on individual
stories to illustrate problems, shape arguments and engage emotions,
as well as to persuade, evaluate, reward and punish. Personal stories
increasingly provide a focus for any issue, a convention of news, adver-
tising, promotional campaigns, and entertainment. Thus, public nar-
ratives build on and connect to personal and institutional narratives,
drawing from the experiences and understandings of those within
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their domain. David’s story reminds us that there are still medical
mysteries, conditions for which no diagnosis has been reached;
Benson’s of the miracles of modern medicine; Briana’s of the power of
economics to dictate treatment.

How do we engage this mix of personal and public narrative? H. L.
Nelson (1997) suggested that there are five things to do with stories: we
read or hear stories, we tell stories, we compare stories, we analyze
stories, and we invoke stories. Across the continuum from intraper-
sonal to public communication, we do all of these things with the sto-
ries we live out and live among. But the last two responses, analyzing
and invoking, are directly relevant to personal/public narratives.

When personal stories are shared interpersonally, the hoped-for re-
sponse is acceptance of the narrative as a valid and unquestioned ac-
count of the narrator’s lived experience. However, when such stories
become part of public dialogue, framed in the purposes and assump-
tions of that broader arena, they cannot remain so privileged. In addi-
tion to their function as testimony to individual experience, they serve
as public persuasive discourse, thus their selection, presentation, ade-
quacy, and truth value are open to analysis. Auditors can and should
raise such questions as: Whose story is this? Why this story (or version
of events)? Why is it told here, for this audience? Why is it told now?
What does it ask me to believe? Briana’s and David’s stories, for exam-
ple, constitute an indictment of a heartless and mismanaged health
care system as well as personal expressions of trauma. Benson’s story,
on the other hand, makes absolutely no mention of insurance or eco-
nomic hardship, implying the cost of treatment as insignificant.

We must also ponder why a particular narrative deserves media
time and space when others do not. I will be forever grateful to a very
astute undergraduate student who, after watching a video of personal
illness stories recorded from television news and documentaries,
blurted out: “I’m glad I’m ugly, only good-looking people get sick and
die.” Certainly, media prefers attractive, articulate, educated, middle-
class exemplars, the photogenic individual or family that can elo-
quently describe their health trauma. David and Benson fit this norm;
White, well educated, successful businessmen with loving and sup-
portive families. Audiences can comfortably identify with both. Briana
is a less sympathetic character, although at 22, perhaps she can be for-
given her faults and learn from her experience.

H. L. Nelson (1997) suggests that when we invoke a story, we create
an alternate use-value by employing it “to make or illustrate a moral
point” (p. xii). With a larger narrative frame in place, communicators
select stories to fit their purpose, subjecting the personal story to the
structure of the broader discourse (just as I am doing here with
Briana, David, and Benson). So placed, the personal/public story rep-
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resents a category of stories and becomes a vehicle to educate or per-
suade, furthering the goals of the larger narrative. Frequently, a
personal story becomes the “face” of a given illness, the case that illus-
trates the need for increased awareness or funding for the illness in
question. Hardwig (1997) argued that “any story silences others” (p.
59); “when one individual becomes the ‘face,’ it renders other sufferers
faceless. Moreover, every story is told from a point of view, a position
that silences alternate versions of the story, and marginalizes others as
mere characters in its emplotment” (p. 59). Thus, when a personal
story is invoked for a public purpose, it is appropriate to ask: Who, or
what group, does this story claim to represent? What stories are si-
lenced by the choice of this particular story? Whose point of view is em-
bodied? Who in the story is marginalized or relegated to supporting
roles with little voice of their own? What is emphasized or deem-
phasized as the personal story is shaped to the purposes of the public
narrative?

Benson, Briana, and David told their stories to reporters who se-
lected and arranged elements to suit their purposes. I read these sec-
ond-hand accounts, and summarized and extracted what I needed to
support my arguments. Benson and David are constructed as the
heroes of their stories, the former as a successful disease warrior, the
latter as displaying courage in the face of great adversity. Briana is plot-
ted as a victim of an unfeeling system, but also of her own stupidity. In
all three stories, families play a supporting role whereas physicians en-
ter only as marginal characters. Benson’s story, a saga of endurance of
hardship and pain with restitution at the end, casts his wife as caring
but relatively inconsequential.

The chapters in this section all address the implications of per-
sonal/public narratives as they engage the tension between personal
stories and public discourse, and the social, political and ideological
issues invoked by that tension. Beck (chap. 3) deals sensitively with
Cathy Hainer’s personal/public narrative of life with, and death from,
cancer. Her personal story employs familiar narrative forms, from the
“battle metaphor” to the “adventure motif.” She positions her story as a
public dialogue with her readers; it comprises the final chapter in her
public persona as a journalist. If we wipe tears away as we read, we cry
not only for Cathy, but because she has borne public witness to a pain-
ful and commonly experienced sense of loss. Cathy’s story becomes a
volume in our public library of cancer narratives, a resource for others
who will experience this horrible disease.

Harter, Kirby, Edwards, and McClanahan (chap. 4) reveal the pow-
erful constraints public narratives exert on personal experience. For
women dealing with issues of fertility, the language of ARI—the meta-
phors, equations, narrative constructions and visual images—consti-
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tutes the terrain on which they must articulate their needs and
concerns. This public discourse is so constraining and ideologically
powerful that it is difficult, if not impossible, for women to write their
story outside its parameters. Even if a woman is able to construct a re-
sistive personal narrative to explore her needs and explain her deci-
sions, she realizes her experience will be evaluated within this set of
powerful public narratives of ARI.

P. M. Japp and D. K. Japp explore the personal narratives of those
whose lives are caught between illness and health. The ability to con-
struct a coherent and meaningful personal illness narrative is con-
strained when the biomedical master narrative is unable to provide
legitimacy. Those who claim to be ill when the biomedical narrative re-
fuses to validate that experience are forced into the realm of alternate
public narratives, those of imaginary illnesses, mental dysfunction, or
malingering. Personal stories of BII attempt to counter the dictates of
these public narratives, but so often have internalized their damaging
orientations and values.

Workman (chap. 6) clearly demonstrates the tension between per-
sonal and public narrative in his analysis of how a dramatic personal
story functions as a core component in public discourse of binge
drinking. The generic death story, fired by the real-life death of MIT
freshman, Scott Kruger, represents the scope of the campus drinking
problem and serves as the centerpiece of prevention campaigns. The
power of this personal story, reconfigured and reinforced by extensive
media coverage, unfortunately, does not resonate with those most at
risk. Yet, the dominance of this one personal story silences other sto-
ries that might be more realistic and appropriate.

Carabas and Harter (chap. 7) demonstrate how public and personal
narratives—or lack thereof—are entwined in the politics of oppres-
sion. State-induced illness, from neglect to torture, silences stories of
abuse and pain. Abusers and abused both must remain mute so that
citizens can pretend to be ignorant and power structures can maintain
their authority. When silence is broken, stories pour forth, stories of
the abused and justifications of the abusers. These personal stories le-
gitimate suffering and promote healing. Simultaneously personal,
public, and political, they cumulatively will eventually rewrite the pub-
lic narratives of history.

Singal, Chitnis, and Sengupta (chap. 8) provide a fascinating case of
narrative “border crossing,” from culture to culture, from public to
private and private to public, as the mediated narratives of one culture
are viewed within the frame of the public narratives of another culture.
Friends is a mediated narrative that represents, to some degree at
least, the values of its culture of origin, the United States. Although a
public narrative, Friends is composed of a series of personal stories, in
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which fictional characters engage the issue of “safe sex.” Indian audi-
ences necessarily pull these fictional personal stories through the pub-
lic narratives of their own culture and then into the realm of their
personal lives as they examine the relevance of these fictional stories
for their own experiences with sexual activity.

Each chapter, while providing closure for a specific focus on narra-
tive, is also heuristically rich. Collectively, as these chapters address
the interface of public and personal narrative in a variety of venues,
they provide rich suggestions for “what to do with stories.”
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3
Becoming the Story: Narratives as Collaborative,

Social Enactments of Individual, Relational,
and Public Identities1

�

Christina S. Beck
Ohio University

… I left work in the middle of the day and went to Georgetown University
Medical Center to visit my friend and colleague Cathy Hainer. I knew it
was the last time I would see her. So did she … I offered up a stack of mail
she has received—a mere handful of the hundreds of letters from USA
Today readers who had been following her battle with cancer in the pub-
lic diary she shared with them. Six of the letters on the top of the pile were
from the same man, a prisoner somewhere who addressed each enve-
lope the same: Cathy Hainer (reporter with cancer). “As opposed to Cathy
Hainer, reporter who does not have cancer?” she asked. “Evidently,” I re-
plied. She chuckled.

—Wilson, 1999, p. 1D

As a relatively regular reader of USA Today in the late 1990s, I rou-
tinely turned to the “Life” section. I searched for Hainer’s name, hoping
for another article about her experiences with breast cancer, dreading
possible bad news. To be honest, before her first column in the series
on March 10, 1998, I was unfamiliar with Hainer’s work as a journal-
ist. I didn’t know anything about her as a person, an individual with
friends, family, colleagues, and a family history of breast cancer. As a
reader of a national news publication, I would not have perceived any
of that information as my business.
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From her articles in this special series, I learned that we were
roughly the same age, both college grads in the same year with a jour-
nalism degree. Our similar age sparked my initial interest in Hainer’s
journey—but for the grace of God, Hainer’s story could be my own.

I came to know much more about Hainer than I do about women in
my own church who have battled cancer. Through her columns, she
confided the challenges of enacting her complicated and, at times, con-
flicting, identities as a journalist, a girlfriend, a daughter, a colleague,
given the physical, emotional and spiritual saga of living with (and dy-
ing from) cancer.

For some readers (unfortunately, myself included at times), Hainer
became “the reporter with cancer,” no longer merely a journalist yet,
because her artful reflections about her journey got featured in USA
Today, not just someone with cancer. In fact, Hainer even reflected on
those particular identities (journalist and cancer patient) as she
detailed medical procedures and encounters. During one surgical pro-
cedure in the later stages of her treatment, she passed gas. She be-
moaned that “the truly embarrassing part was the intercom … Would I
forever be remembered as ‘that flatulent woman from USA Today’?”
(Hainer, September 27, 1999, p. 7D).

However, as her articles attest, she refused to accept the narrowing
label of only “reporter with cancer.” She positioned herself as a re-
porter from a national newspaper, still a viable colleague and contribu-
tor, even when her illness forced her to take extended leaves. She
picked out an engagement ring and a house with her fiancé; she
mourned the loss of potential children. She wrestled with emergent
physical limitations while obtaining an inner peace about her illness,
wellness, and mortality.

For personal and professional reasons, Hainer opted to write about
her doctor visits, treatments, tough medical choices, interactions with
friends and family, and ultimately, her peace with dying. She chose to
share raw, riveting, deeply personal perspectives with thousands of
readers (as opposed to a few close friends and family members). Con-
sistent with Frank’s (1995) notion of “quest narratives” (p. 115),
Hainer did so not just as a breast cancer patient but as an investigative
reporter with the goal of enlightening readers about the uncertainties
of contemporary health care based on her first-hand experiences. As
she closed that first column on March 10, 1998, Hainer explained:

I prayed that I could find a way to turn my cancer into a transformational,
healing experience. I asked God for help in showing me the path to make
that happen. I believe that writing this article, sharing my experience
with others, and possibly providing help to others who will get a similar
diagnosis this year, is part of that path. (p. 1A)
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As a health communication scholar who has written about her own
health care sagas (Beck, 2001), I am drawn to narrative—voices of oth-
ers and aspects of ourselves that intersect and intertwine throughout
our complex and multifaceted existences. Much like Melanie Griffith’s
character in the movie, Working Girl, I clipped Hainer’s articles and
letters to the editor that were published in response from March,
1998, to December, 1999.2 Indeed, Hainer’s narrative struck me as
valuable for scholarly reflection and discussion. I decided to explore
Hainer’s articles, focusing on the rhetorical constructions of this per-
sonal health narrative situated in such a public forum.

Yet, as I started to type this chapter, I wondered about my right to
comment on Hainer’s articles, her personal peek at living with (and dy-
ing from) breast cancer. Certainly, the installments of Hainer’s narra-
tive were published in “America’s newspaper,” USA Today, usually on
the front page of the “Life” section. Clearly, their publication consti-
tutes publicly available “data.” However, I felt odd as I highlighted pas-
sages of the text in preparation for writing. Hainer bared herself for us,
I thought, disclosing physical and emotional details that I would not
even likely get from family members or one of my best friends. What
authority do I have for analyzing such private perspectives without
gaining her permission? What right do I have to advance my analytical
insights about her lived reality without the opportunity to speak with
her, given that she died in December of 1999?

As I wrestled with this ethical dilemma, I realized that my queries
paralleled a point of this chapter—the ways in which such a “personal”
story becomes co-constructed as “public” domain—“our story.” As one
USA Today reader responded in a letter to the editor, “I want to thank
Cathy Hainer for her bravery and for telling the world of her cancer. But
really, it’s not just her cancer—it’s everyone’s” (Ciotti, 1998, p. 14A).
Thus, in this chapter, I employ the public conversation surrounding
Hainer’s illness as a catalyst for contributing to scholarly conversa-
tions about communicative enactments of narrative (see, e.g., Harter,
Japp, & Beck, chap. 1, this volume; Sharf & Vanderford, 2003) and the
construction of personal narratives as part of public dialogues about
health, wellness, and disease, such as breast cancer.

Notably, as I detail throughout this chapter, the blurring of public
and private identities and space, the morphing of “my story” into “our
narrative,” powerfully illustrates the contemporary complexities of
co-defining experiences with illness (see related arguments by Gergen,
1991). Not completely private, not entirely public, fluctuating and frag-
mented, this public conversation about life journeys detoured by can-
cer, prompted by Hainer’s disclosures, provides a compelling example
of negotiating “illness” (and concurrent, dynamic individual and rela-
tional identities) in the postmodern era. Indeed, this discourse under-
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scores the temporal nature of narratives (see related works by
Brockelman, 1985; Freeman, 1998; Ricoeur, 1981b, 1988). As Hainer
articulates in her accounts, the passage of time and her own position-
ing within a “usual” lifespan flavored those complicated and continual
negotiations. Moreover, the broader context of this narrative as situ-
ated in the late 1990s—with the ever-increasing proliferation of media
and technology (and their expanding role in public dialogues), blurring
boundaries between public and private, and loudening cries for breast
cancer and women’s health to be situated as politically and medically
relevant—serves as an integral backdrop to Hainer’s articles and the
responses to them by readers.

In this chapter, I argue, first, that health care narratives are implic-
itly embodied rhetoric. Our bodies constitute a critical, co-con-
structed, co-negotiated, and perhaps contested, springboard for
rhetorical enactments of individual and relational identities. Ex-
tending from that argument, I contend, second, that health care nar-
ratives are implicitly relational. Although health care narratives may
stem from an individual’s experience with disease or disability, that
individual cannot construct the narrative in isolation; others inher-
ently (even if inadvertently or unintentionally) contribute to the emer-
gent, temporal enactment of health narratives, and as such, those
narratives constitute relational constructions. In light of my asser-
tions about narrative as implicitly embodied rhetoric and implicitly
relational, I explore, third, the rhetorical implications of health nar-
ratives as public constructions.

NARRATIVE AS IMPLICITLY EMBODIED RHETORIC

On July 19, 1999, Cathy Hainer called herself, “The chemistry experi-
ment who wore tennis shoes.” She clarified, “No, it’s not the latest sum-
mer kid’s movie; it’s become the story of my life” (p. 7D).

Health narratives constitute complicated social accomplish-
ments, expanding far beyond mere physical manifestations of dis-
ease or disability (see, e.g., Frank, 1995; Garro & Mattingly, 2000;
Kleinmann, 1988; Langellier, 2001; Mattingly, 1998; Riessman,
2000; Sharf & Vanderford, 2003). Yet, as Frank (1995) contended,
“… illness stories are not only about the body but of and through the
body” (p. 140). Actions on and by the body reflexively and rhetori-
cally contribute to health narratives, powerfully shaping critical as-
pects of the health care and wellness process. As embodied rhetoric,
the ever-emergent health narratives impact the ways in which health
care gets accomplished and the ways in which individual and rela-
tional identities develop.
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Implications of Emergent Health Narratives
as Embodied Rhetoric for Health Care

In earlier works, I argued that health care participants collaboratively
co-construct health care encounters (C. Beck, 2001; C. Beck, with
Ragan & duPre, 1997). Through their verbal and nonverbal behaviors,
including silence, health care participants coordinate their actions
and affirm or negate preferences for identity, relational roles, and
courses of health care treatment, and so on (see related classic works
by Berger & Luckman, 1966; Garfinkel, 1967; Gergen, 1991, 1999;
Goffman, 1959, 1963, 1967; Schutz, 1962). In particular, though, the
co-definitions and orientations to the body work rhetorically to flavor
ways in which health care gets co-accomplished by health care partici-
pants (and, reflexively, the emergent health narrative).

For example, on March 10, 1998, Hainer detailed:

As he [the doctor] left the office so I could get dressed, he held up the
specimen jar, proud of the good biopsy samples he’d gotten. “Want to
see?” he asked. Not really. Once Dr. Petrucci had left, I turned to my boy-
friend David and said, “This guy is crazy. I’m 36 and in love. How could I
possibly have cancer?” (p. 1A)

Through the way in which Dr. Petrucci displayed those good biopsy
samples that he harvested from Hainer’s body, he communicated
pride, a medical procedure well done. Although artifacts from Hainer’s
body, now separated for the purpose of disease diagnosis, Hainer did
not return Dr. Petrucci’s enthusiasm. How could she? For her, those
snippets from herself symbolized the potential of a life-altering prob-
lem—her body had somehow produced tissue that could harm the rest
of her. Further, the idea that cancer could be present in those bits of her
body conflicted with the rest of her lived reality—as a well person,
someone in love, someone relatively young. Borrowing from Fisher’s
(1984, 1985a, 1987) description of narrative rationality, Hainer strug-
gled to juxtapose the diagnosis with her age (36) and chronologically
consistent activities—being in love, feeling attractive, contemplating
children. She hadn’t penciled cancer into how she envisioned her life to
unfold, instead privileging a predictable, linear ideal of time—consis-
tent with Freeman’s (1998) concept of historical time. Yet suddenly, the
cancer occurred, vastly disrupting her ideal timeline (physically, per-
sonally, and professionally) and clashing with her perceptions of what
should be and what can still happen in the future. Extending from
Ricoeur (1981b), Freeman (1998) argued persuasively:

… in dealing with human time—that is temporality—the notion of his-
torical time qua chronology and linearity is insufficient; for the act of in-
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terpretation, via memory, brings with it a mode of time that is rather
more like a circle or spiral, embodying a dialectical movement from
present to past and past to present, at once. This movement is in turn
conditioned by the future as well, in the form not only of hopes, expecta-
tions, and so on, but of the projected self that both emerges from and
gives form to the landscape of one’s history. (pp. 42–43)

Charmaz (1991), Kleinman (1988) and Frank (1995), among oth-
ers, wrote eloquently about the ways in which individuals respond to
and enact illness. For Hainer, the initial incompatibility between her di-
agnosis and her apparent health and appearance proved difficult to
reconcile, exacerbated by the likely consequences of treatment for an
illness that she could not yet fathom.

I was having a hard time integrating the fact of my cancer into the reality
of my life. I still felt fine, was going to work, looked the same as ever. Da-
vid had been taken by surprise at the news of the extent of the spread and
wasn’t feeling optimistic. Worse yet, the doctors had said it was probable
that the chemotherapy would leave me infertile. I was devastated … we
had hoped for a child of our own. The news left an icy pit in my stomach.
(Hainer, March 10, 1998, p. 1A)

The body serves us as a vessel, a shell for our soul, an outward man-
ifestation of who we are and who we want to be. As a woman, Hainer
yearned for her body to enable her to produce a child, yet ironically, the
prescribed treatment for preserving her own life would rob her of the
chance to create one. She mourned the would-be child, the possibility
of that type of family unit, and the missed relational opportunity to give
birth and to nurture her own child.

S. Smith (1994) explained that bodies “… provide us, as individu-
als, the boundaries of our isolated beings” (pp. 267–268). However,
Smith also contended that bodies “are obviously and critically commu-
nal and discursive bodies, and community creates a superfluity of
‘body’ that marks us in practices, discourses, and temporalities” (p.
268). Very much in keeping with other doctors who adhere to the bio-
medical model, Hainer’s initial doctor oriented to her body as some-
thing to be diagnosed and treated. However, the responses of Hainer
(and her loved ones, to some extent) contributed to the ensuing deci-
sions about how her body (e.g., as the vessel for her self, the container
of the disease, etc.) became symbolically constructed (and physically
acted upon). After learning of her diagnosis with stage IV metastatic
breast cancer, Hainer reflected on her pending choices about courses
of action and orientations to her body, her self, and others who would
play critical roles in co-constructing the emergent health narrative.
Hainer wrote that “… it’s undeniably comforting to feel you’re in the
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hands of professionals. It’s so tempting to say, ‘OK, no more decisions
for me. Doctor, take care of me now’ ” (Hainer, March 10, 1998, p. 1A).

Hainer’s ultimate decision to resist that initial temptation by seek-
ing information, alternative health care, and new medical advances
reflected the way in which she wanted to position herself in relation to
health care professionals. In so doing, she reflexively claimed owner-
ship of her body and rhetorically positioned herself as active in the
health care process. As Park-Fuller (1995) contended, though, a dif-
ferent orientation would also indicate, reflexively and rhetorically, a
particular perspective of the body. In her writings about the perfor-
mance of breast cancer, Park-Fuller (1995) noted that individuals
who do not seek their own voice in health care experiences may well
start to “… perceive themselves as ‘victims’ upon which the medical
community may succeed or fail in working its miracles. With such a
self-image, patients are ‘docile bodies,’ co-conspirators in their own
victimization” (p. 62).

Implications of Embodied Rhetoric for Individual and Relational Identities

In the introduction of her book on embodied theory, Davis (1997) sug-
gested that bodies are “… the means for self-expression, for becoming
who we would most like to be” (p. 2). In her critique of earlier feminist
writings on body theory and embodiment, Davis (1997) contended
that “bodies are not simply abstractions, however, but are embedded
in the immediacies of everyday, lived experience” (p. 15). Moreover, es-
pecially for women, Smith (1994) maintained “… communities sur-
rounding us normalize certain bodies and render abnormal or
grotesque other bodies, thereby situating our body somewhere in the
field of bodies” (p. 268).

Goffman argued in 1963 that society stigmatizes certain illnesses or
conditions, impacting an individual’s preferred identity, that is, label-
ing someone as not normal or not complete. Given the ramifications of
treatment, not only do women with breast cancer face the potential of
death; they may also fear and resent the loss of bodily markers of being
a normal and complete woman (see Kleinman, 1988; Langellier, 2001;
and a related argument by Nelson, 2001). Langellier (2001) explained
“treatments for breast cancer, sometimes referred to as the Slash/
Burn/Poison triology (surgery, radiation, chemotherapy) are traumatic
and often mutilating, an additional source of stigma, often starkly visi-
ble and a challenge to body image and feminity” (pp. 145–146).

Hainer’s reflections on March 26, 1998 illustrate Langellier’s obser-
vations:

It’s a subtle psychological process. With my hair in place, I felt like my
healthy old self. Once my hair was gone, I felt like I might as well wear a

3. BECOMING THE STORY 67



sign saying, “I’m getting chemotherapy.” I had already bought a wig, but
I’d hidden it away in my closet, hating the very sight of it. Nevertheless, I
decided to take the direct approach at work. So on Monday morning I
walked in and announced to my colleagues, “Well, I’m going bald.”
Craig Wilson, a fellow reporter who has chronicled his own battle
against a receding hairline for this paper, joked, “Oh cry me a river,
honey, I’ve been fighting that battle for years.” Laughter definitely
helped ease the sting. (p. 6D)

Although cushioned by the reactions of her colleagues, the “sting”
remained. Wilson’s collegial comment offered a possible recasting of
Hainer’s hair loss, but for Hainer, the impending hair loss symbolized
something far different than Wilson’s. As Hainer noted, she “might as
well wear a sign” that something was amiss, something was not nor-
mal, something was not right (see related work by Bell, 2000; Bury,
1982, 2000). Her body became that sign, exacerbated by the impact of
additional treatment. After acknowledging that she felt like “my own
life had become analogous to the Passover story,” Hainer detailed her
10 personal “plagues” on April 15, 1998. She explained:

Next, tiny wrinkles showed up near my mouth, on my forehead, even on
my chin. Overnight I became George Burns. My skin took on a sallow,
waxy look. My fiancé, David, continued to tell me I looked beautiful, but I
knew I looked different, like some pseudo-Cathy. Even the wig seemed
suddenly to hang on me differently. (p. 9D)

Almost a month later, she scheduled her mastectomy. Hainer’s com-
ments on May 13, 1998, highlight turbulent temporal undercurrents
regarding orientations to her body and the physical consequences of
combating the cancer within it:

Months earlier, right after diagnosis, I had been very cavalier about the
breast. “Just take it off,” I remember thinking. But as the date ap-
proached, I felt differently. I was nervous about the surgery, but also sad.
After all, that breast had served me well for 36 years, and I’d miss it.
“There’s always reconstruction,” my friend Rachel said. And though I
planned on having reconstructive surgery, that would be more than a
year away. (p. 1D)

The physical transformation of her body contributed starkly and
significantly to the emergent health narrative, especially in terms of
perceived ability to enact preferred individual and relational identities
(e.g., “complete” woman, attractive fiancé, productive colleague). Al-
though perhaps taken for granted (and even initially dismissed during
an early phase of her illness), Hainer’s breast became more than just
an expendable body part that could someday be “rebuilt.” As time
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passed, she came to recognize her breast as an essential part of who
she was and who she could be. Without it, she would be forever differ-
ent than she had been for the prior 36 years. Her hair, her energy, her
health could return one day, but at that moment just before the mas-
tectomy, she paused, pondering what had been “just my breast” and
what could be reconstructed after its removal.

Herzlich and Pierret (1987) observed “… the sick person also, in-
deed above all, appears to the world as an inactive and unproductive
member of society” (p. 97). Through Hainer’s decision to chronicle her
battle with cancer, she overtly worked to reposition herself as ill yet
also productive and professional. Although Hainer resisted casting
herself as “sick,” especially in early installments of the journal,
Hainer’s reflections after she went into remission indicate the ways in
which her body hindered preferred individual and relational identi-
ties. Hainer wrote on June 22, 1998:

… I came to understand that it [quality of life] means much more. I had
my life back again. Black peach fuzz covered my head as my hair started
growing back. David and I had moved into our new home. My energy level
was high, and I felt great. I had a life of quality again. I didn’t want to go
back to sick-person mode. (p. 1D)

On October 1, 1998, Hainer continued:

Nine months is a symbolic chunk of time in a woman’s life. In my case, it
didn’t represent a pregnancy, but a gestation period of renewal in body
and spirit … Except for the wig I still wear and the pill I pop each morn-
ing, life has pretty much returned to the way it was B.C.—before cancer.
I’m traveling again for work, which is a good thing, since it’s tough for a
sometime travel writer not to travel … My energy level has returned to
normal, and I’m back to working out. (p. 1D)

As Freeman (1998) contended, “… as a general rule we don’t live
lines, moving inexorably through one thing after another; we live spi-
rals of remembrance and return, repetition and reconfiguration …” (p.
47). Interestingly, Hainer contrasted her 9-month experience with the
time frame of a typical human pregnancy, a physical accomplishment
that may not now be possible yet something that she considered “B.C.
—before cancer.” Although she cycled through disappointment about
the impact of her cancer on her hoped-for pregnancy, in this passage,
she emphasizes getting back to normal in terms of her energy and her
work. With restored energy, she could work again. More than simply
earning a livelihood, Hainer could once again really do her job by trav-
eling, thus legitimately performing tasks and roles necessary to enact
her identity (and job) as a journalist. Yet, she necessarily reconfigured
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“normal”—she still wore her wig and took her pill. She confessed that
cancer never completely left her consciousness. However, in the “new
normal,” she could relegate her identity as “cancer patient” (which had
been prioritized in the preceding 9 months) to the background, instead
foregrounding how she wanted to be as partner and reporter (see re-
lated arguments by Beck, 2001; Gergen, 1991).

Unfortunately, in mid-March of 1999, Hainer’s doctors discovered
that the cancer had returned, spreading to her brain and into her
bones. Hainer called the multiple lesions “a serious act of guerrilla
warfare. Cancer 10, Cathy 0” (Hainer, April 20, 1999, p. 1D). As she
battled overwhelming pain and pondered increasing physical limita-
tions, she did so within the context of her preferred individual and re-
lational identities.

After five months of feeling well, was I finally failing? Would I soon be
stuck in a hospital bed? Would I have to wake David up for bedpan duty
in the middle of the night? Who would take the dog on her morning
walk?… The three hours at the office totally depleted my energy … For
several nights in a row, I went to bed weeping. Afraid, exhausted and in
pain, I was tired of fighting. This wasn’t Cathy Hainer, but some other
woman in a deteriorating body. Running my life has become such a bur-
den. Not for the last time, I asked God to bring me a quick and painless
death. David was a constant support, but I knew this downturn in my
physical and emotional state was draining for him, too. How could it not
be? (Hainer, September 27, 1999, p. 7D)

In subsequent published accounts of Hainer’s health narrative, she
reiterated the integral nature of her body’s condition for her percep-
tion of self, individually and in relation to others. On November 4,
1999, she explained that “sometimes I felt like an old doll, once a be-
loved present, now forgotten in the back of the closet. My batteries
were dying down, and parts of my body were wearing out … To feel
one’s body fading away is a strange and scary thing” (p. 6D). In her final
column, Hainer admitted:

For months, I have dreaded this very moment. I remember when my
mother was dying from breast cancer and was forced to wear diapers.
The indignity seemed impossible to bear. Now I find myself “dropping
trou” in front of anyone who happens to be in the room at the time. When
you gotta go, you gotta go. I never thought I’d have to rely on my dad to
wipe my bottom, but he lovingly does so with a warm washcloth … I must
rely on family and friends for virtually every movement of my body … In
effect, I am a virtual prisoner in my body. (December 6, 1999, p. 9D)

As Hainer’s accounts attest, the body constitutes an integral, compo-
nent of health care narratives. Individuals necessarily embody physical
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manifestations of disease or disability. Moreover, they also embody the
emotional, spiritual, and relational meanings and messages of those im-
pacts of disease or disability on the body. As social beings, our embodi-
ments of “wellness,” “illness,” “fitness,” “physical challenges,” and so on.
flavor our constructions of self in relation to others in powerful, persua-
sive ways. Thus, our health narratives constitute embodied rhetoric
that contributes to our co-accomplishment of social selves.

HEALTH NARRATIVES AS IMPLICITLY RELATIONAL

Reviewing the work of Mead (1934) and Goffman (1959, 1961), in par-
ticular, Holstein and Gubrium (2000) developed the notion of self as
socially constructed. In their excellent analysis of the implications of
Schutz (1962) and Garfinkel (1967) on the construction of self, Hol-
stein and Gubrium (2000) depicted “self” as emergent and discur-
sively accomplished. Importantly for the purposes of this chapter,
Holstein and Gubrium argued that “narrative practice lies at the heart
of self construction” (p. 104) and that “the selves that stories convey, as
well as the identities of storytellers and listeners, are thus shaped and
edited as storytelling proceeds” (p. 113). Indeed, McAdams and Bow-
man (2001) agreed “life stories are not imagined out of thin air. In-
stead, they are based on reality as both personally known and
consensually validated” (p. 28).

Despite the emphasis on social selves and social constructionism
in writings on narrative, the tendency has been to treat “a” narrative
as primarily “a teller’s story” with varying input from others (see, e.g.,
P. Atkinson, 1997; Bavelas, Coates, & Johnson, 2000; Capps, &
Ochs, 1995; Frank, 1995; Garro, 1992, 1994; Holstein & Gubrium,
2000; Young, 1987). As P. Atkinson (1997) maintained, “Whether they
stress the exotic or the ordinary, they celebrate the individual. The
speaking voice, the subject of recorded or reported speech, is repre-
sented as a unique and privileged locus of character and experience”
(pp. 326–327).

In this portion, I challenge a prioritizing of the individual in narra-
tive research, contending instead that health narratives are implicitly
relational in nature. P. Atkinson (1997) asserted that narrative re-
search invites us to celebrate “some—but by no means all—narratives.
These are stripped of social context and social consequences. They are
understood in terms of an individualized view of the self” (p. 339). Al-
though I agree with Atkinson’s point about the privileging of certain
narratives in private and public discourse (see related arguments in
Beck, 2001), I take issue with the implication that narrative research,
per se, must be so limited.
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Indeed, extending from my earlier argument that health narratives
constitute embodied rhetoric, I suggest, first, that we inherently expe-
rience life issues (including our physical selves) in relation to others,
not as isolated individuals. Second, I contend that multiple, concur-
rent health narratives may spring from a single health episode as oth-
ers become co-tellers from their own relational perspectives (i.e.,
significant others, family members, colleagues). Although participa-
tion by such others certainly fluctuates, depending on relational iden-
tities, personalities, situations, institutional contexts, and so on,
those others (intentionally or unintentionally, overtly or subtly) col-
laborate in our co-construction of what health episodes mean to us
and to others.

Health Narratives as Collaborative Co-Accomplishments

In their classic ethnomethodological work, Wieder and Pratt (1990) de-
tailed the enactment of positioning oneself as a “real Indian.” Based on
their research of one Native American community, Wieder and Pratt
found that individuals cannot simply assert their identity as “real Indi-
ans.” Instead, they necessarily engage in the interactional work of pre-
senting themselves and receiving affirmation of their legitimacy/
inadequacy as particular types of members of the community. Through
their taken-for-granted treatment of specific behaviors and orientations
as indicative of membership, the community collaboratively constructs
cultural artifacts, norms, and preferences, including its definition of
what counts as a “legitimate” member of the community (see Wieder &
Pratt, 1990; and related work by Garfinkel, 1967).

As individuals engage in health care experiences, they do not do so
in isolation. Gusdorf (1980) contended “no one is rightful possessor of
his life or his death; lives are so thoroughly entangled that each of them
has its center everywhere and its circumference nowhere” (p. 28).
Much like the Native American participants in Wieder and Pratt’s
(1990) investigation, health care participants do not interpret or re-
spond to diagnoses, physical conditions, or treatments in a vacuum.
As Bateson (1972) and Goffman (1974) argued in their respective
work on framing, individuals assert and affirm preferred and shared
orientations to aspects of interaction, including the very ways in which
individuals present themselves physically (see Goffman, 1959). For ex-
ample, as noted earlier, Goffman’s (1963) work on stigma clearly sug-
gests that certain manifestations of disease or disability become
socially constructed as problematic by interested others in society, not
simply by an individual’s personal perspectives on that condition.

With that said, individuals certainly do have their own viewpoints.
Yet, the interplay of individuals in relation to others—health care pro-
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viders, family members, colleagues, friends, and sometimes, perhaps
even strangers—contributes to codefinitions of meaning in emergent
health narratives. Hainer’s narrative exemplifies that interplay.

Hainer struggled a great deal with reconciling her deteriorating body
with her sense of self—who she really was and who she could still be in
relation to others. Near the end of her illness, Hainer recounted a con-
versation that spoke to those questions.

My college roommate came down for a reunion visit, and we spent lovely
hours reminiscing and catching up. After a while, she told me how happy
she was to still perceive “my essential Cathness.” The true me was still
very evident, she said, not buried under layers of fear, anger, or pain. I
was especially glad to hear this since Mr. Pain had moved into Cathy’s
Cancerland. (November 4, 1999, p. 6D)

On March 26, 1998, Hainer shared a special moment during her
journey, an occasion made significant through the ways in which
Hainer and her boyfriend, David, framed it as relationally meaningful
(not simply medically essential):

My boyfriend, David, had learned to do the injections as well. So on Sat-
urday morning, hands shaking, we loaded up the syringe, and he injected
it into my thigh. To ease the anxiety, we made a couple of lame jokes
about shooting up together. It was certainly one of the most intimate mo-
ments of our relationship. Although another was yet to come … That
morning, feeling that my health was in question, David and I got a fever to
get the rest of our lives in order. We’d talked for several months about get-
ting married … we decided to spend the rest of the day looking for en-
gagement rings and homes. (p. 6D)

Hainer’s relationship with David was not just a backdrop to her
health narrative; it shaped, to a large degree, what cancer meant to her
and how she confronted symptoms and even the possibility of death.
On April 20, 1999, Hainer admitted, “hearing that you have multiple
lesions in your brain is not an easy thing” (p. 1D). She continued:

But David and I took the news with an eerie calm. We spent a few minutes
holding each other, crying. I have to laugh now, but my first words were:
“Can you afford the mortgage by yourself?” A practical Capricorn rising,
to the end … it’s giving up on life that’s the tough part. I don’t have too
many regrets, but the thought of leaving David, leaving my family, leaving
my routine—it’s too soon. I suppose it’s always too soon.

Especially because she enacted her health experience in an overtly dis-
cursive manner, Hainer invited others to contribute their voices to her
emergent health narrative. In that April 20, 1999, column, she noted:
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Whether I was accepting my possible demise or denying it, I wanted very
much to talk about it. I wanted to be keenly aware of what was happening
to me, what death might mean, how it would feel. I didn’t want to be
cheated out of the experience because the subject was taboo. Of course, it
was nearly impossible to discuss such an unknowable subject in any ra-
tional way. But I demanded that my family and friends engage me on this
matter. And I’m happy to report that, to the last one, they have risen to the
occasion. (p. 1D)

Of course, not all individuals choose to engage others in such inter-
action about illness and impending death. However, even if a person
does not opt to confide in a single other person, that person’s health
narrative still gets shaped and co-constructed by the orientation of
health care professionals and by the tenor of texts that he or she may
read. For example, early in her illness, Hainer visited a naturopath.
She wrote, “I left the center refreshed and upbeat. These people had
given me a great gift: They’d helped me to remember that I was Cathy
Hainer, not some faceless cancer victim. Unlike hospitals, which are
suffused with the culture of disease, they promoted the culture of
wellness” (March 26, 1998, p. 6D).

Health Narratives as Multiple, Concurrent Accomplishments

If health narratives are collaborative, not individual, accomplish-
ments, they also become multiple, concurrent accomplishments be-
cause each participant in the narrative construction impacts (and
reflexively gets impacted by) the process of illness and quest for
wellness. On July 19, 1999, Hainer wrote:

Some in the cancer community talk about the “gift” of the disease … A
friend of David’s helped me to see that. One day, feeling down, David
e-mailed Bob, a wise former teacher and loyal friend. “Why is this hap-
pening to us? It’s so unfair,” David wrote, “Cathy and I are in love and she
even eats her vegetables.” Bob wrote back: “Isn’t it great that you guys are
in love and that Cathy eats her vegetables?” What a great response! And
what a perfect reminder to see the extraordinary in each ordinary mo-
ment. To find the magic in every day. (p. 7D)

Interestingly, the friend’s response resonated with Hainer, serving
as a message to her as well as to David. She treated it as a powerful
reframing of their situation and a motivational reminder of how to view
the world.

Moreover, this exchange also offers insight into the multiplicity of
health narratives. Although David did not undergo treatment for can-
cer, he suffered through the diagnosis, surgeries, and what must have
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been a tremendous sense of loss. Indeed, he did not position the health
episode as “Cathy’s situation”; he wrote, “Why is this happening to us?”
In that same column, Cathy recalled David’s interaction with a doctor,
noting that David inquired, “Which would give us the best chance of
stopping cancer’s spread?” (July 19, 1999, p. 7D).

By viewing a health episode as prompting multiple possible health
narratives, we can gain a deeper understanding of the broad-reaching
impact of wellness and illness for communities of people, not just for
one individual. In her letter to the editor of USA Today in response to
one of Hainer’s articles, Mary Lee Hahn wrote:

Like Cathy Hainer, my life turned upside down in January with a diagno-
sis of breast cancer … Also like Cathy, there is nothing, besides surviving,
more important to me than sharing my experience with everyone my life
touches. I teach fifth-graders—my girls are just beginning to grow
breasts and my boys can’t say the word without giggling. They have been
part of my journey into the cancer universe from the beginning, from the
disbelief of the diagnosis of their young, healthy fit, energetic teacher
through the surgeries and on toward the chemotherapy and radiation.
Their mothers are coming along on this journey as well … Every woman
with breast cancer touches the lives of friends, family, hometown ac-
quaintances, colleagues, and students. (March 13, 1998, p. 14A)

RHETORICAL IMPLICATIONS OF HEALTH NARRATIVES
AS PUBLIC EXPERIENCES

Through this chapter, I have asserted that health narratives are neces-
sarily and implicitly social and relational constructions. As Hahn af-
firms, individuals who experience illness do impact (and are impacted
by) the lives and lived realities of others.

Hainer’s choice to chronicle her journey for an international read-
ership vastly broadened her “community” of confidants, thus con-
tributing to conversations between readers and the text and,
potentially, between readers and their loved ones. In this portion of
the chapter, I explore, first, the emergence of Hainer’s story as “our
story” and, second, the legitimacy of this shared interpretive experi-
ence for public conversations about lived experiences with illness
and the process of dying.

“Our Story”

In her theory of Communication Privacy Management (CPM), Sandra
Petronio (2002) discussed the communicative accomplishment of
boundaries as individuals choose which information to reveal to oth-
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ers and, indeed, to which specific others. As part of CPM, Petronio ar-
gues that individuals weigh the benefits and risks of disclosing versus
privacy. Especially with potentially stigmatizing conditions, Petronio
contends, individuals may avoid risk by guarding information care-
fully, disclosing in a limited, restrictive manner.

By opting to disclose information to others, we expand our personal
boundaries to those others with regard to that particular issue. Ac-
cording to Petronio (2002), confidants become co-owners of that infor-
mation, sharing what has been confided with the confider and
implicitly gaining “insider” status as someone who now knows what
had previously been unknown.

Hainer’s decision to include her readers in her emergent health nar-
rative inherently expanded the boundaries around her cancer journey
to include strangers, not just friends, colleagues, family members, and
health care professionals. As I have detailed throughout this chapter,
Hainer wrote about harsh indignities and consequences of cancer
treatment. Her journals included vivid accounts of implications of can-
cer for her relationship with her fiancé, her reflections on her body and
her emergent self. To borrow from Petronio (2002), Hainer’s articles
necessarily worked to involve readers, even if reluctantly, as confi-
dants of intimate information.

Notably, Hainer’s disclosure of “her” narrative in USA Today re-
flexively, relationally, and rhetorically invoked co-construction of
Hainer’s medical situation as “our story,” contributing to (and being
impacted by) multiple, concurrent life (and health) narratives of her
readers. Her colleague, Karen Peterson, affirmed, “Cathy Hainer did
not walk alone. As she shared her journey, she touched readers who
e-mailed and wrote from around the world” (Peterson, December 16,
1999, p. 1D). Hainer (June 22, 1998) noted, “Six months ago, I
opened my life up to the readers of USA Today. The response has
been overwhelmingly supportive, uplifting, and rewarding. Readers
have added me to prayer lists, written words of support and sent
chemo-coping tips …” (p. 1D).

However, reader response surpassed mere messages of encourage-
ment. Meyrowitz (1985) explained that readers of mediated texts blur
boundaries between public domain and private space, diminishing
perceived separation between selves and strangers. As she confided in
her readership, Hainer facilitated dwindling distinctions between pri-
vate and public domains. One reader, Jennifer Mitchell, commented:

Cathy Hainer is a beautiful and brave woman who has chosen to be vul-
nerable and transparent and to share with so many the emotional story
of her struggle with breast cancer. How can we read her account without
feeling as if we know her, ultimately recognizing our own humanity and
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asking ourselves how we will face up to these kinds of trials when our
time comes? (September 30, 1999, p. 18A)

Consistent with Meyrowitz, readers of Hainer’s articles responded
with expressions of kinship and companionship in their respective
health narratives. Anne J. Rislove (March 30, 1998) wrote, “Thanks
again for your heartfelt article. It is a lonely battle, this fight against
cancer, but it really makes us each feel much better to read that others
have been through it, so we are not really alone” (p. 14A). Bruce Shorts
agreed, noting that:

I have followed every printed article of Cathy’s poignant and emotional
“guerrilla warfare” with cancer. I almost feel as if I know her personally …
[after sharing about his own cancer experience] cancer changes one’s en-
tire perspective on life and living. I strongly feel a bond or kinship with
people I don’t even know who suffer from the pernicious cancer disease.
(April 23, 1999, p. 14A)

Notably, individuals who opted to write messages to Hainer reflected
on the intersections between Hainer’s journey and their own experi-
ences. Michelle Murphy (April 30, 1999) recounted that “reading Ca-
thy’s articles, I saw many parallels between the two women [Hainer and
Murphy’s mother-in-law] and what they were feeling. Cathy helped me
understand a little better just how the cancer patient feels” (p. 12A).
Sharon Collins (October 8, 1998) linked Hainer’s illness with her
mother’s battle with breast cancer, claiming that “my mom’s death and
Cathy’s illness have made me very committed to doing everything I can
to support the fight for a cure” (p. 18A). Russell Shaw shared:

A little more than 11 years ago, I lost a very special woman in my life to
uterine cancer … My friend, Anicia, worked with words too. She also
shared Cathy’s heritage. Cathy had spoken so eloquently and beauti-
fully—not only for those who have or have had cancer, but also as a
teacher for those who love someone with cancer … There are many who
have learned from Cathy’s words. The world is a better place because she
lived and wrote. Because her words live on, she will, too. (December 17,
1999, p. 30A)

Through their mediated interactions with each other and, indeed,
with readers who did not opt to submit letters to the editor, Hainer and
her confidants collaboratively and reflexively co-authored to their re-
spective health narratives. At the same time, they co-constructed an
active, fluid, public text about the lived reality of cancer—“our story.”
On November 8, 1999, Michael Wilson stressed:
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But what I want Hainer to realize is that she has given me and other read-
ers insight into the life process of death … Hainer, in her writings, has
portrayed herself very much as an Everyman. For all of our sakes, I wish
it were so. Nevertheless, I will try to keep the lessons she has taught me
with me until I die. (p. 26A)

Legitimacy of Narrative in Public Dialogues about Health

As her illness started to take its toll on her body, Hainer pondered what
might remain after her body ceased to function.

I especially read that [an obituary] where the person has died young or
died from cancer. And I can’t help imagining what my own obituary will
say: “Cathy Hainer graduated from college and went to work for a news-
paper.” Will I be disappointed that it doesn’t describe me as “Pulitzer
Prize winner and author of best-selling novels”? A little. But I hope I’m
more concerned with my legacy than my obituary. Will people remember
me fondly? Have I brought a smile to anyone’s face, helped anyone out of
a difficult time? Have I made someone laugh when they were down, done
anything for the common good of mankind? (July 19, 1999, p. 7D)

Hainer’s awareness of the embodied nature of her experience, the
complexity and temporality of her experience, and the intimately rela-
tional nature of her experience enhanced the uniqueness and social
value of her last work as a journalist. According to her readers,
Hainer’s health narrative sparked insights, validated perspectives,
and facilitated meaning-making of situations that defy easy under-
standing or reconciliation. Antoinette Cleveland observed:

I’ve followed Hainer’s journey through this devastating disease since the
beginning. She is, without a doubt, one of the bravest and most honest in-
dividuals I’ve ever had the pleasure of knowing through her extraordi-
nary writing … Most of us know someone—a relative, a friend, a
neighbor—who has suffered from terminal cancer. I doubt if many of us
know someone like Hainer who has the courage not only to face the dis-
ease but also to share her most intimate thoughts and feelings about its
affect on her life—everything from whether to buy a house, get married,
renew her driver’s license or any other of the daily decisions we make
without staring our mortality in the face. She is awesome. (December 9,
1999, p. 18A)

In the spirit of Fisher (1984, 1985, 1987, 1989), I argue that the pub-
lic conversation prompted by Hainer’s articles constitutes an exemplary
example of narrative as an integral component of human understanding
and, ultimately, public decision-making. In his description of the narra-
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tive paradigm, Fisher (1985a) maintained “… a significant feature of
compelling stories is that they provide a rationale for decision and ac-
tion. As such, they not only constrain behavior, they may also determine
it” (p. 364).

Although public sphere scholars continue to debate the value of per-
sonal experiences from the private domain (see, e.g., Barnett, 2003;
Calhoun, 1999; W. Clark, 2000; Deem, 2002; DeLuca & Peeples, 2002;
Habermas, 1987; Sitton, 2003; Warner, 2002; Wittenberg, 2002), I
contend that Hainer’s work offers a concrete illustration of text as a
postmodern conversation in a public forum. By implicitly inviting her
readers to become confidants in her emergent health narrative, Hainer
exemplified the relational nature of narratives, drawing them into the
community of individuals who live with (and die from) cancer.
Through such a positioning of narrative as relational (i.e, it impacts
“us,” not just “me”), the call for concern (about others and self) gets un-
derscored. As Mike Sturgeon (December 17, 1999) asserted, “She had
remarkable courage to share her ordeal with the world, and one can
only hope that perhaps maybe another life was saved through early
cancer detection” (p. 30A).

CONCLUSION

Through the exploration of Cathy Hainer’s published articles about
her journey with breast cancer, I began with the notion that bodies con-
stitute active, dynamic, social texts. Because illness and injury gets lo-
cated in the physical body, I argued that health narratives are
necessarily embodied rhetoric—powerful, persuasive, deeply per-
sonal yet inherently social.

As actors in the social world, health care participants necessarily
engage with others, to varying degrees, as they experience illness or in-
jury. Even to the extent that individuals attempt to mask symptoms or
conditions from others, they do so in the relational context of what oth-
ers might think or how they want to construct individual or relational
identities in light of such others.

In Hainer’s case, her wig marked a special symbol for herself and
also for her colleagues. When Craig Wilson wrote about that final visit
to Cathy Hainer, he observed that “the hope-filled days of the perky
black wig were long over” (December 16, 1999, p. 1D). Hainer be-
moaned “having” to wear the wig. Yet, it marked an effort to resemble
“normal”—just a temporary phase between instances of her real hair.
She chose not to wear it anymore when hope of restoring “normal” (in
terms of her self presentation and her emergent relational identities)
faded. Although an individual decision, the absence of the wig quietly
communicated volumes to her loved ones about Cathy’s current psy-
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chological and physical condition, thus contributing reflexively to
emergent relational and interactional framing. As Hainer’s writings il-
lustrate, health narratives emerge as temporally bound, implicitly re-
lational (not individual) constructions.

Hainer’s choice to share her story with an international readership
enabled her to engage thousands of others in a discourse about their
respective journeys. By blurring the boundaries between personal
health experience and public conversation, Hainer invited readers to
join her journey as she “spoke” to them in the context of their own. In
so doing, her articles constitute a compelling example of a postmodern
public dialogue about health, wellness, illness, and dying.

This analysis and theoretical reflections advance our narrative un-
derstanding of health experiences in three key ways. First, extending
from Atkinson’s (1997) critique of published health narratives, this
study illustrates not only that narratives can be more than individual;
it provides evidence about the ways in which they are implicitly rela-
tional, social constructions. By treating narratives as relational, we
move forward in understanding how family members, health care pro-
viders, social support system members, and in this case, newspaper
readers, participate in the co-telling (and the co-experiencing) of
health narratives.

Second, this examination of an emergent health narrative offers in-
sight into narratives as temporal, emergent co-constructions. Hainer
and her readers’ reflections on the spirals and cycles of understand-
ings throughout their respective and shared health experiences sup-
ports assertions by Ricoeur and others about the nature of time. As
Hainer’s articles exemplify, Western conceptions of time and the bio-
medical model project a linear framework—diagnosis, treatment plan,
health outcome—that clashes with lived realities. Yet, as Hainer’s arti-
cles indicate, the “interruption” of a life due to illness, the “one step for-
ward, ten steps back” frustration of struggling through treatments,
resembles a maze more than a straight line (see related arguments by
Beck, 2001)—contributing to confusion and recurrent reshapings of
the emergent health narrative.

Third, this examination of the public conversation that stemmed
from Hainer’s articles highlights postmodern blurring of bound-
aries between public and private spheres. As such, this analysis in-
dicates the dialogic potential of narratives in public forums. In
response to Hainer’s articles, readers offered support by sharing
their own stories and perspectives. Moreover, they participated in
the ongoing co-construction of meanings about breast cancer, ill-
ness, and even the process of dying. I encourage future researchers
to pursue the implications of these published conversations for
those who contribute overtly and for those who lurk—participating
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through reading and reflecting on public interactions about other-
wise private health issues.

NOTES

1. The author would like to thank Lynn Harter and Phyllis Japp for their most
insightful suggestions on a previous draft of this chapter.

2. The primary data for this investigation emerged from Hainer’s articles,
published in USA Today (as well as in a tribute book, The Cathy Hainer
Journals: A Story of Courage). In all, 13 installments of her journal were
published. The original publication dates include: March 10, 1998; March
26, 1998; April 15, 1998; May 13, 1998; May 26, 1998; June 22, 1998; Oc-
tober 1, 1998; January 11, 1999; April 20, 1999; July 19, 1999; September
27, 1999; November 4, 1999; December 6, 1999. Additional data stemmed
from three USA Today articles in tribute to Hainer after her death. All three
were published on December 16, 1999. A search of the USA Today Web site
revealed 29 letters to the editor; however, the publication indicates that
“thousands” of letters were received. Consistent with the newspaper’s pol-
icy, a select few were published. Due to confidentiality, my request to obtain
the unpublished letters was denied.
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The public preoccupation with age-related infertility (ARI) focuses
sharp attention on the salience of reproductive control and shifting
boundaries between public and private. Since the 2001 “Protect your
Fertility” campaign sponsored by the American Society for Reproduc-
tive Medicine (ASRM) and the publication of Sylvia Hewlett’s (2002)
Creating a Life: Professional Women and the Quest for Children,
procreation once again resounds as the subject of talk shows, auto-
biographical accounts, and the evening news. Widespread interest
with ARI was generated in April of 2002 when the cover of Time maga-
zine posed a naked baby on a piled-high inbox and asked “Babies vs.
Careers—Which Should Come First for Women Who Want Both?” The
accompanying article (Gibbs, 2002) chronicled Hewlett’s “creeping
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nonchoice” narrative—women who focus on their careers and wait
until it is too late to conceive often experience the despair of ARI.

Infertility, however, is not a recent phenomenon; it existed long be-
fore the gendered separation of public and private spheres and ad-
vent of assisted reproductive technologies (see May, 1995 for an
historical overview). Moreover, infertility does not plague primarily
career-oriented women who delay childbearing. Consumers of the
popular media might be surprised to know that the highest rate of in-
fertility has been among poor Blacks, not prosperous Whites,
throughout the 20th century (Centers for Disease Control and Pre-
vention, 1997; United States Census Bureau, 2001). Furthermore,
far from witnessing an “infertility epidemic” in our culture, the overall
incidence of diagnosed infertility in the United States has decreased
since the mid-1960s. The renewed sense of urgency about ARI can be
located in the convergence of several factors: (a) the medicalization of
infertility and growth of reproductive endocrinology consumed pri-
marily by affluent women, (b) evolution of a social milieu conducive to
public discussion about reproductive issues, (c) women and men’s
ability to “control” (and delay) reproduction, and (d) the increasing
foray of women into the public realms of work, politics, and higher
education. Embedded in these discourses is a renewed concern
about women’s autonomy, with ARI often positioned as the bedfellow
of reproductive freedom—the price women pay for prioritizing ca-
reers, consumerism, and sexual pleasure.

Despite complex social changes that have altered gender roles, bio-
logical reproduction remains central to women’s identities in pronatal-
ist societies such as the United States (see Becker, 1994, Becker &
Nachtigall, 1994, and Britt, 2001, for discussions of pronatalism as a
powerful gender narrative that assumes women are naturally fit for
parenthood and should bear children).Yet, we argue against locating
the compelling character of ARI exclusively in pronatalist or patriar-
chal agendas. Middle-class Americans’ faith in hard work, justice, con-
sumerism and medicine illuminate the class-related and time- bound
nature of the discourses. The media coverage given to new or improved
biomedical techniques that provide hope of biological children for
those of financial means contributes to the renewed interest in infertil-
ity. From surgical interventions that eradicate dysfunctions impeding
conception to drug therapies stimulating or controlling the timing of
reproductive events, contemporary couples are situated in a time and
place characterized by ever-evolving technologies to cure or circum-
vent infertility.

We position the discourses of ARI as an occasion to explore narra-
tive as a rhetorical resource in the social construction of healing and
health. The story of ARI offers a unique opportunity to foreground
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shifting intersections between the most private aspects of our lives
(i.e., relations with partners and kin, sexuality, and procreation) and
the public domain around us. The discourses are easily narrativized,
with aesthetically compelling life stories of White, middle-class, heter-
osexual couples. By putting a personal face on a now medicalized is-
sue, the narratives invite audiences to share in the private lives and
problems of “likable characters” (Condit, 1994). Throughout this
chapter, we argue that the discourses of ARI privilege certain narra-
tives of women’s identities/bodies as society disciplines them through
discourses about time, technology and middle-class values. We in-
clude ourselves as figures in narrative constructions of ARI, as audi-
ence for its performance, drawing on contemporary concepts of
gender, class, narrative and critical theory. We do not present a “uni-
versal” or “fixed” meaning in these discourses. Meanings take shape—
for different critics in different ways and to different degrees—in the
symbolic space between reader, text, and context. We present one
reading of the discourses, and in so doing invite you to enter, as wit-
ness and co-constructor of meaning, the public dialogues about ARI.

NARRATIVE THEORIZING

Increasingly, scholars draw attention to the storied nature of our lives.
We adopt an interpretive–critical perspective toward understanding
narratives as constellations of relationships embedded in time and
space and constituted by causal emplotment (see also Mumby, 1987).
Indeed, a chief characteristic of narrative is its ability to render under-
standing by connecting (however unstably) parts to a constructed con-
figuration or a social network of relationships composed of symbolic,
institutional, and material practices. We focus attention on the ideolog-
ical nature of health and healing, assuming that healthcare activities
perpetuate hierarchies, structure identities, and construct identifica-
tions or divisions among those that practice the rituals and consume
the related commodities. Yet, as argued by Boje (2001), narratives are
not always the self-contained and structured linguistic events (i.e., be-
ginning, climax, end) conveyed in most scholarly writing. Rather, sto-
ries constitute dynamic, interruptable, fragments frequently
challenged and changed to meet institutional and individual needs.

Narrative theorizing provides a particularly fruitful framework
from which to address the discursive understandings through which
subjectivities are constructed (Somers, 1994). In today’s world of pro-
liferating sites and scenes of identity work, the self comprises an
increasingly institutional project “disciplined” by diverse social cir-
cumstances and practices (Gergen, 1991). These settings, as Lyotard
(1984) informed us, present the self with “a fabric of relations that is
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now more complex and mobile than ever before” (p. 15). If we set aside
the notion of an integrated self, the multiple self-constructions that
emerge in various settings become the identity-bearing subjectivities
that serve complex social environments. We agree with Holstein and
Gubrium (2000) who argued that Lyotard’s (1984) obituary for master
narratives and the paramount self does not obviate an empirical self so
much as it redeploys it into varied contexts of everyday life.

Self-construction is not merely extemporaneous. It is profoundly
conditioned by its circumstances and available resources. Goffman
(1959) foreshadowed this by highlighting the situatedness of self-pre-
sentation. People construct identities by locating themselves or being
located within a repertoire of emplotted stories. “Human conduct
must to a significant extent,” suggests Maines (2001), “be talked into
existence through the strategic deployment of master symbols such as
ideographs and through taken-for-granted ordinary symbols such as
those contained in myth and local tradition” (p. 174). People act ac-
cording to how they understand their place in any number of given nar-
ratives, however fragmented or contingent. Focusing attention on
narrative as an ontological condition of social life affords the opportu-
nity to explore how stories of the self are continually mediated by the
increasingly institutionalized circumstances of contemporary life
(Somers, 1994). Individuals orient their life worlds by way of diverse
stocks of knowledge that are social in origin. Paralleling what
Wittgenstein (1953) and Burke (1969) taught us about language,
stocks of knowledge are part and parcel of everyday life, not separate
and distinct from it.

Foucault (1975) illustrated how discourses of particular sites estab-
lish conceptual limits for storytelling; yet, narrative scholars rarely ex-
plore how stories are imbued with political, social, and aesthetic
undertones (Atkinson, 1997; Clair, 2001). Tellers economically pro-
duce narratives for consumption, although the degree to which the au-
dience buys the stories varies. Politically, narrative choice, structure,
plot, and audience fluctuate, depending on aspects of privilege. The
narrator and audience are aesthetically consumed by the emotional
and artistic elements of the story. In sum, theorizing can be advanced
by exploring how narratives, as one mode of symbolic structuring, are
material instantiations of ideology (Clair, 2001; Mumby, 1987). We ap-
proach narratives as ideological forces that articulate meanings privi-
leging some interests over others. Although narratives can function to
legitimate meaning systems of dominant groups, narratives can also
function as counterstories that resist oppression (Lindemann-Nelson,
1996, 1997, 2001). From this perspective, power is more than a phe-
nomenon imposed on subordinate groups; power involves a dialectic
of control (Giddens, 1979, 1984). As such, we take particular interest
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in how a narrative, or cluster of narratives, functions to enable and/or
constrain behavior within the context of certain ideological meaning
formations.

Our analysis explores ARI from the perspective of cultural drama,
drawing on narrative to emphasize how lived experiences emerge
through the complex interactions of agents who occupy different social
positions, with differential access to power and space in the public
sphere to articulate their story. Narrative enables individuals to recre-
ate a sense of continuity and reconnect to the social and cultural order
after the disruption of ARI. At the same time, narrative functions as an
agent of social control and change.

Adopting a critical-interpretive lens, we explore how the discourses
of ARI (see Appendix for sources of discourse)1 support and sustain
various structures of power and privilege, reflecting the imprint of in-
stitutionalized practices and ideology. We approach discourse from an
explicitly broad vantage point, casting a wide net that incorporates re-
search, social commentary, and personal experiences that surround a
particular issue over time and across genres of communication. As
Lupton (1994) explained:

Discourse, in this usage, can be described as a pattern of words, figures
of speech, concepts, values, and symbols. A discourse is a coherent way
of describing and categorizing the social and physical worlds. Dis-
courses gather around an object, person, social group or event of inter-
est, providing a means of “making sense” of that object, person … all
discourses are textual, or expressed in texts, inter-textual, drawing upon
other texts and their discourses to achieve meaning, and contextual, em-
bedded in historical, political and cultural settings. (p. 20)

We move between stories of ARI, as experienced by women and shared
in public dialogues and popular culture, and the dominant narrative
script of ARI—the master narrative which is both medium and out-
come of personal narratives. We argue that the discourses of ARI con-
stitute narratives of women’s identities/bodies, which discipline
women through rhetoric about time, technology and middle-class val-
ues. We draw particular attention to (a) how the texts of ARI serve as
points of struggle or tension over meaning, and (b) how the discourses
both enable and constrain the human spirit, health communication,
and health care decision-making.

DIALECTICS OF CONTROL IN THE DISCOURSES OF ARI

In his writings, Giddens’ (1979, 1984) vision of reciprocity of power
within social systems is manifest in his concept of the dialectic of con-
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trol. Giddens (1984) defined the dialectic of control as “the two-way
character of the distributive aspect of power (power as control); how
the less powerful manage resources in such a way as to exert control
over the more powerful in established power relationships” (p. 374).
Although social structures represent hegemonic interests of dominant
groups, people in subordinated positions can and do strategically use
resources to influence those in dominant positions and reach individ-
ual goals. Through dialectics of control, individuals engage in inter-
plays of dialogue representative of shifting balances of power.

Mumby (1987) argued dialectics of control are present in narratives
as well. According to Mumby, “All discourse, while often functioning as
… a constraint on thought and action can also function simultaneously
as a means of enablement” (p. 124). For example, the metaphor of the
“birth-control generation” in the discourse of ARI illustrates how ritu-
alized practices both enable and constrain. As members of the first
birth-control generation, many Americans of childbearing age under-
stand fertility as something that can be controlled. As argued by Condit
(1994), the pill made the social demand for control appear as a biologi-
cal and physical possibility. Yet, individuals do not solely exercise re-
productive control. A host of biological (e.g., low-sperm counts),
material (e.g., insurance coverage) and discursive forces (e.g., pro-
natalism) also impact the likelihood of reproduction.

Pamela Madsen, executive director of the American Infertility Asso-
ciation, captures these tensions, explaining: “It’s great that we have
birth control and that women have a choice. But we’ve … fed women
this myth that they are in complete control of their reproductive lives”
(Kalb, Springen, Scelfo, & Pierce, 2001, p. 40). Hewlett herself ex-
claims, “we’ve gone from fearing our fertility to squandering it—and
very unwittingly” (Gibbs, 2002, p. 54). Hewlett (2001) and the ASRM
justify their health campaigns because women harbor wildly unrealis-
tic expectations of their bodies, reproductive control, and modern
medicine. Subsequently, doctors and experts2 frame the distribution
of information about ARI as a means of empowering women. They are
simply giving women information about the “fragility of fertility” so that
women can then make their own choices about whether and when to
have children. An exemplar of this discourse comes from Dr. David Ad-
amson who notes, “It’s important for women to be empowered with ac-
curate information. We’re all trying to get the facts out. The reality is
reproductive capability does go down with age, and it’s important for
women to understand that so they can make intelligent decisions”
(Hall, 2002, p. A1). Dr. Allison Rosen agrees, contending that, “This is
not a case of male doctors’ wanting to keep women barefoot and preg-
nant. You lay out the facts, and any particular individual woman can
then make her choice” (Gibbs, 2002, p. 53).
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Yet, a few commentators present a counterinterpretation by arguing
the dominant discourses of ARI constrain rather than enable. At least
one expert highlights how statistics continue to be selectively pre-
sented. David Dunson, a biostatistician explains “Although we noted a
decline in female fertility in the late 20s, what we found was a decrease
in the probability of becoming pregnant per menstrual cycle, not in the
probability of eventually achieving a pregnancy” (Hall, 2002, p. A1).
Echoing this concern, Hjul (2002) stated:

Buried in the fertility report is the fact that the older women were not less
able to conceive—it just took them longer. But that detracts from a good,
alarmist story, which implies that all ambitious, successful females must
be aching inside, clutching their barren bellies and regretting the day
they chose boardroom over labor rooms. (p. 14)

Critics claim the dominant discourses simplify and exaggerate com-
plex scientific findings, and, using visual images of women nursing
briefcases instead of babies (Gibbs, 2002), trigger emotional re-
sponses to the discursively constructed “infertility epidemic” (p. 49).
Kim Gandy, president of NOW (National Organization of Women), sug-
gests that “the age issue is wildly overblown. The implication is ‘I have
to hurry up and have kids now or give up on ever having them’ ” (Gibbs,
2002, p. 53). Indeed, the implication has hit a nerve with many women.
Cottle (2002) editorialized “I gotta admit, all this focus on aging ova
has, among me and my kid-free girlfriends of various ages, provoked
emotional reactions ranging from defensiveness ‘Why are they always
trying to keep us barefoot and pregnant?’ to flat-out panic ‘Oh God,
what if it’s already too late!’ ” (p. E-1).

Overall, then, discursive representations of the causes and conse-
quences of ARI are both enabling and constraining. We further exam-
ine dialectics of control in narratives of time, technology, and middle-
class values.

Time as Enabling and Constraining

The discourses of ARI can be read as a narrative of women’s bodies as
they are disciplined through discourses about time. Especially in our
professional lives, where time is money, we are encouraged to control
time. Yet, time is often discursively positioned and materially experi-
enced as an aspect of life that eludes our attempts at control, and, in
fact, one that exerts control over us. Modernity’s conception of time as
a hegemonic structure whose essences include precision, control and
discipline is epitomized in the key machine of the industrial age—the
clock (Hassard, 1996). The clock has emerged not only as a disciplin-
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ing force and key metaphor of public working life, but of women’s bod-
ies as well.

In explaining the vernacular of the “biological clock” that received
widespread attention during the 1980s, Faludi (1991) revisited the
1982 New England Journal of Medicine article that first reported that
women’s chances of conceiving suddenly dropped after age 30. As she
explained, the journal also contained a “paternalistic three-page edito-
rial, exhorting women to ‘reevaluate their goals’ and have their babies
before they started careers” (p. 27). The New York Times and other
newspapers, magazines and television news programs also picked up
on the story, and “by the following year, the statistic had found its way
into alarmist books about the ‘biological clock’ ” (p. 27). Indeed, refer-
ences to the biological clock are now firmly reified as material actuality
and permeate the contemporary discourse of ARI.

The metaphor of the biological clock serves to reconfigure women’s
relationship with time by highlighting the constraints of time and tim-
ing on women’s reproductive successes and failures. Shortly after the
publication of a study claiming that women’s fertility rates begin to dip
after age 27 (Dunson, Columbo & Baird, 2002), article titles like,
“Study Speeds of Biological Clocks; Fertility Rates Dip After Women
Hit 27” (Hall, 2002), and “Women’s Fertility in Decline by Late 20s: Bio-
logical Clock Starts Earlier” (Boseley, 2002) appeared in numerous
newspapers around the country. Much public dialogue centered on
questions of whether the biological clock can be “reset,” how fast the
clock is “ticking,” if biological clocks have “snooze buttons,” and
whether or not women are as aware as they should be of the incessant
“ticking.” Throughout the discourse, the biological clock is positioned
as a fact of medical science, a predetermined given whose workings
can be sped up, but never slowed down. “You can do things to shorten
that clock, like with cigarette smoking,” explained Dr. Cedars on a
2002 Oprah episode, “but there isn’t yet anything we can do to extend
the clock” (p. 7).

Women speaking publicly about their own reproductive experiences
and choices often include references to the biological clock. Childress
explains, “if I’m going to do it, I feel like the ‘right time’ to start is now.
My biological clock is starting to come into effect” (Yarbrough, 2002, p.
60). Fertility doctors, too, rely on clock images, most notably in their
very public attempts “to warn women that science can’t always beat the
biological clock” (Kalb et al., 2001, p. 40). For example, the metaphor
has been visually instantiated in a controversial ad published by the
ASRM (the American Society for Reproductive Medicine), which de-
picts milk dripping from an upside–down hourglass shaped baby bot-
tle. Kim Gandy asserts “What it says visually is time is running out” (60
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Minutes Transcript, 2002). Indeed, a number of critics argue that the
focus on the biological clock may be unnecessarily alarming (if not op-
pressive) to many young women.

Prominent voices in ARI discourses maintain that the focus on
women’s biological clocks is justified and empowering. Pamela
Madsen (2002) explained “Until women have the education about
their true biological clock, we won’t have reproductive choice. It’s no
more a pressure to offer women education about having babies as it is
to offer women education about birth control” (Oprah Transcript,
2002, p. 4). Notably, though, “educators” primarily deploy the clock
metaphor to describe the female body. The discourses of ARI high-
light few (if any) medical science findings or narratives describing
men as having biological clocks. Concomitantly, the texts portray ARI
chiefly as a problem endemic to women. Although about 20% of infer-
tility can be attributed to exclusively male factors, and more than one
third of infertility cases can be attributed to both partners
(Ehrenfeld, 2002), our discursive practices socially construct infer-
tility as primarily a female condition.

The metaphor of the biological clock intersects with the master
narrative of age as decline to discipline women’s bodies. Such
narrativizing encourages women to experience and express aging in
terms of loss, isolation, and diminished material resources
(Trethewey, 2001). This emplotment suggests that our peak experi-
ence is lived in youth and as we enter middle age, we begin the inevita-
ble descent into “declineoldageanddeath” (Gullete, 1997, p. 8).
Within ARI discourses, commentators frequently describe women’s
eggs in terms of their age, young and vital or old and decrepit. They
couch such explanations in terms of medical science. “Biology,” ac-
cording to Kalb et al. (2001) “has always made fertility a delicate
proposition. A woman is born with a finite number of eggs, which
gradually get ovulated or die off as she ages. And older eggs, which are
less energetic than younger ones, have a harder time making it
through the fertilization process” (p. 40). Pamela Madsen has gone so
far as to say that “women’s eggs are like milk; they have a freshness
date” (Liddane, 2002, p. L6). Similar notions are woven into the fab-
ric of narratives told by everyday actors. Eisenhardt encounters other
youthful women in their 40s, contemplates the unseen, and notes
“I’m like, ‘Your eggs are about to need a walker. Your eggs are going to
need a respirator soon’ ” (Fergus, 2002, p. 1).

As Emily Martin (2001) argued, it is common for women’s repro-
ductive systems to be described and theorized primarily in their ca-
pacity to yield a product and seldom in their capacity to regulate other
functions or as part of an ongoing cycle of maintenance whose good-
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ness can be judged by its own continuity. For those experiencing ARI,
age gets fingered as the primary culprit in the failed production of
women’s bodies. The discourses encourage women to experience and
narrativize the inability to have desired biological children as yet an-
other instantiation of the inevitable decline associated with aging. Be-
cause it positions women as individually responsible for managing the
aging process, the accusation of a “failure” to act in time can be a pain-
ful reminder of aging and negatively impact their embodied identities.
As Renee Borfreund shares, “I didn’t want to admit my body had failed
me and I had waited too long,” (Fergus, 2002, p. 1).

Kim Gandy cautions that “the idea that you can choose what age
you’ll be to have your children is a ludicrous proposition for most
women” (Kalb et al., 2001, p. 40). Yet, dominant discourses highlight
time (and timing of personal and professional decisions) as some-
thing to be considered and controlled with regard to major life
choices. In modern industrial societies, users of time are obliged to
display good stewardship because time is a scarce commodity and
must be used rationally (Hassard, 1996). Likewise, in ARI dis-
courses, doctors, public health officials, and individual men and
women promote (and resist) the notion that women must discipline
their lives by implementing more effective time management. Thus,
these discourses commonly encourage women to have children early,
and to “catch up” professionally by reinventing themselves in careers
later down the road. Hewlett (2002b) recommends that women start
at age 45 and work backwards to determine when they should begin
pursuit of each major life goal (especially childbirth). Indeed, many
ARI texts center on the question “When is the ‘right time’ to have a
baby?” They position age and the biological clock as key factors gov-
erning family planning decisions. Susan Dear Uhley suggested “The
biological clock should play a role in the decision not only when to
start a family but also when to complete … Regardless of whether the
baby you are dreaming of will be your first, second, or even third,
keep your eye on the biological clock” (Mail Call, 2002, p. 14). Yet, in
the same response in Newsweek’s Mail Call (2002), we are reminded
that “in our carefully scheduled lives, some things do not happen ac-
cording to day planners and palm pilots” (p. 14).

Like Frank (1995), we believe that the women who have coura-
geously shared their personal stories in the public sphere do so, in
large part, by adapting and combining narrative types that our culture
makes available. Although these stories weave unique threads, the dis-
courses collectively play out our cultural conflicts with time. However,
ideologies of time coalesce with consumer reliance on modern medi-
cine as a savior (i.e., technology can buy back “time”) to enable and/or
constrain those experiencing ARI in networks of relationships.
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Technology as Enabling and Constraining

As reproductive endocrinology progresses from drug therapy to freez-
ing of eggs for future use, public hope and fear of technology comingle.
The stories of ARI represent at once both disillusionment and faith in
the restitution narrative. Frank (1995) argued that the restitution nar-
rative (i.e., the journey from sickness to health, usually with help of in-
stitutionalized medicine) is the preferred narrative of Western
medicine and continues to characterize most personal stories of ill-
ness and healing (see also Kleinmann, 1988; Morris, 1998). In the res-
titution narrative, technical expertise overtakes lay experience,
including complex organizations of treatment. Although illness cer-
tainly becomes a circulation of stories (e.g., patient, family members,
physician), not all stories are equal. The story that trumps all others is
one of technology (Frank, 1995; Harter & Japp, 2001; Morris, 1998).
In modern institutions of medicine, technology embraces more than
mechanical tools of the trade. Rather, technology is epistemological—a
way of thinking, talking, and acting that incorporates instruction, hier-
archies, practices, and patterns as well as instruments developed
within that paradigm (Harter & Japp, 2001).

At first glance, the personal stories of infertile women, doctors, and
commentators woven throughout ARI discourses reflect distrust and
disillusionment with the restitution “myth”—the grand narrative of
progress told by Western culture about its journey through time. Dur-
ing a 60 Minutes interview with Leslie Stahl, Melanie Curtright shared,
“I just assumed that science would keep up with—keep up that pace,
and that it wouldn’t be a problem at 40. It never occurred to me that I
wouldn’t be able to have a child.” Another 40-something woman,
Nancy, shared with Oprah and millions of viewers (2002), “I was angry
with my body for letting me down. I was angry with the doctors for not
being able to help me” (p. 3) while Karen shared, “I always assumed
that with the technology that they’ve advertised and promised us, that I
would be able to have children now with no problem or even into my
40s” (p. 5). Dr. Sarah Berga suggested, “Even among fertility special-
ists, it was shocking to us that IVF didn’t work so well after age 42 …
the early 90s, to my mind, was all about how shocked we were that we
couldn’t get past this barrier” (Gibbs, 2002, p. 51).

Hewlett (2002b) offered a sharp critique of the empty promise of
high-tech reproduction and argued that young women are lulled into a
false sense of security that assisted reproductive technologies (ART)
will come to the rescue. Similarly, Pamela Madsen alleged, “We’ve fed
women this fairy tale, they could have it all whenever they want … these
women could have had the children that they wanted if someone had
told them the reality. Instead, these women had been blindsided by na-
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ture” (Oprah Transcript, 2002, p. 2). The devastating potential of a
false sense of security about what science can accomplish is hauntingly
evident in the discourses. Wendy Wasserman shared, “I’ve gone
through so many—and been injected with so many drugs—I can’t even
keep track of them all. What did I get out of all this? All I’ve proved is
that I can’t get pregnant, that I’m really not a girl” (Hewlett, 2002b, p.
39). Stella also shared with Hewlett, “We took out a second mortgage
on our house and signed up for IVF [in-vitro fertilization]. Twelve
months and three cycles later I got pregnant again, only to miscarry in
week five.… I needed to build some kind of wall between me and my co-
lossal, cumulative grief” (p. 49).

Yet, technology inspires both fear and faith; it is both destroyer and
savior of human life. The discourses of ARI comprise a microcosm of a
broader cultural complex of acceptance and rejection of technology. Al-
though disappointment with science is evident in women’s narratives,
at the same time they express hope that a scientific cure for ARI lies
just around the corner. Yarbough (2002) suggested “Women didn’t
have the choices that we have now. Reproductive health and the tech-
nology that has come with it has given us a lot more opportunities to
plan” (p. 60), whereas Kalb et al., (2001) reported “Scientists say they
hope to figure out a way to determine each woman’s reproductive age:
she could take a test at 23 to predict how fertile she’ll be at 40. Or sci-
ence will unravel the mysterious molecular process that makes eggs
age, then slow down the process” (p. 40). A team of doctors at Cornell
University’s Weill Medical college, Newsweek reports, are working on
a “sci-fi” solution to aging eggs:

Already, researchers have experimented with a procedure called “nu-
clear transfer,” in which they suck the nucleaus (which contains a per-
son’s DNA) out of an older woman’s egg, then transfer it into the
cytoplasm (which houses the cell’s energy source) of a younger egg.
VOILA! A 45-year-old woman, the theory goes, can have her own genetic
child with the boost of a 25-year-old’s eggs. (Kalb et al., 2001, p. 40)

Most news reports about ARI contain evidence of ever-evolving scien-
tific advances that hold out the promise of hope for women experienc-
ing ARI.

The restitution narrative is a modernist narrative of social control,
and is encapsulated in the metaphor of the body as machine and the
ongoing “war” saga between nature and science. As indicated earlier,
Martin (2001) critiques the ways in which biological sciences depict
woman’s body as a factory whose primary purpose is to reproduce the
species. Subsequently, science positions processes of menstruation
and menopause, and in this case infertility, as forms of breakdown or
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failure. The role of science, drawing on the language of warfare, is to
“attack” the enemy of nature:

There’s more going on in the lab, where scientists have been looking for
new ways to attack the most frustrating problem in infertility today: the
older women’s eggs. Freezing eggs on college graduation day might seem
like an ideal solution … now researchers are experimenting with a varia-
tion on the theme: freezing slices of ovarian tissue, which contain thou-
sands of eggs in an immature state. (Kalb et al., 2001, p. 40)

In the military drama, nature serves as the enemy, a threat to the victory
of technology. “The top enemies can be described in two words,” says
one doctor in relation to male ARI: “heat and blockage” (Ehrenfeld,
2002, p. 60). The narrative consists of the struggle between technology
and nature, as technology seeks to overcome nature and “win.”

The restitution narrative is seductive. For middle and upper class
Americans experiencing ARI, modern medicine offers a way to regain
control. Comfortable with scientific solutions and medical authority,
many Americans look to medicine for interpreting problems and en-
acting solutions. Ill individuals’ own desires for restitution are com-
pounded by the expectation that other people want to hear restitution
stories. Yet, as with cancer and AIDS treatments chronicled by Sontag
(1977, 1988), the military metaphors that undergird the discourses
of ARI can contribute to the stigmatizing of those who are infertile. To
use Erving Goffman’s (1959) term, the experience of ARI is one of
spoiled identity—identities that, for women, continue to be fused
with biological reproduction. Thus, technologies both enable and
constrain. Medical treatment provides routines and rituals that sup-
ply comfort and control in the face of chaos; yet, individuals may en-
counter a loss of control as regimens externally discipline
micropractices of the body (e.g., ovulation monitoring, daily injec-
tions of hormones and blood testing, sexual encounters) and normal-
ize women’s notions of self. The loss of control is no longer just about
the inability to control reproduction, technologies can constrain peo-
ple’s time, relationships, and bodies.

Moral Imagination of the Middle Class

An unmistakable element of the discourse that reproduces (and re-
sists) the restitution myth (i.e., technology will defeat the elusive tem-
poral element of nature) is class; in fact, the compelling character of
the discourse rests on its ability to draw on and reinforce the veneer of
the middle-class work ethic. Through this perspective, women can
control their choices and destinies, and children (read: biological/“nat-
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ural” children) are part of the “American dream.” This is due in large
part to how the “face” of ARI has been portrayed—as the highly profes-
sional woman with regrets. Although Hewlett’s (2002b) book has
served as a catalyst for the renewed attention to ARI, she only selec-
tively interviewed “high-achieving women”—those who are employed
full-time or self-employed and earn an income that places them in the
top 10% of their age group.3 This rather homogeneous group of women
narrativizes ARI; consequently, interwoven in stories of physicians,
women, couples, and reporters are middle-class meritocratic values
(where individual hard work is rewarded with individual merit and re-
wards) and faith in efforts, justice, technology and control.

Many women (and men?) now want to wait until the time is right to
have children, and so numerous women spoke of ways they are trying
to “protect” their fertility—to later receive the reward of a child. In their
research on the (classist) discourses of popular success literature,
Nadesan and Trethewey (2000) documented its suggestion “that the
[White, middle-class, professional] body can be successfully man-
aged by cultivating bodily regimes such as … diet and exercise” (pp.
234–235). This mindset of “doing the right thing” to successfully man-
age the body—and thus deserving the merit of fertility—was echoed in
ARI discourses. Suzanne was frustrated with her age-related infertility.
During the Oprah (2002) episode, she shared, “I have always taken
good care of myself. I’ve always had regular paps. I’ve never had an
abortion. I exercise. I eat healthy” (p. 5), and Diana said:

I’ve always been one to take care of myself. I love to exercise. It’s—It’s a
hobby. I began taking prenatal vitamins before I even got married … I
can’t tell you the loss that you feel and how you wonder where you go
from here and that you thought you were taking 10 steps forward just to
find out you have to start over again. (p. 6)

Britt (2001) argued that women’s desire for biological children and
their pursuit of pregnancy can be understood within the more over-
arching desire for “normalcy” (i.e., fertility) in American culture. In our
pronatalist society, if women neglect their expected role of mother in
their life paths, then they are, in many ways, stripped of one very im-
portant aspect of female identity. The identity of women as mother is
overdetermined in our society, and as such, Giese (2002) charged that
ARI discourses “implicitly suggest that an infertile life is not worth liv-
ing” (p. A27). Hart (2003) served as an exemplar. She notes, “No matter
what our feminist foremothers told us—‘home and family be banned,
pursue a career, that’s what will make you happy’—no matter how
much they tried to socially reengineer us, the truth remains that most
women want children most of all” (p. A8).
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Women compare themselves to others in the hopes that they are not
“abnormal” in both their life choices and experiences with fertility. In-
tersecting with a desire for normalcy are narratives of success and fail-
ure. The narratives of success and failure, embedded in a tradition of
individualism, encourage women to believe in the possibility of achiev-
ing success through hard work, determination and persistence. Espe-
cially for middle-class women, these cultural stories are pervasive and
persuasive. Indeed, metaphors of success and failure saturate the per-
sonal narratives of women experiencing ARI. “Our generation takes it
for granted,” said Jodi Eisenhardt. “You think it’s going to happen on a
dime when you decide.… It’s characteristic of women our age—we’re
used to getting what we want, we’re assertive, and we take care of our
business” (Fergus, 2002, p. 1). For those accustomed to success, the
inability to have a child can represent the first major “failure” in their
lives. Gala Verrangia, a mother who spoke about egg donation on the
Today show, commented “I’ve always wanted kids, and when I found
out I couldn’t have them naturally, it was the hardest thing I ever had
to—to accept. It was like someone struck me with lightning” (Couric,
2003).

The terms of any narrative are negotiated within dominant dis-
courses. In the case of ARI, the rules and resources upon which narra-
tors draw reproduce the moral imagination of the middle class where
hard work should pay off. Subsequently, solutions to the problem of
ARI reproduce values of productivity, efficiency, and control in that
they are positioned as distinctly individualized, apolitical, and entre-
preneurial (i.e., women are responsible for their own personal, profes-
sional and economic successes). Similar to broader societal
discourses that position rejuvenation through consumption as the pri-
mary means of staving off eventual decline through aging, ARI stub-
bornly remains an individual problem for women that can be
overcome through better strategic choices.

In the case of ARI, the only choices for women who want to pursue
having a child cost money—and a lot of it. An article in the Dayton
Daily News utilized the well-known MasterCard commercial to repre-
sent one couples’ experience: “One round Clomid injections: $900.
One round insemination injections: $1,600. One round-in vitro fertil-
ization: $7,500. Holding your baby in your arms: Priceless” (Dempsey,
2002, p. E1). Thus, the “enterprising” way for women to confront this
problem, if indeed they have “waited too long,” comes with much finan-
cial hardship—money that women of lower socioeconomic class prob-
ably do not possess. We assert the consumerist framing of the issue is
interrelated with the absence of male narratives in this public discus-
sion. Because women are more likely than men to feel “abnormal” if
and when they experience infertility in a pronatalist culture, they are
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more likely to seek health-related information and pursue medical
treatment for ARI. Further, because there is at least potential success
in these treatments to achieve biological or “natural” children, addi-
tional emplotments to the narrative—such as adoption or surro-
gacy—often linger unexamined.

In addition to notions of meritocracy, ARI discourses also repro-
duce a distinctly middle-class concept of (White) privilege. To begin,
the discourses often criticize women for choosing to prioritize work
first and family second. Middle-class White women can “choose” to
work, yet women of lower socio-economic status have never usually
had—and do not have—the option to choose whether to work for pay
(Frankenberg, 1993; hooks 2000; J. Williams, 2000). Consequently,
ARI discourses are not derogative of the “choices” of these women—in
fact, popularized discourses omit them, as if they do not experience
fertility issues.

Trethewey (2001) suspected women of color and women of lower
socioeconomic status are even more vulnerable to decline and entre-
preneurial discourses. We see this happening in ARI discourses; even
though these discourses may induce guilt among middle-class White
women, at least they have options—they (potentially) have the eco-
nomic resources and support to choose to confront ARI. Poor minority
women actually experience higher rates of infertility, but they are not
the targets of these discourses—they are not typical beneficiaries of the
meritocratic system, nor do they have insurance companies that pay
for expensive treatments.

CONCLUSION

“Whatever happened to Cinderalla?” is one [question] that is asked only
when the taken-for-granted layers of culture are punctured and thus ex-
posed. It is asked when gender narratives don’t come true.

—Maines, 2001, p. 179

In examining the narrative construction of ARI, we sympathize with the
women who cope with ARI and who provide a personal face and public
voice for this now medicalized issue. Lynn and Erika were immediately
drawn to these discourses because they were angry upon viewing the
2002 Oprah episode about ARI. On a daily basis, Lynn experiences
“pressure from friends, family, and even colleagues, to have a second
child because it is the right time.” Erika finds the discourses very up-
setting because “at 32, I have two children but probably want one more
and my husband is not ready. What if it becomes too late?” Autumn is
“particularly interested in the discourses of age-related infertility, in
part, because of the relative youth (19) at which I entered parenthood.
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Perhaps because of that aspect of my background, the issues of age
and ‘right timing’ are particularly provocative (and personal).” Finally,
when Andi encounters the narratives of ARI, she “as a never-married
(still single) woman, closely approaching the doomed age of 27 when
my fertility will plummet, I feel as though I am being attacked for mak-
ing the ‘wrong’ decisions in my life thus far.”

We witness, as women from diverse standpoints, the narratives of
other women and co-construct meaning in the process. We recognize
that our own personal reactions influence our interpretations—inter-
pretations that we position as both partial and indeterminate (see
Harter, Japp, & Beck, chap. 1, this volume). We identify with a
woman’s need to gain public recognition for her private anguish to vali-
date her womanhood despite being childless (read: barren)—and per-
haps prevent other women from “making the same mistake.” Yet we
are struck by the ways that “expert” voices in the discourses (i.e., phy-
sicians, ASRM representatives, AIA representatives) overshadow the
voices of those experiencing ARI (age-related infertility). Concomi-
tantly, the technical rationality of expert voices potentially shapes the
ways in which women narrate their experiences—what women include
(time, technology, career) and exclude (husband’s influence, possibil-
ity for adoption) in their storytelling.

Personal narrative has always been the material of feminist theory
and practice. Yet, we find the absence of particular narrators, charac-
ters, and emplotments in the ARI discourses to be problematic. Notice-
ably absent are the voices of men. ARI is cast as a problem
predominately affecting women, with the discussion neglecting to rec-
ognize that men delay childbirth, experience infertility, and have vested
interests and meaningful parts to play in the struggle to balance work
and family. These messages serve both to illuminate and reinscribe the
dominant cultural assumption that the choices of women bear the
brunt of the responsibility for delayed parenthood.

We hope our analysis refocuses attention on the socially constructed
nature of ARI. Giddens (1984) argued that structure may be said to bind
time and space through the routine reproduction of social practices,
“making it possible for discernibly similar social practices to exist
across varying spans of time and space” (p. 17). The discourses of ARI il-
lustrate the stubborn persistence of pronatalist ideologies, notions of
meritocracy, and modernist faith in science and technology as historical
features of Western culture. The rules and resources upon which narra-
tors draw are embedded in wider reaches across time and space (i.e., in-
stitutionalized practices). Yet, we agree with Giddens that actors and
structure exist simultaneously and are equally responsible for the pro-
duction of social practices. In the public specter of ARI, we find glimpses
of hope and human agency in the concept of counter stories.
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Lindemann-Nelson (1996, 1997, 2001) described a counter story
as aiming to resist and undermine a story of domination. “Its teller
uses her standpoint as Other to feature certain details and moral ideas
the dominant story ignores or underplays,” argues Lindemann-Nelson
(1996), “retelling the story in such a way as to invite interpretations
and conclusions that are at odds with the ones the dominant story in-
vites” (pp. 94–95). By deconstructing master narratives that create
damaged identities and replacing them with alternative, less morally
degrading narratives, counter stories function to reidentify persons. In
the case of ARI, we need alternative stock plots that capture the sys-
temic nature of how reproduction (and ARI) is enacted symbolically,
biologically, materially and in networks of relationships.

Our discursive rules and resources should recognize how parent-
hood and its timing often rely on the existence and readiness of a suit-
able life partner, as well as material and biological imperatives.
Interestingly, “emotional readiness” to parent often takes a backseat
to physical readiness in ARI discourses. Time is used primarily to re-
fer to factors such as the age of ovaries, but rarely invoked to point out
the benefits of time in giving women and men perspective, life experi-
ence, and emotional stability toward successfully parenting a child.
For this reason, Yarbrough (2002) attributes the modern delay of par-
enthood to the fact that “having a child at a time when you’re just old
enough to experience life isn’t a decision that a lot of women want to
make these days” (p. 60). She editorializes that far too much empha-
sis is placed on physical preparation to the neglect of reaching a
proper mental state. We agree, and find encouragement in the few
counter stories that position childbearing as a multifaceted decision
usually involving multiple parties—including scenarios in which men
are infertile (e.g., Mundy, 2002).

The standard linear thesis on time is regularly used to overstate the
rationality of production practices and understate the qualitative con-
struction of temporal meanings (Hassard, 1996). For this reason, the
question of the “right time for a woman to have a baby” has a dual
meaning. There is a medical–scientific answer to this question based
on normative study data. But, there is a more difficult and less valued
way of answering the question as well; one that places emphasis on ex-
perience and sense-making. In other words, an alternative way to con-
ceptualize time (as in right time) requires careful scrutiny of the
subjective life circumstances (including physical, financial, mental,
and emotional) of each woman and man contemplating parenthood.

Finally, our discussion begs the question of the materiality of our
linguistic practices and labeling choices. For example, the label infer-
tility is only one of many possible labels that can be used to give mean-
ing to the experiences and identities of those who cannot give birth to
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desired children. Britt (2001), for instance, distinguished between the
labels involuntary childlessness and infertility as a means of prob-
lematizing infertility as part of a distinctively medicalized discursive
account of experience. Because naming practices have the potential to
both diminish and enrich our lives, they are deeply consequential. Al-
though the medical label infertility affords us the possibilities of ex-
ploring technology, science, and entrepreneurialism in consuming,
authoring, and embodying narratives to remedy our problems, we
must remember that it is part of medicalized discourses. Subse-
quently, ARI “naturally” lends itself to the restitution narrative wherein
technology comes to the rescue.

Yet, as we have argued, this restitution narrative can be constraining.
One such constraint is that medicalized solutions rarely provide space
in the narrative fabric of our lives for social answers to our pressing
problems. Notably, there is little to no discussion of adoption in public
discourses surrounding ARI. Though it is arguably an option exercised
by many people who have experienced ARI, its absence from public nar-
ratives is a powerful reminder of the appeal and prominence of the resti-
tution narrative and its emphasis on technology as cure. Although
adoption does not “cure” the biomedical condition of ARI, it certainly
eradicates “involuntary childlessness.” Thus, the types of stories we tell
heavily implicate and are implicated by the labels upon which we build
our collective understanding and to which we assign meaning.

A different name for the central problematic in ARI narratives may
well provide the material and space for the emergence of different
plots, the forging of different identities, and the engineering of differ-
ent endings. Those who reject a medicalized interpretation of their
difficulties (infertility) and adopt in its place an alternative explana-
tion (involuntary childlessness) may have radically different stories
to tell. Not only would such stories differ from ARI narratives in their
conception of the role of technology, but also the role of time in rela-
tion to parenthood.

We do not argue that our reading of ARI discourses is the only, or even
best, reading of these texts. We present our arguments as tentative, and
open to revision by others. Interpretations of stories can always be oth-
erwise, or “unfinalizable” as argued by Bakhtin (1981). Critics operating
from an alternative perspective or with a different focus may read the
discourses quite differently. Future inquiry is needed to investigate how
various audiences negotiate unique readings with the texts in the differ-
entiated contexts in which they act in their everyday lives.

Any analysis is always left gazing at what remains in excess of the ana-
lyzable.

—(Frank, 1995, p. 138)
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NOTES

1. We collected sources of data to analyze by performing a search for ARI in
newspapers and magazines/journals archived in Lexis-Nexis Academic
Universe. The search was limited to the years 2000–2003 to restrict the
data to articles relevant to the public discussion regarding ARI involving
Hewlett’s work, the ASRM campaign, and the much-publicized recent
medical studies focusing on ARI. Three articles including terms similar to
ARI were excluded from analysis because the terms were not used in the
spirit of the public discussion regarding ARI of interest for the current
study (e.g., the words “age” and “fertility” appeared in an article document-
ing population statistics in another nation). In addition, the authors gath-
ered sources of data form a variety of media outlets, including network
television, organizational Web sites, and online news sources. The Appen-
dix includes the references of all books, articles, and programs compris-
ing the database of public voices of ARI analyzed in this study. When citing
these sources within our analysis, we have included the name of narrator,
author of published source, year, and page numbers when available.

2. These referenced doctors and experts include Dr. Sandra Carson (repro-
ductive endocrinologist at Baylor College of Medicine); Dr. Allison Rosen
(New York City clinical psychologist); Dr. Ann Davis (reproductive endo-
crinologist); Dr. Connie Moreland, (obstetrician at Northwestern Memo-
rial Hospital in Chicago); Michael Soules (American Society for
Reproductive Medicine); Pamela Madsen (American Infertility Associa-
tion); Dr. Robert Gunby (obstetrician at Baylor University Medical Cen-
ter in Dallas); and Dr. David Adamson (director of Fertility Physicians of
Northern California).

3. Hewlett’s (2002) research began as a celebration of achievements of the
breakthrough generation (i.e., women who broke through the barriers and
became powerful figures in fields previously dominated by men). Unex-
pectedly, Hewlett discovered many of those she labeled as high-achieving
women were without children as a result of the “creeping nonchoice.” In
identifying high-achieving women, Hewlett focused on highly educated/
higher-earning women. Hewlett targeted the top 10% of women in corpo-
rate American (companies with more than 5,000 employees) measured in
terms of earning power. High-achievers were defined as those women
earning over $55,000 or $65,000 or who have a doctoral or professional
degree in medicine, law, or dentistry.
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The shelves of libraries and book stores, newspapers and magazines,
television, film, and Internet Web sites all give evidence of the popular-
ity of illness narratives. Some stories are autobiographical book or
film-length accounts; others are shorter and more informally told. Ill-
ness narratives serve varied purposes for authors and auditors, from
personal to political. Stories constructed by ill persons reveal not only
their physical and emotional concerns but also their communication
with caretakers and families, with health providers and organizations,
and with public acceptance or rejection of their illness status. They
provide catharsis, testimony, identity restructuring, and the ability to
connect to others. Such stories are an integral part of the process of
constructing new identities in the face of life changes or physical and
mental dysfunctions (Frank, 1995).

For the reader or listener, narratives forge connections to another
person and his or her world and reflexively provide insight into one’s
own world. If readers share the illness, they find reinforcement and
community. If not, they learn how others experience the world of illness,
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and prepare for the day when they too will need to adjust to an illness of
their own or one they love. For physicians and health providers, illness
stories can provide insight into the emotions of patients and the social
support or lack thereof that impacts their ability to cope with their ill-
ness. For scholars, illness narratives illuminate the complex process of
constructing health and illness. Illness stories also serve political ends
as they raise awareness, destigmatize various illnesses, influence legis-
lation, and/or lobby for increased medical research.

In this chapter, we focus on a specific variety of illness narrative, the
stories told by those who suffer from symptoms the medical commu-
nity does not recognize as indicative of a legitimate disease. These con-
ditions, termed biologically invisible illnesses (BII) or medically
unexplained physical symptoms (MUPS), include those for which
medical science can produce no empirical evidence of physical change
or deterioration and thus can provide no definitive diagnosis (Barker,
2002; Zavestoski et al., 2004). In the dominant biomedical model,
only illnesses that are “objectively measurable” can be legitimated as a
disease (Aronwitz, 1998, p. 12).

Such illnesses, although dramatically increasing in incidence, do not
fit comfortably within the extant framework of biomedicine. Structured
toward providing heroic measures to combat clear cases of physical in-
jury or dysfunction, biomedicine rejects or marginalizes conditions that
do not fit into its models of causation. Currently, bio-medicine classifies
many illnesses from which increasing numbers of people suffer (and
which large numbers of physicians are expected to treat) as BII, among
them Chronic Fatigue Syndrome (CFS), Fibromyalgia Syndrome (FM),
Gulf War Syndrome (GWS), Chronic Pain Syndrome (CP) and Multiple
Chemical Sensitivity (MCS; Zavestoski et al., 2004). The collision of a
rigid bio-medical model of disease and the growing number of illnesses
that fall outside the parameters of that model constitute a experiential
crisis for many ill persons. Biomedicine’s inability to amend the model,
unwillingness to take seriously symptoms without a definitive cause,
and discomfort with ambiguity, means that often the only possible ex-
planation for these conditions is to explicitly or implicitly blame the pa-
tient. Without medical acceptance of the validity of the illnesses, social,
legal, and economic acceptance is difficult if not impossible, leading suf-
ferers to experience social stigma, devaluation, and economic hard-
ships. The fact that the women (with the exception of GWS) make up the
bulk of sufferers from BII infuses the crisis with gender issues, as a mas-
culinist-oriented institution collides with the needs of women patients
(Richmond & Jason, 2001).

Although research debates the validity of the illnesses and activists
work for public understanding, ordinary individuals attempt to cope
with debilitating symptoms and the changes these inflict on their lives
and livelihoods. Their personal stories reside in and are connected to a

108 JAPP AND JAPP



broader network of narratives, to master narratives of biomedicine
and institutional and public narratives of reinforcement or challenge,
as well as to other personal stories that reveal the complexities of being
caught in the web of confusion surrounding these illnesses. These per-
sonal narratives, therefore, not only provide accounts of individual
sufferer’s experiences but serve as windows on the world of cultural
values, norms, and expectations that comprise our understandings of
these illnesses and those who suffer from them.

LEGITIMACY NARRATIVES

The force and extent of the medical and moral ambiguities that sur-
round such illness, we believe, require construction of a particular
genre of illness narrative. Although sharing many features with typical
illness narratives, such as those discovered by Frank (1995), legiti-
macy narratives present distinct differences as well.1 We find that legit-
imacy narratives, personal accounts of experiencing BII, contain a core
of four interconnected elements: the need to establish the legitimacy of
suffering, the search for moral legitimacy, the search for medical legiti-
macy, and the search for public legitimacy. Although scholars have
identified these concerns relative to BII (Barker, 2002; Garro, 1992),
here we look specifically at how these elements are constructed and
represented in personal narratives of these illnesses and, further, what
those narratives reveal about the broader culture within which pa-
tients must live and give account of themselves.

This chapter represents our initial inquiry into legitimacy narra-
tives, thus our conclusions are tentative. Our engagement is personal
as well as scholarly. One of us, struggling to adjust to a BII, has read
widely on the topic for some years, from medical journals to self-help
literature. The other has listened, supported, and helped to co-con-
struct a personal legitimacy narrative. Although we find these four fea-
tures present in our own experience and in most stories we have read
and heard, we hold them open to modification as we continue our
work. After describing these features in more depth, we look closely at
a prototypical published legitimacy narrative, supplementing that ac-
count with supporting evidence from other legitimacy narratives. We
then engage the issues we find both revealed and concealed, accepted
and challenged, in this limited selection of legitimacy narratives.

FEATURES OF THE LEGITIMACY NARRATIVE

As noted, four interrelated elements comprise stories of BII: the need
to legitimate the author’s suffering, assertions of moral legitimacy, the
search for medical legitimacy, and the desire for public legitimacy.
These overlapping and integrated concerns drive the structure and
functions of legitimacy narratives.
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Legitimating Suffering

Certainly, legitimacy narratives are not alone in chronicling the suffer-
ing associated with illness. Giving voice to pain and its effects on one’s
life is a major feature of any illness narrative. Persons with BII, how-
ever, have special and compelling reasons to document their suffering.
Unable to begin the story with “I learned I had cancer” or some other
recognized disease, the legitimacy narrative must persuade the reader
of the validity of the author’s illness. In typical illness narratives, nam-
ing the disease is central to the story, as the author describes coming to
terms with the diagnosis and how she is able to recover from, learn
from, or adjust to the illness in question. The diagnosis, thus, consti-
tutes a critical moment. It brings uncertainty as the narrator wonders
how she will experience her altered state of identity but also allows cer-
tainty and closure; the mysterious symptoms now have a name, one
recognized and legitimated by the medical community. In the midst of
physical discomfort and mental anguish, a diagnosis provides the
comfort of validation—this suffering is real, it is recognized and de-
serves to be recognized, by family, friends, co-workers, employers, and
insurance providers. Especially for some who may have been weeks or
months in the limbo of uncertainty, the diagnosis provides an anchor, a
turning point from which they can begin to redefine their lives, reas-
sess their priorities and relationships, and map out their futures—
however short they may be.

For sufferers of BII, however, uncertainty remains. They remain un-
able to function normally, troubled by persistent symptoms for which
physicians cannot find a cause, compelled to chronicle their symp-
toms severity and continuation as evidence that they constitute a bona
fide disease (Barker, 2002). The intensity of these often lengthy de-
scriptions is driven by the need to prove, in the face of medical and
public skepticism, that they are really ill. The narrative of the cancer
patient, by contrast, may detail the pain and fatigue associated with the
disease, but does not have the burden of proving that the cancer exists.
As one sympathetic physician notes, BII patients often have to expend
so much energy proving that they are ill that little is left to direct toward
either getting well or coping with the disease (Zavestoski et al., 2004).

BII authors face a double bind: they must detail their symptoms in-
tensity and severity in hope of being believed, yet if they appear to be ex-
aggerating, they will only reinforce disbelief. As Werner and Malterud
(2003) reported, patients who complained too much “risked being per-
ceived as quarrelsome, whining, or mentally disturbed, getting no fur-
ther help. Presenting with only minor complaints did not facilitate
interest on the part of doctors” (p. 1415). Barker (2002) noted that
such patients experience “a deeply felt contradiction between their
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subjective certainty of their symptoms and the inability of biomedical
science to demonstrate their objective existence” (p. 280). In the ab-
sence of visible physical impairment, they continue to detail their
symptoms to support their claim that they are ill; the symptoms con-
stituting evidence of a bodily rather than an imaginative disorder. Un-
fortunately, chronicles of symptoms do not constitute evidence of a
legitimate disease. Biomedicine turns on the demand for clinical evi-
dence (Aronowitz, 1998), and self-reporting of symptoms, however de-
tailed, cannot provide that evidence. As Frank (1995) noted, “The
story told by the physician becomes the one against which others are
ultimately judged true or false, useful or not” (p. 5).

Even if a chronicle of symptoms fails to convince physicians, family
and others, however, it can certainly benefit its author by providing a
record of pain, stigma, and other experiences that describe her life as it
now is lived. When the patient finds some confirmation of the reality of
her symptoms, even if only from stories of other sufferers, she can be-
gin to address the question: “How shall I live with this mysterious, con-
troversial, but life-altering situation?” As she reads and listens to
other’s stories of similar symptoms, she may be able to convince her-
self that what she experiences is real, even if it does not have a name
recognized by biomedicine.

Moral Legitimacy

Authors of legitimacy narratives relate and attempt to refute challenges
to their moral credibility. When clinical evidence is nonexistent, physi-
cians tend to believe the origin of symptoms must be in the patient’s
mind (Barker, 2002). Such encounters result in “self-doubt and alien-
ation” for the patient. The victims of such illnesses “endure the addi-
tional burden of experiencing their symptoms in the context of public
(including medical doubt)” (p. 280).

In the face of suspicion by the medical profession, family, friends
and others that a person’s suffering is self-imposed, legitimacy narra-
tives must defend the author’s moral character. A central feature of the
legitimacy narrative, thus, is its need to mount a defense against the
charge—implied or stated—that the sufferer imagines or exaggerates
her physical problems. When medical professionals and others ques-
tion the authenticity of the illness, such suspicions become an “onto-
logical challenge to the integrity of the self” (Garro, 1992, p. 104).
Suffers must deal with the assault on their moral integrity as well as
with the mental and physical challenges wrought by the symptoms
they are experiencing. As Ware (1992) reported:

The reality for sufferers of CFS through de-legitimating experiences is
that their illness is not “real” at all but rather a fabrication based either
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on the needless exaggeration of everyday complaint (in which case they
are malingerers) or on the perception of imaginary symptoms (in which
case they are “crazy”). (p. 355)

The resulting dissonance, shame, and self doubt can be extremely
debilitating, as suffers ask themselves: “Do I have the right to consider
myself ill? Am I lying or deceiving myself and others? Am I using my
health status to avoid responsibilities legitimately mine? Am I taking
advantage of others’ generosity and good will?” As Ware (1992) noted,
shame “stems not from the fact of having an illness but from being told
they do not. Their shame is the shame of being wrong about the nature
of reality” (p. 354). Sufferers realize that, in the medical and social
worlds, for an illness to be “not physical” equates to it being “not real,”
that is, imagined or imposed by the mind. Mahoney (2001) concurred,
“In our culture, the existence of a disease as a specific entity is a funda-
mental aspect of its intellectual and moral legitimacy. If it is not spe-
cific, it is not a disease, the sufferer is not entitled to sympathy” (p.
577). Thus narrators have a great investment in refuting the charge of
mental causation, for “attributing the pain to a malfunction of the mind
rather than the body implies that it is the sufferer who is to blame for
both the pain and for the failure of the practitioner to achieve a cure”
(Garro, 1992, p. 104). As one sufferer remarked, “It’s so frustrating to
be legitimately ill and have people treating you as though you’re faking
it or you’re just another crazy female. Or, you could be well if you
wanted to be …” (Garro, 1992, p. 128).

The quest for moral legitimacy can also be aided by access to the sto-
ries of others who verify the reality of the illness and affirm the moral
credibility of the sufferer. Via self-help and other informal support
groups, as sufferers began to believe in the validity of their illness and
tell their stories to each other, they often seek a wider audience. Frank
(1995) observed that the goal of authors is not just “to work out their
own changing identities, but also to guide others who will follow them”
(p. 17). As a sufferer finds a legitimate place in the community of the ill,
she regains the moral and thus the narrative credibility necessary to
author her story. Through her story and other’s stories, she is reconsti-
tuted as a moral self, one whose story deserves to be told and holds
truth value for others.

Medical Legitimacy

Legitimacy narratives typically detail the continual and often futile
search for a medical explanation of symptoms, one that exonerates
sufferers from the moral culpability already described. Medical sci-
ence, as noted, seeks to locate observable origins of bodily symptoms.
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Only then, the biomedical saga goes, can those symptoms be defined
as a legitimate disease. Diagnosis not only names the disease but also
determines its value and locates responsibility for causation and treat-
ment (Mahoney, 2001).

Legitimacy narratives testify to frustrating and often shameful en-
counters with the medical profession. Typically, they describe consul-
tations in which the physician cheerfully announces: “You are perfectly
healthy,” meaning, of course, that she or he could find no clinical evi-
dence of disease. If a patient insists that they are not healthy, physi-
cians unable to locate a physical cause of symptoms often turn to
mental origins as an explanation. If a patient answers truthfully that, of
course, she is depressed by persistent pain that seems to have no legiti-
mate cause and, of course, living with such pain affects her relation-
ships and work performance, then physicians frequently invert the
explanation and announce her mental state as the cause, not the re-
sult, of her physical symptoms. One patient remarked, “The biggest
problem I had was not my disease, but getting any doctor to even be-
lieve I was sick. I know they all thought I was fat and lazy” (Fibromy-
algia, Chronic Fatigue, 2001, p. 130). Another tells of a doctor who
asked, “Have you considered that you may have a problem in your
marriage? Perhaps you are afraid of sex” (Rosen, 2003, p. 101). “So am
I really crazy?” the patient wonders as she limps out of yet another de-
meaning medical encounter. Certainly, she dreads telling family once
more that “they didn’t find anything specific wrong with me.” After sev-
eral such reports, she sees suspicion grow in the eyes of those closest
to her, echoing the physician’s assessment that “it is all in her head.”

In this dilemma as well, the narrative process can aid sufferers of
BII. Narrators describe their anger at the indifference, condescension,
even verbal abuse they have endured from physicians. As they engage
each others’ stories of how they have been branded as depressed, men-
tally unstable, lazy, or hysterical and relate how the absence of medical
legitimacy has exacerbated charges of moral failure, they can gain the
agency and purpose needed to live with the illness and the attendant
social and medical disapproval.

Public Legitimacy

Finally, many authors of legitimacy narratives search for public visibil-
ity and acceptance. Arguments for public legitimacy draw on all three
of the prior needs, as a cumulative voice emerges and insists that suf-
fering is real, that sufferers are morally credible and that they deserve
medical legitimacy and social acceptance. As many voices, over time,
insist that attention be paid to their suffering, as they resist the trivial-
ization and stigmatization of their conditions, a discourse grows that
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attracts medical and even political attention. For many, the push for
medical legitimacy becomes not only a personal quest but a social re-
sponsibility, as they “make demands for public awareness, fight for
public and private funds” (Barker, 2002, p. 295).

Often a breakthrough occurs when well-known persons publicly tell
their stories of struggling with the illness, the moral stigma, and the
medical community. Just as celebrities bring attention to legitimate
diseases, for example, Christopher Reeve for spinal cord injuries and
Michael J. Fox for Parkinson’s disease, they also can bring awareness
of BII. The testimonies of people who have attained public attention or
respect in other fields, for example, actors, writers, athletes, politi-
cians, musicians, not only publicize the illness and proclaim it to be
authentic, they provide a powerful form of credibility for ordinary peo-
ple whose stories have not been believed.

Clearly, these four dimensions of legitimacy narratives are overlap-
ping and mutually reinforcing elements that constitute a narrative ar-
gument for legitimacy of the illness in question. Although stories may
differ in the attention given to one or more of the elements, in most we
have read they are all present, intertwined and articulated in greater or
lesser degree. Before discussing these dimensions in more detail, we
consider a compelling example of a legitimacy narrative. Although this
is one story, by one person, about one BII, it echoes and resonates with
the voices of numbers of sufferers of this and other illnesses. As we
work through this narrative, we provide what we term echoes from
other narratives that reinforce the words and emotions portrayed in
this one extended story. The story is that of Laura Hillenbrand, the au-
thor of a best-selling novel, Seabiscuit. Hillenbrand suffers from CFS,
a prototypical BII. Following publication of that book, which she wrote
while ill, Hillenbrand began to write about her struggle with CFS. A
Sudden Illness is the most complete and compelling of her illness nar-
ratives. The echoes come from other published or public narratives in
books, articles and Internet communications.2

CFS AND THE SEARCH FOR LEGITIMACY

Hillenbrand’s illness, CFS, is one of the most ambiguous and misun-
derstood of recent illnesses. Symptoms are varied and range in inten-
sity. Sufferers—those documented at least—are mostly adult women,
although men and children are also afflicted. The onset and duration
of the illness varies from person to person. Some fall suddenly ill and
remain chronically impaired; others gradually experience the onset of
fatigue, muscle pain, digestive problems, sleep disorder, headaches
and the myriad of other symptoms associated with the syndrome. For
some, the illness becomes totally disabling; for most, it results in a di-
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minishment of activity and certainly of the quality of life. For nearly all,
it brings a challenge to their moral credibility.

Because no clear cause of the symptoms can be located, the disease
is usually diagnosed, if at all, by the elimination of other possible dis-
eases. Even after the Center for Disease Control’s (CDC) recognition of
CFS as a “syndrome” (the designation denotes the invisibility of causal
agents), questions continue about whether symptoms are physical or
mental in origin; whether the illness is social or psychological rather
than somatic (Aronowitz, 1998). Physicians, faced with patients who
declare that their symptoms are real but for which clinical evidence is
nonexistent, vary in their responses. As noted, the easy explanation is
psychological, that is, the sufferer is constructing an illness in her
mind and projecting it onto her body. Accordingly, physicians often ad-
vocate counseling and therapy in the hope that the patient will adjust
her mental attitude so that she need not define herself as ill. Initial me-
dia attention to the syndrome, first called “yuppie flu,” echoes the
skepticism of the medical profession, a skepticism that remains
lodged in public consciousness, in spite of recent efforts toward legiti-
mation, including increased medical research.

A SUDDEN ILLNESS

Hillenbrand (2003) wrote Seabiscuit while often unable to leave her
bed or even raise her head, due to the fatigue, muscle weakness, and
vertigo associated with severe cases of CFS. A Sudden Illness tells of
her struggle to find a diagnosis for her debilitating symptoms and her
quest for moral and medical legitimacy. Although she is still ill and has
limited strength, she has granted interviews and made personal ap-
pearances to bring CFS to public attention.

Legitimizing Suffering

Hillenbrand’s story, like most CFS narratives, begins with a pro-
longed description of her suffering. Following what she believed was a
case of food poisoning, her symptoms continued and increased in se-
verity. She was unable to eat, unable to concentrate, and hardly able
to walk but continued to try and attend college classes. However, after
a few days:

One morning I woke to find my limbs leaden, I tried to sit up but couldn’t
.… It was two hours before I could stand. On the walk to the bathroom, I
had to drag my shoulder along the wall to stay upright.… After three
weeks of being stranded in my room, I had no choice but to drop out of
college. (Hillenbrand, 2003, p. 56)

5. DESPERATELY SEEKING LEGITIMACY 115



Echo: I had trouble breathing, walking up the stairs and to the car.
Waves of heat poured over my body, leaving me dizzy and weak.
(Goranson, 1996)

Leaving the campus, unable to care for herself, Hillenbrand moved
back to her childhood home. After several more weeks of lying in bed,
hoping for recovery, Hillenbrand (2003) described continuing pain
and dysfunction:

… I stepped on a scale. I had lost twenty pounds. The lymph nodes on my
neck and under my arms and collarbones were painfully swollen. During
the day, I rattled with chills, but at night I soaked my clothes in sweat. I
felt unsteady, as if the ground were swaying. My throat was inflamed and
raw. A walk to the mailbox on the corner left me so tired that I had to lie
down. (p. 58)

Echo: At my worst … I was barely able to function. It was an extreme
effort even to do laundry or prepare a meal. Many times after doing
these small chores I was barely able to get out of bed.… I’ve experi-
enced blurred vision, muscle weakness, lightheadedness, shakiness,
stomach upset, night sweats, lack of concentration, heart palpitations,
shortness of breath, mind-splitting migraines.… (Akers, as quoted in
Struck, 2000, p. 38)

Sometimes I’d look at words or pictures but see only meaningless
shapes. I’d stare at clocks and not understand what the positions of the
hands meant.… I couldn’t hang on to a thought long enough to carry it
through to a sentence. (Hillenbrand, 2003, p. 58)

Echo: I have two post-graduate degrees and have had two careers.
Now the spell checker does not even know what I am trying to spell and
I cannot help it find the right word. I cannot even remember how to
spell my last name consistently. (Moonsage, 1998)

The graphic discussion of symptoms continues as Hillenbrand de-
scribes weeks extending into months and then into years of inability to
find a diagnosis or any means of recovery:

My world narrowed down to my bed and my window. I could no longer
walk the length of my street. My hair was starting to fall out. I hadn’t had a
period in four months. My mouth and throat were pocked with dozens of
bleeding sores and my temperature was spiking to a hundred and one ev-
ery twelve hours. (p. 59)

Such detailed accounts of suffering are necessary to document the
reality of the illness and the life restructuring that it has caused.
Hillenbrand’s focus on her physical symptoms forces the reader to en-
ter into and verify her world of suffering, albeit at this point in the story,
neither the narrator nor the reader know the name of the disease.
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Moral Legitimacy

Throughout this ordeal, Hillenbrand consulted physicians, seeking di-
agnosis and treatment. She describes a series of medical encounters
that fail to take her symptoms seriously. Told her problem was mental,
she is referred to a psychiatrist who refers her back to physicians. She
chronicles her increasing physical and social isolation as friends
stopped calling. She hears rumors that she has AIDS. She describes
moving from frustration, to shame, to depression and finally to sui-
cidal despair. Although she has some familial support, she experiences
growing loneliness amid charges of moral weakness:

Without my physicians’ support, it was almost impossible to find sup-
port from others. People told me I was lazy and selfish. Someone la-
mented how unfortunate Borden was to have a girl-friend who
demanded coddling. Some of Borden’s friends suggested that he was
foolish and weak to stand by me.… I was ashamed and angry and inde-
scribably lonely. (Hillenbrand, 2003, p. 60)

Echoes: I felt overwhelming guilt. It was bad enough to be unable to
work at my job, which had given me an identity.… Now I couldn’t
even take care of my home, my children were confused and scared,
my husband was run ragged. (Goranson, 1996)

With vacillating levels of self-confidence, I am compelled to justify
myself to strangers. I possess a need for those I don’t even know to un-
derstand that I am not lazy. (Hahn, 1996)

No one would make up this illness and put themselves in this posi-
tion. (Shave, 2003, p. 4)

“… Some thought surely this was a mental health problem. Some
thought it a convenient excuse to escape the rat race.… Some told
me I was lucky to get it and be able to be at home …” (Goranson,
1996)

Medical Legitimacy

After years of dealing with the stigma of moral failing, the story turns
when Hillenbrand (2003) finds a physician who not only empathizes
with her suffering but legitimates it by providing a diagnosis. He is un-
able to offer her a cure, but her shame and stigma begin to be re-
moved as her suffering is authenticated and her moral legitimacy
re-established, at least in her own eyes. Finally, she writes, she has
obtained necessary diagnosis, “My internists, he said, were wrong.
My disease was real.” She has CFS, “one of the most frustrating ill-
nesses he had encountered in his practice; presented with severely
incapacitated patients, he could do little to help them” (p. 60).
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Echoes: Rest, that is all you can do. There is no treatment for it. Eat a
good diet, get some exercise, as much as you can without pushing, and
rest. You’ll probably get better in a couple of months. call me every once
in a while or if your symptoms get worse. (Shaderowfsky, 1996, quoting
her physician)

I’m just trying to get you, no begging you, to think about the patient as
you begin to practice medicine. That’s why you are there. That’s who
pays your salary and who pays off your student loans. We patients are
human, and we can be hurt by you and your medical position/power.
We can also be abused by it. (Pollman, 1997, to a medical student)

From this point on, for Hillenbrand, redefinition of self and reorien-
tation to life can begin. She still must adjust to a life of uncertain physi-
cal abilities, learn to trust herself and accommodate her needs, and
work to repair or redefine relationships. She still moves from special-
ist to specialist seeking treatment, now armed with the CDC’s descrip-
tion of CFS, although many physicians were still unaware of an official
recognition of the condition. She stops hoping for a cure and begins,
with medical help, to cope with the up and down cycles of the illness.
As she explains,

Whenever I over extended myself my health deteriorated. One mistake
could land me in bed for weeks, so the cost of even the most trivial activi-
ties, from showering to walking to the mailbox, had to be painstakingly
considered. Sometimes I relapsed for no reason at all. (p. 61)

Echo: I have really good weeks and I have really bad weeks.… It is def-
initely a daily struggle. I hope I find more highs than lows. (Amy Peter-
son, in Freedman, 2001, p. K6383)

Finally, Hillenbrand finds a specialist who “listened for the better part
of an hour.… He couldn’t cure me, he said, but he would do everything
he could to help me cope with the illness” (p. 63). There is no “happily
ever after” to Hillenbrand’s story, or to those of other CFS sufferers. In
her case, however, she was finally granted the legitimacy of a diagnosis
and was thus able to begin to adjust as much as possible to a life dic-
tated by her illness.

Public Legitimacy

Although A Sudden Illness does not chronicle Hillenbrand’s public ac-
tivism, the story itself provides a public appeal for the legitimacy of the
disease, a record of mistreatment at the hands of physicians, suspicion
on the part of friends and relatives, and a chronicle of a painful journey
from self-doubt to self-affirmation. In short, the story confirms in a pub-
lic forum the experience and legitimacy of the disease for other CFS suf-
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ferers. As USA Today headlines an article about Hillenbrand, she “puts
a face on chronic fatigue syndrome” (Fackelmann, 2003, p. 8D).

Echoes: I’ve grown tired of doctors, co-workers, the media and the pub-
lic not paying attention to this disease. We need to change the percep-
tion that CFS is a trivial little illness that doesn’t deserve notice.
(Holderman in Giuliucci, 2002)

Jay Leno told a national TV audience that CFS people did not show up
for a CFIDS [The Chronic Fatique and Immune Dysfunction Syndrome
Association of America] rally because they were too tired. Bryant
Gumble told TODAY Show viewers that CFS does not exist.… That’s
why CFIDS Advocacy is needed. (Karasik, 1998)

Hillenbrand’s willingness to talk about her struggles attests to her de-
sire to help others. She bears testimony so that others who suffer from
the disease can be encouraged to believe in themselves and their con-
tinued worth, despite their physical incapacities.

LEGITIMACY NARRATIVES AS RESISTANCE NARRATIVES

Unquestionably, stories such as Hillenbrand’s are of immense value to
fellow sufferers, their families, and the medical community. Equally
important, they provide a window on cultural attitudes and practices
that surround an illness experience. Legitimacy narratives, like other
illness stories, illustrate the master narratives of medicine, as well as
public and medical attitudes and assumptions that circulate in our
culture and that serve as conscious and unconscious frames for inter-
preting experience.

The agonistic tone of legitimacy narratives suggest that they may
function as what H. L. Nelson (2001) labeled “counterstories.” Coun-
terstories “constitute a revised understanding of a person or a social
group. They are stories that define people morally and are developed
for the express purpose of resisting and undermining an oppressive
master narrative” (p. 8). Legitimacy narratives certainly attempt to re-
sist the trivialization of the author’s suffering, the moral stigma im-
puted to sufferers, medical indifference to their problems, and public
ignorance of their illness. To do so, however, they must challenge mas-
ter narratives, those taken-for-granted explanations and assumptions
that drive public and political action and infiltrate individual con-
sciousness, such that people define themselves within their parame-
ters (Somers, 1994).

When the identity imposed by a master narrative is an oppressive
one, and those oppressed realize it to be so, H. L. Nelson (2001) argued
that those marginalized can develop stories that resist the power of the
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master narrative to define their identity and limit their agency. These
counterstories seek an opening, gap, or inconsistency in a master nar-
rative and attempt to exploit that opening as they construct narratives
that oppose the power of the master narrative. As H. L. Nelson (2001)
noted, counterstories can resist oppression at three levels: refusal, re-
pudiation, and contestation. At the most private level, counterstories
can refuse to internalize the damaging identity. This strategy does not
direct its efforts toward changing master narratives but toward limit-
ing the damage done by those narratives. As she explains, “The point of
counterstories that refuse is not to change the dominant perception of
the group—it’s to shift how individuals within the group themselves
understand who they are” (p. 170). As a strategy of refusal, for exam-
ple, one may say to oneself: I will not define myself as mentally defi-
cient, even though I know others insist that is the case.

Counterstories that repudiate are a stronger but still private re-
sponse to the oppressive identity of a master narrative. In this strat-
egy, those marginalized not only refuse to internalize the damaging
identity but challenge other’s attempts to apply unacceptable and de-
grading labels (H. L. Nelson, 2001). A repudiating response, for ex-
ample, might be: I don’t define myself as mentally deficient and if you
apply that label to me I will tell you that you are wrong and your judg-
ment unacceptable.

The final strategy of counterstories—contestation—moves from the
private to the public, as the marginalized join in a vocal and persistent
challenge; contestation works systematically not only to repair the
damage inflicted by master narratives but to undermine, revise, and/or
replace that master narrative (H. L. Nelson). Contestation, for exam-
ple, might respond to a label of mental deficiency by developing a pub-
lic campaign of denial, one that insists such labels are inaccurate,
unethical, and unacceptable to the group in question and demanding
that they be changed. We now consider the type of challenges legitimacy
narratives mount toward master narratives of biomedicine and assess
the degree to which those narratives are effective in their efforts to re-
sist the oppression of master narratives.

RESISTING THE MASTER NARRATIVES OF BIOMEDICINE

Legitimacy narratives engage master narratives of biomedicine when-
ever they call into question the definitions and practices that are taken
for granted in that realm. We locate three major areas of challenge:
First, legitimacy narratives struggle against the master narrative’s sep-
aration of body and mind and the attending stigma of mentally induced
illness. Second, legitimacy narratives question the master narrative’s
ontological paradigm, the insistence on locating biological markers as
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the criteria for legitimacy. Third, they engage the gender biases of the
biomedical master narrative.

Body, Mind, and Stigma

The biomedical division of mind and body as separate and discrete
realms permeates legitimacy narratives. Although most well-trained
clinicians now agree that the mind and the body are interconnected as-
pects of human health, in practice, most clearly situate disease in one
or the other. As Aronowitz (1998) noted, medicine’s interest in more
holistic models of disease is undermined by the reductionist practices
of medical research and clinical diagnoses. Nowhere is medical resis-
tance to interconnected mental and physical causation more evident
than in the treatment of BII.

The resistance to psychosocial explanations by physicians and
patients alike is rooted in the dualism described. This dualism also as-
sumes that people can control their mind (thus are morally responsi-
ble for their thought processes), but are at the mercy of the body (thus
innocent of responsibility for bodily dysfunctions). As Garro (1992)
noted, “Attributing the pain to a malfunction of the mind rather than
the body implies that it is the sufferer who is to blame for both the pain
and for the failure of the practitioner to achieve a cure” (p. 104).
Aronowitz (1998) concurs:

For many medical practitioners and lay people today, to the degree that
individuals suffer from a prototypically specific disease, they are held to
be victims rather than in some measure just recipients of disease. As a
corollary, patients whose suffering cannot be understood in ontological
terms are more responsible for their illnesses. (p. 177)

If biomedicine grants medical legitimacy only to illnesses of somatic
origin and withholds moral legitimacy if an illness is attributed to men-
tal origins, patients have as much investment as physicians in the
dualistic paradigm. The unwillingness of many legitimacy narratives
to consider mental connections supports rather than challenges the
stigma attached to so-called mental illnesses in our culture. If bio-
medicine were to acknowledge the complex interaction of mental, emo-
tional, social, cultural and physiological dimensions of human health,
it would mean that physicians might have to admit to ignorance of spe-
cific causes and cures. Neither physicians nor patients seem willing to
accept such uncertainty.

CFS legitimacy narratives are characterized by assertions of refusal
to accept the diagnosis of mental illness: “I am not depressed. My aunt
and sister have clinical depression. I know the symptoms and I do not
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have them” (Pollman, 1997) and repudiation of that label when applied
by others: “No one would make up this illness and put themselves in
this position” (Shave, 2003, p. 4). However in the narratives we read,
we did not find the move to contestation, that is, the overt challenge to
the biomedical separation of mind and body as an inappropriate and
damaging paradigm. It would take a great deal of courage for a sufferer
to assert: Who cares what causes the pain, it is experienced in my body
and I’ve come to you [the physician] for help in alleviating that pain. So
put away your moral judgments, forget your need to decide who or
what caused this problem, and get to work helping me deal with it.

Ontology and Medicalization

The pervasive hegemony of the biomedical model of disease limits the
stories patients tell as much as it does physician’s practices. Authors of
legitimacy narratives struggle to identify a specific physical cause, thus
supporting, rather than challenging biomedicine’s focus on origins
and causes. When patient–physician interaction is predicated on the
search for a specific diagnosis and cure, both parties believe their time
is wasted and their relative expertise devalued if there is no progress
toward that goal (Aronowitz, 1998). The search for ontological causa-
tion denies the role of experience, essentially all the patient has to offer.
Thus, although the patient attempts to insist that his or her illness is
legitimate based on his or her suffering, the focus on ontology prevents
the physician from accepting that experience as evidence.

Unfortunately, the ontological paradigm, as it demands definitive
clinical evidence of cellular or organic deterioration, delegitimates the
illnesses of a large percentage of the population. Many people now suf-
fer from illnesses such as CFS, FMS, and various other conditions that
defy inquiries into causation. Estimates vary widely, because few pa-
tients have received a “legitimate” diagnosis, but recent accounts sug-
gest that between 14 and 22 million people suffer from autoimmune
disorders (Hales, 2003). Such patients find little help or support for
their problems and continue to experience frustration in medical en-
counters. Many endure, as the authors of legitimacy narratives attest,
what amounts to psychological abuse as they are treated with skepti-
cism, accused of malingering, and shuttled from physician to psychia-
trist and back again.

Understandably, the need for medicalization of their illness drives
authors of legitimacy narratives. The process by which illnesses be-
come medicalized is important for its social and political implications
as well as for the impact on individual lives. In practice, medicalization
remains far from a purely scientific enterprise. Rather, it is decidedly

122 JAPP AND JAPP



discursive and moralistic, as much a process of social redefinition as
of clinical evidence. Aronowitz (1998) suggests a number of “nonbio-
logical” factors that are part of the legitimacy process, including extant
attitudes, the strength of advocates for medicalization, media cover-
age, and economic considerations (p. 27). Media attention, especially
in the form of stories that tap into public emotions, functions as a sig-
nificant factor in garnering both political and public support for medi-
calizing a given condition (Mahoney, 2001).

Public pressure has often overcome the lack of biological evidence
and resulted in the classification of an illness as a legitimate disease.
Certainly, the medicalizing of an illness instigates the mobilization of
resources, and provides opportunities for employment, economic
gain, and even political power (R. Smith, 2002). For the medical pro-
fession, medicalization means that personnel, services and research
can be gathered to treat those with the condition in question. For the
pharmaceutical industry, medicalization legitimates the search for
drugs to alleviate the condition and advertising campaigns to sell
such drugs.3

In addressing medicalization, CFS legitimacy narratives abound in
statements of refusal and repudiation but seldom in contestation. The
need to vindicate their suffering by acquiring validity within the bio-
medical master narrative leads them generally to insist that bio-
medicine find the cause of their illness rather than to question the need
for causation. Patients as well as physicians await the discovery of “bio-
logical markers for CFS” in order to lay to rest the suspicion and mis-
understanding regarding the illness (Richman & Jason, 2001, p. 25).

Gendered Medicine

The lack of power and respect accorded to patients’ voices and expe-
riences in the biomedical master narrative echoes throughout legiti-
macy narratives. The fact that many CFS sufferers are women has,
over the years, played into extant cultural assumptions about
women’s tendencies toward mental instability, hysteria, and all the
other demeaning stereotypes that have survived 200 years of feminist
challenge. Implicitly, if not explicitly, legitimacy narratives testify to
the feminization of such illnesses, as they demonstrate how logic
trumps experience, objectivity stifles emotion, and patriarchal power
structures sanction those who challenge their authority. Social histo-
rians and other academics who speak with the surety of the medically
ignorant about gender-related illnesses, because of the popular atten-
tion given their work, help to create and perpetuate a social pathology
of the female experience (Shorter, 1992; Showalter, 1997). Research
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that addresses the gender gap in such illnesses often seems unable to
discover in that gap anything but a social pathology of gender. Even
respected researchers such as Ware and Kleinman (1992) connected
their conclusions about CFS sufferers to social stereotypes of gender
and the demands of feminist ideology:

Liberated by feminism to enter previously all-male occupations,
women in the 1970s found themselves exhorted to “have it all” by com-
bining a demanding career with a rich and fulfilling family life.… “do it
all, and do it now,” became the watchword of the corporate and profes-
sional worlds.… They [these demands] are the cultural underpinnings
of the exhausting lifestyles described by sufferers of CFS. In this sense
the fatigue these individuals experience is emblematic of their social ex-
perience, a metaphor for the overcommitted life. (p. 554)

The stresses of contemporary life and the excessive demands on the
human body and mind can well be contributing factors to illness,
across gender, economic, and racial differences. However, linking any
specific illness to the history of a gendered social pathology unneces-
sarily damages women’s credibility and feeds into medical assump-
tions about women patients as chronic complainers.

As Richman, Jason, Taylor, and Jahn (2000) noted, feminist cri-
tiques of medicine question four major characteristics of practice:

… the “medicalization” of otherwise normal bodily occurrences, the
“psychologization” of legitimate medical illnesses, the inequitable allo-
cation of medical resources, and highly asymmetric medical power re-
lations.… U.S. health policy, health care legislation, health-related
research, and influential medical positions are all dominated by male-
centered thinking. (p. 4)

These issues are clearly problems for CFS sufferers, who are predomi-
nately women. The psychologization of this illness reinforces associa-
tions with female mental instability. Unlike acute illnesses, chronic
illnesses in general fail to garner extensive public attention; those, like
CFS, that are experienced mostly by women, are even less likely to be
noticed. Further, an institutional power structure that reflects male-
centrism is unlikely to provide respect for an illness experienced by
women but not validated by medical research.

CFS legitimacy narratives respond to gender pathologies, if at all,
via refusal and repudiation arguments, assertions that the author is
not a neurotic woman. As Shaderowfsky (1996) reported a conversa-
tion with her physician, “Are you depressed? [his question] … I sup-
pose I could always find a reason be,” I said. (A rush of rage, how many
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times would a man tell me I’m depressed, that I have some sort of
vague women’s problem?) Few contest the gendered nature of the en-
counters of mostly female patients with mostly male physicians. Fewer
yet raise an overt challenge to the gender pathology so evident in medi-
cal and social thought.

LEVELS OF RESISTANCE

All legitimacy narratives, by their very nature, stand as testaments of
resistance to the master narrative of biomedicine. Virtually all engage
in some degree of refusal, as the author attempts to resist incorporat-
ing into her identity the charges of mental dysfunction, deceit, and
malingering that are part of the medical and social discourse of CFS.
Most stories demonstrate some degree of repudiation as well, as they
not only resist the internalization of the moral pathology, but chal-
lenge the right of others to describe them using such labels. Implicitly,
if not explicitly, they charge physicians, family, and others with lack of
accuracy, empathy, respect and other qualities the sufferer feels she
deserves in her interactions with others. Some CFS legitimacy narra-
tives engage in contestation, openly drawing attention to the oppres-
sion of CFS sufferers and challenging the oppressive power of the
master narratives. Few explicitly argue for remoralization of the bio-
medical paradigm. Yet all, by their very nature as stories, demand
“recognition that the moral order itself requires reevaluation. The
story joins these two levels of remoralization; the personal is politi-
cal” (Frank, 2000a, p. 330).

CFS sufferers find it difficult to challenge biomedical master nar-
ratives because they remain trapped within them; medically, morally,
economically, and politically defined within their parameters. How-
ever vocal they become, they are restricted in their ability to define
their own conditions, create their own vocabulary or face down the
entrenched power of the medical establishment. Dependent on physi-
cians, insurance providers and others for treatment and support,
they remain under the domain of biomedicine and its power to define
their legal and medical status. Individual resistance may be difficult;
cumulative strength can result in a public voice of contestation. In the
case of CFS, some activists have drawn individual stories into a col-
lective voice that seeks to rename the illness, redefine its meanings,
and reshape social and political attitudes toward it. Sensitive to the
power of language, among other issues, CFIDS activists address the
need for a name change, arguing that the three words—“chronic,” “fa-
tigue,” and “syndrome”—make the condition seem trivial in compari-
son to diseases that are exotic, fatal or contagious, and thus deserving
of public and medical attention.4
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CONCLUDING REFLECTIONS

Our initial inquiry into legitimacy narratives as well as into the mas-
ter narratives within which in they are embedded has raised more
questions than it has answered. At this point, we offer reflections
rather than conclusions, because the story of our engagement with
these stories continues. Several topics remain of interest for further
inquiry: the internal dissonance or ironies embedded in the narra-
tives that weaken their power as counterstories, gender differences in
legitimacy narratives, and the middle-class orientation of most pub-
lished narratives.

Internal Ironies and Tensions

The juxtaposition of personal experiences with biomedical and other
master narratives creates unresolvable and often unnoticed tensions.
We noted several such tensions in the narratives we read. The first in-
volves the conflict between ability and disability. To be sick means to be
unable to perform social roles and responsibilities; to be well is to be
able to perform those responsibilities. CFS sufferers must engage in
daily renegotiations about what they can and cannot do and this ten-
sion permeates their narratives.

Stories, as rhetorical critics realize, are often constructed according
to appealing and successful cultural scripts; these scripts become the
structure around which the narrator organizes the details of his or her
experience. As Frank (1995) noted of illness stories, people learn from
social models how such stories should be successfully constructed.
Yet, these familiar formulas, so necessary to communicating and un-
derstanding, may serve to undermine a narrator’s apparent purposes.
For example, the “overcoming adversity,” “good out of evil” or “quest”
scripts are ubiquitous in our culture, probably a necessary form for a
successful public narrative. Legitimacy narratives that stress success
in spite of illness certainly provide inspiration for others dealing with
that illness and satisfy the public’s need for a satisfactory story. They
can also implicitly trivialize the debilitating effects of the disease. In-
spiring narratives attest that one can write a best seller, produce an
award-winning documentary, play on a national soccer team, or pro-
duce academy award-winning films while ill; all extraordinary accom-
plishments well beyond the abilities of most healthy people. So
although the public can praise the achievements of the narrator, those
very achievements may sustain doubt about the severity of the suffer-
ing and undermine the moral legitimacy of illness claims. Michelle
Akers embodies this tension when she notes “Some people are angry
because they think that I belittle the illness by what I can do on the soc-
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cer field. They think that I am just not sick enough” (Stolting, 1998, p.
69). The nature of such illnesses—good days and bad days, remissions
followed by recurring symptoms—means that ability and inability re-
main relative, always being negotiated, frequently on an hourly or daily
basis. Few can speak definitively about their ability to perform any
task on demand or to conform to social expectations on any given occa-
sion.

A second tension occurs between validation and invalidation, as
evinced in narrator’s struggles to legitimate experience as an ontologi-
cal reality. Patients believe their experience of symptoms should be
taken as grounds for defining the disease, and respond with shame
and outrage when that experience is devalued. As already noted, they
often become more persistent in detailing symptoms in a futile quest
for legitimacy, as if the degree and intensity of suffering ought to confer
both moral and medical legitimacy. In the master narrative of medical
science, however, suffering is not acceptable as proof, nor are patients
willing to live with symptoms that are not linked to a definitive cause
and validated with a diagnosis. To quote Frank (1995) again, “The
story told by the physician becomes the one against which others are
ultimately judged true or false, useful or not” (p. 5). Insisting that
symptoms count as valid evidence in an attempt to resist the invalida-
tion of their experience, legitimacy narratives are caught in the tension
of reinforcing invalidation while seeking validation and confirmation.

We found a third tension in the simultaneous independence and de-
pendence displayed toward the medical profession, evinced in narra-
tor’s language of desire for approval and betrayal when it was not
extended. For these sufferers, the drive to reclaim moral agency re-
mains dependent upon the definitional power of medical authority.
The strong push for medical legitimacy that drives these narratives, al-
though certainly necessary and understandable, reinforces the power
of medical science to grant or withhold legitimacy on the narrow crite-
ria of clinical evidence and plays into dualistic thinking and insistence
on the search for ontological causation. Ultimately, many legitimacy
narratives are as resistant to biosocial causes as the medical establish-
ment, equally unwilling to admit the interconnection of mind and body,
supporting rather than challenging the biomedical model and thus im-
plicitly reinforcing the stigma of mental dysfunctions. By depending on
medical approval to confer moral legitimacy, the stories grant science
the power to determine moral worth. Thus they essentially seek their
place within the master narratives of medical authority rather than de-
claring independence from their power.

Finally, we found a tension between association and dissociation as
the authors sought to reconstruct their identities in the face of chronic
illness. Embracing who one is by claiming identification with a com-
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munity of sufferers can certainly empower individuals and solidify
identity. Shared stories provide confirmation of one’s pain and the re-
alization that one is not alone. Yet stories also seek to dissociate the
sufferer’s identity from the social pathologies inherent in the illness,
from charges of mental weakness and moral deficit as well as the
stigma of a body that is often out of control. Thus suffers struggle with
the dialectic of distance and engagement, an avowal that “this illness is
me, I am one of a group defined by its parameters” often accompanied
by an implicit denial, “this illness is not me, I am not to be evaluated by
its parameters” (Frank, 1995, pp. 126–127).

Gendered Voices

Do men and women tell different legitimacy stories? This is a fascinat-
ing question that cannot be addressed without more research. Women
authored most of the stories we read. As noted, recent estimates indi-
cate that between 14 and 22 million people suffer from autoimmune
disorders similar to CFS and FMS, and that at least two thirds of these
are women (Hales, 2003). Thus, the “face” of the illness is female (as
well as White and middle-class). As we read and listened to the stories
of female CFS sufferers, we found ourselves both saddened and out-
raged at the potentially damaging experiences of women being margin-
alized and delegitimized as they struggled to stay active in spite of often
overwhelming pain, shame, and guilt.

Contrary to the popular stereotype of the whining, complaining fe-
male hypochondriac, in the stories we read, women narrators were
possessed of great courage and resolve, willingness to help others,
strong in their ability to think past their pain and look for the value it
might have for their lives and others. They were amazingly articulate
and compassionate. Even in their frustration and anger with the medi-
cal profession, they tried to be fair and just in their assessments. They
were honest about the self-doubt, shame, and guilt they felt, even as
they struggled against it. Of course, we seldom hear or read “chaos”
stories, the stories of those whose experiences are too fragmented and
confusing to order into an understandable narrative (Frank, 1995).

Men do suffer from CFS, although in lesser numbers than women.
As Berne (1992) noted, “men who are no longer able to work suffer the
stigma of no longer being the breadwinner, wage earner, achiever—in
short, an inability to fulfill the traditional male role” (p. 121). A few
men speak clearly of the stigma of being unable to fulfill cultural expec-
tations of males. As one CFS sufferer comments:

I’m the kind of guy who never falls apart. I’m always fair and honest and
was always a good problem solver and a hard worker. I can’t do that now;
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I can’t do the kind of job I can feel good about, so I don’t work at all. It’s a
big hurdle for a Type A, workaholic, hard-driving, very successful, poly-
phasic thinker who loves what he does to change the rules.… Nothing
like this has ever happened to me before. (Berne, 1992, p. 123)

In the few stories we found, male authors appeared either less trou-
bled by the guilt and shame of moral illegitimacy or less willing to ad-
mit to those emotions; they appeared more assertive, or wanting to
appear so, in insisting on respect and attention from physicians. Their
personal relationships seemed less threatened by their chronic illness,
or they were unable to articulate the pain of relational ruptures. How-
ever in others, we noticed the same guilt and shame evinced by women,
perhaps exacerbated by the social stigma attached to men who are not
strong and able to overcome weakness. Obviously gender differences
remain a fruitful area for further research in legitimacy narratives.

Class Differences

Finally, as Hawkins (1999) noted, most book-length illness narra-
tives—and this claim would hold true for those accounts published in
magazines and other sources—are by middle-class authors with some
sophistication in writing and reading narratives and with some sense
of the ultimate value of their experience for others. If educated and ar-
ticulate sufferers find themselves almost silenced and morally deval-
ued by their experience, what must be the case for those who have little
sense of personal worth or a more tenuous position in society? As H. L.
Nelson (2001) noted, when master narratives successfully instill self-
doubt about one’s mental incapacity, they systematically destroy a per-
son’s trust in her own judgments about her life and erode her sense of
agency. Sufferers who internalize the values of the master narrative
and feel little sense of agency to begin with either “cannot see through
the medical ideology” or cannot free themselves from it (pp. 56–57). If
educated, insured, middle-class women are driven to despair, self-
doubt, and even suicide by the assault on their moral credibility, what
must be the case with those who lack voice and resources that give
them at least social credibility? Perhaps such women find alternate
means of restoring moral credibility, for example, religious faith. Per-
haps they experience less trauma from social disapproval and medical
invalidation because they already endure stigma in many other areas
of their lives. Until we can access their stories, we cannot know.

In conclusion, we believe that legitimacy narratives demonstrate
how cultural constructions of health and illness are both resistant to
and open to change. Legitimacy narratives situate an illness in the con-
text of an individual life and simultaneously in a sociocultural and po-
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litical context of meanings within which those lives are lived. As
communicative messages, legitimacy narratives provide insight into
the intrapersonal process of reconstructing identity, into interper-
sonal interactions with family, friends, medical personnel, and into
how personal lives both reflect and resist the master narratives and
ideologies of health and illness. Equally important, they serve as re-
flections on biomedical assumptions and practices. In these narra-
tives, we see medicine in the mirror, framed by the experiences and
emotions of those who most need its attention. The narratives provide
poignant arguments for change in the assumptions of what constitutes
illness, how experiences of pain and suffering should be respectfully
addressed, and how medical, social, and moral attitudes are inter-
twined and can serve to silence and isolate rather than support and
treat those who are ill.

NOTES

1. We do not address here how legitimacy narratives fit with Frank’s typology
of restitution, chaos, and quest narratives. We see elements of all three but
need time and space to reflect on the relationships involved.

2. An exceptional set of public narratives that we did not include because of
the need to address visual as well as verbal dimensions of narrative is found
in the documentary film, I Remember Me, written and directed by Kim A.
Snyder. Snyder is an independent film producer and CFS sufferer. She
chronicles the effects of the disease on her own life, interwoven with inter-
views with a number of sufferers, including among them Michelle Akers,
women’s U.S. soccer star, and Blake Edwards, film producer. Thus the film
is composed of stories within a story, as the sagas of individual lives unfold
within the narrative script of the film.

3. The debate surrounding GWS was characterized as much by socioeco-
nomic and political concerns as it was for clinical evidence of the condition.
The moral dimension was strongly evident as well; some believed sufferers
to be faking, others questioned their mental stability. The subtext of the de-
bate, of course, was that with legitimacy would come attribution of causa-
tion and implicate responsibility for compensation and treatment, even
beyond the present generation of sufferers if the condition was determined
to cause birth defects (Mahoney, 2001).

4. The Chronic Fatigue and Immune Dysfunction Syndrome Association of
America (CFIDS) is an activist group that maintains a Web site, a newsletter,
and outreach activities aimed at educating the public and the medical pro-
fession about the illness. See the Web site at www.cfids.org
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Death as the Representative Anecdote
in the Construction of the Collegiate

“Binge-Drinking” Problem

�

Thomas Workman
University of Nebraska

On Friday, September 26th, 1997, the brothers of Phi Gamma Delta
(Fiji) fraternity at the Massachusetts Institute of Technology (MIT) en-
gaged in a common ritual found throughout collegiate “Greek” organi-
zations; freshmen pledges were paired with their “big brother” who
would, among other things, guide the new member as a special mentor
and friend. The occasion was celebrated, as are most events in frater-
nity life, with the consumption of alcohol. It was “Animal House Night,”
where the freshmen initiates were brought to a room with a large quan-
tity of alcohol and told to have all of it consumed before the film was
over (Herper, 1999; Watt & Schuermann, 2002). The festivity was a tra-
dition in the house; drinking beyond personal capacity proved the new
member’s willingness to be a part of the brotherhood while yielding
plenty of humorous stories of drunken stupidity.

That night, however, something had gone terribly wrong. At 12:12
a.m., Boston police, fire, and emergency medical officers swarmed the
room of freshman, Scott Krueger, who lay unconscious and unrespon-
sive amid fresh vomit and empty alcohol bottles in his basement room
of the fraternity house. Scott’s blood alcohol concentration, or BAC,
was .410—more than four times the legal limit for drivers in most
states. Krueger remained in a coma until he died late Monday, Septem-
ber 29th. He was 18 years old.

The local fraternity chapter, charged with manslaughter, disbanded
in order to avoid criminal prosecution. MIT settled with Krueger’s par-
ents for $6 million dollars to avoid a wrongful death lawsuit for a much
higher amount. A second lawsuit against the International Fraternity of
Phi Gamma Delta was settled for more than $3 million dollars, and the
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promise to produce an educational video using Scott’s story as a warn-
ing against binge drinking. New policies and programs were instituted
at the prestigious university on nearly every aspect of student life,
which for all students entering the gates of MIT or the staff hired to care
for them would never be the same.

No active member of the fraternity could have imagined the impact
of the stories that would be told not by half-drunken brothers in late-
night recollections with their friends, but by the media and by health
officials who shared the story of the MIT student from Orchard Park,
New York, often and with a clear agenda in mind. Krueger’s death
would be retold for another 4 years in the national media and in popu-
lar books, used as an example whenever the subject of college drinking
emerged.

The use of the “death story” to build the case for a public health
problem, however, is nothing new. Tragic stories are often used to illus-
trate the personal impact of social problems or to assist in the adop-
tion of policy solutions to problems (Carstairs, 1998; Joseph &
Kearns, 1999). Ibarra and Kitsuse (1993) contend that the claims-
making process—a critical element in the construction of social prob-
lems—accepts “as given and beginning with the participants’ descrip-
tions of the putative conditions and their assertions about their
problematic character” (p. 24). Such stories assist in the construction
of the “victims” and “villains” of problems (Loseke, 1999, p. 75), yet
most theorists contend that in order for a social problem to be institu-
tionalized, it must be perceived as “widespread” (p. 6), forcing claims
to be grounded in statistically significant trends of a entire population
and not necessarily on the personal experiences of those who have ac-
tually lived the problem firsthand (Best, 1995; Gusfield, 1996; Hol-
stein & Miller, 1993; Ibarra & Kitsuse, 1993). Because of the need for
broad-based data in legitimizing social problems, theoretically
grounded analytical criteria for the use of narratives in problem con-
struction are limited.

For those of us working in student affairs at colleges and universities
in the United States, the use of the death story to represent the complex
problem of heavy episodic drinking in college was both a blessing and
a curse. Although the constant retelling of the death story raised the
level of awareness and interest in the problem from administration,
parents, and the general public, it also concretized a public-health
frame for the issue that would characterize all efforts at problem re-
duction as “neoprohibitionist” (Gusfield, 1996; D. J. Hansen, 1995).
Within this frame, college drinkers—particularly those in fraterni-
ties—became criminals or victims. Neither label would prove to be suf-
ficient for those trying to help young adults take on the promises and
perils of “adulthood” in the United States.
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In this chapter, I explore the theoretical basis of narratives in social-
problem construction and suggest that an effective tool for analyzing
their use can be found in the notion of the “representative anecdote”
(Burke, 1969). From this perspective, I examine the use of death sto-
ries, including the death of Scott Krueger, in the construction of the col-
legiate “binge-drinking” problem in the United States. I end the
chapter with theoretical and practical implications of the death story
and the use of Burke’s representative anecdote as a methodology for
future study.

NARRATIVES IN SOCIAL-PROBLEM CONSTRUCTION

Narratives as Moral Reasons

In his 1996 text, Contested Meanings, Gusfield wrote:

As a rhetorical device, the concept of “social problem” is a claim that
some condition, set of events, or group of persons constitutes a trouble-
some situation that needs to be changed or ameliorated. Those who de-
fine the problem do so from a standard which involves them in the role of
legitimate spokespersons for the society or public interest. Having de-
fined the condition as a “social problem” there is then a legitimate basis
for bringing public resources to bear on it in the manner defined. (p. 17)

As Gusfield implies, the “naming” of the problem is a critical first
step in the reduction of a condition to a single resonant term. Narra-
tives serve as terminology in action, a symbolic system that, as Searle
(1995) suggests, “mean something or express something or represent
or symbolize something beyond themselves, in a way that is publicly
understandable” (p. 60, italics in original). Although “putative condi-
tions” must be widespread to justify the use of significant resources, a
dramatic example is essential to both capture public attention and to
serve as a living definition of the problem’s terminology, especially
when told through the news media. As Best (1995) suggested,

Beginning with a dramatic example is a standard technique in newsmag-
azine cover stories, television news feature stories, and newspaper arti-
cles. Because we encounter them first, and because they are vivid, these
examples play an important role in typifying social problems. Examples
shape our sense of just what is the problem, of what needs to be done
about it. (pp. 14–15)

Narratives have long been studied for their rhetorical value. Fisher
(1984) contended “Language action is meaningful only in terms of
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narrative form” (p. 7). Lucaites and Condit (1985) suggested that nar-
rative “represents a universal medium of human consciousness” (p.
90) that, McGee and Nelson (1985) argued “is supposed to persuade:
it alleges facts, and it aims no higher than plausibility” (p. 149, italics
in original). In social-problem construction, the tragic story both de-
fines terms and legitimizes claims of ill in ways that quantitative data
cannot match.

Such theory suggests, then, that the choice of story told to demon-
strate the existence of a condition plays a critical role in the construc-
tion of social problems. The story must be dramatic enough to rivet the
attention of the public, and compelling enough to open the pocket-
books of institutional-funding sources. Most importantly, however, the
story itself must provide a linguistic “snapshot” of the problem; it must
serve as the definition and illustration of the terminology used to de-
scribe the condition in public discourse. Gusfield (1996) added, “The
concept of ‘social problem,’ as an aspect of our language, in turn im-
plies a general framework” (p. 35).

In essence, narratives used to illustrate social problems serve as
both a representation and a reduction of the problem that simplifies
our understanding of the problem into a single human drama. Ibarra
and Kitsuse (1993) described this rhetorical device as “motifs” that
“operate as shorthand descriptions/evaluations of condition catego-
ries” (p. 31). Ibarra and Kitsuse make the point, however, that these de-
vices do not document the existence or magnitude of the problem.
Instead, they offer moral reasoning; motifs provide a “moral vocabu-
lary” from which the public can speak about the problem from within a
set of cultural values.

The Representative Anecdote

Burke (1969) identified this rhetorical shorthand as the “representa-
tive anecdote”:

And we thereupon begin to ask ourselves: What would be “the ultimate
act,” or “the most complete act?” That is, what would be the “pure” act,
an act so thoroughly an act that it could be considered the form or proto-
type of all acts? (p. 61, italics in orginal)

The “prototype act,” as Burke suggests, speaks for all acts that live
within the category created by the terminology. As such, it both repre-
sents the vocabulary by putting an “action” to the term, while also re-
ducing the problem to a single action. Harter and Japp (2001) argued
that a representative anecdote “establishes parameters, norms and
hierarchies while developing and reinforcing language and other sym-
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bol systems that will operate within its boundaries” (p. 413). In social-
problem construction, the representative anecdote becomes far more
than a metanarrative or dominant story, it serves as the essence of the
social problem’s label and pervades the discourse of the problem in
both spoken and unspoken terms. As the essence of the problem, the
representative anecdote serves to motivate us toward resolution as a
moral obligation.

Using the representative anecdote as an analytical tool enables the
critic to view the discourse through a specific lens or template in order
to “sum up the essence of a culture’s values, concerns, and interests in
regard to some real life issues or problems” (Brummett, 1984, p. 164).
Identifying the representative anecdote “allows critics to go beyond
surface narratives or scripts and tap into deeper, more implicit themes
that shape the discourse” (Harter & Japp, 2001, p. 413). Ibarra and
Kitsuse (1993) argued that such analysis yields a depth of insight be-
yond conventional constructionist studies of social problems dis-
course by “providing a framework for discerning patterns in
phenomena that appear ‘from the outside’ to be incoherent and in a
constant state of flux, even as participants assert their claims to be in-
telligible concerns about conditions” (p. 30).

A cursory glance throughout the popular media indicates that col-
lege “binge” drinking has captured public attention as well as a signifi-
cant amount of public-health resources. But was that interest sparked
by the use of a representative anecdote, and if so, what master narra-
tive emerged as a reduction for the entire college-drinking problem?
What would enable the death story to resonate among policy- makers,
public-health officials, and the public? How important is a death story
to solving the college-drinking problem?

NARRATIVE USE IN THE CONSTRUCTION
OF THE COLLEGE-DRINKING PROBLEM

Methodology

I obtained discourse for analysis through a general search of all major
media coverage of “college binge drinking” from 1997 until 2003. Me-
dia outlets included city and college newspapers, national television
news reports, and television news programs.

I used content analysis to collect case narratives within media re-
ports. I separated stories of a specific college student who died from al-
cohol from stories that identified college drinking as a problem using
general statistics. Media reports that exclusively covered the death of a
student were used only as secondary sources for fact verification. The
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media reports had to focus on the college binge-drinking problem and
use the death as an example.

Once collected, I categorized the stories by student name and length
of narrative. I distinguished discourse that simply mentioned the
death of a student from discourse that used the story of the student at
length to illustrate the harms of alcohol abuse. I then identified de-
scriptions from those collected stories by associational clusters
(Burke, 1973), a form of semiotic analysis that connects commonly
used terms within the text in search of a common language that sug-
gests “the predominance of certain cultural values” (Heinz & Lee,
1998, p. 89).1

Following the analysis, I conducted a second search for “death”
stories throughout prevention literature created specifically for col-
lege audiences (students, staff, and administrators). Discourse ana-
lyzed included reports, journals, books, Web sites and pamphlets
that were nationally distributed to college prevention/student af-
fairs professionals. A similar methodology was used to determine if
(a) similar narratives “crossed over” from media to these materials,
and (b) if associational clusters emerged in a similar form from me-
dia reports.

RESULTS

Results of Content Analysis

In both the national media and the college alcohol-prevention field, the
story of Scott Krueger, the freshman at MIT who died of alcohol poison-
ing, became the most commonly used narrative to illustrate the colle-
giate binge-drinking problem in America. Well over 700 articles
between the years of 1997 and 2001 in periodicals ranging from
Newsweek, USA Today, New York Newsday, the Boston Globe, and
the Kansas City Star, to the Lincoln Journal-Star, the (Riverside, Cali-
fornia) Press-Enterprise, or the (Dubuque, Iowa) Telegraph Herald,
along with television news programs, 20/20, Dateline NBC, and 48
Hours, included the story of Scott Krueger’s death in their coverage of
the “binge-drinking” problem. Second only to the use of the Scott
Krueger story was the story of Louisiana State University student,
Benjamin Wynn, who died just a month earlier. Wynn’s death also oc-
curred within a fraternity setting, and the story shared similar aspects
of fraternity hazing, alcohol abuse, and coercion. Often, articles re-
ferred to both the Krueger and Wynn stories.

Most media news depictions linked the Krueger story as part of their
coverage of national studies done by Harvard University School of Pub-
lic Health showing that 40% of college students engaged in binge drink-
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ing, a term they would define as consuming five or more drinks in a
row for males or four or more in a row for females. Harvard’s lead
researcher, Henry Wechsler, capitalized on the media’s association of
student death using his binge label. Though the data from the Har-
vard study never measured the number of deaths of college students
due to binge drinking, or quantified the level of risk for death based
on the binge-drinking measure, reporters commonly used death sto-
ries as illustrations of the collegiate binge-drinking problem.
Newsweek (McCormick & Kalb, 1998, June 15), raised the problem
in an article titled “Dying for a Drink.” Another Newsweek article on
September 25, 2000, combined the Wechsler study with Kreuger’s
death in an article entitled “Colleges—Drinking and Dying.” An ABC
Newsmagazine 20/20 story on binge drinking also featured the
deaths of Krueger, Wynn, and several other college students, com-
plete with a quote from Wechsler that would serve as the story’s title:
“Fraternities Are Drowning in a Sea of Alcohol.” The story became re-
packaged and broadcast a total of four times between 1998 and 1999.
Other news programs, including Nightline, Good Morning America,
48 Hours, and Dateline NBC ran similar stories that combined the
Harvard study data with stories of alcohol-related college student
deaths.

Although the national media’s use of Scott Krueger as an illustration
became less common after 2001, the college alcohol prevention field
included the Krueger story in educational materials well into 2003 as
the ultimate example of harm from excessive alcohol consumption.
Universities and fraternal organizations regularly show the videotape
produced by the International Fraternity of Phi Gamma Delta, which
was created as a condition of their lawsuit settlement with the
Kruegers, to new students, administrators, alumni, and Greek lead-
ers, keeping Scott’s story alive on campuses across the nation (Watt &
Schuermann, 2002).

The association can also be found in a variety of research and scien-
tific documents. The 1999 Educational Resources Information Center
(ERIC) Digest on Binge Drinking, a summary of research on the sub-
ject, begins as well with the Krueger story (Kellog, 1999). Wechsler
himself named his own (2002) book on the subject, Dying to Drink:
Confronting Binge Drinking on College Campuses, including
Krueger’s story in the text as the ultimate example of harm.

The death anecdote also extended beyond the specific story of Scott
Krueger, using more recent alcohol-related student deaths as the nar-
rative illustration of the binge drinking problem. Later media stories
highlighted the deaths of college students due to birthday celebrations
(McGinn, 2000, November 27) and spring break excesses (Norris,
2002b). In each new illustration, the death story served as the repre-
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sentative anecdote, defining college drinking as a deadly act that
robbed America of its future.

No other death story, however, received the media attention or re-
current telling as often or as completely as the Scott Krueger story. The
drama of Scott Krueger’s death serves as the ultimate illustration of
the collegiate binge-drinking problem. More than a common illustra-
tion, aspects of the story constitute the representative anecdote for col-
legiate binge drinking.

Symbolically, the alignment of the Krueger story to the binge-drink-
ing label intertwined the meanings of each to the other; “death”
emerged as the assumed outcome of fraternal binge drinking, and all
of fraternal binge drinking’s harms were reduced to “death.” The death
of Krueger represents the potential death of all college students. In
other words, the single death represents the whole problem rather
than an isolated incident.

Identification Within the Representative Anecdote

The title of ABC’s 20/20 story broadcast on August 1, 1999—nearly 2
years after Krueger’s death—sums up the representative anecdote
best: “Why Did Scott Die? Binge Drinking—A Life Cut Short.” A better
question might be: Why did Scott Krueger’s death story play so well in
the discourse surrounding binge drinking?

Several answers emerge. Burke (1984) suggested “A well-rounded
frame serves as an amplifying device” (p. 103). Scott Krueger fits with-
in a set of expectations that many Americans have about college stu-
dents. Scott’s portrait in many media accounts shows him to be a
vibrant, intelligent young man with a strong background and bright fu-
ture. The media depicted him as typical of all first-year college stu-
dents—bright, naive, and vulnerable. Burke (1973) defined this as
“identification,” where an audience finds familiarity with an element of
the drama and, by doing so, draws personal meaning from the actor,
act, agency or setting.2

In essence, Scott Krueger became our “reflection in the social mir-
ror” (Burke, 1973, p. 227). In this MIT student, we frame all of our un-
derstandings of the hopes and dreams that surround a young man
attending a premiere academic institution, making the loss more sym-
bolically profound. Scott fits our understanding of college life, particu-
larly within the fraternity, and amplifies our assumptions about the
innocence (and folly) of youth, the privilege and pressure of achieve-
ment, and the dangers of growing up.

Yet the frame also amplifies our sense of social problems. Gusfield
(1996) labeled the current period of alcohol prevention as existing
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within the “public health” frame. In this frame, an important significa-
tion occurs where morbidity represents responsibility. In other
words, the story enables us to identify several characters in the
drama—the victim and the villian.

Constructing the Victim and Villian

The first is the signification of the college student who died from alco-
hol abuse as the “victim.” Media storytelling about Krueger’s death
would show pictures of Scott with his family, and would depict the
young man’s association to the fraternity as a housing necessity; the
ABC 20/20 report suggested that Scott joined Fiji because the Fiji
house offered an inexpensive place to live, not because he saw in the
men and their parties something attractive. Richard M. Schwartzstein,
M.D., the attending physician for Krueger at the time of his death, pres-
ents Krueger in a guest column for The Wellesley Townsman as hesi-
tant and apprehensive, as if the evening 6 weeks into the semester
where alcohol is present is a sudden surprise: “There will be a frater-
nity party that evening and Scott has heard that the freshmen will be
forced to drink a large quantity of alcohol. He is apprehensive. He did
not drink in high school” (June 29, 1998, web archive).

Representing the death story as victimage adds an important ele-
ment to the construction. If the fault for the tragic ending can be placed
outside of the victim’s control, then external control must be provided
to protect the potential victim. As Burke (1970) suggested, the tragic
frame, in this case created by the representative anecdote, calls for a
sacrifice of atonement to complete the correction. MIT’s solu-
tion—tougher policies, increased enforcement, limited choices for
freshmen—mirrored the “crackdown” framework that permeated col-
leges and universities attempting to save future victims. The President
of MIT, Charles M. Vest (1997), issued a statement on Tuesday, Sep-
tember 30 that also concretizes the “victim” frame:

The death of Scott Krueger, a bright and talented young man, is a terrible
tragedy … For Scott’s fellow students, and the faculty and staff who had
come to know him, this is a dreadful loss as well, and the MIT commu-
nity will do all that we can to see that this kind of tragedy never happens
here again. (web archive)

As the aforementioned quotation suggests, the Krueger story added
another level of reduction in the anecdote. As an MIT student, Krueger
symbolized our romantic views about college students—particularly at
a premier institution—as “America’s best and brightest” and “Amer-
ica’s future.” Such national treasures must be carefully protected,
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which is why initial media coverage of the issue condemned college ad-
ministrators for ignoring their responsibility as surrogate parents.
Universities have long maintained a tension surrounding the expres-
sion in loco parentis, the relegation of parental responsibilities to col-
lege administrators that, despite the significant changes that occurred
around “student rights” in the 1960s and 1970s, still clearly lives sym-
bolically in the United States:

The death of two students which occurred during drinking parties in
1949, and a third incident that year in which a student almost died while
being initiated into a drinking club, stirred sharp condemnation of col-
lege administrators. Under the headline “Drinking Blame Put on College
Rulers,” the New York Times quoted the head of an intercollegiate frater-
nal organization as condemning irresolute college administrators for
condoning much of the excessive drinking and moral laxity revealed on
college campuses. (Strauss & Bacon, 1953, p. 38)

The story did not differ much in 2000, when ABC News of Septem-
ber 18 reported MIT’s $6 million dollar settlement with the Kruegers
as an admission that “inadequate alcohol and housing policies were
partly to blame for the tragedy” (Durand, 2000). The message of the
news item reified the association of college administrators as caretak-
ers who, entrusted with America’s vulnerable youth, should offer pro-
tection from lurking villains—even when the villains were, in this case,
students as well. ABC News quoted Joel Epstein, a staff attorney for
the Higher Education Center for Alcohol and Other Drug Prevention,
as saying, “Increasingly, we are seeing a growing number of cases
where courts, judges, lawyers and parents are saying this is absolutely
outrageous we didn’t know that there was this level of drinking—that it
was this dangerous” (Durand, 2000).

The second symbolic bridge surrounds the construction of the “vil-
lain” in the representative anecdote, completing the morbidity as re-
sponsibility signification of the public-health frame. The Krueger
story was sustained in the media largely because of its drama, as pub-
lic health officials argued over who was most responsible for the trag-
edy. Criminal charges, lawsuits, and punitive actions shifted from the
fraternity, to the university, to the environment, to students them-
selves. Harvard’s research on binge drinking identifies multiple vil-
lains as ultimately “responsible” for the problem, from the alcohol
industry to Greek organizations (Wechsler, Dowdall, Davenport, &
DeJong, 1993, 1994; Wechsler, Dowdall, Maener, Gledhill-Hoyt, &
Lee, 1998; Wechsler et al., 1999). The strategies recommended by
Wechsler to reduce collegiate binge drinking—most of which follow a
“control-of-consumption” framework (Hansen, 1995) that criminal-
izes both marketing and consumption of alcohol—fit well within this
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frame, and played well as responses to the Krueger story. Media
tended to highlight singular solutions to the complex problem, de-
spite existing alternative strategies that were given less public hearing
and only found utilization following a more comprehensive task force
report in 2001 on college drinking published by the National Institute
for Alcoholism and Alcohol Abuse (NIAAA). An editorial in the Mil-
waukee Journal Sentinel begins: “Conventional wisdom teaches
that college students drink and that there’s not much their elders can
do about it. Therefore, while deaths related to binge drinking, includ-
ing two in Wisconsin this year, are tragic, these things happen. Con-
ventional wisdom may be wrong” (p. 22).

New York Newsday, in a two part series on the issue, wrote, “The
mounting death toll has rocked college campuses nationwide, prompt-
ing calls for alcohol bans and crackdowns on campus drinking and
fraternity hazing rituals, initiation rites that sometimes include alco-
hol consumption” (Perlman, December 1, 1997, A23). A USA Today
article (Marhlein, 1997, October) outlines the “new efforts” taken by
college administrators as facilitating a ban on alcohol at university, fra-
ternity, or dormitory functions. The Boston Globe (October 19, 1997)
incorporates several of these terms when they wrote:

Calls for an alcohol ban at Bridgewater State College, which began last
May in response to an alcohol-fueled riot, have grown louder after a
rape in a freshman dorm last month and recent alcohol-related deaths
of students at the Massachusetts Institute of Technology and the Uni-
versity of Massachusetts at Amherst. State college and university offi-
cials across the state are under added pressure to crack down on
underage and binge drinking after the state Board of Higher Education
last week officially urged the institutions to adopt tough restrictions on
alcohol use on campus. (p. 1)

In the Krueger story, however, and in much of the press coverage
surrounding the Harvard research, the fraternity takes the blame as
the ultimate villain of the binge-drinking problem. A string of studies
indicate that members of male fraternal organizations drink exces-
sively and engage in morally unacceptable behavior as a result of their
consumption more than their non-Greek peers (Cashin, Presley, &
Meilman, 1998; Friend, 1993; L. Goodwin, 1989; Wechsler et al.,
1993, 1994, 1998), a fact consistently included in media reports on
the topic of college drinking. Wechsler’s “public” writing on the subject
of binge drinking suggested that the fraternity system itself should be
restructured, prohibiting college freshman from joining. “College and
university fraternities,” he and his colleagues wrote, “often bring few of
the benefits they promise and cause more problems than they ad-
mit”(Wechsler, Kuh, & Davenport, 1996). Television programs such as
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20/20 and 48 Hours focused segments exclusively on the fraternity as
the center of the binge-drinking problem, limiting images and narra-
tives of fraternal life to those that included intoxication, wild behavior,
and irresponsibility. Moreover, the media spotlighted stories of young
men who were “victimized” by peer pressure to drink heavily as a new
member of the fraternity. The Krueger story, in painting a villain, ulti-
mately tags the fraternal system as the culprit for Scott’s death.

Not surprisingly, then, the fraternity has been the site of most con-
trol-based attempts to address the collegiate binge-drinking problem
and is singled out above athletes or any other collegiate high-risk group
for policies and other controls. The USA Today (Marhlein, 1997) of
October 22, 1997 wrote:

Alcohol abuse is the primary culprit, and campus-based education pro-
grams have been the norm. But with recent studies suggesting that binge
drinking in college is often most likely to occur among fraternity and so-
rority members, some administrators are focusing new efforts on Greek
Row. (p. 5D)

As a result of the construction, fraternal organizations across the
country faced sanctions, disciplinary action, suspension, and law-
suits similar to Fiji whenever student drinking concludes with even
the threat of harm. Many instituted “alcohol free” housing policies as
a way to appease university administrators and parents (Russo,
1998). Yet, the association between death drinking and fraternity life
is sealed. A letter to the editor by a fellow MIT student in the student
newspaper The Tech (Cohen, 1997) of September 30, 1997, makes
the point most eloquently when she writes, “Scott S. Krueger ’01 and
Fiji are now the names by which issues of under-age drinking and fra-
ternity life at MIT will be discussed by students, administrators, and
faculty members” (p. 4).

DISCUSSION

Socioecononic Class in the Representative Anecdote

Rhetors employing social problem constructions, however, rarely di-
rect their efforts to students and faculty members, but to policy-
makers, who have significantly more political or financial power to
enact changes or provide resources (Bridgman & Barry, 2002;
Carstairs, 1998; Joseph & Kearns, 1999; Sharf, 2001). Evidence of
the story’s success in generating such resources confirms the fact that
those in positions of authority identified with the story of Krueger’s
death. The American Medical Association and other national organiza-
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tions labeled alcohol abuse as the number one health risk to college
students (Delaney, 1998). University administrators are not shying
away from the task at hand; the Network, a national organization of
colleges and universities begun in 1987 by U.S. Department of Educa-
tion to support alcohol, drug, and violence programs, now has over
1,400 members nationwide. Considering that college administrators,
public-health foundations, and community leaders were the primary
audience for the death story (along with the media-consuming public
who adopted these cultural authorities), however, raises additional is-
sues in the use of the Krueger story as representative anecdote.

It would be an easy guess that Krueger was not the only student get-
ting drunk in America on the evening of Friday, September 26th, 1997.
He was, however, the only one from a prominent institution of higher
education recorded as having died that night because of it. The Scott
Krueger/MIT story, though no less striking in its tragic waste of a young
life, received far more references than the Benjamin Wynn/LSU story.
MIT’s very public response to the incident, involving significant policy
changes across the institution, was far more overt than at Louisiana
State, which received no national media coverage of its efforts to avoid
future deaths.

Certainly, the identification of “college life” to Ivy League (rather than
to a state institution) may have played best with prominent policy-
makers, those who most likely had similar backgrounds or privileges.
Yet, it also may represent an important hierarchy within the United
States that divides college students, like the rest of the population, into
socioeconomic classes and places greater value on the lives of those in
upper classes as opposed to those perceived to be in lower classes. In
the bluntest of terms, the loss of a student at a private prominent insti-
tution may be a greater loss than that of a student at a public state insti-
tution. We, as a culture, expected great things from the MIT student,
and assumed that great things were required to admit him into the in-
stitution.

Moreover, the use of the Kreuger story identifies binge drinking as a
social problem unique to the college setting. No current funding exists
for prevention programs to reduce binge drinking to young adults who
are not currently enrolled in college. Would Scott’s death from alcohol
poisoning have become a national anecdote if he were not enrolled at a
university—any university—and was simply out drinking with several
other working friends who encouraged him to drink too much, too
fast? Perhaps the resonance of the college-death story represents our
collective value for higher education, where the university symbolizes
our incubator for citizens of greater value who require special re-
sources. Certainly, the sheer volume of media coverage of the college
alcohol problem suggests that the lives of college students are privi-
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leged above other populations, and that the death of a college student
represents a social loss that is greater than the loss of other members
of society.

Limits to the Death Story as Representative Anecdote

Several limitations to the use of the death story as the representative
anecdote emerge and are worthy of note. Fisher (1987) suggested that
stories that serve as “good reasons” for moral action must have fidelity,
which occurs when the values of the story are “confirmed or validated
in one’s personal experience, in the lives or statements of others whom
one admires and respects, and in a conception of the best audience
that one can conceive” (p. 109). The representative anecdote for binge
drinking, however, reduces all collegiate alcohol consumption as end-
ing in death. This leads us to the first problem of the anecdote: Not ev-
eryone who drinks to Harvard’s “binge” measure dies. Even the best
estimates on college student deaths from alcohol use, published by the
National Institute for Alcoholism and Alcohol Abuse (NIAAA) placed
the number at 1,400 annually (Norris, 2002a). This number repre-
sents a dramatically small percentage of the students currently en-
rolled in U.S. colleges and universities, and is barely a significant
percentage of some of the nation’s largest campuses. Yet, a lack of
strong statistical evidence of social harm may drive the use of the rep-
resentative anecdote; when the sheer quantity of death lacks persua-
siveness, the rhetoric may be more inclined to focus on the quality of
the deaths.

Narrative fidelity also suggests that the storyteller has an ethos that
assists in the development of the story’s moral resonance. If the story-
teller serves as a mouthpiece of the public health institution, then the
culture may more likely reject the claims as carrying a nonresonant
morality; it assumes another agenda. Controversy surrounding
Wechsler’s assertions have overwhelmed alcohol prevention in higher
education. National fraternity leaders joke informally about Wechsler
as having a personal grudge against Greek life. Students reject the
binge-drinking label entirely (Workman, 2001a). Wechsler’s book on
college binge drinking, though treated as a “call to arms” by public
health officials, received negative reviews and responses by several
prominent practitioners in college alcohol prevention.

An ongoing battle over Wechsler’s description of the problem contin-
ues to play itself out in prevention conferences and journals (Chap-
man, 2003). A town hall meeting held at the Department of Education’s
17th Annual National Meeting on Alcohol and Other Drug Abuse and
Violence Prevention in Higher Education focused exclusively on the
terminology of the field, as researchers and practitioners argued about
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how the binge drinking label has helped or hindered problem abate-
ment (Lucey, 2003). The American Medical Association’s “A Matter of
Degree” Program purposely uses the term high-risk rather than binge
drinking in its title, as do a number of programs across the country.

Although funding was dedicated and a host of activities have been
initiated in campus-communities across the nation to address the
problem, Wechsler’s own studies from 1993 to 2001 have concluded
that little, if any, actual reduction has occurred in the binge drinking of
college students (Wechsler et al., 2002). Taken together, these events
suggest that, although the death story as representative anecdote
clearly played a role in establishing the problem symbolically, the
ethos of its storyteller and the lack of narrative fidelity explain why the
anecdote has had little impact in sustaining the construction of the so-
cial problem or establishing a clear path for the adoption of solutions.

The Death Story as Prevention Tool

Even though social problem theory never suggests the use of problem
rhetoric for the purpose of actual behavior change, the death story has
been employed countless times by social marketing campaigns and
prevention materials targeted to students to reduce their alcohol con-
sumption, such as the video presentation created by Phi Gamma Delta
and a recent advertisement placed in college newspapers warning stu-
dents of medical catastrophe should they engage in binge drinking on
spring break (Associated Press, March 8, 2004). Narrative fidelity may
also explain why, in the case of collegiate binge drinking, the use of the
death story as a preventative tool is ill-advised.

The students at my university never tell the Scott Krueger story; no
similar death story exists to “localize” the anecdote, yet I doubt that
such a story would emerge in peer-to-peer storytelling even if it did. My
own study of fraternity drinking stories found that students never
shared tragic stories with each other, opting instead to tell only those
stories about drunkenness that were ultimately inconsequential
(Workman, 2001a). Stories of drinking events told by students incor-
porate themes of adventure, risk-taking, personal discovery, and
drunkenness as entertainment—stories of survival, of mutual assis-
tance and caretaking that avoids tragedy and enhances social stand-
ing. They contrast directly to the death story, and as such, serve as a
barrier to the use of the death story as a motivation for personal change
(Workman, 2001b).

On a broader scale, the stories communicated by a cultural author-
ity, the media, or even peers never occur within a vacuum, but exist
within the larger intertextual terrain, complete with a wide range of
counternarratives and competing significations. Death stories are far
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from the representative anecdote for alcohol consumption provided by
the alcohol industry and popular culture, which signifies alcohol con-
sumption as a socially enhancing, gender-defining, and nonconse-
quential form of play (Workman, 2001b). No beer commercial ends
with a funeral. Scenes of emergency rooms working full throttle to re-
verse alcohol poisoning have yet to make the many television shows,
films, and music videos that incorporate college drinking into their
stories. Like personal narratives about drinking shared by college stu-
dents, “drinking” stories depicted in mediated popular culture rarely,
if ever, incorporate the death story. Opposing stories, where the conse-
quences of intoxication are far from tragic, abound within the culture,
producing a counterrhetoric that limits the fidelity of the story.

In order for the representative anecdote to be used effectively as a
prevention tool, it must be more than personally resonant to a spe-
cific audience. It must also be “intertextually resonant” within cul-
ture, existing in strands throughout the discourse. In the case of
death as the representative anecdote for collegiate binge drinking, the
signification drowns in its own sea of narratives that weaken the sig-
nification and ultimately, the ability of the construction to solve the
social problem. Burke (1969) summed the issue best when he stated:

If the originating anecdote is not representative, a vocabulary devel-
oped in strict conformity with it will not be representative. This embar-
rassment is usually avoided in practice by a break in the conformity at
some crucial point; this means in effect that the vocabulary ceases to
have the basis which is claimed for it. (p. 59)

For this reason, many of us working daily in collegiate alcohol-
abuse prevention have focused away from death as the representa-
tive anecdote, concentrating on harms that are more salient to the
stories that circulate throughout the culture such as embarrass-
ment, regret, academic failure, or legal liability. Also growing in pop-
ularity is an entirely different approach characterized as social
norming, which tells a positive story of student behavior by citing
the prevalence of moderation among campus populations (Perkins,
2003). Under this very different frame, the death story serves as
contrast rather than as representation. Scott Krueger’s consump-
tion, and rituals like the one at Fiji’s “Animal House Night,” differ
sharply from the kind of drinking experienced by most students.
Yet, using “normal” as the representative anecdote for college drink-
ing has its intertextual resonation problems as well. Students with
heavy episodic consumption patterns are equally likely to reject sto-
ries of moderation, especially when excessive consumption perme-
ates popular culture.
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Theoretical Implications and Future Study

The successful use of the death story to elicit action and resources
from public health institutions suggests that narratives play a key role
in the construction of social problems, but much less in the prevention
of those problems. More study is needed, however, to determine the
scope of narrative use across complex health issues. Future research
could determine if the death story is used as a representative anecdote
in other social problems, particularly those that lack sufficient statis-
tical evidence to establish harm.

Certainly, this analysis suggests that the identification of the victim
as valuable to society, particularly in light of social hierarchy, is critical
to the rhetorical success of the death story. This need for identification
may possibly explain why other public health problems such as AIDS
and tuberculosis have had less public support despite significantly
higher mortality rates, or why the most significant story to impact the
AIDS crisis involved Ryan White, a young hemophiliac boy who con-
tracted the disease through a transfusion rather than a homosexual
man or IV drug user. Like Krueger, White represents the perfect victim
of a villainous disease rather than the villain who receives his due for
his sins. In the same way, the story of an indigent who died from hypo-
thermia may never carry the same rhetorical weight as a prominent ac-
tress who dies of ovarian cancer.

Another task is to determine the typology of narratives used in the
construction of social problems. Are death stories the only genre than
can be used to elicit action or resources, or are there other “putative
conditions” (Ibarra & Kitsuse, 1993) that can serve as representative
anecdotes of social problems? Although the social problem of exces-
sive alcohol use has many potential harms ranging from the destruc-
tion of property to sexual assault (both of which occur at a much
greater frequency than death), the death story remains the central an-
ecdote for the problem. Tracing the stories used in other social prob-
lems may yield a broader set of narrative forms.

This analysis also suggests that Burke’s (1969) theory of repre-
sentative anecdote serves as an excellent analytical tool to examine
the use of narratives within social-problem constructions.
Accepting that stories serve as representations and reductions of re-
ality provides a firm foundation for deeper analysis of the symbolic
bridges forged within the anecdote. The methodology enables critics
to explore issues of hierarchy in the formation of social problems,
an element that is often missing in social-problem theory. Burke’s
notion of identification forces the analysis to explore the role of so-
cial hierarchy in the determination of which problems receive re-
sources and which do not.
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Perhaps the most important implication of this analysis is the dis-
tinction between the rhetoric needed for social-problem construction
and social-problem alleviation. For practitioners, the rhetorical strate-
gies needed to obtain resources and establish environmental policies
might employ stories that are resonant only with policymakers, and
will have little or no effect on changing the attitudes, beliefs or behav-
iors of college drinkers. Affected populations may not identify them-
selves with the representation of the victim or the death anecdote,
particularly when the representative anecdote conflicts with stories
across the cultural terrain. This finding suggests that rhetorical strate-
gies employed to construct problems and raise resources must be sep-
arated from those designed to change behaviors. Given the intertextual
nature of public discourse, however, message separation may be little
more than a pipe dream. Practitioners benefiting from the resources
gained by the death story must also distinguish themselves from the
anecdote in order to find identification from those they seek to change.

For those of us working in college alcohol prevention on a daily ba-
sis, the story of MIT student, Scott Krueger, was a sad reminder that,
when unchecked, alcohol abuse can and does raise itself to a life-or-
death issue. As a representative anecdote, the death story assisted the
Harvard School of Public Health and others in constructing college
binge drinking as a significant social problem that deserved attention
and resources in the United States. Yet, this very fact raises significant
questions about the social hierarchy that privileges some death stories
over others. In a culture where texts intertwine constantly, the death
story does not live alone; it is surrounded by the many, many stories of
intoxication that brought pleasure rather than pain and social life
rather than physical death. As is true throughout the intertextual ter-
rain, the existence of opposing stories creates a tension that ultimately
limits the abilities of those attempting to solve the problem.

NOTES

1. A complete description of associational clusters can be found in Burke
(1973). Examples of the use of associational clusters as a semiotic method
of analysis can be found in Heinz and Lee (1998), and Workman (2001a).

2. A complete discussion of identification can be found in Burke (1973).
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State-Induced Illness and Forbidden Stories:
The Role of Storytelling in Healing Individual

and Social Traumas in Romania1
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Teodora Carabas
Lynn M. Harter
Ohio University

The struggle of man against power is the struggle of memory against
forgetting.

—Kundera, 1981, p. 4

Collecting testimonies of past oppression, social struggle, and political
disempowerment is a relatively new line of research in Eastern Europe
(Harvey, 2000; Analele Sighet [the Sighet Files], 1995) and a significant
area of study across academic disciplines (see, e.g., Cronon, 1992;
Garro & Mattingly, 2000; Gugelberger, 1996). In the former communist
countries of Eastern and Central Europe, most narratives of oppression
emerged publicly after 1989, following the transition of Eastern and
Central European regions from totalitarian to pluralistic societies. This
chapter examines 53 published testimonies of oppression and 9
in-depth interviews with former political prisoners and deportees. The
testimonies were given after 1990 by Romanian citizens of different eth-
nicities, individuals directly oppressed by the communist regime during
the late 1940s, the 1950s, and early 1960s, and coerced—until Decem-
ber 1989—to conceal their suffering under penalty of additional incar-
ceration or persecution.2
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Throughout this chapter, we discuss, first, the ways in which ill-
ness becomes a tool for political oppression when inflicted by the
state upon the undesirable bodies of political resistors. Second, we
examine the degenerative role that the censoring of storytelling about
state-inflicted illness plays in the lives of people who suffered horren-
dous physical and psychological traumas. We understand state-in-
flicted illness to be the physical, psychological, and social affliction
that results from the violence of incarceration, torture, forced labor,
deportation, clandestine living, economic deprivation, as well as
from varied discriminatory practices that a state adopts against mar-
ginalized people (e.g., those who engage in acts of political opposi-
tion). The suffering that emerges from state-induced political
violence includes a host of traumas—from pain, anguish, fear, loss,
and grief, to the destruction of a lucid and meaningful reality
(Kleinman, 1995). In the case of Romania, state-inflicted illness was
induced physically and psychologically (i.e., the bodies and psyches
of political resistors became incapacitated) as well as socially and
symbolically (i.e., state-induced illness vilified the presence of those
who bore its marks and transformed these citizens and their families
into pariahs within their communities).

In cases when the state also censors the stories of induced illness, a
community’s sense of identity suffers damage; as a result, state-in-
flicted illness is manifested both at individual and community levels.
State-induced illness serves to discipline the bodies of those it perse-
cutes and erases their voices from the public space, thus ensuring the
entire community’s silence (Foucault, 1975, 1995). Consequently,
state-induced illness functions as a docilizing mechanism that ex-
cludes already marginalized groups and individuals, secures the
physical and symbolic thwarting of political resistance, and main-
tains the state’s ability to punish its citizens. For these reasons, the
consequences of state-induced illness are political.

The act of censoring narratives about state-caused illness—what we
call “forbidden stories”—increases the psychological trauma of perse-
cuted people and augments the stigma attached to their bodies. We use
the concept of stigma as developed by Goffman (1963) to point out the
ways in which state-induced illness restructures social relations by
configuring outsiders and others and imposing these characteriza-
tions on diseased individuals. As a stigmatizing process, state-inflicted
illness defines and labels specific groups as undesirable, unproduc-
tive, dysfunctional, and potentially dangerous (Goffman, 1963), and
(re)produces the differential acceptability of various groups. The pro-
cess of labeling (e.g., the resistor label) is a powerful rhetorical lever
that can be simultaneously considered a genesis to and outcome of
stigmatization. Classic conceptualizations proffer that stigmatization
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results in the devaluation of individuals and groups in society (e.g.,
Goffman, 1963; Katz, 1981). More than a mere indicator of certain at-
tributes, stigma should be seen as “a language of relationships”
(Goffman, 1963, p. 3) that emerges in the day-to-day activities of
agents. Shame, embarrassment, and distrust evolve through the pro-
cess of othering that stigmatization performs, and are embodied in
people’s life narratives.

What we identify as state-inflicted illness and forbidden stories are
not unique to the Romanian context. Kleinman (1995) asserted, “Polit-
ical violence carries the most ancient provenance. Wars, executions,
and torture have been the authorized forms of asserting state power
throughout the historical record” (p. 173). Every power structure ne-
glects, deprives, and silences marginalized populations. Although in-
dividuals may not always be physically incarcerated or tortured, they
are victims of state-induced neglect at best, and destructive politics at
worst. Certainly, Western history indicates that the potential to harm
the health of citizens exists in all political structures. For example, the
Tuskegee Syphilis Experiment consisted of a 40-year study of un-
treated syphilis among African American men sponsored, in large
part, by the United States Public Health System (Harter, Stephens, &
Japp, 2000; Solomon, 1985). Notably, such stories have been sup-
pressed in this case as well, at least in earlier sanitized versions of our
history books, with disastrous consequences for the individuals af-
fected (and/or their descendants) and the entire society (Jones, 1993).
Various instances of state-induced illness and repressed stories—the
internment of Japanese Americans during World War II (Yoo, 1996),
the internment of Jews in concentration camps (Schwartzman, 2001;
Sicher, 2001), or the racial inferiority experiments conducted on peo-
ple of African descent3—illustrate the complex intersections between
oppression, health, stigma, and the narrative (re)construction of sub-
jectivities and collective memory.

Given the significant role that the censoring of narratives plays in
complicating the consequences of state-inflicted illness (in its physi-
cal, psychological, social, and symbolic dimensions), it is only cogent
to investigate the politics of illness in conjunction with the politics of
storytelling. In this chapter, we discuss the epistemological and thera-
peutic importance of narratives, and illustrate the ways in which ill-
ness and storytelling (or the lack of storytelling) have political, social,
and economic consequences. As stories once forbidden by state au-
thorities, we investigate narratives that (a) represent individuals’ at-
tempts at coping with and making sense of traumatic experiences, (b)
bear testimony to the repression of private citizens by a totalitarian po-
litical regime, and (c) aid in the construction of an alternative collective
imagination.
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NARRATIVE AS AN EPISTEMOLOGICAL FRAMEWORK WITH
THERAPEUTIC IMPLICATIONS

Narrative’s importance lies in its being one of the main forms through
which we perceive, experience, and judge our actions and the value of
our lives and the world around us (Ochs & Capps, 1996; Somers, 1994;
White, 1980). Historians, anthropologists, political scientists, sociolo-
gists, linguists, and communication scholars alike acknowledge and
problematize the central role narrative plays in the way we construct
knowledge, interpret experience, and define morality and human
agency (Ahearn, 2001; Couto, 1993; Cronon, 1992; Garro & Mattingly,
2000; Johnstone, 2000; Krylova, 2001; Ochs & Capps, 1996). Because
stories serve as the narrative frameworks within which we make our ex-
periences meaningful, one of the primary functions of storytelling is to
negotiate and mediate the plots we co-construct with others and within
institutional discourses (Bochner, 2002).

Across our lifespans, human conduct constitutes a storied experi-
ence. Indeed, to have a self is to have a story (Bruner, 1986; Carbaugh,
1996). From an epistemological standpoint, stories do not simply de-
scribe the self; they are the self ’s medium of being. The constellation of
narratives we construct, discover, and resist allows us to maintain a
sense of coherence and continuity over the course of our lives. At
times, we may find ourselves in stories we would rather not enact; at
other times, we construct new story lines so that we can exert control
over life’s possibilities and limitations. In fact, Frank (1993) argued
that a rhetoric of the self as a project for change characterizes Western
public and private discourses of the past century. Within this rhetoric,
certain events and experiences are understood as occasions for chang-
ing the self; illness is a prime example.

Storytelling functions as one of our most powerful forms for experi-
encing, expressing, and enacting sorrow and pain (Frank, 1995;
Harvey, 2000). Storytelling is pivotal in the process of sensemaking, al-
lowing individuals to cope with chaotic, equivocal, and confusing con-
ditions of everyday life, including illness and suffering (Weick, 1995).
Likewise, narrative scholars agree that the very voicing of an illness ex-
perience in story format is itself an act of agency and healing (Bruner,
1986; Sharf & Vanderford, 2003; Vanderford & Smith, 1996). Frank
(1995) positioned illness as a call for stories and suffering individuals
as “wounded” storytellers. Using a term coined by Ronald Dworkin,
the narrative wreck, Frank explains that illness stories carry “some
sense of being shipwrecked by the storm of disease” with repeated
storytelling functioning as “repair work on the wreck” (p. 54). Thus,
whether or not ill people want to narrate their stories and recount over
and again how illness interrupted their lives and remapped their exis-
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tence, the presence of the disease triggers the act of storytelling as a
“dual reaffirmation” (p. 56) of one’s relationship with others and with
one’s self.

The theraupeutic value of narrative popularized by White and
Epston (1990) and Frank (1995, 2000b) is situated in poststructur-
alist discourses that force a reevaluation of traditional psychological
approaches. Narrative as therapy is premised on Wittengenstein’s
(1953) arguments that language can blur, alter, or distort experience
as we tell our stories; as such, it can condition how we think, feel, and
act and can be used purposefully as a therapeutic tool. If storytelling
can function to therapeutically and symbolically connect the self both
to others and to the persona of the storyteller, then the absence of
storytelling isolates the ill person, thus increasing his or her trau-
matic experience, as is the case with once censored testimonies of op-
pressed Romanians. We argue that, however painful the repeated
narration of illness can become, the absence of this repetitive narra-
tive act (or the impossibility to narrate one’s illness story even once)
deepens the sense of being “shipwrecked” and interrupts the act of
dual reaffirmation.

We approach narratives as inherently sociopolitical performances,
as sets of practices inscribed by power relations. Indeed, the often un-
recognized potential of narrative as a form of interpersonal inquiry is
revealed through its ability to render credible the voices of previously
marginal and silenced individuals and groups (Clair, 2001; Langellier,
1989). As Foucault (1975, 1995) reminded us, some knowledges are
subjugated—buried, hidden, disguised, masked, written out by revi-
sionist histories—or denied space to perform adequately. The erasure
of resistors’ memory from the public space of Romania manipulated
the symbolic force of the nation’s collective imaginary and reinforced
political propaganda. Phelan (2001) argued that a “national imagi-
nary” embodies a community’s dominant “cluster of images and rheto-
ric that, however inadequately and imperfectly, signal to a population
who and what it is” (p. 7). The erasure of “undesirable” and “infectious”
voices from Romania’s public sphere no doubt influenced the kinds of
images, symbols, and rhetoric that, in part, formed the nation’s con-
ception of self. The censoring of dissidents’ storytelling made it easier
for officialdom to render resistors as enemies, terrorists, or traitors
because most dissenters’ stories did not reach the public ear and could
not have an impact on public imagination. Resistors’ silence thus en-
hanced the stigma attached to political dissidence and helped the state
propaganda to position resistance as a sign of illness and moral decay.

State-induced illness and the censoring of narratives contributed to
the stifling and, often, defeat of political resistance in Romania. In re-
covering lived experiences of oppression, we can rediscover an entire
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history of struggle and conflict, and challenge the effects of the central-
izing powers of institutional discourses. In 1989, when the stories of
Romanian resistors started to become part of public conversations,
the liberation embedded in the storytelling act brought to the resistors’
ill and stigmatized bodies a therapeutic victory and contributed to the
formation of a new personal and social identity. As Carbaugh (1990)
reminded us, people achieve a sense of “shared identity” and “com-
mon means and meanings” (p. xv, italics in the original) through the
communication of their experiences. After 1989, narratives about
state-inflicted illness started to function as “counterstories”
(Lindemann-Nelson, 2001) that shaped a new national imagination
and created common ground by rewriting a history of oppression and
silence. The agency embedded in the narrative act reformed or
reframed the meanings of events through these counternarratives. In
the form of testimonials, individuals in Romania reclaimed the capac-
ity for telling their own life experiences and, through the act of telling,
transformed personal and social suffering. Those who had been ob-
jects of others’ reports started to tell their own stories and rewrite offi-
cial history in the first-person singular.

Our analysis begins with a discussion of the politics of illness and
then explores how the censoring of illness stories—what we call “the
politics of storytelling”—serves degenerative roles in the lives of politi-
cal victims and their families (and ultimately in the lives of communi-
ties). Our chapter concentrates on the narrative testimonies presented
at a conference in June 1995 by former deportees and political prison-
ers (or their family members). The conference was held in Sighetu
Marmatiei, a city in Northern Romania. These testimonies were later
published by a Romanian nongovernmental organization, Fundatia
Academic Civica, under the title, Analele Sighet: Instaurarea comu-
nis-mului—intre rezistenta si represiune. Comunicari prezentate la
Simpozionul de la Sighetu Marmatiei (9–11 iunie 1995). [The Sighet
files: The initial stages of communism—between resistance and re-
pression. Testimonies presented at the Sighetu Marmatiei Conven-
tion (9–11 June 1995)].4

Additionally, the first author conducted and transcribed nine in-
depth interviews. She interviewed five members of her family who
were either imprisoned or deported between the late 1940s and early
1960s. In the other four interviews, she spoke with family friends
who had similar experiences.5 Both authors worked together to
co-construct a story about the political aspects of illness and story-
telling and develop the key theoretical arguments presented through-
out the chapter. When including narrative excerpts from public
testimonies, we include the source’s name, the testimony’s year of
publication and page number. In the case of interview data, we in-
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clude the interviewee’s initials followed by a notation of “personal
communication.”

THE POLITICS OF ILLNESS

Weber (1996) argued that a state can, and should, be sociologically de-
fined in terms of its means (rather than its ends), in terms of what it
does to achieve certain purposes. Weber defines a state as a “human
community that (successfully) claims the monopoly of the legitimate
use of physical force within a given territory” (p. 43, italics in the origi-
nal). The notion of territory (a unified geographical space) and the con-
cept of force—or legitimate use of force—comprise the most critical
characteristics of a state, according to Weber’s definition. Implicit in
the definition is the role that fear plays in commanding citizens’ obedi-
ence. The state’s “right” to use violence against its own citizens is gener-
ally grounded in the legitimacy and power that a particular community
vests in its government. What happens, however, when the state ceases
to represent the community’s interests? What happens when the state
makes vague and abstract references to “the people” (McGee, 1975)
while using violence against those same people in order to maintain its
power? In other words, what happens when the state draws its legiti-
macy from its own right to use violence and commands citizens’ obedi-
ence by virtue of the fact that it can use force to achieve its ends? The
testimonies of political oppression we investigate speak for the ways in
which, in conditions of acute political conflict between state and citi-
zens, the state makes use of its right to utilize violence and therefore
cause illness in order to subdue citizens’ bodies. The state’s right to
use violence extends from its ability to inflict physical, social, and sym-
bolic pain on people who oppose its ideologies.

The state’s “power to punish” (Foucault, 1975/1995, p. 74) its own
citizens is manifest in the existence of a number of state institutions,
among which the prison (or threat of imprisonment) is probably the
most common. Throughout history, states have made use of their right
to incarcerate people not only because individuals were a threat to a
particular community but because they were a menace to the state it-
self (or to a set of practices and public norms endorsed by the state), a
practice that gave birth to the political prison. When the power of the
state ceases to be censored by the human community that the state al-
legedly represents, political prisons become an environment of terror,
in which torture, malnutrition, forced labor and ad-hoc military execu-
tions are often times normal occurrences.

The Romanian political prisoners whose testimonies we examine
lived long years in such an environment. The disregard for human
rights evident in Romanian prisons during the late 1940s, the 1950s,
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and the early 1960s accompanied various discriminatory tactics (e.g.,
the seizing of detainees’ goods, the censoring of all contact between in-
mates and their families, or the inmates’ complete isolation from the
outside world). Oftentimes, political prisoners’ houses were burned,
demolished, or simply confiscated together with the rest of their be-
longings, and the detainees’ families were either deported or forcefully
isolated from the rest of the community. The stigma attached to the
bodies of political prisoners and those of their families hindered the
ability of prisoners’ spouses to find jobs or for their children to con-
tinue their education. Many testimonies emphasize these patterns of
oppression and describe the pain and suffering that such practices en-
gendered:

The children of people who were deported were denied access to regular
schools, forced to get jobs as unskilled workers while attending night
schools, whereas college students [whose parents were deported] were
expelled for their “unhealthy origins.” (Râpeanu, 1995, p. 406)

Discrimination stigmatized and isolated all those who were marked as
unhealthy “others” and created powerful cognitive maps for what
counted as acceptable and nonacceptable social origin.

The Romanian state purposefully engaged in stigmatization through
discrimination to punish, degrade, and weaken the human body by
creating feelings of guilt, shame, and fear.

[In 1949] our parents were deported first to Blaj, two weeks later to
Huedin, then to Gherla, and finally to Turda where they remained until
1963. The separation from our parents mutilated our childhood and our
entire lives. We lived until 1952 with my mother’s parents.… During
these years we lived in fear and uncertainty about our future; these feel-
ings haunted us for decades and surfaced every time we were asked to fill
out employment forms that made references to our social origin.… To be
able to go to college, I agreed to be adopted by an uncle.… In 1955 I was
accepted into the College of Medicine.… the whole time I was a student I
lived under the terror and uncertainty that I might be expelled.… My sis-
ter, Otilia [who was not adopted by anybody else], graduated from
high-school in 1957 and was denied access into the College of Philoso-
phy because of her social origin. She went to a two-year vocational
school, got a job, and after five more years she was finally able to register
into the College of Economics, which she later graduated from. (Pop &
Nicoara, 1995, pp. 413–415)

As this testimony illustrates, individuals with spoiled identities had to
manage social information about their easily discreditable life situa-
tion. In Goffman’s (1963) words, individuals struggled: “to display or
not display; to tell or not to tell; to let on or not to let on; to lie or not to
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lie; and in each case, to whom, how, when, and where” (p. 42). Just as
inhumane conditions of incarceration incapacitated the resistor’s
body, the additional practices of discrimination and economic depri-
vation adopted by the state created an “untouchable” condition in-
tended to outcast the dissident’s entire family. This “untouchable”
condition instilled a social illness that rendered undesirable the pres-
ence of political resistors and their families in the public space; and, by
extension, debilitated and stigmatized the resistance act itself.

Resistors experienced the most violent forms of state-inflicted ill-
ness, however, within the walls of political prisons and in concentra-
tion and forced labor camps. Inhumane conditions of detention and
labor—with malnutrition and torture as part of the daily regimen—in-
flicted illness in very concrete, physical ways on Romanian political
prisoners. Former political resistors describe the prison cells in which
they were kept as insalubrious, their food as highly insufficient and in-
edible, and most of their guards as sadistic criminals. Here are several
of their testimonies:

In the Aiud prison the cells were for four persons; we used to have only a
bucket for defecation and one for water in the room.… Here, at Aiud, a
young man once came out at orderly time and told the guards that he was
in great pains and could no longer stand it. They replied to him that his
medicine was the barbed wire. He went straight for the wire and they shot
him. (T. V., personal communication)

Some of the prison cells I stayed in were quite big and the guards would
put over 200 people in those rooms. Normally, only about 20 people
could be accommodated in there but we were about 200. You can imagine
what that was like!… The air was suffocating. In winter time, though we
never had heating, the cell was always warm. During summers, however,
it was hot as hell. We were wearing only our underwear, and we were al-
ways dripping with sweat. You can only imagine what that must have
been like. (M. N., personal communication)

The two testimonies just cited illustrate the state’s (or its representa-
tives’) utter disregard for human life and the extent to which physical
and psychological injuries were induced in the bodies of political
prisoners.

Hunger, harsh weather, and the permanent fear of additional perse-
cution were among the most common and brutal tools for the infliction
of illness, as the testimony to follow illustrates:

The guards caught me once communicating in Morse and they wrote me
down for isolation time. They did not take me right away, though. They
let me wait for about three or four months until winter came. In this way
they would, on the one hand, keep you under pressure all the time (be-
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cause you were waiting to be taken away) and, on the other, they would
have you spend your isolation time when the weather was harshest. Most
of the time they would add up the days you had to spend in isolation so
that you stayed there for as long as possible. When the guards took me to
the isolation cell they asked me to take off all my clothes. The cell had no
bed or anything else except a bucket for defecation. They would give you
food only Tuesdays and Fridays. Nothing on the other days. On Tues-
days and Fridays only you’d get some sort of soup, or whatever else they
had on that day, and bread. About 100 grams of bread.6 (T. V., personal
communication)

Starvation generated physical and psychological injuries that had both
short and long-term consequences for the bodies of political prison-
ers. Though atrocious, the physical manifestations of illness through
starvation pale by comparison to their psychological counterparts:

The quantity of food that a prisoner used to get was … no, not insuffi-
cient … it was unimaginably insufficient. Men who used to be of me-
dium or large size before incarceration now looked like ghosts. Some of
the younger people—people like me, who had never been large—would
walk around like drunk chicken. In such detention conditions, given
that we had no heating in the cells (we never had any heating), no food,
no medical assistance, I wonder how we survived.… It is impossible to
explain how a man could survive on 6-700 or maximum 800 calories
per day for long periods of time. Many died. Hunger was no longer
something you felt in your stomach but, rather, something you felt in all
of your pores, in all of your tissues. Many times you didn’t even feel hun-
gry because your tissues were completely ruined. It was a kind of hun-
ger that is very difficult to express in words. It was almost … I could say
it was almost like an obsession coming from within. It wasn’t mere
mouth-watering or appetite but an interior warning signal that said:
“Give me something! Do something or else you and I will both cease to
exist!” … The physical aspect of your being influenced heavily your psy-
chology. The hunger obsession lasted a long time, for some it lasted
many years after they were released from prison. This obsession was
like a … no, not a fingerprint because this is too nice a word, a euphe-
mism. It was more like a red iron that burnt your flesh to the bone. (O.
R., personal communication)

Throughout their narratives, all former political prisoners in this pro-
ject stressed the physical and psychological traumas induced through
inhumane conditions of incarceration (of which starvation is only one
example). These traumas grew still darker through injuries inflicted
through the direct and frequent torturing of prisoners’ bodies.

The testimony below reveals how the secret police repeatedly beat a
former political prisoner as part of an attempt to force the detainee to
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divulge the name of a woman (a medical doctor and one of the pris-
oner’s relatives) who was suspected of subversive activities:

The secret police interrogated me three times, while I was still being
kept at their headquarters. The first time they did not beat me; the sec-
ond and third time however they tortured me brutally to make me tell
them the names of people I had recruited. The second time they hung
me from the wrists, which were tied at the back, and whipped my bare
feet. Those criminals! I had never seen something like that. They would
pull you by the hair (I wasn’t yet shaven because I was still under investi-
gation) and you’d scream and scream! I did not tell them anything, how-
ever, no name, no name.… The second time they beat me they also
started to ask me about Dr. S., who was my wife’s cousin. They were
suspecting her but they did not have any evidence.… Oh, how much I
was beaten for her! They beat me so fiercely … they ripped my shirt and
all of my clothes. I looked like a corpse. Three or four beefy men beat me
then. I was not even 24 yet, merely two years older than my youngest
grandson now. Oh, how much they beat me for Dr. S.! I kept telling them
that I didn’t know anything, that she had done nothing! They left me
alone and then took me again, a third time. Oh, how they tortured me!
They threatened to leave me without food. I told them that they can
shoot me if they wanted but I still didn’t know anything! When they car-
ried me back to my cell, I thought that if they took me a forth time I
would not be able to handle it any more, that I would confess it all.
Luckily, they didn’t take me a forth time and that’s how Dr. S. got away
with it, the poor woman! (T. V., personal communication)

Political prisoners’ testimonies emphasize the ways in which the state
purposefully and legally inflicted illness on the detainees’ undesirable
bodies. The violence of illness and its inoculation carved despair and
fear among political resistors in ways that would alter individuals’ iden-
tities and minimize their self-esteem. Pain and humiliation became
docilizing mechanisms that guaranteed the suppression of political dis-
sidents’ voices within prison walls and, by extension, throughout the en-
tire community.

Arendt (1972) contended that state violence is “instrumental” (p.
145) and that it appears whenever power is in danger. As such, state vi-
olence has political ends and can be justified, in Arendt’s opinion, only
if it stops the decline of political power. The illness inflicted by the Ro-
manian state on dissidents, we argue, was political, not only because it
reinforced the state’s power but also because it promoted a system of
domination that endorsed the state’s legal right to be the sole perpetra-
tor of violence by dislocating people’s sense of identity, humiliating the
body, and fragmenting the continuity of people’s roles within their
communities. As such, this system of domination relied on the inflic-
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tion of pain to disrupt and shipwreck people’s lives. Illness functioned
as the primary mechanism through which state violence maintained
the regime’s political power and imposed a matrix of oppression that
restructured institutions of public and private life.

State-inflicted illness also operated on symbolic levels. The moral
discrediting of political resistors reinforced the disconnect between re-
sistors and their communities. A former political resistor describes
the dissenters’ moral tainting by the state in the following way:

Oftentimes resistors were forced through torture to throw mud at the
people they loved most, such as their parents and siblings. They were
forced to write and sign things like: “my mother was a prostitute.” Can
you imagine what that meant?… Or, “my father was a drunkard; he
taught me everything I know.” Or, “my brother raped my sister.” These
defamatory statements were used by the state to taint dissenters. So that
the state can then say “look who these political dissidents are and what
kind of families they come from.” (G. J., personal communication)

This testimony illustrates how the state used the symbolic force em-
bedded in discourses about morality to position political resistance as
a sign of inner decay. Metaphors that connected dissidence to immo-
rality assigned resistors a symbolic guilt that purportedly explained
their initial opposition to the state. From an official perspective, there-
fore, dissidence became a form of symbolic illness that originated in
the moral pollution of “abnormal” individuals coming from “abnor-
mal” families. As such, the symbolic illness derived from alleged moral
decay worked to justify state-imposed “cures”: inhumane conditions
of detention, inmates’ complete isolation from the outside world, eco-
nomic deprivation, and practices of discrimination against prisoners’
families. By contrast, the state characterized citizens’ obedience to the
state as a sign of health (physical, mental, and moral) to be kept in
strict isolation from the “abnormality” of resistance.

Illness—in physical, psychological, social, and symbolic ways—
functioned to identify Romania’s problems, from the bodies and ideas
of political dissidents to the country’s history and traditions (the latter
when failing to match the stories told by officialdom). Thus, the open
political conflict between state and citizens transformed the bodies of
political resistors into sites of ideological struggle and turned illness
into a signifier of state–citizen conflict. Across time and space, physical
pain has been employed by states, and sometimes church institutions
(see, e.g., the Inquisition), as mechanisms that silence undesirable op-
ponents. The false stories of immorality and the subhuman conditions
of detention just illustrated, however, aimed at doing more than silenc-
ing opposition. Pain and illness disconnect the ill person from her or
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his life and from others (Frank, 1995) and can also function as correc-
tional devices for the bodies they discipline (Foucault 1975, 1995).
Kleinman (1995) aptly argued, “the experience of suffering is interper-
sonal, involving lost relationships, the brutal breaking of intimate
bonds, collective fear, and an assault on loyalty and respect among
family and friends” (p. 180). When oppressors inflict pain and illness
for ideological purposes, they discipline not just the body and mind of
political resistors but the bodies and minds of all the members of the
community. By inflicting pain on individual community members, the
Romanian state sent a powerful message to the entire group, a message
intended to muffle political opposition and force compliance. Thus,
state-inflicted illness, while enfeebling the bodies of dissidents, also
paralyzed the entire community’s ability to resist the state apparatus.

THE POLITICS OF STORYTELLING

The censoring of resistors’ stories in the community’s public space
augments the violence of state-induced illness. For example, one char-
acteristic of life in Romanian political prisons involved the inmates’
complete isolation from families, friends, and the outside world. This
isolation increased the traumatic effects of political detention, and re-
inforced the state’s colonizing power over its citizens. On one hand, by
imprisoning people in inhumane conditions and isolating them from
the external world, the state used illness to achieve control over the
disobedient bodies of individual citizens. On the other hand, by cen-
soring communication between detainees and their families and
friends, the state not only kept under control the flow of information
between the two environments (prison and the outside world), but it
also used silence to increase the despair of people inside prisons and
the fear of those outside.

The testimonies we examined detail varied ways (from direct threats
to the signing of legal documents) in which government authorities
controlled the flow of storytelling about state-induced illness even after
dissidents were released from prison. One Romanian who was tor-
tured by the police testifies to the ways in which his voice was muted
and his story forbidden by his persecutors upon his release:

[After torture I was told by one of the seargents]: “Look here! Go home
and tell whoever asks you (the marks of the beatings were of course visi-
ble) that you fell from the train on your way from Bucharest. Don’t tell
anybody what happened here.” (Ratiu, 1995, p. 149)

The threat of death, torture, or additional detention censored storytell-
ing about government abuses, further tarnished the names of political
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resistors, and allowed the persecutors to construct an inauthentic
public discourse that spoke primarily of citizens’ unanimous loyalty to
the state. This “sanitary” account of events severed the connections
that storytelling would otherwise have established between resistors
and the community around them, and created feelings of guilt and
shame that silenced or weakened people’s voices even in spaces where
they could talk about their experiences. The techniques of political vio-
lence, then, work to disrupt the routines of everyday life, devastating
families and communities.

Costin, the daughter of a former political prisoner, remembers how
her father felt embarrassed and ashamed to share his detention sto-
ries in Costin’s presence:

I remember that one day, in February 1953, my father told a family friend
the story of two prisoners who had escaped from jail. The prisoners were
eventually caught and the guards kept them outside, lying on the ground
on a snowy, windy day, from morning until late afternoon. I entered the
room just as my father was beginning his story; he did not stop, but he
looked embarrassed of my presence. I realize today, with regret, that so
many things remained unsaid, unshared, and that these white spots in
the lives of people we love will always be there. (Costin, 1995, p. 94)

As illustrated by Costin’s testimony, the censoring of stories and the
stigma attached to state-induced illness were so pervasive that they
penetrated even the most private of relationships (i.e., between parent
and child) and interrupted the sense of communion even in the privacy
of one’s home, leaving “white spots” in people’s lives and memories.

Of particular interest is how the state censored the flow of informa-
tion even when government abuses resulted in the deaths of those un-
der investigation or in detention. Two Romanians (themselves former
political prisoners) recount how the state guarded the news about the
prison deaths of close relatives and how such important information
had to be communicated discretely and/or clandestinely investigated
by family members:

In 1962, while I was still in prison, my cousin died. He was also a political
prisoner. The following day, sergeant C. came to take us from the dining
hall to the factory where we were working at the time. He knew me well so
he came to me and whispered: “V., your cousin died last night, but keep
your mouth shut.” (T. V., personal communication)

My brother died in prison. I was also a political prisoner at the time. I
had been in detention for 10 years at the time he died. The death certifi-
cate says that he died in 1961 but it seems that the papers are fake.… In
1958 I heard from another prisoner that my brother died and at that
time my parents received a letter through which my brother was agree-
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ing to send all his personal belongings (a watch, an I.D. and a few other
things) back home. We believe that the police sent his things home be-
cause he was already dead. But the police never acknowledged that he
died in 1958, we don’t know why. Later on, in 1961, when my release
was approaching, they sent my brother’s death certificate to my par-
ents.… The body was never sent home. There was a common grave next
to the prison where he died, where prisoners’ bodies were being bur-
ied.… I don’t know why his death was kept a secret or why the police
never sent the bodies of political prisoners home. The family did not
have the right to request the body. All we got was the letter that in-
formed us of my brother’s death; but we never found out why and how
he died … those things were never revealed. Not for any of those who
died in prison. (G. J., personal communication)

Some of the resistors who died during police interrogations or political
imprisonment were buried in collective holes; others were secretly in-
terred in community cemeteries with no public access to their graves.
Another interviewee, N. C., recalls her family’s efforts to find the grave
of her husband’s brother who died in the late 1940s during police
interrogations. After many physical efforts and the conspiratorial help
of various cemetery wardens, they discovered where the dead body
had been buried, but it was not until 1991—after the fall of commu-
nism—that they could finally relocate the remains of the deceased to
the family crypt in a Bucharest cemetery.

The presence of a dissident’s body—whether dead or alive—tells a
story of nonsubmission and of civic disobedience. As such, resistors’
bodies continue to be politically marked (and therefore censored by
the state) even after the dissenter’s physical disappearance because
the stories that bodies tell possess the power to shape people’s collec-
tive imagination and foster further disobedience. The state’s strict sur-
veillance of information about resistance and about the prison
environment illustrates the political significance of storytelling. By not
allowing people to share their experiences with one another, by censor-
ing the physical and symbolic access of resistors’ bodies into the public
space of their communities, the state tried to atomize resistance, to
bury it within the self of the resistor (a self that had already been
tainted by the discourse of “abnormality” and immorality constructed
by the state around the idea of political resistance). Through their ca-
pacity to build connections among people and convey a sense of com-
munity between storyteller and audience, narratives have the potential
to reverse the atomizing power of state-induced illness. As such, narra-
tives about state-caused illness are political because they threaten the
state’s “right” to be a perpetrator of “legal” violence, because they per-
mit the rearranging of the cluster of symbols that shape a community’s
understanding of who it is and what it stands for, and, ultimately, be-
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cause they reenvision the future grounds on which citizens can and do
encounter the state.

TELLING IT LIKE IT WAS: STORYTELLING AS A THERAPEUTIC ACT

For people who were coerced to keep their traumatic experiences hid-
den from everybody else around them (including their own families in
the case of some Romanians), the act of telling previously forbidden
stories of illness is an immense victory and a long-awaited moment of
social justice. As Netejoru (1995), a former political prisoner, testi-
fied, supreme justice happened for him when “the Soviet Union dis-
appeared from the world map, torn apart in dozens of pieces,
whereas my comrades and I are still standing” (p. 396). The fact that
these people “still stand,” able to tell their uncensored stories of ill-
ness and persecution after years of silent suffering, constitutes both a
concrete and a symbolic victory. At the concrete level, this storytelling
sheds light on a dark and terrible national past; at the symbolic level,
these testimonies open doors to healing the fear and guilt previously
inflicted upon storytellers while also connecting the “I” of the narrator
to self and others.

Stories sustain cultures, yet they remain as fluid as the people, lan-
guages, or societal practices that they reproduce and/or resist. More
than simple vehicles for diffusing information, narratives bring to-
gether storytellers and audiences, thus building bridges by means of
which alternative ideological meaning formations are created, main-
tained, and articulated. The previously forbidden stories of Romanian
political prisoners and deportees now serve as counternarratives
(Lindemann-Nelson, 2001), breathing new life into Romanian culture,
rebuilding trust among people, and helping to reorganize civic life.
Through counternarratives, individual and community experiences
fuse together; and through the act of storytelling, diversity and authen-
ticity emerge as markers of public life. The counternarratives of for-
mer political prisoners and deportees, in their capacity as signifying
systems, function to articulate alternative embodiments of lived expe-
riences as well as alternative ways of redefining a community’s identity
and relation to the state.

Individual and collective identities are narratively constructed and
damaged (see Carbaugh, 1996) and identities can be narratively re-
paired (Lindemann-Nelson, 2001; White & Epston, 1990). The voicing
of personal and collective counternarratives can liberate and heal just
as dominant stories often marginalize. By telling previously forbidden
stories, individuals resist the stock plots and readily recognizable
character types of master narratives. In so doing, people readjust the
cluster of symbols that signify to themselves and others who their com-

164 CARABAS AND HARTER



munity is and what it represents. Thus, counternarratives become a
way for people to heal their personal and collective past and embark on
a new beginning.

Many of the resistors who testified at the Sighet conference referred
to the importance of memory and storytelling in paying homage to
those killed or victimized by the state and in “opening [the commu-
nity’s] way into the future” (Blandiana, 1995, pp. 517–518). Most of the
people whose stories we heard emphasized that memory serves as a
form of social justice and that, by sharing their narratives, resistors
hope to “fulfill a moral obligation” (Schafhütl, 1995, p. 421) and to heal
their community’s past by “making the truth known to future genera-
tions” (Pop & Nicoara, 1995, p. 415). Hager (1995), a former deportee,
noted that “only a clear memory of the past can give people more trust
in themselves and others” (p. 428), while Constantinescu and Daescu
(1995) added that testimonies of oppression mark a “form of oral his-
tory that must be written and transmitted to future generations so that
the past may never be repeated” (p. 448). Testimonials, as embodi-
ments of previously forbidden stories, represent a significant mode of
remembering and recording experience and struggle, and they help to
decenter hegemonic histories and subjectivities.

History, then, cannot escape the perspective that dominates its
narrative expression (Bruner, 2002; White, 1980). Feminist analyses,
for example, have recognized the centrality of rewriting and reen-
visioning collective memory (e.g., Mohanty, 2003). Counternarratives
are significant, not merely as a corrective to the gaps, erasures, and
misunderstandings of hegemonic history, but also because the prac-
tice of rewriting leads to the formation of politicized consciousness
and self-identity. Discourse becomes a terrain of struggle and contest-
ation about reality itself. Narratives allow us to rethink, remember,
and utilize our lived relations as a basis of knowledge. Ana
Blandiana, a Romanian poetess and dissident, notes in one of the es-
says that concludes the testimonies grouped under the title Analele
Sighet that collecting stories of pain and suffering is an act of social
justice and moral healing. By assembling together and making public
people’s narratives of oppression, the Sighet files work to reconstruct
and reorganize a “civil society that had been systematically de-
stroyed” (Blandiana, 1995, p. 517). The Sighet testimonies express
“the need for truth and respect for human beings,” and a “symbol of
the importance and necessity of civil society and of a just state”
(Blandiana, 1995, p. 517).

The sharing of testimonies sets in motion a search for meaning and
offers “dramatistic” forays into social life (Burke, 1969). For one of the
authors of this essay, Teodora Carabas, these illness stories are per-
sonally meaningful because they built connections between her and
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the rest of her family. As a child born after 1964, the year when politi-
cal prisoners were officially released from detention, she had been pro-
tected through silence from the past of her own family. After 1989,
Teodora found out that her family had suffered tremendous persecu-
tions during the communist period. The state imprisoned her grandfa-
ther, his father, and several of his cousins for long periods of time (as
long as 14 years in her grandfather’s case) and confiscated all the fam-
ily’s belongings after the passing of the sentence. One of her grand-
mother’s sisters lived for 5 years in deportation together with her
husband, who also spent 8 years in various Romanian political pris-
ons. Their first child was born during these years of deportation.

Teodora’s grandmother and other women in her family were forced
to be the sole care and food providers for their families and children,
under severe conditions of job inequity as well as social and political
discrimination. Teodora’s mother and her mother’s siblings suffered
further persecutions as offsprings of political resistors. They were
forced to go to night classes (instead of regular daytime courses) in
high-school, work from young adolescence on to support themselves,
and carry the stigma of being different. Though very close to her grand-
parents, parents, uncles and aunts, Teodora was born too late to wit-
ness the atrocities experienced by her family. Stigmatized by the state
and desiring to protect the younger members of the family from addi-
tional state persecution, for 25 years Teodora’s relatives concealed
their experiences of oppression. She became aware of her family’s
tragedies only after 1989, when the voices of the people around her
were no longer silent.

Stories cannot replace years lost or change the suffering endured by
narrators; however, these testimonials can and should enter the collec-
tive imagination of a nation whose citizens were often brutally tor-
tured, incarcerated, and silenced. Frank (1995) argued “The witness
offers testimony to a truth that is generally unrecognized or sup-
pressed. People who tell stories of illness are witnesses, turning illness
into moral responsibility” (p. 137). The participants in this project are
witnesses, telling once-forbidden narratives. These enactments of op-
pression function as counternarratives that construct individual and
communal identities, render credible previously muted voices, and re-
historize emplotments and configurations of character relationships.
These testimonials build a new social reality that resists the long tradi-
tion of exclusion so characteristic of the state-articulated history of
Romania, and powerfully illustrate the significance of alternative pub-
lic narratives in countering the damage to identity formation caused by
singular dominant narratives.

Ultimately, we draw attention to undertheorized aspects of health
and well-being: state-induced illness and forbidden stories. We en-
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courage health communication scholars to explore the politics of ill-
ness and the politics of storytelling as manifest in struggles between
states and citizens. Concomitantly, health communication scholars
can deepen our understanding of the therapeutic value of storytelling
as embodied in the complex intersections between oppression, health,
stigma, and the narrative (re)construction of subjectivities and collec-
tive memory. By approaching narrative performances as situated
within and informed by sociohistorical discourses, we can offer richer
understandings of the ways in which illness and storytelling (or lack
thereof) have political, social, and symbolic consequences.

NOTES

1. The authors would like to thank Phyllis Japp and Christina Beck for their
insightful suggestions and careful editing of previous versions of this essay.

2. As a result of international pressures, communist governments throughout
Eastern and Central Europe agreed to free all their political prisoners in
1964. Officially, after that date, the Eastern European states (Romania in-
cluded) declared that they had stopped the persecution and incarceration
of political resistors, but unofficially the practice lasted until the fall of com-
munist regimes in 1989. From 1964 to 1989, however, instead of accusing
political resistors of crimes against the state, the communist governments
generally framed those who opposed them for misdemeanors or even seri-
ous civic offenses and indicted them on false charges. As Sharlet (1983) ar-
gued, political prisoners in Romania and the rest of Eastern Europe were
turned into “surrogate criminals,” who were being sent to trial

on fraudulent charges for such ordinary crimes as currency speculation
(Soviet Union and Romania), receiving stolen property (Poland), petty
and malicious hooliganism (Soviet Union), resisting arrest and battery of
a policeman (Czechoslovakia and Poland), drug charges (Soviet Union),
homosexuality (Romania), and rape (Soviet Union). The object of these
trials is to felonize the political behavior of dissidents while publicly de-
meaning their character in the process. (pp. 13–14)

Homosexuality was illegal in Romania and the rest of the Eastern European
bloc and therefore placed on the same level as rape or hooliganism. For con-
siderations of space and clarity of argument, our analysis focuses only on
the pre-1964 period. The post-1964 period deserves attention in a separate
chapter at another time.

3. Sara Baartman’s case is one of the most famous examples of racial inferior-
ity research conducted on people of African descent. Sara Baartman was a
Khoi Khoi woman who was taken from Cape Town, South Africa, in 1810
and displayed across Britain as an exemplar of “primitive” sexuality and ra-
cial imperfection. Taken from Britain to France, Sara Baartman’s body con-
tinued to be the object of experimentation that provided “scientific” support
to White supremacist ideas. After her death, Sara Baartman’s brain and
sexual organs were exhibited in Paris at the Musée de l’Homme until 1985
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when, after 175 years of degradation, her remains were finally taken back to
South Africa.

4. The convention that took place in June 1995 in Sighet is the third confer-
ence that aimed to collect testimonies given by former resistors and vic-
tims of the state. The previous two conferences took place in 1993 and
1994, and were held also in Sighet. The city of Sighet was chosen as the
symbol of repression and resistance in Romania because it has one of the
first prisons (now a museum) that was used against political resistors by
the communist state.

5. All personal communication cited in this essay was conducted in Romanian
and translated into English by Teodora Carabas. Excerpts of the original
tapes and the transcripts of the interviews are available upon request.
Please e-mail Teodora Carabas at Teodora.Carabas.1@ohio.edu

6. 100 grams is the equivalent of 3.5 ounces.
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8
Cross-Border Mass-Mediated Health Narratives:

Narrative Transparency, “Safe Sex,”
and Indian Viewers1

�

Arvind Singhal
Ketan Chitnis
Ami Sengupta
Ohio University

Consider the audience effects of the following mass-mediated narratives
that consciously incorporated health themes in their emplotments:

In 1986, when a character on Cristal, a Venezuelan tele-
novela [television novel or soap opera] was diagnosed with
breast cancer, the number of women viewers requesting mam-
mograms rose steeply in Venezuela. Later when the show was
broadcast in Spain, similar effects occurred (Andalao, 2003).

In 1999, when Soul City, the popular South African television
series, modeled a new collective behavior to portray how neigh-
bors might intervene in a domestic violence—that is, by gather-
ing around the abuser’s residence and collectively banging pots
and pans, pot banging to stop partner abuse was reported in
several locations in South Africa (Usdin, Singhal, Shongwe,
Goldstein, & Shabalala, 2004).

In 2000, when Camilla, the protagonist on Lazos de Sangre
[Blood Ties], a popular Brazilian telenovela, was diagnosed
with leukemia, the Brazilian National Registry of Bone Marrow
Donors reported that new donor registrations increased by 45
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times the average: from about 20 a month, to 900 a month (TV
Globo, 2003).

On August 3, 2001, when Tony was diagnosed with HIV on
an episode of the popular soap opera, The Bold and the Beauti-
ful, the number of calls to CDC’s AIDS hotline within the hour
increased 16 times over the previous hour (Beck, 2004).

These four narratives exemplify a rising trend in global media pro-
gramming, commonly referred to as the entertainment-education
communication strategy. Entertainment-education is the process of
purposely designing and implementing a media message to both enter-
tain and educate, in order to increase audience members’ knowledge
about an issue, create favorable attitudes, shift social norms, and
change the overt behavior of individuals and communities (Singhal,
Cody, Rogers, & Sabido, 2004; Singhal & Rogers, 1999, 2002). Enter-
tainment-education narratives generally consist of two types:
Long-running mass-media programs (such as Soul City in South Af-
rica) that are explicitly designed to promote particular health and de-
velopment themes, or programs (such as Cristal, Lazos de Sangre,
and The Bold and the Beautiful) that include certain health themes in
the context of a larger plot. The latter approach, commonly referred to
as social merchandizing, involves the conscious placement of a social
message, often a health message, in a popular mediated narrative (La
Pastina, Patel, & Schiavo, 2004).

The social merchandizing approach is increasingly gaining ground
among media producers in Hollywood and in other countries. For in-
stance, in 2002, over a thousand episodes of telenovelas produced by
Brazil’s TV Globo consciously incorporated a range of social issues,
ranging from safe sex, to blood and organ donation, to caring for the
environment (TV Globo, 2003). In an episode of Lazos de Sangre,
Capitu, a young Brazilian woman, purposely pulled out a condom dur-
ing a passionate romantic encounter, gesturing to her partner that sex
would only occur if it was protected. Episodes of El Beso del Vampiro
[Kiss of the Vampire] were timed for broadcast during the same week
as the International Blood Donation Day, encouraging Brazilian view-
ers to donate blood. In Hollywood, social merchandizing began over 40
years ago when scriptwriter Agnes Nixon incorporated a storyline on
uterine cancer in the popular soap, Guiding Light. Other popular Hol-
lywood narratives in which health issues have been incorporated in-
clude Maude (unintended pregnancy), thirtysomething (cancer), LA
Law (mental illness), Beverly Hills 90210 (violence against women),
The Young and the Restless (diabetes), 7th Heaven (teenage drug and
alcohol abuse), Friends (safe sex), and many others (Beck, 2004; Sharf
& Freimuth, 1993; Sharf, Freimuth, Greenspon, & Plotnick, 1996).
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Since the mid-1990s, the social merchandizing approach has further
gained currency in Hollywood through “Soap Summits” in New York
and Los Angeles, where Hollywood producers, directors, and scrip-
twriters gather to exchange experiences in incorporating health em-
plotments in popular narratives through the Hollywood, Health &
Society initiative of the Centers for Disease Control and the University
of Southern California which facilitates the incorporation of health
storylines in popular entertainment shows and through the Sentinel
for Health Award for Daytime Drama, presented to an outstanding
Hollywood narrative with a health storyline (Tony’s HIV storyline in
The Bold and the Beautiful received this prestigious award in 2002).

What happens when a Hollywood-produced popular narrative with
a health emplotment is broadcast in an overseas context? How is
Hollywood’s mass-mediated world of health-related persuasion, infor-
mation, and entertainment interpreted outside its borders? This chap-
ter analyzes how audiences in India interpret “safe sex” emplotments
in the Hollywood-produced sitcom, Friends. Drawing on a cultural ap-
proach to audience interpretation (McQuail, 1997), our research is
guided by Olson’s (1999) narrative transparency theory and Fisher’s
(1984, 1985a) narrative theory. Narrative transparency theory posits
transparency as “the capability of certain texts to seem familiar regard-
less of their origin, to seem a part of one’s own culture, even though
they have been crafted elsewhere” (Olson, 1999, p. 18). Narrative
transparency allows audience members of different cultures to project
their own stories, values, myths and meanings into a foreign text, mak-
ing them derive meanings as if the text was locally produced (Olson,
1999). Fisher’s (1985a) concept of narrative rationality, which exam-
ines the truth and coherence of a story, also holds important implica-
tions for audience members who interpret a foreign text. The present
research investigates the degree to which Indian audiences interpreted
the “safe sex” emplotment in Friends as being a “transparent” narra-
tive, and the degree to which Indian audiences viewed Friends as meet-
ing the requirements of narrative rationality.

HOLLYWOOD’S GLOBAL FOOTPRINT

The global reach of media corporations enables people of different cul-
tures to consume media products produced in foreign lands. These
global media corporations, only a handful in number, are primarily
based in the United States, mostly in Hollywood (Demers, 1999; Wolf,
1999). Consider the following: Worldwide, audiences are 100 times
more likely to see a Hollywood film than see a European film; further,
Hollywood satisfies 70% of the international demand for television
narratives and 80% of the demand for feature films (Home Alone,
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1997; Star Wars, 1997). Not surprisingly, Hollywood has been criti-
cized for media imperialism and creating a globally dispersed Western
monoculture (Boyd, 1984; McChesney, 1997). Past studies seem to
suggest that when consumed over a period of time, American media
products may influence how an audience member in a foreign country
may feel, dress, and act (McMillin, 2002; Olson, 1999; Rogers et al.,
2003; Singhal & Rogers, 2001). For instance, reception studies in
India found that the conception of the ideal female body type shifted
from round to thin, largely through heavy consumption of American
television programs (Malhotra & Rogers, 2000). Singhal and Rogers
(2001) also noted a shift in the depiction of Indian women in indige-
nous television programming from the traditional roles of motherhood
to that of a modern woman, especially after the advent of foreign satel-
lite channels in India in the 1990s.

Researchers have also found evidence of the growing popularity of
local and non-Western media products. For instance, Cantonese soap
operas are highly popular in Hong Kong, and Indian soaps draw large
audiences in India. Hybrid programs, such as Kung Fu movies, mod-
eled after James Bond movies, also are highly popular in Hong Kong
and overseas (Ang, 1996). Mexican and Brazilian telenovelas are now
exported throughout Latin America and in many countries of Asia and
Africa. Despite such evidence of popularity of non-Western media
products, American media products remain popular in most global
markets. Olson’s (1999) narrative transparency theory argues that
U.S. media texts have certain attributes that lend them a global and
cross-cultural appeal.

NARRATIVE TRANSPARENCY THEORY

Narrative transparency theory, first propounded by Olson (1999),
builds on Hall’s (1980) seminal argument that audiences can derive
multiple meanings from a text. Television allows for the production of
discursive knowledge and the intended meaning of a message may
thus change for different audience individuals. However, Hall’s analy-
sis does not explicitly deal with cross-cultural consumption of media
products; neither does it investigate the attributes of the text in the
meaning-making process.

Critical media scholars have attempted to explain what makes
American media products popular in other cultures (Newcomb, 1984;
Olson, 1999). The main explanations have centered on media hege-
mony and imperialism; few dealt with how audience members engage
with foreign texts. Newcomb (1984) investigated the language of televi-
sion and argued that the medium allowed for different interpretations

172 SINGHAL, CHITNIS, SENGUPTA



of its main ideology. In doing so, Newcomb challenged the predomi-
nant hegemonic view of global consumption, but still did not investi-
gate how American media products were interpreted in other cultures.
Olson (1999) suggested that if certain programs (e.g., Dallas) are pop-
ular among audiences from different cultures, the media text itself pro-
vides at least part of the explanation of its global popularity. Olson
argued that the message has a “universal” meaning because of the lan-
guage (or narratological devices) used to create it.

Narrative transparency questions the claim that indigenous cul-
tures are disappearing because of Western media onslaughts, and that
the monolithic American culture dominates the world. According to
Olson, “Although the same media products are reaching most people,
people do not possess the same ways of reading the meaning embed-
ded in these media products” (1999, p. 6). For Olson, the global media
texts are “transparent,” that is the text allows audiences to project their
own indigenous meaning into the global media product.

As noted previously, Olson’s (1999) argument built on the concept of
multiple meaning of media texts as espoused in reception studies
since the 1980s. Hall (1980) argued that, although a producer may in-
tend a “preferred reading” of the message, the audience might interpret
the text differently based on their social situation. Fiske (1986) sug-
gested the notion of polysemy, which means that there can be multiple
meanings given to one text. Olson extends this argument to suggest
that a media text has the ability to transcend cultures. Narrative trans-
parency argues that a cross-cultural understanding of the text may
take place because the audience individual interprets a foreign text
from their own transparent lens of cultural beliefs and values. Trans-
parency theory thus claims that in order to understand the popularity
of global media, one has to understand both the media text and the au-
dience members who consume them.

For example, the Gbagyi people in Nigeria interpreted Dallas very
differently from American viewers. Based on their cultural beliefs and
ideas, they drew connections between the traits of J. R. Ewing, the cen-
tral character, and their traditional myths. So J. R. Ewing was viewed as
the trickster worm in Nigerian mythology (Olson, 1999). Similarly, Lao-
tian refugees in the United States especially identified with news items
that dealt with Ethiopian refugee camps (Conquergood, 1986). The Lao-
tians felt they were “like” the Ethiopian people in the refugee camps. The
identifying elements of reality and vividness were drawn from their own
personal, lived experiences. Physical distance and dissimilarity in phys-
ical appearance were less important to the Laotian refugees than the
larger issues (such as displacement, hunger and poverty) shared by
both the Laotian and Ethiopian refugees. Viewers were able to push the
apparently “foreign” elements of the text to the background, focusing on
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personality traits (as in the case of J. R. Ewing) or social realities (as in
the case of Ethiopian refugees) that were common.

Elements of Narrative Transparency

The basic premise of transparency suggests no unified meaning in a
mediated text. Instead, audiences read the same text differently, de-
pending on the cultural context. The embedding of myths in the narra-
tive makes the text transparent. Myths consist of stories that a culture
makes about reality. Although different cultures have different myths,
the underlying premise of myths is the same: They satisfy human
needs (Olson, 1999). Myths are derived from mythotypes, which are
inherent human needs. Mythotypes constitute narrative structures
that evoke primary human emotions of “awe, wonder, purpose, joy and
participation” (Olson, 1999, p. 93). Although myths transcend cul-
tures and can change and evolve over time and space, the universal
mythotypes remain constant.

According to Olson, eight narratological devices2 internal to the text
can convey transparency: virtuality, ellipticality, inclusion, verisimili-
tude, openendedness, negentropy, circularity, and archetypal drama-
tis personae.

Virtuality is the creation of a psychologically convincing and elec-
tronically stimulating environment (Olson, 1999). Audience members
of long-running serials develop “hyperreal relationships” with the
characters. For instance, many viewers of the popular CBS TV pro-
gram, M*A*S*H, reported acute “separation” anxiety when the pro-
gram went off air. The M*A*S*H fictional family had become more real
to the viewers than their own families (Olson, 1999). The sadness felt
by fans of Ally McBeal when her childhood love and colleague, Billy,
died, provides another example of virtuality.

Ellipticality refers to the narrative technique of leaving the details
out (Olson, 1999). Ellipticality makes use of the mythotype of audience
participation, allowing the spectator to speculate on what may be going
on, and thus “completing” the picture in their own minds. For example,
in the Friends episode that we shared with our respondents in the
present study, audience members may wonder what might have hap-
pened in the bedroom when Monica returned to tell her friend Richard
that they will not be having sex that night. Viewers may wonder
whether or not they really could restrain themselves, creating an end-
ing that fits their beliefs and experiences.

Inclusion in texts is a quality that gives the viewer a sense that they
are participating in the unfolding of the plot rather than simply observ-
ing it (Olson, 1999). For instance, in Friends, writers consciously base
each episode on situations that young audiences commonly face: shar-
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ing an apartment, petty squabbles and fights about cleaning and cook-
ing, the pressure to go out on a date, falling in love with the wrong per-
son, and struggling to find a good job. Such narratives involve
audiences through the portrayal of universal experiences.

Verisimilitude implies that texts convey to the viewer a sense of
truth and realness. These plots appear natural and not something that
is “fantastic” or “way out” (Olson, 1999). The notion of narrative veri-
similitude is central to Fisher’s (1984, 1985a) theory of narrative ratio-
nality. Fisher argues that human communication is essentially
storytelling and all humans are storytellers. Fisher (1984) defined nar-
ratives as “symbolic actions—words and/or deeds—that have se-
quences and meaning for those who live, create or interpret them” (p.
2). Fisher (1985a) espoused the notion of narrative rationality, that
is, stories meeting the twin tests of narrative probability and narrative
fidelity. Narrative probability answers the question, “Is the story co-
herent?” allowing individuals to gauge whether or not the story makes
sense, is believable, and could be real. Narrative fidelity, on the other
hand, deals with the degree to which a story fits in with the audiences’
lives, past experiences, and present beliefs. Narrative fidelity gauges
whether or not viewers see the stories as fitting into their worldviews,
and whether or not these incidents could happen to them or someone
they know.

Openendedness refers to narrative texts that have no end; hence
there is no resolution of the plot (Olson, 1999). American soap operas
like Dallas and The Bold and the Beautiful are examples of such
plots. Openendedness, according to Olson, promotes the mythic quali-
ties of the media by encouraging audience participation. Because the
text has no definite ending, the viewer must revisit the program, hop-
ing for a sense of closure.

Negentropy refers to the manner in which a television narrative can
instill a sense of order among its viewers. By seeing the same charac-
ters in a familiar setting on a regular basis, viewers gain a feeling of re-
ality, through the mechanism of repetition (Olson, 1999). For Olson,
“Television becomes a mechanism for conveying sense and meaning in
a world that otherwise appears senseless and meaningless” (p. 98).

Circularity refers to the nature of narratives, which makes the story
return to where it began. Circularity restores balance to the narrative
and places the characters in a situation similar to where they initially
began (Olson, 1999). Olson provides the example of the grand return
of Odysseus in Homer’s epic, Odyssey, as involving circularity. Other
examples of circularity include the storyline of M*A*S*H, when the
characters return home from Korea, and the final episode of Seinfeld,
where the protagonists repeat the very dialogues that launched the
program (Olson, 1999).
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Archetypal dramatic personae are “authentic” characters that exist
in each culture, for example, the fair maiden, the handsome prince,
and the caring mother. Archetypal characters contain an affective com-
ponent that can transcend cultures (Olson, 1999). The four key arche-
typal characters in Western epics according to Olson, consist of the
fool, the wizard (or cleric), the knight, and the king. These archetypal
characters belong to myths and legends in almost all cultures and hold
universal appeal.

Based on the aforementioned review of narrative transparency the-
ory, we investigated how the combination of the eight mythotypes con-
tributes to the transparency of Hollywood’s narratives. In so doing,
we privileged the examination of the first four mythotypes—virtuality,
ellipticality, inclusion, and verisimilitude—as they seemed to gener-
ate the most revealing insights for our stated purpose.

Our analysis also focused on the other four mythotopes—openend-
edness, negentropy, circularity, and archetypical dramatis personae
albeit mostly for contextualization. Our investigation, specifically, was
guided by the following research questions: To what extent do Indian
audiences find the narrative of the Hollywood-produced sitcom,
Friends, to be transparent? How do Indian audiences subject the text
of Friends, especially an emplotment about “safe sex” to diverse
mythotypic readings?

METHODOLOGY

The present research, guided by an interpretive audience approach,
explores how local cultures organize mediated communication as an
activity, decoded content based on audience characteristics, and form
spectator identities through media use (see related work by Lindlof &
Meyer, 1987).

Data Collection Procedures

We conducted fieldwork during April 2003 with 39 heavy viewers of
Friends. These heavy viewers had watched Friends for at least two
years, considered themselves as fans of the program, tried hard not to
miss an episode, and avidly watched the show’s reruns. The research
procedures included 17 in-depth interviews (with both male and fe-
male viewers) and four focus groups discussions (which included 12
men and 10 female participants in total). All interviewees spoke fluent
English and all interviews and focus-group discussions were con-
ducted in English. We first asked all respondents questions regarding
their perceptions of Friends. We then showed an episode of Friends
with a “safe sex” , and interviewed on the content of that episode. The
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interviews were semistructured, allowing the respondents to express
their individual opinions.3

Respondents’ Profile

All 39 respondents (20 men and 19 women) were heavy viewers of
Friends, who hailed from three Indian cities—New Delhi, Chandigarh,
and Hyderabad. Their ages ranged from 18 to 45 years. Most respon-
dents were university students; others included homemakers and pro-
fessionals, including engineers, architects, and social workers.

The Object of Study: The Sitcom Friends

The Hollywood-produced sitcom, Friends, is set in Manhattan. It re-
volves around a group of six friends and their close interpersonal rela-
tionships: Rachel Karen Green, Monica E. Geller (Bing), Phoebe
Buffay, Chandler Muriel Bing, Ross Geller, and Joey Francis Tribbiani,
Jr. Friends began broadcasting in 1994 on the NBC Network and im-
mediately become very popular in the United States. The final season
was 2003–2004; Friends was the highest rated comedy program for
American viewers in the 18 to 49 age group for 5 straight years in a
row.4 In India, Friends began broadcasting on the Star World private
satellite channel during prime-time hours (8:30 p.m.) in the
mid-1990s. In 2003, Star World broadcast it at 7:30 p.m. and at mid-
night on weekdays. Reruns of Friends are broadcast in India on the
Zee English Channel on weekday nights at 10 p.m.

The episode of Friends that was viewed by our Indian respondents
purposely promoted the message of “safe sex.” It featured Rachel,
Ross, Monica, and her boyfriend Richard (played by Hollywood movie
star, Tom Selleck). Condom use was the main theme running through
the entire episode (condoms were mentioned six times).

The episode begins with Rachel, Ross, Monica, and her older boy-
friend, Richard (a medical doctor), relaxing in Central Perk, a coffee
shop in New York’s Greenwich Village. Monica says that she and Rich-
ard should sleep at her apartment that night. Richard says that he does
not have his pajamas. Monica replies that he may not need them, thus
hinting that they may have sex.

Richard and Monica arrive at her apartment, which she shares with
Rachel. Rachel and her boyfriend, Ross, are shown in a separate bed-
room, discussing how many men and women each had dated prior to
their present relationship. Rachel lists her former boyfriends. She
claims that all of the earlier boyfriends just involved “animal sex.” Her
present relationship with Ross, she states, is a romantic relationship,
not based just on sex. A parallel conversation is shown between Rich-
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ard and Monica. Richard admits that he dated only two women in his
life. One was Barbara, his wife for 30 years, and the second woman is
Monica. Monica is skeptical about Richard’s statement. Richard
thinks that Monica dated a large number of men.

Before sexual passions run over, both Monica and Rachel are shown
heading to the restroom in search of condoms so that they can both en-
gage in protected sex with their partners. Meanwhile, Richard and
Ross impatiently wait for their girlfriends to return. In their common
quest for condoms, Rachel and Monica realize that they have only one
condom in the apartment. After trying to solve their dilemma in differ-
ent ways, Rachel and Monica finally choose (through the “rock, paper,
and scissors” process) and Rachel gets the only condom. Monica tells
Richard, “not tonight,” because they cannot have unprotected sex.

Data Analysis

The data analysis consisted of coding and categorizing of the inter-
views and group discussions. We employed an open coding procedure
through which emergent concepts were identified and their properties
and dimensions were discovered in data. While coding the responses,
the emergent categories and subcategories were delineated and linked
to the specific mythopes that guided the audience engagement with
Friends.

TRANSPARENCY OF FRIENDS

Analysis of the data revealed that Indian audiences interpret some ele-
ments of Friends as being transparent and some as opaque as dis-
cussed in the following sections.

Virtuality

As noted previously, virtuality refers to the psychologically convincing
“hyperreal relationships” that develop between the audience members
and the characters of long-running television programs (Olson, 1999).
Indian viewers of Friends displayed elements of virtuality with certain
characters of Friends. For instance, Harpreet stated: “I’d like to meet a
character like Phoebe. … she is the kind of girl I’d like to be friends
with. Phoebe is free, always ready to explore. … she’s ready to partici-
pate … take responsibility. She has this strong, independent streak
about her, which I really like in a woman” (Harpreet, personal commu-
nication, December 2001).

Further, the characters in Friends were able to create a psychologi-
cal sense of reality among the Indian audiences. Several viewers liked
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Phoebe, both for her innocence and foolishness, which were seen as
normal human traits. Many respondents found her “excessively silly”;
some said that without Phoebe’s recurring faux pas, the program
would “lose its entire flavor.” Adil appreciated Phoebe’s innocence, la-
beling it as a “rare quality in a world filled with shrewd people.” Even
when viewers were critical of the actions of certain characters, labeling
them as dumb, silly, or irritating, they still viewed the characters as
real people, displaying real emotions.

Several respondents labeled Joey as their most favorite character
primarily because of his “simplicity” and for his “logical behavior.”
Some liked Chandler, for his “level-headedness” for having the “spirit
to go on” despite several traumatic experiences in life. Rekha liked
Chandler because of “the innocence on his face.”

Many of our Indian respondents related to the friendship portrayed
on Friends. The notion of “sharing things” with friends as well as “fight-
ing with them” was similar to their experience, and hence perceived as
real. However, for some respondents, the bonding and friendship
shown in Friends was seen as unreal: “What they show in Friends is
good, the way people live together and spend so much time together.
But we do not have time to always be with our friends. We manage to
spend only a couple of hours with them.” Adil, a graduate student in
New Delhi expressed how he felt the friendship portrayed on Friends
was not as deep as he had personally experienced: “Friends has not
taken up issues such as standing up for each other in times of crisis.
They have never shown a real-life crisis like running short of money.”

In summary, the Indian audiences display virtuality with most of the
Friends’ situations, relating the relevance of the situations to their own
lives to see points of convergence and divergence.

Ellipticality

As noted previously, ellipticality represents the narrative technique of
leaving the details out, allowing the viewer to speculate on what might
be happening (Olson, 1999). When our Indian respondents were asked
how they felt about Monica’s decision to call off sex for the night be-
cause of the nonavailability of a condom, we noted how it evoked sev-
eral speculative readings.

Amrik strongly believed that Monica’s actions would not be possible
in India. In India, the male partner “would not have been pushed aside
so easily”; instead, he would have “forced himself and persuaded the
girl to have sex.” Meenu, a young female viewer, believed that an Indian
man would have been upset, fought with his girlfriend for calling off
sex, and not been as understanding as Richard. Rakesh also felt that if
a man and a woman were spending the night together, it was impossi-
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ble to “shrug and pretend to say that [it] won’t happen.” Several re-
spondents felt that under the circumstances, sex would definitely
happen. Harpreet, a male respondent, agreed that it is hard to call off
sex: “Once you make a plan, you have to perform it. You cannot make a
plan and leave it half way. I will be willing to take [a] risk.” Even though
Harpreet believed that using a condom was necessary to avoid preg-
nancy, it did not mean that he had to forego sex.

Bala, on the other hand, felt that such a situation—that is, running
out of condoms—may arise in real life, and by watching how the char-
acters in Friends dealt with the problem, he learned how to possibly
act when confronted with a similar situation. Rakesh also felt that in
the absence of a condom, he would abstain from sex. In essence, for
some Indian reviewers, the Friends episode opened speculative read-
ings; for some others, the readings were more closed, whereby they ac-
cepted the manifest content portrayed in the plot.

The different readings of Friends suggest that its narrative is trans-
parent, allowing the viewers to fill in the gaps. In so doing, Indian re-
spondents negotiated preferred meaning of “safe sex” differently.
Some accepted it; some rejected it outright. Several Indian respon-
dents emphasized the impossibility of discussing sexual issues
openly. As Mrs. Vaish noted: “This is not part of our culture. If at all a
couple would discuss sex, they would have to be married.” So, in
some ways, the sexuality theme was opaque for our Indian respon-
dents, especially as they could not relate it with their cultural values
and sexual mores. However, the ellipticality in the narrative allowed
them to engage in speculation, fill in the gaps, and make sense of the
unfolding plot.

Inclusion

As noted previously, inclusion is a narratological device that gives the
viewer a sense that they are participating in the unfolding of the plot
rather than simply observing it (Olson, 1999). Dinesh, a New Delhi-
based male respondent, for instance, felt that the Friends plot was
“pretty close” to his reality. He emphasized that young women in Indian
metropolitan cities were open-minded, relatively free with boys, and
could talk about all sorts of things, including sex, much like the women
characters did in Friends. Dinesh felt that he could directly relate to
the program’s content as many of his young women city-based friends
openly discussed things with him. Atul, another male respondent,
highlighted how he felt included in the Friends’ plot: “I want to act like
Joey with my friends … the way he talks, he walks … his mannerisms
really appeal to me.” So Atul actively participated in the Friends’ narra-
tive by closely observing Joey while the program was on, and then also

180 SINGHAL, CHITNIS, SENGUPTA



in the post-viewing context, he modeled Joey’s behaviors in his inter-
personal interactions.

Rakesh, another male respondent, elaborated on how he and his
friends used to constantly spend time together—much like the friends
in the sitcom, and noted how two of his friends eventually decided to
get married—akin to the plot of Friends. Rakesh felt that the sitcom’s
narrative included and elaborated on his own lived experiences, noting
“Friends is so similar to the friendships I have … there is no stopping
me [from watching it].” Another respondent echoed a similar sense of
belonging and association with Friends. He observed, “I am able to di-
rectly associate with Friends. … We took a house on rent … three peo-
ple living together.”

Verisimilitude

As noted previously, verisimilitude refers to the textual quality that
conveys to the viewers that the plot is natural, real, and true to life
(Olson, 1999). Verisimilitude hinges on Fisher’s (1984, 1985a) twin
concepts of narrative probability—Is the story coherent?; and narra-
tive fidelity—To what degree does the story fits with the viewers’ lives,
past experiences, and present beliefs?

The Indian viewers assessed the narrative probability of Friends
based on their personal lived experiences. Most respondents were
highly uncomfortable about Monica being so open and suggestive
about having sex with her partner in the same apartment as her
brother, Ross. Bala noted, “Sex before marriage is not acceptable at
any level in India. You never disclose to your brother if it happened. It is
not proper.” Adil noted: “This never happens in India because here
brothers are very protective of their sisters.” Zaira agreed: “It is not
possible to be like this with my brothers. It is impossible.” Harpreet
was categorical: “We [in India] cannot tolerate such a relation. … I won’t
allow her [my sister] this type of behavior.” In essence, open discussion
about sex among opposite sex siblings, and the possibility of them
(knowingly) engaging in sex in adjoining rooms, is inconsistent with In-
dian cultural beliefs.

Our Indian respondents also felt that the situation depicting Monica
and Rachael fighting over a condom was inconsistent with Indian real-
ity. Stated Mrs. Vaish: “Monica and Rachael are fighting over one con-
dom. These things don’t happen in India.” Rekha concurred: “You have
your own condoms in ‘your own’ cupboard, but negotiating a condom
is a closed topic here.” Zaira from Hyderabad was even more em-
phatic: “Give me a break. Absolutely no. No way. This is absolutely
weird. This will never happen in India. I don’t think this even happens
in America.”
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Also, Indian respondents did not believe that Indian women would
take the lead in procuring a condom and deciding about whether or not
sex would happen. This aspect of the plot was inconsistent with the
perceptual “image of an Indian woman.” As one respondent noted: “It
is not good for a woman to carry a condom”; if she does, “her character
is not too good.” Another respondent clarified: “If her husband allows
her to carry a condom … then no problem; but it is different is he is un-
married.” Some respondents, however, agreed that Indian woman
should “take the lead” in protecting themselves from pregnancy.

Viewers also questioned the narrative probability of Friends regard-
ing the notion that Monica would go out with Richard, who is 30 years
older than her. This age incompatibility would be very odd in India. As
Mrs. Vaish stated: “To be very frank, the first thing that will come to
people’s minds is that the girl has married for money. No one in India
accepts that a girl can marry an older male for just love.” Further, In-
dian respondents could not relate to the idea of a girl dating so many
people, and having so many sexual partners.

Our respondents also assessed the narrative fidelity of Friends
based on their own lived experiences. Many respondents could relate
to the living arrangement of the six main characters in Friends, as they
too had either shared a dorm room with friends while in college, or
presently shared an apartment with friends. However, certain aspects
of the narrative resonated more with the Indian context than certain
other aspects. For instance, viewers found the explicit and open dis-
cussion regarding sex, especially the conversation of the number of
previous sexual partners as distasteful. One viewer stated: “The can-
didness is quite American. I don’t expect this to happen in India.” An-
other respondent stated that it is unacceptable in India to disclose to
your partner that you “had sex with that guy last night,” while in the
United States, this perhaps would be acceptable. Priya, a 21-year-old
unmarried female respondent, noted: “Though some girls do have sev-
eral sexual partners, they do not talk about it, as premarital sex is still
taboo in India, so they won’t share this with even a best friend.”

Rekha, a young woman mentioned that things were “very different in
India.” A mother in her forties clearly felt that she, understandably,
could not identify with the lifestyle portrayed on Friends. Mrs. Vaish, a
New Delhi-based homemaker concurred:

… the kind of lifestyle they lead, we wouldn’t dream of letting our kids live
in such proximity with the opposite sex, or at least we hope they won’t.
But things have changed, so I won’t be surprised or horrified if such a
thing was to happen in my family.

Responses from younger Indian viewers were more liberal, compared
to the relatively more conservative beliefs held by the married and
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more senior (in age) respondents. Younger respondents acknowledged
that such “free-wheeling” sexual relationships with the opposite sex
were possible, even if not very probable. Most respondents felt that
sexual openness was not yet acceptable in India.

Other Mythotypical Elements

Consistent with our stated purpose, in the previous section, our analy-
sis of Friends in India focused privileged the mythotypes of virtuality,
ellipticality, inclusion, and verisimilitude. However, for contextual-
ization, we further analyze how the mythotopes of openendedness,
negentropy, circularity, and archetypical dramatis personae influence
Indian audiences’ reading of Friends.

As noted previously, openendedness refers to the textual quality of
no resolution, which forces the viewer to return to the program with a
hope for closure. The plot of Friends, consistent with the sitcom genre,
evolves episodically without an actual ending to the storyline.5 How-
ever, the ongoing narrative of Friends brought relief to the Indian audi-
ences at the end of each episode—as the characters resolve their tricky
situations. In this sense, Friends is an episodically “closed” text, but as
a genre ongoing and openended.

As noted previously, negentropy refers to the textual quality of in-
stilling a sense of meaning and order among its viewers. Seeing the
same six characters in familiar settings on a regular basis was mean-
ingful to the Indian viewers of Friends. Several of our respondents
commented on the “thick” friendships among the series’ six (both male
and female) characters, something that they wished for in their per-
sonal lives. Watching these virtual friendships brought a sense of or-
der, or negentropy, to the lives of these viewers.

As already noted, circularity refers to the narrative quality that
makes viewers return to where the story began. Circularity also means
placing the characters in a situation where they initially began. Our In-
dian viewers noted that they “looked forward” to the theme song of
Friends, for it marked the beginning of yet another date with the six
characters of the programs. They noted that the Friends’ plot would in-
variably begin in the Greenwich Village Central Perk coffee shop. This
narrative return to the familiar setting was like returning to the old fa-
miliar launch pad, only to take off again.

As noted, archetypal dramatic personae are “authentic” characters
that are found in each culture and evoke affective responses across cul-
tures. For example, many narratives include the archetype of a medi-
eval knight, usually in the form of valiant die-hard romantic who steals
the heart of young woman; or the archetype of a court jester, usually in
the form of a comedian who entertains through humor. Several Indian
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respondents, as noted, considered Phoebe’s role in Friends as being
“silly, dumb, foolish, and funny.” She exemplified the archetypal per-
sonae of a court jester.

CONCLUSIONS

The present chapter investigated how Hollywood’s mass-mediated
world of health-related persuasion, information, and entertainment is
interpreted outside its borders. We drew on Olson’s (1999) narrative
transparency theory and Fisher’s (1984, 1985a) narrative theory to
analyze how Indian audiences subjected the ideological and “safe sex”
narrative of Friends to diverse mythotypic readings. In so doing, we re-
sponded to the call by cultural studies scholars to explore the intersec-
tions between texts, audience members, and their contexts.

The analysis just presented clearly shows the value of applying theo-
retical lenses to investigating the popularity of global narratives like
Friends, which may purposely incorporate health messages as part of
a social merchandizing approach. Clearly, most Indians watched
Friends for a variety of reasons. Their motivations and involvement in
Friends support, in various ways, Olson’s (1999) mythotypes of virtu-
ality, ellipticality, and verisimilitude, and Fisher’s (1984, 1985a)
concepts of narrative probability and fidelity. Not surprisingly, Indian
viewers used their own lived experiences in interpreting Friends, and
negotiated meanings based on personal values, lifestyles, and prevail-
ing cultural norms.

It was interesting how ellipticality, which involves audience mem-
bers filling in the gaps in the narrative, engendered highly affective re-
sponses from the Indian viewers. Our viewers wrestled with the role of
women in initiating (and calling off sex), flaunting their multiple part-
ners in premarital sexual encounters, and the like. In most instances,
either the audience rejected the narrative because it was foreign to
their experience, or they strongly felt the characters should have been
married, in which case condom use and sexual openness become per-
missible. In essence, audience members provided their own culturally
reasonable and acceptable speculations and resolutions to the unfold-
ing “safe sex” emplotments. This finding suggests that although trans-
parency narrative theory allows for audiences to bring in their own
cultural values to interpret a foreign narrative, in reality, the viewers
can go beyond to change the plot’s context in order to fit their own pre-
vailing realities.

One of the most revealing facets of this study was the sense of “cul-
tural difference” that was clearly articulated and elaborated by Indian
viewers of Friends. The difference was encapsulated in responses such
as “It happens in the U.S. but not here in India,” “That is American cul-
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ture not Indian,” and “They [the U.S.] have no culture.” These refer-
ences to the cultural difference espoused by Indian viewers can be
construed as an indicator of the opacity of the narrative. However,
opacity does not lead audiences to reject the entire narrative of
Friends, nor did it offend their cultural sensibilities to the extent that
they would switch off the program. In essence, opacity was identified
for some specific issues but not for the whole program. While enjoying
the program, when appropriate, the audience simply told themselves
that this was a “window on another culture; it was not their own.” And,
on certain occasions, viewers viewed this difference in the context of
how things were changing in India, and may be in the future.

Interestingly, viewers acknowledged that what is shown on Friends
may not happen in India at the present time but may well take place in
the coming years. This finding was evident especially among respon-
dents who saw a looming “generation gap” between the prevailing In-
dian values with respect to mixed-sex friendships and sexuality and
what was openly depicted on Friends. For instance, none of the In-
dian respondents said that they would feel comfortable watching
Friends with their parents, grandparents, or other family elders. Sev-
eral young viewers freely acknowledged that they were drawn to
Friends because they knew the program would be considered taboo
by their elders, and by watching it, they got the vicarious pleasure of
going against the norms.

Linked to the reality of intergenerational difference in engaging with
the sitcom was the theme of an “emergent culture,” a new Indian cul-
ture, which according to majority of the Indian respondents models
American culture. Although subtle, this theme was evident in almost
all responses. The viewers felt that India was gradually moving toward
a free-wheeling, sexually open culture, especially among the urban,
elite youth who ape fashions of New York and Paris, drink coffee and
cappuccinos, and hang out in bars and nightclubs. However, even
those who embody this emergent Western culture live in a culture
where sexual mores, in general, are highly conservative. For them, and
for others, the sitcom may fill a desired vicarious need.

Does the watching of Friends, especially its sexually explicit emplot-
ments, create possibilities for new health and lifestyle narratives by
audience members? Our data suggests that watching of American televi-
sion shows such as Friends spurs conversation (even if in hushed tones)
among Indian viewers about topics that were hitherto taboo. Without
necessarily accepting the “foreign” messages, Indian audience mem-
bers—through repeated and consistent exposure to mediated programs
like Friends—gain familiarity with, and a lingo for, talking about taboo
topics. Over time, it is likely that repeated conversations on taboo topics
make them less problematic, gradually shifting social mores.
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What value did our investigation of the “safe sex” emplotment in
Friends in India add to our understanding of Olson’s (1999) narrative
transparency theory? Interestingly, humor, as a narratological device,
emerged as an overarching mythotype in our respondents’ voices, even
though it is not exclusively singled out in Olson’s schemata. Humor,
overwhelmingly, was brought up as being the primary affective motiva-
tion that goaded Indian audiences to regularly tune into Friends. Even
though not all the jokes and funny lines were completely grasped by In-
dian viewers, it was clear that most respondents watched Friends be-
cause they found it humorous and relaxing. Despite the cultural-
situatedness of jokes, humor about sex (and sexual innuendos, in par-
ticular) seemed to transcend cultural boundaries.

Further, what value did our Indian investigation of the “safe sex” em-
plotment in Friends add to our understanding of how entertainment-e-
ducation programs are interpreted by audiences? Although most
entertainment-education initiatives are framed within a psychologi-
cal–cognitive framework to purposely influence audience members’
knowledge, attitudes, and behaviors (Singhal & Rogers, 1999; Slater,
2002), our research design and results illustrate the efficacy of em-
ploying a dialogic and socicultural approach to assessing entertain-
ment-education effects. Our study points to the importance of
recognizing how media texts, audience members, and contexts inter-
sect to create multiple polysemic readings.6 Our Indian respondents,
far from being culturally duped by a foreign text, actively engaged with
Friends to achieve varied ends—including the mocking (and, in some
cases, the outright rejection) of American culture. Such results could
only be revealed through a dialogic approach to assessing entertain-
ment-education effects. By exploring how individuals negotiated
unique meanings about health and sexuality with Friends in their dif-
ferentiated contexts, our analysis ultimately illustrates how texts be-
come sites of struggle over “preferred” meanings.

When entertainment-education programs seek to engender “pre-
ferred” meanings among audience members, it raises various ethical
dilemmas (Singhal & Rogers, 1999). These dilemmas underscore the
difficulties of planning entertainment education in the United States
(Slater, 2002), and perhaps especially so when they are enacted across
nation-states in the global public sphere. The prosocial content di-
lemma arises when the message is construed as prosocial by certain
audience members and antisocial by others. Although some Indian au-
dience members may consider the use of condoms in a first-time sex-
ual encounter to be desirable, others may view depictions of sexual
activity as promoting promiscuity. The source-centered dilemma
deals with who decides what is prosocial. Should Hollywood produc-
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ers really be deciding how people in India should be managing their
sexual encounters? The unintended effects dilemma deals with the
undesirable and unintended consequences that may result from
adopting a certain “solution” depicted in a media text. What if an Indian
woman is beaten by her male partner because she unilaterally calls off
sex because a condom is unavailable? So, on one hand, a transparent
narrative might empower an audience member to actively engage with
the media text and make choices based on their situated context. On
the other hand, does this freedom of interpretation afforded by a trans-
parent narrative lead to greater risks for audience members in com-
parison to a close-ended opaque narrative, where the path of action is
prescribed? Ultimately, the ethical dilemmas of entertainment-educa-
tion texts are decided by audience members, who choose (or not
choose) to embrace a “preferred” reading.

In ending, our analysis of Friends helped us gain theoretically rich
insights on how Hollywood weaves its global web of transparent mass-
mediated narratives. When such Hollywood-produced mass-mediated
narratives include health emplotments, they raise important ques-
tions for scholars interested in the role of narratives in enacting wel-
lness in the global public sphere.

NOTES

1. We thank the following individuals and organizations who helped support
the present research: The Centers for Disease Control and Prevention, Pop-
ulation Communications International, and the Center for Media Studies,
New Delhi. We especially thank Irwin “Sonny” Fox, Everett M. Rogers,
Avinash Thombre, Mrs. P. N. Vasanti, Adite Chatterjee, Sanjeev Kumar, Alok
Shrivastav, V. V. Sundar, Michael I. Arrington, Devendra Sharma, and
Saumya Pant for their inputs to the present project. A previous version of
the present paper (Chitnis, Sengupta, & Singhal, 2004) was presented to
the International Communication Association, New Orleans, May, 2004. We
also thank Drs. Lynn M. Harter, Phyllis M. Japp, and Christie S. Beck, the
editors of this volume, for their detailed and valuable comments on a previ-
ous version of this manuscript.

2. In addition to these eight devices that embody the internal “structural” as-
pects of the narratives, Olson (1999) called attention to two mythotypes that
represent the media text’s external attributes and contribute toward its
transparency: omnipresence and production values. Omnipresence refers
to the constant presence of electronic media in our lives— whether at home,
in a doctor’s waiting room, or in a shopping mall. Production values include
the budgetary and other technical inputs which enhance the audience re-
ceptivity of a media message. Olson argues that Hollywood products are
globally attractive because of their mega production budgets and elaborate
special effects.
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3. The data collection was commissioned to a professional New Delhi-based
media research organization, Center for Media Studies, which also tran-
scribed the interviews.

4. Since its launch, it has been nominated for a record-breaking 55 Emmy
Awards, including the Outstanding Comedy Series, a recognition it won in
2003 (www.nbc.com/Friends/about/index.html). Friends is presently
broadcast in over 100 countries, including Slovenia, Brazil, Croatia, Aus-
tralia, and India, and is especially popular among younger populations. An
estimated, 500 million people worldwide watch the show on a weekly basis.

5. Friends had its tenth and final season (2003–2004) of broadcast in the
United States; although through syndicated reruns, it will maintain its pres-
ence on United States and overseas markets for years to come.

6. In this sense, our research may hold implications for the growing body of
literature on interpretive communities that arise when people sit together
and watch a media program together (Beck, 1995, Biocca, 1988; Gunter,
1988; Lindlof, 1988). An interpretive community exists when individuals
who count themselves as members of a viewing community collaboratively
co-define the viewing experience (when cheering, e.g., for a particular foot-
ball team; or when watching a soap opera).
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III
Narrating and Organizing

Health Care Events and Resources

�

INTRODUCTION

Lynn M. Harter
Ohio University

It was a sultry and slow summer evening in Athens. Emma
Grace and I walked to the mailbox. On our trip back to the front
porch, I fingered the envelope from my folks, Rich and Bev
Harter. A smile crossed my face as I opened the letter and read
the enclosed newspaper article. “Senator Chuck Hagel went to
the front lines this week to listen to the life-and-death concerns
of those who watch and wait and worry as Congress tackles
Medicare reform,” the article began, accompanied by a photo-
graph of the senator engaged in conversation with several
health care providers and patients (Walton, August 6, 2003, p.
1B). As a House-Senate conference committee deliberated
about potential changes in Medicare legislation, Senator Hagel
conducted focus groups with people who have cancer in hopes
of better understanding the complexities of health care delivery
in clinics, cancer centers, and hospitals. My father was one of
the participants. “As Congress searches for a political solution
to the Medicare impasse, Rich Harter of Plattsmouth told Hagel
he hopes it will be alert to the danger of ‘unintended conse-
quences’ that could damage the quality of health care” (Walton,
August 6, 2003, p. 1B). My smile broadened as I beamed with
pride and reflected on the inter-textual nature of our storied
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lives, among other things. My Dad is usually the first person I
show my recently published works, many of which draw on
Gidden’s Structuration Theory to highlight “unintended conse-
quences” of discursive practices and patterns.

I flashed back to August, 1997, when my father was diag-
nosed with multiple myeloma. The second year of my doctoral
work had just begun. I had completed a course under the direc-
tion of Dr. Phyllis Japp on Rhetoric and Health, and was working
as her teaching assistant in an Introduction to Health Communi-
cation undergraduate course. In punctuating key moments in my
personal and professional journey in narrative and health, my
father’s battle (his metaphor of choice) with cancer remains cen-
tral to the plot. Multiple myeloma is a rare form of blood cancer
(constituting approximately one percent of cancer cases in the
United States) in which cancerous plasma cells in the blood form
tumors, termed myeloma, in bone marrow. My father’s co-con-
structed and ever-evolving story of cancer includes multiple
treatments, from five years of chemotherapy to an experimental
stem cell transplant to daily doses of various potent steroids,
thalidomide and narcotic pain medications; multiple side-effects
and emergency interventions, including surgery to have part of
his colon removed; diverse settings of care including cancer clin-
ics, hospital settings, and home health care; and a cast of char-
acters including health care providers, family, friends,
participants of an online support group, former colleagues, and
members of the local Catholic parish.

An ambient, opaque silence enveloped my father’s initial di-
agnosis and increased our collective sense of chaos, dislocation,
and loss. Initially, and then intermittently over the subsequent
seven years of treatments, words failed to capture our fear. Yet,
in other moments, storytelling emerged as a resource allowing
us to reconnect, weave webs of significance and cohesion, and
create meaning out of what otherwise might have remained an
unbearable sequence of happenings. I’ve learned more about
my father—his tour with the Army Special Operations com-
mand in Southeast Asia, his calling as a trial attorney, his
painful first marriage—in the past seven years of coping with
this “terminal” illness than in the preceding 27 years of my life.
My father’s multiple myeloma continues to serve as an occasion
for family members to re-visit past experiences and re-envision
future priorities. Storytelling functions as a symbolic ritual
helping our family, most of the time, to engage in sense-mak-
ing, (re)construct identities, and live healthy lives in the midst
of cancer and its symptoms, side-effects, and suffering.
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The interconnectedness of narrative activity surfaces as an undercur-
rent of this book. Institutional settings of all sorts, including health
care contexts, supply the narrative auspices under which selves come
to be articulated. At the same time, individual and institutional stories
reflect and create, or at the very least, contribute to, broader socioeco-
nomic political conditions as they are expressed through grand narra-
tives (e.g., capitalism, technology as progress). My father’s story of
multiple myeloma continues to evolve as a constellation of stories in-
cluding our family’s (re)history, institutional narratives, societal myths
and metaphors. For example, our family narrates our experiences,
usually unconsciously, using the dominant biomedical language of mil-
itary warfare: My father “fights” the cancerous cells “armed” with the
most “powerful” technology that money can buy and with a team of
oncologists “leading the charge.” When narrative theorists draw atten-
tion to webs of interwoven social forces—market patterns, institu-
tional practices, lived experiences of individuals—the locus of
observation expands to include the hegemonic and material con-
straints that often lie beyond the awareness of individuals, including
organizational features that enable, constrain, justify, mask, and mys-
tify the interests of particular individuals or groups.

Communication scholars commonly assert that organizations are
both the medium and outcome of discourses, always in a state of be-
coming, grounded in symbolic action, and anchored in social practices
(Fairhurst & Putnam, 2004). The rules and resources drawn on by or-
ganizational members are at the same time the means of system repro-
duction. Almost 20 years ago, Dennis Mumby (1987) positioned
narrative as a principal symbolic form through which organizational
structure and ideology are (re)produced and resisted. Mumby wrote:

Narratives do not simply inform organization members about the values,
practices, and traditions to which their organization is committed.
Rather, they help to constitute the organizational consciousness of social
actors by articulating and embodying a particular reality, and subordi-
nating or devaluing other modes of “organizational rationality.” (p. 125)

Narratives are central to how we bring order and meaning to our lives,
and as such remain the coin and currency of organizational and com-
munity life. Indeed, collective life would be impossible were it not for
our human capacity to organize and embody lived experience in narra-
tive form. It is out of narrative rituals that we carve lives for ourselves—
and organizational forms.

All social structures, including health care organizations, can be
conceived of as narrative threads or fragments of broad discursive
forms (e.g., bureaucratic forms). Providers, patients, and politicians
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alike consume these representations, reproducing and/or resisting
them in the daily performance of their roles. In the focus group led by
Senator Hagel just mentioned, patients and family members urged the
Senator to prevent the restructuring of Medicare that would limit pa-
tients’ access to cancer clinics by cutting reimbursement to clinics by
$500 million dollars. One participant, Jerry Krupinsky, shared, “Can-
cer in itself is devastating … If I had to go to the hospital, instead of
coming here [a cancer clinic], not knowing my nurse as I do now, it
would be even more devastating” (Walton, 2003, p. 1B). In this case,
the resources (and vulnerabilities) bestowed on patients and their
families through the potential restructuring of Medicare operate at
odds with their lived stories. Participants’ stories collide and compete
with institutional and societal narratives that strive for efficient and
fiscally sound ways of organizing finite health care resources. Senator
Hagel entered the co-construction of these seemingly incompatible and
clashing realities. “I don’t want you to worry that we will take away
Medicare reimbursements for chemotherapy in clinics or as outpa-
tients,” he said. “We’re not going to do it. We’re going to straighten this
out. We won’t let this happen” (Walton, 2003, p. 1B).

Narrative practices, including who is entitled to tell a story and when
it can be told, reflect and establish power relations in a wide range of
domestic and community institutions. A case in point: Multiple
myeloma did not receive widespread public recognition and attention
until June, 2001, when Geraldine Ferraro testified on Capitol Hill to
the Senate Appropriations and Labor, Health and Human Services
Committees (Ferraro, 2001). Ferraro testified, from a self-described
position of privilege and power, about her own diagnosis of multiple
myeloma, including her treatment protocol and how the cancer has
impacted her personal and professional relationships. I celebrated
when Ferraro, a prominent figure in our culture’s political scene, drew
Americans’ attention to the debilitating and painful condition of multi-
ple myeloma, and I supported her call for research about its causes
and consequences. Yet, I remain aware of how political power and ac-
cess are not exclusively benign processes—powerful individuals help
to set agendas, influencing which diseases are highlighted and which
are ignored. Health problems of grave importance to significant num-
bers of Americans remain unnoticed because of a lack of publicity (e.g.,
childhood asthma, prenatal care) whereas relatively rare conditions
receive attention and funding because of the clout of public
spokespersons (e.g., multiple myeloma, Lou Gehrig’s disease [ALS]).
Moreover, I would be remiss not to recognize that the visibility of Sena-
tor Hagel “on the frontlines” (Walton, 2003, p. 1B) with cancer patients
fosters a powerful narrative about his interface with constituents gen-
erally and health care issues specifically.
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The chapters in this section also illustrate how institutional and cul-
tural narratives articulate possibilities and preferences that social ac-
tors invoke as they live their lives. In chapter 9, Bill Rawlins vividly
portrays how narrative is fundamental to the everyday accomplish-
ment of medical knowledge and medical work. Through dialogue with
his father, Dr. Jack Rawlins, Bill draws us into the career of one fam-
ily’s physician. Dr. Rawlins’ narration illustrates the often unacknowl-
edged position of health care providers as characters within and
co-authors of patients’ life stories, and encourages readers to reen-
vision the professional discourse of medicine as co-constructed, inter-
textual, narrative activity. For example, Dr. Rawlins poignantly shares
a story of how he learned from another doctor to look for birds in chil-
dren’s ears—a strategy that successfully alleviated kids’ anxiety to-
wards otoscopes. Whenever Emma Grace and I visit her pediatrician,
we now look for birds in her ears, mouth and tummy. We hope Dr.
Rawlins’ lifework as a narratively competent health care provider will
be understood, appreciated and co-performed by readers.

Jayne Morgan-Witte (chap. 10) also explores narrative knowledge
among caregivers. From an ethnographic standpoint, Jayne observes
webs of storytelling in contemporary medical backstages—nurses’ sta-
tions. Jayne’s insightful analysis illustrates how the narrative con-
struction of knowledge by medical professionals endorses and enacts
certain value structures. The discourses of the biomedical model, in-
cluding the norm of “detached concern” displayed by providers in this
study, represent institutionalized narratives about how people, labor,
and health care delivery should be arranged and enacted. Participants
in Jayne’s study embody and normalize such narratives in mundane
interaction and in so doing (re)produce particular identities. The bio-
medical narrative functions as a textual guide that directs the forma-
tion not only of individual identities (e.g., the health care provider as
distant and objective expert) but also organizational form (e.g., the
prevalence of structures that privilege instrumental rationality).

Sunwolf, Larry Frey, and Lisa Keranen (chap. 11) emphasize the
therapeutic value of storysharing for multiple stakeholders in health
care encounters. By foregrounding the importance of listening to nar-
ratives, Sunwolf and her colleagues illustrate possibilities for engaging
in dialogic narrative practice and position narrative activity as central
to the organizing of health care resources. They describe numerous ex-
emplars of how storytelling and story listening have been employed
therapeutically in health contexts ranging from chronic conditions
such as cancer and asthma to cases of severe trauma.

By carefully documenting existing limitations in palliative care, and
by extension the preparation of health care providers, Sandra Ragan,
Tiffany Mindt, and Elaine Wittenberg-Lyles (chap. 11) present a com-
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pelling case for narrative medicine and the possibilities (and potential
limits) of narrative-based medical education. Sandra and her col-
leagues situate narrative-based education in the broader humanistic
pedagogical movement in medical schools and provide readers with an
extensive collection of resources on narrative pedagogy and its ability
to develop students’ cultural sensitivity, listening skills, and abilities to
recognize and wrestle with ethical dilemmas. When positioned within
the legacy of studies about the professional socialization of medical
students, this chapter points to the importance of situating socializing
discourses within social, political, and historical moments (e.g., con-
sumer ideologies have led to increased accountability of providers for
the satisfaction of patients and families).

Narativity creates and maintains organizational life by (re)produc-
ing and resisting social orders. Such is the case in the organizing of
health care resources—within and beyond the boundaries of health
care organizations. Patrice Buzzanell and Laura Ellingson (chap. 13)
co-construct the story of one woman, Tara, who encounters preg-
nancy-related complications and an unsympathetic employer. Patrice,
Laura, and Tara candidly illustrate how personal narratives are em-
bodied within (and shaped by) organizational and societal narra-
tives—some of which are ambiguous and competing—and reveal the
theoretical and practical potential of feminist analysis. Their analysis
is suggestive of the political nature of storytelling in and about organi-
zational life, activity that cannot be viewed independently of the ideo-
logical meaning formations and relations of domination within which
they are communicated (e.g., entrepreneurial discourses). Meanwhile,
the authors also highlight the power of counternarratives to reclaim
moral agency.

Magdalyn Miller, Patricia Geist-Martin, and Kristen Cannon Beatty
(chap. 14) likewise reveal the power of counternarratives to repair
damaged identities—of individuals and communities. Magdalyn and
her colleagues share a case study of the Tariq Khamisa Foundation
(TKF), an organization that works to disrupt dominant narratives of
teenage violence and aggression and promote nonviolent behaviors
through pedagogies of peace. The mobilizing narrative of TKF illus-
trates how the structural properties of narratives (e.g., emplotment,
characters) become powerful repertories of protest. Ultimately, the
storytelling that emerges through TKF’s pedagogies of peace demon-
strate why narratives have long been a favored route to teaching
moral and ethical behavior.

These chapters represent starting points for describing and chal-
lenging narrative practices and patterns. They provide us with visions
for how to (re)organize health care resources in ways that dignify
rather than diminish the human spirit. Moreover, they resist the temp-
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tation to position organizations as mere containers of narrative life. In
some chapters, the organization is a primary character in the unfold-
ing story—a protagonist or hero constraining or enabling humanistic
and effective health care (see e.g., Buzzanell & Ellingson, chap. 13, and
Miller, Geist-Martin, & Cannon, chap. 14). In other chapters, health
care organizations emerge as settings that shape and are shaped by
webs of storytelling among diverse stakeholders including health care
providers and patients (see e.g., Morgan-Witte, chap. 10, and Sunwolf,
Frey, & Keranen, chap. 11). Collectively, these authors and chapters il-
lustrate the ability of communication theory–research-praxis to yield
insights into complex patterns and relationships—analyses that, in
turn, become resources for organizational and social change.
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9
Our Family’s Physician

�

William K. Rawlins
Ohio University

I’m 14 years old and my band, The Dynasty, is playing at the Seaford
Summer Canteen. It’s a fiercely hot and humid midsummer night—a
“close” one, as we call it in lower Delaware. The junior high cafeteria is
packed with high school students—the boys with Beach Boy hair cuts,
madras shirts, and white jeans; the girls with shoulder-length “Cher
hair,” halter tops, and tight white cut-offs. We’re doing “My Generation”
by The Who, and I’m drummin’ like crazy. I play football, basketball,
and baseball for our school, but I have never sweated like this. Emu-
lating Keith Moon’s gnashing, frenzied drum solo beat keeping for the
last four minutes of the song is pretty well tapping me out. I can’t hit my
cymbals for the last chord of the song because both of my arms are
clenched to my chest, and I can’t pry them open. Scared and upset, I
shriek to my band-mates, “I can’t move my arms!”

Bill Waller, our bass player, bolts to the pay phone and calls the fam-
ily doctor. He knows the number well because that doctor is my dad.
“Well, hello, Duck,” my dad says. “Aren’t you with Bill?” Duck Waller
tells Dad about what’s happened and how terrified I am. “Tell Bill not to
worry. You’re in the cafeteria, aren’t you?”

Duck says yes. “Well, go over by the service windows where they
store the salt shakers. Pour half of one into a Coke, and tell Bill to drink
it down. He’ll be fine in a matter of moments.” Truer words were never
spoken. We finish the gig without a hitch, and I still carry salt tablets in
my drums’ trap case to this day.

* * *
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Of course, this wasn’t the first time my dad answered a phone call or
made a house call with healing wisdom for me and nearly everyone else
in our small town during his 40 years of practicing medicine, and it
certainly would not be the last. In fact, I’m 51 now and called him a few
weeks ago for two reasons.

“Dad, I was talking to one of my colleagues the other day who is edit-
ing a book on narrative approaches to medicine. She has heard me
speak before about your life as a doctor. On many occasions, I have
characterized you as ‘The Last of the Marcus Welbys’ and as someone
who would rather talk his patients into good health than simply pre-
scribe drugs. She wondered if I might be interested in interviewing you
and developing a chapter describing your experiences as a family phy-
sician. I am excited by her encouragement because at the very least we
would have a record of you similar to the one Cousin Jimmy made of
Grandmother that we all treasure so much. But I am also confident
that you have some terrific stories to tell that are very much in the spirit
of the book and useful for folks in health communication to think
about. When we come east after Christmas, maybe we could find some
time for me to interview you. What do you think?” “It sounds fine,” my
dad replies. “Let’s see how it goes.” “That will be great. I’ve got some
spiffy new recording equipment that they bought me when I came here
to OU, and I think you’ll find it intriguing. But I’ve actually got a medical
question to raise with you as well …”

For as long as I can remember, I’ve had the privilege of asking my
dad “medical questions.” The unspoken rule in my experience, how-
ever, especially when we are talking on the phone, is to label them as
such. This gives my mom the opportunity to excuse herself from the
conversation although we will call her back when the “medical talk” is
over. In my estimation, my dad is an extraordinarily talented diagnosti-
cian with a rigorous yet comforting “bedside manner,” even when he is
talking on the phone. Although he has always been reluctant to diag-
nose conditions without physically examining someone and carefully
qualifies what he says, he is very good at narrowing the possibilities
and offering reassurances or suggesting immediate attention from
someone else based on the “indications” he has to work with. In truth,
it is difficult for me to convey to you the confidence I have in my father’s
judgment in all matters medical; it borders on absolute. Paradoxically,
any limits I have ever placed on his judgment have occurred because he
has judged himself to be limited with regard to particular questions I
have asked him. In such instances, he sends me elsewhere while he
also “looks into it further.”

For a couple days, I have been complaining to my wife Sandy about
my skin “burning” along the outside right ridge of my back ribcage.
Perhaps because I was raised as a physician’s son, I have developed

198 RAWLINS



my own diagnosis. For the past 2 weeks, I have spent an hour a night
sanding and varnishing some oak closet doors. I started noticing
what I perceived as pain in my muscles on the right side of my back.
Over the years, one of the first things Dad says about muscular pain
is, “What have you been doing that might be using your muscles in a
different way?” So I decide this is a clear case of specific muscular
strain (since I’m a right-handed sander and painter), and Sandy is
kind enough to rub a liberal amount of Ben Gay™ into the muscles in
question. Since I’m also finished with the doors, I believe that I will be
fine in the morning.

However, the next day when we go Christmas shopping, I not only
feel a burning pain on the skin on my back but also on the skin of my
chest. Although it persists all day, I don’t mention it because I don’t
want to be a complainer and because I believe it will pass. I recall that
the Ben Gay™ really seared the night before when Sandy squeezed it
onto my back; maybe I’ve had an allergic reaction to it or perhaps to the
bleach in my tee shirts? Something.

The next morning I complain to Sandy, who gently suggests that I go
to the doctor if it bothers me that much. Instead, I call my dad. After
narrating to him the above sequence of events, my dad says, “There are
a few things this might be; but let me ask you a few questions. First, is
all of the pain on one side?” I say yes while also trying to get some credit
for my own diagnosis. He acknowledges my efforts but also brushes
them off, “Is this burning you feel close to the surface of your skin?”
“Yes.” “And how long have you been experiencing this pain?” After I re-
ply, he says, “Bill, this could be a couple of things, but it sounds to me
that the most likely possibility is that you have shingles.” After explain-
ing that he doesn’t want to alarm me but that shingles are a skin condi-
tion with potential complications that may occur decades after a
person has had chicken pox, he says, “I am going to want to examine
you when you arrive here.”

* * *

While my family and I prepare to travel east to visit my parents, I give
considerable thought to my hypothesis that the upcoming interview
with my father will yield valuable insights and edifying stories for per-
sons interested in the roles of narrative in health communication. My
dad loves telling and hearing stories, but there is more to it than that.
From growing up with him, I have witnessed, felt and heard from oth-
ers about his person-centered approach to medicine, his empathic
and tender regard for children needing medical attention, and his deep
understandings of the personal and family circumstances of his pa-
tients. I also know that during his active years of practice, he combined
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intense respect for an up-to-date scientific basis of medicine with a
timeless, morally invested dedication to helping, to caring for those
who “were having a pretty rough time of it lately” and had turned to
him. I have often felt that he experiences the story of his own life and
his identity as a physician as interwoven with the stories of his pa-
tients’ lives. Further, he adroitly used what he could glean from his pa-
tients’ stories to help them, and many of his admonitions for healthier
lifestyles and his descriptions of diagnoses and treatments were actu-
ally rendered as stories. My considered opinion is that my father, John
C. Rawlins, M.D., embodied a narrative stance and exemplified “narra-
tive competence” (Montello, 1997) in his 40 years of practice as a fam-
ily physician. I believe that hearing him narrate his life’s work will
dramatize key commitments and practices of such a stance that will be
worthwhile for contemporary theorists, practitioners, and laypersons
involved with health communication to hear.

For example, although my dad has always been tight-lipped about
the particulars of his professional activities and rarely revealed the
names of his patients in any discussions, I recall a story my dad once
told me that vividly attests to his narrative sensibilities as a physician.
It seems that Burt Phillips (pseudonym), one of the more renowned
partiers in town from my dad’s generation, was getting ready to go out
with his wife, Gertie (pseudonym) late one Friday afternoon when he
complained of “not feeling quite right.” When pressed to explain by his
wife, he added that he’d also been feeling a little light-headed at work
that morning, but “figured he’d get past it.” She said, “Why don’t you
call Jack Rawlins? He’s probably still at his office.” When he did call,
my dad advised Burt to “slip on by my office so I can check you out.”
Once Burt arrived, my dad performed an EKG on him and had some
blood work done stat. Meanwhile, he asked Burt to tell him about
“what he’d been doing with himself lately, and how he’d been feeling,”
as usual, listening very carefully to the yarns, jokes, and business ven-
tures, interspersed with self-mocking quips and brief reflections on
how Burt felt that composed his reply and brought them both up to the
puzzling present.

A little later, upon receiving the battery of test results, Dad said that
he couldn’t identify anything “definitive.” Feeling satisfied that he’d
“done his duty healthwise” and standing up to leave, Burt said, “Well,
Doc, I guess this means Gertie and I will be moseying off to the Country
Club just as we’ve planned for tonight.” However, my dad still felt un-
easy about Burt’s situation; “Hold on a second, Chief,” he said. He told
me later that a few things were going through his mind in addition to
the “objective indicators.” First, he knew Burt had an “appetite for
life—including cigars, drink, and too many extra helpings of rich
foods—that was potentially killing him.” He also knew that Burt wasn’t
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a complainer. So recalling that Burt had just let slip in the story of his
recent days that, “I feel like an elephant is resting his foot on my chest
from time to time,” my dad reached a decision. “I’m sorry, but I don’t
think you’re going to the Country Club tonight,” he told Burt. “And you
have two choices. You can let me call Gertie to come and take you to the
hospital, or I am going to call for the ambulance to do it.”

I always get cold chills remembering the rest. Burt made it to the
hospital in time to have a heart attack right in the emergency room in
full attendance by hospital personnel. A telling combination of medical
science, discerning attention to the physical implications of the ele-
phant metaphor and other features in his patient’s story, and his famil-
iarity with Burt’s personal habits, allowed my dad to respond in a
manner that saved his life. My dad related to me, “When I visited him in
the hospital later that night, I told him, ‘When we get this all straight-
ened out and you get out of here, I am going to want to have a little talk
with you about the way you’ve been living.’ ”

And now that I think about it, he actually may have been telling me
this story these many years ago when I was a young man to convince me
to mend my own partying ways at that point in my life.

* * *

Our children, Sandy, and I have arrived in Seaford and are enjoying
our visit. We’ve gone out to dinner, watched TV, and spent an afternoon
with my brother, Ron, and his wife, Barbara, laughing and telling sto-
ries to our children about growing up in this family. We’ve wandered
around my parents’ house, my childhood home, noticing what’s
changed and what’s stayed the same and swapping stories about any of
the keepsakes or pictures that catch our eyes. Dad has examined me,
confirmed his initial diagnosis face-to-face and printed 5 pages from
the American Academy of Dermatology Public Resources Web site for
me to read about my condition. As a final precaution, he has discussed
my case at length with the young doctor who joined him late in his ca-
reer and then took over his practice when Dad retired at age 70. Dr.
Smith has prescribed a regimen of medication and I’m feeling a little
better. It’s now my third day in the home of my youth, and Dad and I are
settled into a recorded conversation— an interview—about my dad’s
life as a doctor.

I ask him, “Do you remember when you first decided to become a doc-
tor? Are there any particular events that led you to become a doctor?”

“I was born in Quitman, Georgia, April the first, 1921, and grew up
in a rural area, and … in this town my dad was an automobile me-
chanic, which was a little unusual because there weren’t that many
cars. But as a child I had several different conditions; I had what they
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said at the time was facial paralysis and had to have treatment [for] the
spasm and whatnot that was in my cheek. My mother often said how
many times she used to have to put pads in to keep me from chewing
on this for the short time that I had it. Subsequently, I had the usual
childhood diseases, but I had particularly severe ear infections and
went to see the doctor innumerable times. I also had a number of boils,
which were local infections; in retrospect, it was staphlococcic infec-
tions, and in those days there were absolutely no antibiotics. So it was
treated very, uh [pause] severely.”

“And I can remember going up into the second floor office of the doc-
tor with these sores on my legs, and he apparently put some type of
thing that burned very much and irritated my legs. And then he would
put collodion, some type of coating that stuck to the skin, which re-
quired another visit, which had to be peeled off, and this was most un-
comfortable; but I went to the doctor. Then to top it all off, at age 6 I
suddenly had acute appendicitis, and I was carried to the hospital at
the neighboring town, which was about 20 miles away, and at that time
they had to operate on me for the appendix. The hospital was pretty
well filled and I happened to be in the bed close to the hall, and this is
fairly important because my mother was allowed to bring in a cot and
stay beside me. But the area became infected and then I had to stay in
the hospital for a bit longer than usual, and then I had to have a drain
for this area, and my mother would say, ‘They had to remove a pint of
pus.’ But this obviously kept me back as far as progress, and I missed
some schooling, but fortunately I made up for that.”

Hearing these stories makes me realize that part of the reason my
dad wanted to become a doctor and later was so dedicated to empathic
pediatrics could be his own rather trying experiences with doctors
when he was a youth. But I also know he was impressed with the social
role of physicians in his home town. I say, “It seems to me you’ve men-
tioned Dr. Fox and Dr. Lynch from time to time that I can recall, did
they mentor you?”

“I think I’ve told you the story; when I was in high school, I just kept
telling people that I was going to be a doctor. And Dr. Lynch had just
opened a little office and I was playing football, and I was probably
about a hundred and fifty pounds, a hundred and fifty-five pounds,
and I was, I think that was when I was a sophomore in high school. But
at any rate, they put me opposite somebody on the line and uh, I got
pounded a couple times, and I finally started developing [what] actu-
ally was a hematoma on my left lower leg. My mother put a heating pad
on it which might have been too hot, [and I] developed a blister, so I had
a blister on top of the swollen leg, and I went to see Dr. Lynch. And Dr.
Lynch used ethyl chloride and kept freezing it and kept waiting to use a
knife to open up this hematoma. And he kept saying, ‘Do you feel that?’
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And I didn’t feel nothin’, but I kept saying, ‘Yes I feel it, I feel it, I feel it.’
And pretty soon my leg was frosted all over. But finally he jabbed the
knife in, released the blood, and amazingly enough, I was a little woozy
afterwards.”

“But I had kept telling him I was going to be a doctor. So he pulls
some loose-leaf sheets out of some obsolete medical things he had and
gave me, and he said, ‘You might want to study this over if you’re going
to be a doctor.’ And then I got up and I was a little woozy and he said,
‘Do you know, on the other hand, maybe I ought to take you with me on
some of my house calls.’ What he was doing was making sure I didn’t
pass out in the street. And he drove me around through a couple areas
and finally took me home.”

So many images and stories are recalled to me as I listen to my dad
that I can’t begin to share them all with you. Just hearing the two
words, house calls, in this story of his visit with Dr. Lynch brings an av-
alanche of associations. My dad made house calls for as long as I can
remember. The phone could ring any time day or night, and my dad
would respond. He took me with him sometimes during the days, and
watching from his car, I would catch glimpses of the anguished, grate-
ful faces that would meet him at their house’s threshold, many of
whom would later be smiling, even laughing when he left. I sensed then
and know now that these countless calls were shining moments. I’m
grateful to have witnessed a sprinkling of them. My dad always used
the phrases “caring for my patients” and “giving my patients the best
care possible,” in referring to his work and he meant what he said.

I have three brothers, and we all liked cars. Assuming in the greedy
way that children sometimes do that my dad made a lot of money be-
cause he was a doctor, we often wondered and carped about why we
didn’t live more extravagantly. Once I asked my dad why he was driving
a bland ‘58 Chevy Biscayne. Why didn’t he drive something sharp and
sporty like Mr. or Dr. so-and-so? He looked me in the eye and said,
“Bill, you’ve been with me when I make house calls. Many of the homes
I visit don’t even have indoor plumbing. I don’t think it’s right to go see
my patients in some flashy car. This one starts fine in the middle of the
night, and that’s what matters.”

Dad was careful not to wake us during the nights when he was called
out, sometimes more than twice. He left his clothes and tie on a high-
backed chair in the bathroom, his overcoat and doctor’s bag in the
closet right by the door to the garage. When he answered the phone and
believed it was necessary to see the patient, he was on his way. Actually,
I don’t recall hearing or witnessing this drill as a youth because he was
so quiet in leaving. But in my later high school and college years, often
when I was coming home at say 2:00 a.m. from a date or playing music,
I encountered my dad at some point in his cycle of making house calls
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while most of the world was enjoying a good night’s sleep. Once in a
while we would have a bowl of vanilla ice cream with Rice Krispies and
talk before going (back) to bed.

Returning to the interview, I refresh my knowledge of my dad’s edu-
cation. He received his Bachelor of Science in 1943 from Western
Maryland College as a Biology major and a Chemistry minor. He went
to medical school at the University of Maryland, finishing in 3 years
due to the 9 months on, 1 month off schedule followed during World
War II. After 15 months of interning in two different hospitals in Wash-
ington D.C., the local boy who always said that he was going to be a doc-
tor was making good on his promise. I ask my dad, “What do you
remember about your early years as a physician? How do you go from
being some kid in town to a town doctor?”

My dad replies, “When I finished and got ready to practice medicine,
I thought maybe I shouldn’t go back to my own home town at first, so I
decided I would go close by. And I was given some pretty good offers;
(chuckling) they weren’t very good offers, but I thought they were. I had
letters from the mayor and the chief of, fire chief from Mardella, and
from Hurlock, and Federalsburg. And I decided I would move to
Federalsburg, Maryland.”

“And in Federalsburg, Maryland, I started having a pretty good active
practice although my office was two little tiny rooms and they were
heated by an upright oil stove. And I had no nurse, saw all these pa-
tients completely with nobody around, no chaperone, no nurse, no
nothing. And I started having maternity patients; and I had a screen in
the room where my desk was, and it was really a very primitive set-up.
And uh, actually, office hours were $2 a visit. And after I’d been there a
year, well during this time I started getting ready for my Delaware
boards. So I spent one summer basically boning up to take the state
exam for Delaware.”

“And then, and I went to Easton, I did my, there was no hospital in
Seaford, and I did my deliveries over in Easton. And that’s where
Ronnie was delivered, by Doctor Baker—who always thought that
Ronnie had been named after him.”

We laugh together because my brother’s name is Ronald Baker
Rawlins, Baker being my mom’s maiden name.

“But anyhow, suddenly I realized that I’d missed a diagnosis—of
pyloric stenosis, and I thought, You know, if I’m going to do family prac-
tice, I’m well-versed in obstetrics, and I’m good in these other things,
but I didn’t have very much training in pediatrics. So I decided I would
go back to study, and through the influence of a doctor in Easton, I ap-
plied and was accepted on the staff at Johns Hopkins. So I went to
Johns Hopkins to get some experience in pediatrics so I would be well
rounded. And while I was there, they tried to encourage me to go ahead
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and continue to do nothing but pediatrics. In fact, somebody came
from Salisbury—Dr. Rivers Hanson came and offered me to come
move down to Salisbury when I got out of Hopkins, come down there.
And I said, ‘No, I want to go back to my hometown.’ ”

“And when I let it be known that I was going to come back to Seaford,
Dr. Fox contacted me, and said, ‘Hey, how about joining me?’ And I
said, ‘No, I don’t want to do that.’ Well, he had a very upstanding, good
big practice, and he said, ‘Well, you ought to do that ‘cause we can join
hands and have kind of like an emergency room right in my own office,
right in my own place.’ I said, ‘No.’ I turned him down about three or
four times; and the reason I did, I didn’t want people coming to see Dr.
Fox and having to see Jack Rawlins. If they were going to come, they
were going to come see Jack Rawlins—in his office—because he was
Jack Rawlins. So I wanted my own autonomy and that’s the way I did it.
That’s what I insisted on.”

“Dad, you were saying something very interesting. You said there was
a diagnosis over in Easton that you didn’t think you got right. So you de-
cided to get some more education. Could you talk more about that?”

“Yes, and this is very interesting; the course was pyloric stenosis,
which is a very, ‘stenosis’—tight opening of the intestines at the end of
the stomach—and it caused the baby to regurgitate, not do they just
spit up but they (he makes a sound effect, ‘swhew’) projectile vomit.
And I missed this case, and I felt very badly about it so I went to
Hopkins.”

“What do you mean, ‘you missed the case?’ ”
“I just didn’t make the proper diagnosis. I had assumed it was

something else and eventually, as it turns out, it’s a very simple proce-
dure if you find that in a baby. They make a very small incision, and
they go in and they just nip the side of the scar tissue, and it pops
open, and that’s good.”

“Um, so I go to Johns Hopkins, I’m there for a year, busy, see all kinds
of pathology, learned a lot of medicine, and about 5 days before I left, I
saw my next case of pyloric stenosis; there hadn’t been another case at
Hopkins the entire year. And this one? Came from Federalsburg.”
“That’s intriguing.” “Eh?” he asks with a smile. “And you recognized it.”

“I didn’t say I recognized it (laughs in a modest way); I saw it there; I
learned from it. But I didn’t really promote my improvement on that
particular case by my year’s absence at, (pause) at nothing a month.
The salary there was nothing a month. Room and board and nothing a
month.”

There’s a long pause as we both reflect silently on the stories that
he’s just been telling. I ask, “Do you want to take a break? Do you want
any water or anything?”

“Yeah, I’ll take a break.”
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Listening now while I’m writing, the tape runs on as we get up and
stretch. I hear myself say as we walk into the kitchen, “I’m learning a
lot, Dad.”

* * *

Some minutes later we’re back in the living room. Checking my ma-
chine to make sure it’s on, I quietly ask again, “Why did you want to be a
doctor?” We both laugh at the simultaneous redundancy and impor-
tance of the question.

“Well, based on my experience as a child, and the fact that I wanted it
first as it was strictly an objective because it was the main role model
that I had ever had. But then the more I got into it, I liked it more and
more because I liked to be with people, I liked to communicate with peo-
ple, and by being a family practitioner, I felt I was part of the family. And
in many cases, I’ve still been considered that way. This is a rare privilege
to be in people’s lives and be involved with them and be considered part
of the family. And consequently, that made me feel that I had to be avail-
able to them at all times, and this same philosophy is what was carried
out when I got a partner to assist with this, and the main reason for this
was to make sure that we could give 24-hour coverage.”

“The … sometimes this had its problems because it’s kind of diffi-
cult to have an adult and have a child in the same family and both of
them having completely opposite viewpoints, and both of them having
different activities, and to try to be honest with both of them was a little
difficult.” “Do you mean in caring for them?” “Um hmm. I guess only
when it really got complicated was suddenly having the mother and a
daughter come into the office expecting a baby and neither one knew
the other was having one. But that worked out very nicely.”

“How do you deal with a situation like that? That seems like a conun-
drum involving a tight web of relationships. How do you deal with it?”

“One day at a time.” He laughs quietly with a little sigh of knowing
resignation. “Each event at a time. And being the physician for each
one. And really let them know that you are their individual physician.
You’re not the physician for the family total, but individually.”

“Dad, this is really interesting to me. I mean I know you are a family
physician, and I know that you have always been proud of that, as we
all have. But this is the first time I’ve heard you state that being a family
physician to you also meant being part of these families. That’s a very
important image of your work; I’ve never heard you say that before.”

“Well, actually they open up their mind to you. [pause] They, of
course, they show you their minds, their hearts, their bodies, and
you’re part of it.”

* * *
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This relationship could not be plainer as we go out to dinner at a lo-
cal diner. There is nothing fancy about the place although the food is
delicious, and it’s warmly decorated for Christmas. As we walk by the
soda fountain to the dining room, I notice a ceramic crèche displayed
on the formica counter beside the chrome-plated napkin dispenser
and salt and pepper shakers. From virtually every booth and table peo-
ple turn and smile warmly at Dr. Rawlins and my mother, June. He
shakes hands, pats shoulders and greets several folks, briefly intro-
ducing my family to a few people as we are led to our table. It’s all com-
ing back to me. I can’t remember a time we went anywhere in Seaford
or the vicinity that he wasn’t welcomed like this and didn’t treat each
person he met with genuine acknowledgment.

But it’s even deeper than this, and I understand it better now. Dad’s
greetings have a history and familiarity beneath their necessary brevity
on this occasion, as I can recall them having on others. He jokes openly
with some folks and is gently knowing and solicitously tender with oth-
ers. He even chides a couple of men as they hide their cigarettes for
Jack Rawlins is notoriously against smoking, and everyone he cares
for knows it. He truly seems to be regarded as family by these former
patients even as he was (and always will be) their physician. And he
knows a life’s worth of things about each and every one of them that is
only ever revealed or implied by the ways he treats them now and the
ways he responded in the past when they needed him. He’s delivered
their babies, cared for their flus, their accidents and aching joints; he’s
eased the final days of their dying parents. I know these truths without
him actually ever telling me; they reach my family through others; they
are his legacy. Swelling with pride, I also reflect on the immense bur-
dens that such knowing and confidence must entail.

* * *

“You’ve mentioned a specific sort of example of how your involve-
ment with the family also involves a dedication to each member of the
family as an individual …” “Right.” “Is there any way you could discuss
that further? I mean, it sounds like you would advise and care for each
person as each person, however the events unfolded in terms of them
becoming aware of each other’s condition. It’s up to them?”

“Well, it’s very difficult for a physician who has set views on what is
the difference between right and wrong healthwise. It’s very difficult to
not preach, and this is what you can’t do because you have to put out
the facts and let them make their own decision. You try to give them the
pros and cons. Course, I usually think that’s what you should do any-
time with anything that crops up. But you can’t be the, uh; it’s very un-
usual for me to have to do that with a person when you have someone
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you know what they’re doing is wrong, and you know it’s going to affect
them adversely, and yet you want to continue to look after them. So you
can’t really completely say, ‘I don’t condone this at all.’ You have to say,
‘This exists and this might happen.’ And then you let them …”

Interrupting himself, he says, “Don’t think that having been in prac-
tice as long as I have that I don’t look back now and see people as you
wander by and think, Hey, maybe if they had done this, they would have
had a different life. Uh, maybe if they had done this, they would be a lot
more successful. But, uh, it’s not in the books apparently. You can only
do, go so far.”

Turning a little bookish myself, I make a mental note about my fa-
ther’s role as a trusted co-author of his patients’ life stories. I’m going
to want to come back to the affinities I see between the convictions my
dad voices here and some of Mikhail Bakhtin’s (1984a) sturdiest ad-
monitions about the ethics and responsibilities of authorship.

My dad continues speaking, “Now, this is what I think makes the dif-
ference between a family physician who is interested in the unit rather
than all the specialties that there are regardless of how skilled a person
is when they are centering only on one thing. And, once again, by know-
ing the family as such, when certain kinds of symptoms come up and
certain types of diseases, not diseases as such, but conditions come
up, you can pretty well explain it because you know the environment.
This is one of the advantages of house calls, too, going into somebody’s
house and seeing how they live just one time can make you a better
physician for them for the next 10 or 15 years. You have to know what
someone’s habitat is.”

“This was the, this was the thing that I felt like … was a little differ-
ent when I was in Johns Hopkins. I had a number of doctors there
who had been born with silver spoons in their mouths, and they had
gone to the best schools, and they had gone to the best training, and
now they were going to be the best physicians. And they had no com-
punction about seeing somebody in the clinic and look at, and see a
woman there with four children, one of them having had a bad tonsil-
litis, and the child to get there they had to get on a trolley, they had to
sit in the waiting room for an hour and a half, the children running
over everywhere, and finally the doctor walks in, and looks, and says,
‘Do this, come back tomorrow.’ ”

“Now the only reason he wants her to come back tomorrow is that he
wants to see how the medicine affects this person in 24 hours. He
knows what it’s supposed to be; he’s been taught that it’s gonna do so
and so, but he wants to see how it works. So he says, ‘Come back in 24
hours.’ So here this woman has to take her children, go out, go through
the thing, get on the trolley, go back to the house, and so forth and so
on, and goodness knows how much they have to put up with to come
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back the next day. This to me was an example of someone who is only
interested in the technical mechanical side of the medical practice, and
not interested in the family as a whole. So, [pause] and it still exists.”

“Now, to be a general practitioner and a family practitioner, you’re
trying to meet all of the needs of the patient. And it was always esti-
mated that you could handle about 85% of those; that 15% you might
have to get someone else to help. And as far as I was concerned, it is the
mark of a good physician who is going to certainly recognize his own
limitations and was very quick to find someone else who had better
knowledge and better skills, and different techniques. You always wel-
comed people asking for consultations because, if you’re incorrect,
you’re certainly—and you’re interested in the patient’s welfare just as
much as the patient is—so if it’s better for the patient to have someone
else’s opinion, so be it. It also didn’t hurt at all to have a consultation,
and for the patient to find out you were correct, and that the diagnosis
had been made properly.”

“One of my favorite stories along that line has to do with a child that
was ill, in the hospital—I won’t go into the diagnosis and whatnot—but
she was getting the attention that she needed, and was very, and was
doing fairly well but not spectacularly. Doing fine, but it so happens
that the family had a relative who was a good friend of the head of the
Department of Pediatrics at the University of Maryland, and so they
wondered if they could get him to come over and see the patient. And I
said, ‘That’d be fine.’ ”

“And so the doctor took a whole afternoon to come from Baltimore
to Seaford, saw the patient, agreed thoroughly with everything that had
been done, reassured the relatives. And I thanked him profusely for
coming because I learned something from him. And what I learned was
that when he looked in a child’s ear, lo and behold, he could see birds!
And he would make the sound of a bird twittering when he looked in
the ear. And I adopted that in my practice and then used it the rest of
my career [laughs]. Puts the patient at ease, and so this was a consulta-
tion I considered very worthwhile.”

“Eureka!” I say to myself. So that’s where that came from! I can’t con-
vey to you how much this innocent strategy figured into my dad’s rap-
port with children. I can see him taking the otoscope out of its small
brown case and placing a sterile plastic sleeve over the cone that he will
stick into the child’s ear. It’s still an intimidating device—cold, chrome
and powerful looking, and it projects an intensely bright light out of its
small opening. What’s he going to do with that thing!? But now I re-
member something else … “My, that’s a bright light!” my dad would say
to the child. “Do you think you could blow that light out for me?” Warily,
the child would slowly shake her head and turn to clutch her mother’s
skirt. “Well, I’ll bet you could!” Dad would blow at the otoscope and the
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light would go out. The child would pull her head out of her mom’s
skirt with the faintest hint of a smile. “My goodness, that light has come
on again! Would you blow it out for me?”

After a few more successful gusts of wind from my dad, the child
would try to extinguish the light. Then she would giggle proudly and
say, “Do it again!”

At this point, my dad might make a little whistling sound, the only
bird sound most of us can make, and the child’s ears would perk up. “I
think I hear a bird,” Dad would announce, and before too long he was
gazing at it in the child’s ear, describing its colors and markings. When
this bird watching was done, he was on his way to diagnosis and even-
tually the right prescription for addressing the child’s symptoms and
relieving her fever and pain. What’s funny to me now is that my mom
used the same technique when she cleaned our ears as children, find-
ing all kinds of branches and nests that needed to be swiped with her
trusty Q-Tips™. As silly as this sounds, I recalled this memory once
again at my annual check-up last week, when Doctor Raju observed
that I had a “pretty impressive build-up of wax in my right ear.” He’s go-
ing to dissolve it and clean it out when I return next week.

* * *

“When you think of your years as a physician, what made you proud-
est as a doctor?” “In my practice of medicine there have been a number
of different little uh … We had a very interesting case, I had got a call,
when I came to Seaford, Dr. Gray was the obstetrician—I think she deliv-
ered you …” I nod and smile. “And she ended up turning all of her babies
over to me. That’s why I became the pediatrician of Bridgeville and knew
everybody in Bridgeville and so forth, but then gradually I started deliv-
ering her babies for her when she wasn’t around. Suddenly she calls me
up and tells me she has a child who has a pretty high fever, and so I ad-
mitted the child to the hospital and ordered the lab work and so forth
and so on. But it so happens that we had tickets to go see the Harlem
Globetrotters in Philadelphia. You’ve heard this story …” “No, I’m not
sure.” “So we took off to Philadelphia and saw the Harlem Globetrotters;
it was a big deal in those days, I mean it was, and we saw them play, and
then we got back home. And so about two or three o’clock [in the morn-
ing], I stopped off at the hospital to see this child. And lo and behold, the
child’s temperature was about 104 or 105, and yet the pulse rate was
slow, and the white count was not too high. And what I had was a case of
typhoid fever. Now typhoid fever, no one really wanted to believe that,
but that’s what it was. So where did we get typhoid fever? We back up a
little bit, and then all of sudden I get a call, it turns out the child’s mother
has a high fever, so we admitted her to the hospital.”
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“At the time the treatment for typhoid fever was chloromycetin.
Chloromycetin was one of the first antibiotics. But as usual one of the
dangers of medicine, chloromycetin being one of the first antibiotics af-
ter penicillin, suddenly it was being used for everything, all of the, every
infection people had they were given chloromycetin right and left, and
all of a sudden they found it was affecting the blood work. So it was (he
makes a ‘swook,’ sound effect and rapid pulling gesture) pulled off the
market. But this is the treatment they were using for typhoid fever. So
you call over to Baltimore, talk to a guy who is known all over the world
for this treatment of chloromycetin, and tell him you have typhoid fever
in Sussex County and he says, ‘You must be kidding!’ I said, ‘No, we’re
not kidding.’ So he supplied all of the chloromycetin for us. And we
took care of the patient.”

“Now where’d the typhoid fever come from? It turned out, that out-
side of Bridgeville, there was a woman, who had a cow, and she had a
hired hand who milked the cow all the time; I don’t know how many,
whether she had more than one cow or not. But lo and behold, the
hired hand got sick, and she milked her own cow—twice. And she was
the carrier. It so happens that a lot of people can have typhoid fever and
be carriers and never be sick. And if they don’t take care of themselves
properly and sanitarily, and handle food, they have typhoid.”

“Did the hired hand have it?” “No he didn’t; the owner had it. She
had the typhoid fever, the germ, and milked the cow. Her germs went to
the milk, to the teats, into the milk, and the people who drank the milk
got the typhoid fever. And I called up the Public Health Department; the
Public Health Department went out to see this woman, and, ‘She didn’t
know who that new doctor was down in Seaford but he certainly had no
sense in taking care of his patients.’ [laughs] She was a little upset. So,
they were the only two cases that we had.”

“Are there any other moments you would point to?” “There have
been a lot of small triumphs, Bill; there’s no big deal that I that stands
out. There are things that probably are more important to you or to
someone that I’m talking to than it did seem to me. But I always
thought it was a triumph just to win over a child who didn’t want to
come, didn’t want to be examined. And to win the child over just to ex-
amine them. And you learned a lot about children that way because I
got so that I would ignore them if I could, and then finally I would get
them on my side. And after you got them and then get to examine them
and whatnot, that’s what made medicine to me worthwhile.”

“The same way with the worst patient that comes into your office, to
try to win them over, not try to yell them down but try to actually con-
vince them that they might need help. And those are the triumphs, the
things that occur from day to day. This is what’s so unfortunate that
people, looking at family physicians and think that maybe they are
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not quite up to standard because they are not using the most up to
date technique, uh, they miss the point. In medicine, you’re dealing
with a different personality as a challenge every 15 or 20 minutes.
You’re seeing people that are—some people are very concerned about
their big toe, whereas somebody else is real concerned because
they’re pregnant. Somebody else may be concerned because they are
afraid their eyebrows are growing too thick. And you have to balance
this because whatever is important to the person should be impor-
tant to the concerned physician. [The longest pause of the interview
transpires here.] I don’t remember a day I didn’t want to go to my
practice; I really don’t.”

* * *

I’ve always known my dad as a good storyteller and as someone who
appreciates a good story. I’ve also always revered my dad as a gifted
physician, a devoted healer for the people of his community. Only re-
cently have I truly recognized the indelible connections among these
qualities. My brothers and I used to get impatient watching television
with my dad. However complexly an episode was framed, regardless of
whether it was a western, a detective or courtroom mystery, or one of
the many spy shows popular during the Cold War—at some point my
dad would predict the ending, saying, “I may be wrong but …” “We’ll
have to see what happens, but if what he just said is true, then …” And
he was usually correct. Hunter’s (1991) brilliantly argued book on the
narrative basis of medical knowledge convinces me that my dad proba-
bly was diagnosing these fictional stories using sensibilities and skills
he had honed in his practice of patient-centered medicine in the nar-
rated contexts of their family’s unfolding lives.

Hunter pointed out that while formidable scientific knowledge of the
body is essential for practicing medicine, the challenge of effective di-
agnosis and treatment is to ascertain how the objective indications and
deductive possibilities are playing out in each individual’s subjective
experience and bodily circumstances. She observed:

The effective grasp of a patient’s particular manifestation of a malady
often depends not only on a careful written account of its physiological
progression but on a recognition of its roots and its meaning in the life
story of the patient. Narrative is essential to both of these tasks.
(Hunter, 1991, p.106)

Hunter likens the effective diagnostician to Sherlock Holmes, someone
with a storehouse of prior cases to draw on, rigorously deductive in
ruling out possibilities, while skeptically receptive to the particulari-
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ties of given cases and to contextual clues. Such details are the stuff of
patients’ stories.

My father’s account provides several related lessons about a narra-
tive stance toward practicing medicine. Committing oneself to under-
standing patients’ health concerns and observable symptoms in and
through the contexts of their own lived stories is foremost. Any per-
son’s health, disease, and treatment are thoroughly contextual and
contingent experiences. Accordingly, familiarity with someone’s
unique personal history, habits, and values, where and how the patient
lives, and the nature of his or her relationships with family and other
persons is crucial for comprehending troubles and ills. I was im-
pressed with Dad’s reference to house calls in this regard: “… going
into somebody’s house and seeing how they live just one time can
make you a better physician for them for the next 10 or 15 years,” as
well as his well-versed uptake of one man’s allusion to an elephant’s
foot in narrating his worrisome recent days.

Regarding patients in this storied way envisions them as signifi-
cant characters involved in meaningfully unfolding situations, as
opposed to mere objects of examination. As Mattingly (1991) empha-
sized, embracing a narrative stance enjoins the health care practitio-
ner to treat the whole person in his or her presence versus focusing
principally on the disease. After depicting the centrality of particular
individuals in all of his stories, my dad pointedly narrates the “small
triumphs” of his years as a doctor in terms of helping specific people.
With defining details he asserts, “In medicine, you’re dealing with a dif-
ferent personality as a challenge every 15 or 20 minutes” and “what-
ever is important to the person should be important to the concerned
physician.”

Valuing and portraying patients as characters in their own stories
cultivates empathy and respect for their points of view. There are
multiple standpoints composing any health care narrative; to insist on
the primacy of the physician’s is to neglect the validity of other perspec-
tives. I’ve often noticed my dad’s attempts to see his patients as well as
himself through their own and other persons’ eyes. Recall how his con-
cern for his patients’ perceptions and feelings played out in the very car
he drove to make house calls. Throughout our conversation, my dad’s
stories dramatize multiple points of view, that is, different sides to the
“same” story. A telling example is his description of the Hopkins physi-
cian’s versus the mother of four’s possible standpoints on that doctor’s
instructions to bring her child (which would require bringing three sib-
lings as well) back to the clinic the following day. Rita Charon (2001b)
argued that such narrative competence is necessary for delivering em-
pathic care because what is needed to tell a good story about a patient’s
situation derives from and informs empathy with that person.
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Granting this penchant for empathy connected with narrative sensi-
bilities, I am especially impressed with my father recognizing as a
physician his own potential roles as a co-author and a character in
his patients’ life stories. He understands that he was potentially
co-authoring the future plots of persons’ lives when he presented them
with options for treatment or alternative behaviors in addressing the
conditions that were causing them physical and emotional distress—
what Mattingly (1994) termed therapeutic emplotment. Although he
accepted the responsibility for laying bare the contingencies and op-
tions before them and was clear in making his recommendations, he
was adamant in our conversation that he believed his patients had to
make their own choices. I am reminded once again of Bakhtin’s
(1984a) indictment of authors who abuse their responsibilities by at-
tempting to dictate the experiences and actions of the characters they
are creating and engaging through the dialogue of writing. Bakhtin in-
sists that we respect the subjectivity and agency of all the characters we
encounter and assist in narrating their lives. Charon (1993) echoes,
“What, in fact, do doctors and patients do together but to create be-
tween themselves a many-staged narrative, sharing the roles of teller
and listener, moving through a series of rhetorical strategies toward,
ideally, accuracy and freedom?” (p. 87). I believe these co-authorial
challenges presented to my father as a family physician were multi-
plied (even as they were informed) by his familiarity with the families
he cared for and his commitment to preserving each member’s trust in
his judgment and discretion.

Numerous plots thickened and interwove in the unfolding of my
dad’s own life story as a physician. As a fellow member of the commu-
nity, he interacted in multiple settings with these persons and families
living in relationships with each other over time. Here he is years later,
encountering people, many of whom he has guided, cured, helped, and
treated with beneficial results. By his own convictions, however, he has
had to allow others to make certain decisions that may not have proven
to be in their best interests. Both he and these patients have had to
share the responsibility and live with the consequences. Hunter (1991)
held that uncertainty—the gap between knowledge and practice, labo-
ratory principles and lived experience—simultaneously haunts and
fascinates medical professionals. In her opinion, “their response to it
is a hallmark of the physician’s character” (p. 30).

I questioned my dad about how he dealt, for example, with the co-
nundrum of simultaneous cases within the same family that were at
odds with each other and required discrete and confidential han-
dling. I admire his reply, “One day at a time. Each event at a time. And
being the physician for each one.” With his concept of the once-occur-
rent event, Bakhtin (1993) reminded us of the ethical responsibility
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of answering every single moment of our lives for its unique possibili-
ties and fallibilities, even as we might recognize its commonalities
with other ones. In voicing his responsibility to care for each person
who called upon him in his or her physical, temporal, and existen-
tial particularity, my dad concisely articulated the ethical respon-
siveness living at the heart of his narratively composed practice of
family medicine.

My dad examined, viewed, and cared for his patients in terms of
their own life narratives and not merely through the lens of available
scientific knowledge. In doing so, he shouldered extensive responsibil-
ities, many of which he believes are avoided today by physicians who
engage in increasingly specialized foci and/or who base their practice
primarily on technologically derived indicators of bodily functions. All
physicians seek appropriate diagnoses and curative or palliative ther-
apeutic regimens; for the narrowly focused, however, accomplishing
these aims typically brings closure to the medical story at hand
(Hunter, 1991). Not so for my dad and others who envision themselves
as co-authors and curators of their patients’ health narratives as con-
tinually performed within the enveloping contexts of their families and
their communities.

* * *

I think Dad liked it some years ago when I used a word I learned
from Bellah, Madson, Sullivan, Swidler, and Tipton (1985) to refer to
his life’s work. The word is “calling.” He was considering retiring and
reflecting on how much his practice, his relationships with patients,
and his opportunities to care for them meant to him. He told me he had
explored the possibility of donating his time one day a week to serve as
the physician for a local nursing home. Indignantly, he observed the
possibility was “scotched” because he would have to pay the same pre-
miums for malpractice insurance to contribute for free in this capacity
once a week as he would practicing full-time as a professional. He also
considered opening up a “translation service” for people emerging baf-
fled and anxious from contemporary visits with specialists. “The thing
about your approach to your work as a physician,” I said at the time, “is
that you’ve never lived it as merely a job, or even a career. You’ve lived
medicine as a calling—a rich morally imbued identity—a lifetime of
fulfilling promises to your community and in doing so, to yourself.”
That wording resonated with him so much that I wanted to say it to him
again in this narrative.

My brothers and I were concerned with how my dad would handle
retirement after decades of pursuing his calling with consummate ded-
ication and energy. There are a few things we should have remem-
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bered. For one, he has never stopped learning and critically
reflecting—activities I find tremendously inspiring as an educator and
lifelong learner myself. He still subscribes to journals, monitors di-
verse Web sites concerning medical science and practice, converses
with fellow physicians, and attends conferences, seminars and talks.
For another, he rarely left for any significant stretch of time the com-
munity in which he grew up and practiced medicine. Upon retiring, he
remains the doctor a large number of people look to—in spirit if not in
fact. Finally, if there is anything that he loves more than medicine, and
there is, it’s my mother. Sixty years into their marriage, folks around
town will see Jack and June Rawlins “cuttin’ a rug” at local dances and
benefits, or riding their bikes together down Nylon Boulevard—and
then they know something’s still right with the world Seaford-way.

Narrating my trip back home with my family to visit my parents, hear-
ing my father’s stories, and receiving his care have been deeply gratifying
experiences for me. (And my shingles are long gone.) Writing this chap-
ter has allowed me to share with you a number of touchstones among
one man’s lifelong devotion to the practice of family medicine and an ar-
ray of ways that a narrative stance composes and potentially contributes
to health care and well-being. Kathryn Hunter (1991) wrote:

Attention to the patient’s life story is not a nostalgic return to an ideal-
ized pretechnological time when social and personal details were en-
tered into the medical record. On the contrary, this recognition of the
patient’s story is a new requirement of a mobile, urban, fragile society
that lacks a binding communal religious belief and has come to expect
much more of physicians, haloed by technology and the large sums of
money they are paid. The medicine of neighbors that once augmented
the physician’s knowledge in a small or stable community now must be
the object of special, reconstructive attention. (p. 172)

In closing this gift to my father, Dr. John C. Rawlins, my mother, June,
and my brothers, Rocky, Ron, and Terry, Hunter’s words confirm my
belief that this narrative is not merely an exercise in sentimentality but
a consideration and model of values and orientations that are still vital
to concerned medical practitioners.
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10
Narrative Knowledge Development Among

Caregivers: Stories From the Nurses’ Station

�

Jayne Morgan-Witte
University of Northern Iowa

The prevailing modern-day equivalent of the water cooler in medical
settings arguably would be the nurses’ station. Caregivers of all sorts
gather around this central hub, certainly to engage in task-related in-
teractions, but also to gossip, tell stories, mock patients and co-work-
ers, crack jokes, play pranks, and discuss their personal lives.
Together they spin, in this cultural web, a storytelling culture—where
these various forms of tale telling string together to form a sense-
making structure that at once is instructive regarding social norms
and task procedures, reflective of work and personal relationships,
and supportive of specific ideologies of caregiving.

Yet in our research of health care settings, we know little about these
stories, what they sound like, why they are told, what they mean, or
how they structure knowledge about caregiving. Researchers have dis-
cussed the importance of caregivers developing narrative knowledge to
better understand their patients (Charon, 1993, 2001a), but have not
considered fully how such knowledge is created and maintained in the
medical backstage (Ellingson, 2003). Stories away from patients en-
able caregivers to discuss and express ideologies of caregiving. Care-
givers, in turn, bring these ideologies into patient encounters as biases
or lenses of perception (Geist & Dreyer, 1993).

As storytelling frames patient behaviors and conditions in certain
ways, the nature and quality of care are affected accordingly (Mattingly,
1998). It is therefore vital to study the origins of narrative knowledge
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development to explore potential outcomes for patient care. In addi-
tion, studying caregiver storytelling in real time shows glimpses of the
process of narrative knowledge development often discussed but
rarely captured through empirical study. These glimpses offer brief yet
holistic backstage performances of what it “might be like” to be a mem-
ber of the culture (Geertz, 1973; Mattingly, 1998), and underscore ba-
sic assumptions of “what it means” to play the role of nurse, doctor, or
technician in these settings (Goffman, 1959). Caregivers learn, among
other things, about group identity, ingroups and outgroups, and the
proper way to show (or hide) emotion so as to be “professional” in their
roles (Morgan & Krone, 2001). An investigation of backstage storytell-
ing, then, reveals how narrative knowledge developed through care-
giver interaction guides “appropriate” behavior, not just in terms of
delivering care, but in multiple realms of caregivers’ work experiences
(Mattingly, 1998).

In this chapter, I view the nurses’ station as a storytelling centerpiece
in the work lives of caregivers in two different health care settings: a
cardiac catheterization lab and an emergency department in a hospi-
tal. From these narrative centerpieces emanate sensemaking networks
that are formed and informed by member interaction. Observations of
these two sets of caregivers support the idea that medical settings are
narrative creations in substance and form (Hunter, 1991). I explore the
different functions of storytelling in these settings and how they have
real consequences in terms of caregiving beliefs, actions, and out-
comes. In addition, I illustrate how sensemaking structures create and
maintain certain ideologies while obscuring or suppressing other ways
of thinking, acting, and providing care.

NARRATIVE KNOWLEDGE IN HEALTH CARE ORGANIZATIONS

Stories in organizations perform a variety of functions in the social
construction of reality (Brown, 1985). Stories provide insight into vari-
ous organizational events (Boje, 1991), manage meanings by giving
members an outlet for individual and collective sensemaking (Brown,
1987; Currie & Brown, 2003), and facilitate members’ identification
by providing them with shared organizational information and similar
lenses of perception (Hansen & Kahnweiler, 1993).

Emergent narrative networks reflect values of the organization’s
dominant culture and the multiple, stratified subcultures that develop
in organizational life (Helmer, 1993). Members share stories, and in so
doing embody their understanding of events within the organization
(Boje, 2001). Thus, stories reflect the employees’ understanding of es-
sential norms and beliefs as rooted in the organization’s traditions
(Shaw, 2000). Stories provide culturally derived explanations about
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what organizations are, how they operate, and how people enact their
roles within them (Kreps, 1990). In turn, storytelling is a primary
means for individuals to share how they perceive their relationships
with co-workers, patients or clients, and the organization
(Tangherlini, 2000).

Underneath surface indications of power imbalances lies a grand
narrative that speaks to the overarching ideology of doing business, or
in the case of health care settings, giving care. Certain voices and inter-
ests are valued in the culture whereas others are muted or otherwise
neglected (Mumby, 2000). As expressions of culture, stories are there-
fore not neutral as they support and maintain dominant ideologies of a
work group or organization (Mumby, 1987). Extraorganizational
sources of ideology also are influential in this context, as general pref-
erences for a biomedical model in the health sciences are reinforced of-
ten in Western medical organizations (Goldstein, 1999). For example,
caregiver distance or detachment, along with preferences for rational-
ity and technical, scientific discourse, have predominated ways of
caregiving in traditional health care organizations (Geist & Dreyer,
1993; Good, 1994; Hafferty, 1988; Lupton, 1994). This ideological po-
sition guides caregiver behavior toward exhibiting certainty, objectiv-
ity, and technical competence (P. Atkinson, 1995; Daly, 1989; Haas &
Shaffir, 1982) in ways that are deemed professionally appropriate
(Morgan & Krone, 2001). This perspective often suppresses a dialogic,
emotional, narrative model of caregiving that places the patient as a
whole person at the center of the medical encounter; where stories of
illness are heard, understood, and validated (Cassell, 1991; Charon,
1993; Geist & Dreyer, 1993); where “detached concern” (Lief & Fox,
1963) gives way to “engaged concern” (Charon, 2001a) or empathy
(Halpern, 2001).

Caregivers who do attend to others’ stories are considered to have
“narrative knowledge” of their patients (Charon, 2001a). A series of
studies have addressed the importance of narrative knowledge in the
caregiver–patient relationship (e.g., Charon, 1993, 2001a; Charon,
Greene, & Adelman, 1994) but we know little of the narrative knowl-
edge developed through stories told among caregiving staff in the back-
stage (Ellingson, 2003). Capturing storytelling segments in real time
foregrounds how narratives frame perceptions of patient and co-
worker encounters, influence medical action, and gain “rhetorical
powers” in convincing others to adopt similar worldviews (Mattingly,
1998, p. 5). I offer a backstage glimpse of the perceptual framing pro-
cess inherent in the construction of narrative knowledge by consider-
ing “lessons learned” about group identity, power, emotion, and,
ultimately, caregiving ideologies. The questions considered were: How
is narrative knowledge constructed in backstage caregiver storytell-
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ing? and How are ideological meaning formations (re)produced in
backstage caregiver storytelling?

LISTENING IN

Stories in this analysis were drawn from ethnographies performed in
two different organizations in different locations, where the initial fo-
cus was on caregiver emotionality (Morgan, 2002; Morgan & Krone,
2001). I decided to approach these settings from a narrative perspec-
tive when it became clear early in my observations that the nurses’ sta-
tion served, literally and figuratively, as the hub of communication for
caregivers. It is a backstage place where participants create, share,
and maintain narrative knowledge.

Participants and Settings

Caregivers in the catheterization lab (CL) included 14 cardiologists,
one lab manager/nurse, four registered nurses (RNs), two licensed
practical nurses (LPNs), and two technicians. The cardiologists were
removed, spatially and symbolically, from the nurses’ station activity.
In fact, they did not walk behind the counter. I, too, remained on the
fringe of the nurses’ station, standing beside either one of the side
walls, but never behind them. In contrast, I became fully immersed in
the activities behind the nurses’ station at the emergency room (ER). I
tried to stand in unobtrusive spots (i.e., near the copier or fax ma-
chine), but the crowded and busy nature of the space often propelled
me to the center of activity. I bobbed and weaved around the quick
movements of the staff, and I suffered, on occasion, a glare or snide re-
mark for being in the way during a busy time.

The ER doctors, too, were involved heavily in the nurses’ station.
Interestingly, however, many ER doctors stood on one side of the
nurses’ station while nurses congregated on the other. Two doctors in
particular, though, interacted fully with the nursing staff on the
“nurses’ side” of the station on a regular basis. Also behind the coun-
ter stood a receptionist who answered incoming calls and contacted
other parts of the hospital per doctors’ orders. Paramedics, X-ray
technicians, lab technicians, and hospital volunteers stayed outside
the boundary of the nurses’ station. Only paramedics (ambulance
and flight crews) engaged in storytelling with the ER staff; the other
groups appeared task-driven and did not interact socially with people
behind the station. Paramedics shared their “juicy” field stories with
the ER staff, and detailed the journey to the ER doors. All told, 8
emergency physicians and a group of 46 nurses and technicians
worked in the emergency department. Any given shift featured two or
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three physicians and seven to ten nurses, with any number of techni-
cians and paramedics happening by.

The settings also differed in their environments and opportunities
for storytelling. The patient load dramatically differed between the
two. In the CL, the staff worked with as little as four and a maximum of
eight patients in one day. They experienced quite a bit of downtime at
the nurses’ station as the patients, once comfortable in the recovery
rooms, required little attention most of the time. As the catheterization
procedure was performed repeatedly throughout the day with few sur-
prises, the staff followed a regular, unambiguous routine. Staff often
congregated behind the nurses’ station during downtimes between
procedures. The atmosphere was relaxed and often upbeat, as staff
mostly talked about their personal lives.

Contrast the CL with the absence of a patient schedule in the ER,
where staff cared for 75 to 100 patients with various ailments and inju-
ries every day. People from different races, classes, and age groups
came to the ER with problems, large and small, real and feigned,
life-threatening and mundane. The ER staff encountered many more
fluctuations in their daily schedule than did the CL crew. Their shift
could be quite hectic, yet staff members also enjoyed clear periods of
downtime. When the ER was busy, it could appear chaotic (to an out-
sider), with multiple conversations and events occurring at the same
time. Collisions of messages and actions resulted in staff clamoring for
charts, reaching over each other for the phone, and talking louder than
the next person in hopes of being heard. But when the ER was slow, it
felt very slow to observers and workers alike. Stories told during
downtimes, then, worked to relieve stress after hectic intervals, and to
stimulate activity during sluggish stretches of a 12-hour shift.

Story Collection and Analysis

For this study, my observation logs became the primary source of data.
Specifically, I spent 2 months observing in the CL, and 6 months ob-
serving in the ER. Observations in the CL were conducted 4 days a
week for 2 to 4 hours of time at various times of the day. I conducted
observations in the ER 14 times at an average of 2 hours per visit, from
3:00 p.m. to 10:00 p.m., thus including observation of both day and
evening shifts. In both settings, I also conducted interviews and feed-
back sessions (see Morgan, 2002; Morgan & Krone, 2001, for detailed
descriptions). Although not always directly revealed in this study, re-
marks made by caregivers in these interactions placed my observa-
tions in context. I used the interviews (9 in the CL, 6 in the ER) and
feedback sessions (1 in the CL, 2 in the ER) to check my perceptions
with those of the participants.
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As I grew interested in the backstage communication in these set-
tings, I took detailed field notes when in and around the nurses’ sta-
tion. I captured, to the extent possible, all of the color and context of the
stories shared. My ethnographic portrayal includes phrases of conver-
sation verbatim to ground the narratives in the caregivers’ own words.
I noted the content of the stories as well as how they were delivered and
by whom. The audience of the story became an important element in
my notes as I wrote down the reactions of the listener(s), and how the
storyteller adapted to those reactions. I also noted how storytellers re-
sponded to me as a listener, included me as a participant, or even
made me the subject of a story.

I sorted out more “traditional” stories and story chains along with
other types of narrative communication, including joking, gossiping,
venting, and mocking behaviors. The sorting process continued by
grouping like stories together in terms of, for example, their tone (hu-
morous or serious), content (work or nonwork), and subject (patient
or co-worker). Ultimately, I decided to analyze and write about the sto-
ries according to their subject, and let the content and tone of the sto-
ries take shape in my descriptions.

In writing up the analysis, I found it important to reveal my presence
as participant–observer, not only to give the reader a better sense of my
involvement, but also as a matter of ethics. To “hide” my role while por-
traying others’ words and actions would create an incomplete picture
of what happened, and demonstrate an unfair use of my power as an
author to reconstruct events. Instead, I used my “liminal” positioning
between the worlds of researcher and researched to extend and en-
hance the analysis and interpretation of the data (Eastland, 1993). In
this way, all voices, including mine as author, are equally represented
in the project (Geist & Gates, 1996), and the tension between the
“other” and the researcher is recognized and addressed (Geertz, 1988;
Schwartzman, 1993). The triangulation of methods, including inter-
viewing and member checking in the feedback sessions, allowed for
the infusion of multiple perspectives in the construction of the analysis
(Lindlof, 1995). The following sections reveal stories told in these set-
tings, and how they work toward forging a narrative knowledge frame-
work that guides ideological (re)production and caregiver behavior.

STORIES TOLD

The following stories serve as examples of different types of narra-
tives shared in and around the nurses’ stations of these two settings. I
highlight knowledge constructed in and through patient stories and
carework(er) stories. Both themes reveal how the construction of
narrative knowledge frames patients, co-workers, and even the orga-
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nization in certain ways, and form behavioral guidelines and cultural
role expectations.

Knowledge Constructed in and Through Patient Stories

By far, and perhaps not surprisingly, the caregivers talked about pa-
tients the most around the nurses’ station. As a backstage area away
from patients, staff members vented, told funny stories, and mocked
patient behavior. While some of the staff members’ behaviors may ap-
pear crude or “unprofessional” to the reader, they likely resemble
backstage communication that takes place among other service-ori-
ented personnel (e.g., Fine, 1988). It may be that we think of health
care providers as being on a higher plane when it comes to profes-
sionalism because they are dealing so intimately with people and
their health. But time spent away from the patient, although not free
from behavioral rules, functions as a time for caregivers to let masks
of professionalism slip to some degree. Besides venting, they use the
backstage area to support each other and develop a strong group
identity. Caregivers often see a side of human nature that most of us
do not see; such exposure binds them so closely together and makes
their stories seem somewhat unusual to outsiders—a point they
freely admitted to me. They even seemed to relish the idea that lay
persons simply could not understand all that they see and do on a
daily basis. Caregivers spoke of the heightened importance of co-
worker relationships, as family and friends could not truly empathize
with their work situations.

Certain storytelling sessions underscored the caregiving group’s
special or unique identity. For example, the longest chain of storytell-
ing that I witnessed in the ER started after a patient came in with a for-
eign object up his penis. The man thought he had a kidney stone
(although not officially diagnosed) and attempted to dislodge it him-
self. He used tubing similar to a fish aquarium hose, thrust it up his pe-
nis, and apparently tried to irrigate it so the “stone” would come out.
The tubing had entered the urethra and was apparently knotted or
kinked. He was sent to an operating room to take care of the matter.
This patient became the subject of jokes as the story was retold to new
people entering the scene.

Staff members then created a string of stories related to similarly
bizarre incidents. First, a nurse recalled how a patient had taken a
knife to his testicle, apparently to remove a pimple. She said his wife
was “hilarious” because she was doing a crossword puzzle casually
while telling her husband to explain to the triage nurse, “Go ahead,
tell her what you did. Go ahead, tell her why you did it. Go ahead, tell
her what you used to do it!” Another nurse added a story about a man
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who apparently had tried to kill himself by slitting his wrists, failed,
and then decided to cut the major artery in the leg near the groin area.
A doctor chimed in and said he remembered that case and how the
man “did a number” on his testicle. The doctor went on to tell a story
told to him by another doctor in a different ER. He said that a patient
apparently was operating a remote control car, when he fell on top of
it and the antenna went up his penis. He said the man came in still
holding the remote control box. The doctor admitted that he did not
“buy” this particular story.

A nurse then chimed in, “Remember when the guy came in with the
broomstick up his ass?” The doctor asked in response, “Wasn’t it bro-
ken in half?” The nurse said, “Yeah, it was.” Finally, a paramedic
jumped in with a story of a man who was impaled by a rod that went in
through a buttock and up his back. It managed to sever the bowel, but
everything else was intact. The staff members working on the man esti-
mated how big the pole was, guessing it to be about one-half inch thick.
Then the crew heard a voice at the head of the table, the patient, say,
“Five-eighths.” The nurse said, “You oughta know!” Hearty laughter
emerged from the group on the delivery of this line. By the end of this
sequence, no fewer than six stories were spun out of the original story-
telling incident.

Humorous stories in the CL also sprung up around patients’ bizarre
behaviors. One day upon entering the CL, the staff immediately told me
the story of “the naked man” who had been in Room 3. He had decided
on his own to take his gown off and just sit there upright in bed, naked.
He sat facing the door, with the door wide open. A male nurse appar-
ently tried to get his female co-workers to walk in on him so they would
be surprised and shocked, much to the delight of the rest of the staff. A
nurse took me over to the room and said, “Look where the bed was.” It
was certainly in plain view from the hallway. A nurse completed this
story by saying, “There’s crazy people out there, but it takes all kinds I
guess.” Room 3 was called the “wacko room” as they talked about how
other “loony” patients had been there, like “the religious lady,” who
asked the nurse and me about our religious affiliations and whether we
attended church regularly. She repeatedly thanked the Lord for no
blockages in her heart. Because I was in the room when this happened,
I became part of the story as it was recirculated at the nurses’ station
for several days in a row.

These story chains reveal how stories are maintained across time
and space, even across organizations in the case of the story from a dif-
ferent emergency room. They follow a familiar pattern or plot. In this
case, the narrative frame of the “bizarre patient” or the “bizarre case” is
supported through repeated tellings of the same story in combination
with similar stories that fit the conventions of the theme. These bizarre
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patients and cases become the perfect fodder for storytelling because
they are so unusual and represent a major departure from the “nor-
mal” cases that the staff encounters most of the time. These stories
bind the group together and stake out an identity that says that they are
special because they see this type of human behavior most people do
not see. Caregivers announce their group membership simply by con-
tributing a story. In terms of creating patient knowledge, these stories
set up expectations about how “normal” patients look and act by por-
traying the opposite characteristics and mannerisms. Meanwhile, bi-
zarre patients are framed as such and will likely receive different care
than other patients who present with normal behaviors and problems.

A particularly vivid story of patient framing happened one night in
the ER. As a patient was being brought in by the ambulance, the para-
medics called in to say the man was “ETOH” (intoxicated), claiming to
have been struck by lightning. He reportedly had been standing under
a tree with a beer in his hand. The lightning apparently struck the tree,
but he was “knocked on his ass,” as one nurse put it. A nurse in the ER
teasingly drew a lightning bolt on the board next to a little stick figure
with its hair standing on end. When the patient arrived, more jokes
flourished. He was wheeled past the nurses’ station as a police officer
said, “He didn’t get struck by lightning—there’s no burns.” A para-
medic joked they needed to look at the “Doppler radar” for lightning
strikes. The same nurse who drew the lightening bolt later signed up to
take the patient. She walked back out to the nurses’ station with a sol-
emn face. Everyone grew quiet as they thought that something might be
seriously wrong. She then said, “We need to check pinpoint Doppler ra-
dar.” The entire crew laughed. Minutes later, without thinking, I even
participated in the joke-telling by saying it smelled like fried chicken
(which it did) and people agreed. Then I paused and said, “Unless it’s
that guy.” A couple of nurses really laughed at that point. Like the oth-
ers, I was swept up in the humorous storytelling of the moment.

A little later, however, the ER staff realized (perhaps because of my
presence as an observer) how the joking could appear inappropriate. A
paramedic commented, although half jokingly, about the lightning bolt
on the board saying, “That’s not very nice.” A little later, the nurse who
drew the figure said, “I suppose that wouldn’t look good if a patient
were to see the board.” However, right before I left for the night, the
staffers continued to place bets on the patient’s blood alcohol level.
Even the doctor posted a number. A nurse told me that this was a
stress reliever for the staff.

Although the storytelling may benefit the caregivers by relieving
stress and presenting a humorous break from their work, the story im-
plicitly frames the patient as drunk (even before being seen) and there-
fore without a valid complaint or problem. The narrative knowledge
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constructed over time is that ER staff may not take as seriously those
people who are self-impaired through drugs or alcohol. Given the
number of people who do come through the ER doors in such a state,
one can see how such sensemaking is formed. The humorous nature of
the story (including my spontaneous comment) coincides with and ul-
timately supports the jovial culture of the night crew. The influence of
the culture is so strong, however, that caregivers likely do not recog-
nize the impact of such storytelling on patient care.

Other stories involved complaining about patients, particularly
when they did not follow orders by nurses or doctors. In the CL, a
nurse was upset one day when a patient would not allow her to apply
pressure to the catheter insertion point to stop the bleeding. The nurse
said to a co-worker, “Today this woman popped her clamp off and said
‘You’re hurting me.’ I thought, ‘I’ll hurt ‘ya.’ Almost let her bleed to
death on purpose.” One other time in the CL, nurses complained about
a heart transplant patient who failed to show up for an appointment.
The nurse manager stated that if a patient “can’t commit to the pre-
treatment then she doesn’t deserve to be so high on the list.” Later this
same story was retold between two different nurses, then from an ad-
ministrator to the rest of the staff. Complaining stories in the ER also
revolved around “medical noncompliance.” A regular patient in the ER
(dubbed a “frequent flyer” by staff) complained of having seizures, yet
he had failed to take his seizure medication. The doctor gently scolded
the patient by saying that he had to take his medications. Back at the
nurses’ station, the doctor made a comment about the overweight ap-
pearance of the patient and his wife.

Caregivers directed complaints like these in both settings toward
patients depicted as contributing to their conditions by excessively eat-
ing, smoking or drinking, disobeying medical orders, or in some other
way jeopardizing their own health. Narrative sensemaking from these
stories reveals a preference for “good” patients who take care of them-
selves and respect medical authority enough to follow orders. As a re-
sult, caregivers expressed less empathy to patients who “brought on”
their own problems or ignored medical advice. In turn, narratives fea-
tured “good” nurses and doctors as those who commanded respect
based on technical competence and superior medical knowledge.

Knowledge Construction in and Through Carework(er) Stories

Other forms of sensemaking centered on the nature of caregiving. Staff
members expressed their concern for the patients in the backstage
and, at the same time, reassured and supported each other about care-
giving practices. The ER group, for example, told sad stories about
lives lost, particularly of patients that they knew, either firsthand or by
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association. One night, the ER staff talked about a “code” that hap-
pened a couple of nights earlier. The victim was an 18-year-old man
from a nearby town who was killed in a motorcycle accident. A nurse
said that all the EMTs from that town were crying when they took him
from the ambulance to get on the helicopter. She said it was tough for
people in the ER, too, as the victim was the son of an X-ray technician
in their hospital. They also talked of two nurses from the emergency
department they had lost to cancer and a brain aneurysm. They remi-
nisced about the nurses, cried a little, and consoled each other before
being called back to work.

Other types of reassuring stories centered on patient treatment. In
the ER, a nurse asked the doctor about a pregnant woman who had
been in a car accident. She asked what the doctor told the patient
about the baby she was carrying. He replied that he told the patient
that her tummy was like a water balloon with a quarter inside it—the
baby was perfectly protected. A reassuring story also happened in the
CL after a CHF (congestive heart failure) patient developed an irregu-
lar rhythm for about 17 beats. One nurse in particular was concerned
that she missed something or that she could have responded sooner
or “done more” to help the patient. The nurses huddled together
around the nurses’ station to walk through what happened step-
by-step. They reassured themselves that they followed all the correct
procedures, and that they handled the palpitations competently and
correctly.

Reassuring stories help caregivers make sense of situations and
calm their concerns about patients. They identify appropriate strate-
gies in managing certain illnesses and ailments, while at the same
time construct knowledge about how to display emotion appropri-
ately with co-workers. Through narratives, they defined emotion
norms within their unique cultural context, as other stories indicated
when nurses cared too much or cared inappropriately. Such was the
case in the CL, when a nurse mocked another nurse’s concern about
the patient’s family, specifically how she could schedule it so the fam-
ily could go to lunch and be back in time to walk with the patient over
to the hospital. After speaking aloud her solution to the problem, the
other nurse answered back with mock concern, “Do you think that
will work?” The others standing around the nurses’ station immedi-
ately remarked “Oooo” in unison, indicating that the nurse had been
insulted for caring about the patient and the patient’s family too
much. When retold, these stories indicate how much and what types
of emotional display are appropriate for a given scenario. The con-
struction of narrative knowledge is biased toward the display of in-
tense emotion only in serious cases with close or personal
connections to staff members. Showing concern over tangential is-
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sues that go beyond the realm of the patient’s immediate physical
care is framed as inappropriate according to emotion norms.

When not dealing with patient demands, however, the cultures of
both settings preferred rather playful backstage scenes. In both set-
tings, staff joked, told stories, and talked about movies and family life.
The evening staffers at the ER, by their own admission, could become
particularly goofy. A doctor mentioned how their humor would degen-
erate as the long evening hours wore on. They told me about a time
when they found a tick by the nurses’ station so they put it in a Styro-
foam cup and fed it blood. They also were fond of shooting rubber
bands and mini basketballs to kill the time. As one doctor explained,
“When it’s busy, it’s fine, everyone’s all business. But when it’s slow like
this, any patient interruption just interrupts our happy time.” His re-
mark referenced a patient’s family member who kept coming to the
nurses’ station to ask questions and to repeatedly tell the staff that the
patient had to go to the bathroom. The doctor completed his comment
by adding that, when the 7:00 a.m. shift comes in, they do not under-
stand the night shift’s humor. He said, “They come in with their coffee,
all fresh, thinking the world is great, while the night crew is cynical and
worn out.” The day crew, although also preferring a lighthearted back-
stage, exhibited a more reserved style of humor that aligned with ad-
ministrative expectations.

The staffers in the CL likewise were jovial in the backstage setting,
although their humor centered more on the practical joke variety. They
told and retold the story about the time that they made up a bed to re-
semble a patient lying in a bed by stuffing pillows under the sheets and
using a mop for hair. One of the nurses hid under the bed to “voice” the
fake patient. They told unsuspecting staffers to go peek at a patient
who looked like Santa Claus. Surprising and shocking fellow co-work-
ers served as a main source of humor for the CL crew.

The good-humored cultures in both settings influenced storytelling
behavior to largely fit within the boundaries of lighthearted fun. The
knowledge gained about “what it means” to be a caregiver in these set-
tings involves being able to “take a joke” and to “play along” when it is
“happy time.” More task-oriented, serious nurses and doctors, how-
ever, tended not to engage in such conversations, especially ones that
turned to gossip or joke telling. These caregivers were at times margin-
alized by the group, as they were construed as cultural bystanders
through the content and form of the storytelling.

Stories about co-workers in these settings also underscored status
differences. Doctor–nurse status stories prevailed in the CL, where the
physicians were absent from the backstage. Some of the stories in-
volved patient care and the ways in which doctors often made deci-
sions without consulting nurses. One story in the CL surfaced around
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a doctor who let a patient go home before the allotted amount of bed-
rest. The nurses expressed dismay at how he could simply tell a pa-
tient to go home without following proper procedures. Numerous
other stories surfaced about how doctors would keep patients waiting
longer than necessary. A nurse told a story of how a doctor kept a pa-
tient waiting for 4 hours before making it to the room to declare the pa-
tient free to go home. Doctors’ lateness in showing up for procedures
and visiting recovery rooms prompted constant complaining and vent-
ing among the CL staff because nurses managed the brunt of patient
anger and anxiety during the wait.

In both settings, doctors clearly expected nurses to perform their
work correctly, swiftly, and skillfully. As one ER nurse mentioned to
me, the ER doctors expect nurses to “know their stuff” and handle pa-
tients competently. Thus, doctors pressured nurses to perform their
jobs with accuracy and professionalism. Nurses sometimes turned to
each other in the backstage, then, to admit their mistakes in a more
understanding and supportive environment. In the ER, a nurse made
the mistake of giving a patient the same medication twice. She told
this story to another nurse and explained that she did not want to tell
the doctor what she had done for fear of looking bad in his eyes. The
other nurse insisted that she tell the doctor about the double dos-
ing—that he simply had to know so he could take care of the patient.
The nurse finally complied, but she initially feared the doctor’s reac-
tion more than the consequences for the patient, perhaps with good
reason. Stories abounded in the CL about doctors yelling at nurses
for their mistakes. A story circulated at the CL nurses’ station about a
cardiologist loudly scolding a nurse for placing the doctor’s foot pedal
(used to operate the X-ray machine) in the wrong place. Recurrently,
the CL staff members referred to standards as “unfair”—doctors
could violate the rules of professionalism, but they could not. Main-
taining a “professional” front when a mistake has been made, how-
ever, can be detrimental to patient care.

As a response to physician expectations and violations of profes-
sionalism, CL staff members ridiculed and mocked doctors’ actions
and intelligence in the backstage. Venting forges a group identity by
uniting staff members against higher authorities (i.e., doctors), and
demonstrates, at least in that moment in time, the staff members’ su-
periority in knowledge and competence. A technician told a story of a
doctor who opened a bag containing X-ray film, thereby exposing and
ruining it. She turned to me and said, “If you saw a black plastic bag
that said DO NOT OPEN on it, would you open it?” She concluded that
doctors “have all this education, but they’re dumbshits.” Another
nurse told a story of how he was paged to come in all the way from the
hospital to locate a film that was shelved right in front of the doctor’s
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face. One mocking scenario, in particular, ridiculed a doctor’s lack of
expressiveness. As one nurse claimed, the doctor was an “oaf of a guy.”
She then started making horse noises and stomping her foot while an-
other nurse added in a neighing sound. Someone questioned what the
nurse was doing, and she replied, “He sounds like a horse. Haven’t you
ever heard him do that under his mask?” Making fun of doctors, al-
though providing amusement for nurses and technicians, both resists
and upholds the role boundaries between the two groups, ultimately
acknowledging and reifying status differentials. The resistance, out of
sight from the powers that be, only serves to maintain the status quo.

Status stories also were evident among peer groups. In the CL,
nurses and technicians of different education levels once swapped sto-
ries about dissection and how their experiences varied based on the
level of their training. They one-upped each other with stories of dis-
secting larger and more complex animals. Even though they were con-
sidered peers working as one staff, they clearly highlighted status
differences between technicians, LPNs, and RNs. Stories reflected
frustrations about not being permitted to perform certain work be-
cause of their education levels. For example, CL technicians and LPNs
sometimes complained about not being able to start IVs to administer
medicine, even though they had the skills to do so. In medical settings
where professionals display educational degrees prominently on
nametags and professional dress, status becomes an explicit issue for
storytelling. Knowledge about the organizational culture ties to the im-
portance of a hierarchy established on the grounds of professional ti-
tles and seniority. In addition, those caregivers who worked more
closely with technology and/or with the actual patient treatment were
respected more highly than those who served primarily in a nurturing,
recovery, or laboratory role. The complaints of LPNs and technicians
disallowed to perform certain tasks, along with the one-upping dissec-
tion stories, highlight how the culture favors those workers who can
show more technical competence than their peers.

Related to status issues, staff members told stories that marked the
insider or outsider position of different caregivers. In the CL, the male
nurses and male doctors spent much time together outside of work,
and even set up fishing trips and other excursions. The fact that they
called themselves “The Boys’ Club” further demarcated their separa-
tion from female staffers, and ultimately excluded women from their
social networks. In the ER, a male doctor and male nurse also engaged
in off-to-the-side joke and storytelling if they thought that their stories
were taboo for mixed company. Conversely, the women in the CL
talked at great length about their family lives and, in particular, their
children’s activities. Notably, single men and women were silent during
or absent from these storytelling sessions. In the ER, the night crew
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shared their sets of in-group stories that excluded administrative and
day-shift employees. In these ways, we see how stories formed bound-
aries, not only around job titles or roles but also around informal com-
munication networks in the organization. Membership into groups
based on gendered interests and activities highlights how employees
construct what it means to be a man or a woman performing their roles
in the organization. Knowledge of who is favored and who is left out re-
veals to the caregivers appropriate ways of being and acting according
to their particular subcultures within the organization.

LESSONS LEARNED

Stories serve many functions, but chief among them is the implicit dis-
tribution of a message, moral, or lesson regarding member thought
and behavior (Brown, 1985, 1987). As already argued, stories indicate
the “appropriate” ways to act and think in a given culture (Mumby,
1987). I analyzed the narrative construction of knowledge among care-
givers in terms of lessons implicitly learned about patients and their
roles as caregivers. These lessons, although separated out in this dis-
cussion, clearly overlap, appear together, and influence each other in
real time as knowledge frameworks.

Lessons on Identity

Members etch out group identity through storytelling, as stories form
the basis for belonging and feeling like part of a group that shares the
same experiences (Van Maanen, 1992). The wealth of stories regard-
ing patient behavior speaks to the very unique perspective of these
caregiving groups. The medical dramas that remain hidden from the
general public unfold in plain view of these caregivers. Caregivers ob-
serve all different sides of human behavior that most people simply
do not see. This fact binds them together and makes their group spe-
cial. Through this identification by separation (Burke, 1950), the
medical group distinguishes itself by what it is not: the lay public.
During medical training, caregivers explicitly and implicitly prepare
to engage the identity of a caregiver and simultaneously reject the
identity of a “regular” person (Hafferty, 1988). Storytelling about pa-
tients’ bizarre behaviors or characteristics on the job maintains and
solidifies this distinction. However, as stories stake out boundaries
regarding concern for and involvement with patients (Totka, 1996),
the resulting identity separation likely makes empathic communica-
tion more difficult.

Caregivers also draw identity boundaries between caregivers based
on education, experience, status, title, gender, and any number of in-
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and outgroups seen in the organization. In this study, group identities
formed around both formal work groups such as physicians, regis-
tered nurses, and licensed practical nurses, but also around informal
groups such as the “Boys Club” in the CL or the night shift employees
in the ER. Only in-group members may tell stories that speak to a given
identity. In the ER, the two male caregivers stepped to the side to share
inside stories. Women in the CL could certainly not participate in sto-
ries involving the “Boys Club.” Storytellers made exclusions in content
and participation based on the people present in the scene.

Within identity groups, however, a great deal of sensemaking and
comforting took place. Caregivers learned of expected behaviors and
responses through the telling of stories that reflected the “wrong” way
of acting and perceiving. As Mattingly (1998) argued, “Since the stuff
of narratives is the abnormal, the improper, and other departures
from the norm, stories offer rich vehicles for passing along cultural
knowledge” (p. 13). Sensemaking about roles also formed around the
nurses who provided reassurance and advice to other members of
their group. Identification with the organization is likely heightened
because employees often envision themselves as part of the organiza-
tion by way of their immediate work group (Morgan et al., 2004). As
caregivers forge attachments to each other and their workplace
through supportive storytelling, the more they align behaviors along
organizational expectations.

Lessons on Power

Several of the stories told in these settings uphold power imbalances
between the various caregivers. Storytelling emphasizes status differ-
ences and ultimately serves to keep them in place (Helmer, 1993).
Mocking stories may be interpreted as a resistance to, and yet a rein-
forcement of, power imbalances. In the CL, several stories revolved
around the mocking of doctors. By making the doctors look incompe-
tent, the nurses overtly resisted the expectation that they should al-
ways behave competently in front of the doctor audience. By making
fun of the doctors’ supposed lack of skill, they positioned themselves
as being superior in knowledge. Mocking that takes place backstage,
however, maintains status differences precisely because the resistance
remains hidden.

The mocking of patient behavior also may be viewed as an expres-
sion of status difference, because storytelling itself constitutes an act of
power (Charon, 1993). As the patients become the subjects of the
story, they become the objects of control. Several stories revolved
around the disapproval of patients who did not behave along the lines
of a “normal” or “good” patient. Caregivers responded to those patients
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who seemed to bring on their own plights or conditions with sarcastic
remarks, or worse yet, an unsympathetic attitude. Staff brought frus-
trations that could not be expressed to the patient back to the nurses’
station for discussion. Storytelling reifies the power distance between
patients and caregivers.

Lessons on Emotion

Both settings featured emotion rules tilted toward professional detach-
ment (Lupton, 1994). The short-term contact between caregivers and
ER and CL patients sets up a context more focused on processing and
patching than nurturing care. The nurse who was mocked for showing
too much concern for a patient and the patient’s family revealed how an
emotion rule of detachment operated within this organization. Profes-
sionalism was instantiated through rational, competent, and distanced
performances (Morgan & Krone, 2001). On stage, the stories caution,
the caregiver exhibits competence and skill, carefully avoiding too much
involvement with the patient. Even humorous stories about patients im-
ply the caregiver should keep an emotional distance. Making fun of pa-
tient behavior denied emotional connections, while also staking out and
upholding boundaries in identity and power.

In the backstage, performers let down their “professional” masks a
bit to vent emotion they are unable to release in front of the patient. The
nurses’ station becomes an emotion-safe “zone” (Fineman, 1996),
where caregivers can express true feelings about audiences not pres-
ent backstage. The CL nurse who vented about the patient whom she
wanted to let “bleed to death on purpose” certainly could not reveal
such frustration to the patient. Because of the “rational” nature of
these settings, feelings of anger, joy, frustration, fear, and sadness all
must be released in the backstage or kept inside. Backstage storytell-
ing cultivates a very important collective form of emotion management
that allows the caregivers to act in organizationally appropriate ways
during onstage performances. The mocking of doctors backstage
helps nurses to put on professional faces when performing in front of
the demanding physician audience (Morgan & Krone, 2001). Humor,
in general, also serves a venting function, and simultaneously under-
scores the pressing emotional demands of the onstage areas.

On one hand, backstage sessions serve as important coping devices;
yet, they also speak to the organization’s level of control over worker
feelings (Hochschild, 1983). ER nurses occasionally did use the time
backstage to console each other and talk about patient deaths, particu-
larly of those people they personally knew. They expressed to me a de-
sire for more storytelling opportunities, such as informal meetings
established by the ER, to share their feelings. The emergency depart-
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ment sometimes met formally after trauma cases resulting in death,
but these meetings focused on the procedures followed in treatment
and potentially “what went wrong” as opposed to the emotional after-
math of the event. ER nurses mentioned how they used the drive home
to deal with their feelings. The CL nurses told me they shared stories
outside of work as part of their coping process. Pushing emotional sto-
rytelling to the backstage or offstage maintains the emotional order of
“professional” caregiving, and the emotional burden remains on the
shoulders of individual caregivers.

GRAND NARRATIVE

The aforementioned lessons interweave to form a sensemaking struc-
ture that works as a grand narrative about caregiving. Patient and co-
worker stories, retold and reframed, become part of the larger “medi-
cal story” (Hunter, 1991). Learning to be a caregiver means making
sense of group-identity boundaries, status and power differences, and
emotion rules of the organization and its subcultures. The narrative
construction of knowledge embodies “what it means” to be a caregiver
in relation to patients and colleagues (Goffman, 1959). Narrative
knowledge informs caregivers what roles they occupy and how to play
them for different audiences. Strikingly, these stories function to frame
caregiver perception and, in turn, affect patient care. Stories act as
lenses of perception or problem-setting devices (Schon, 1979) that
shape action toward those frames (Mattingly, 1998). Notably, in the
case of the “lightning strike” patient (who was immediately perceived
as drunk and, therefore, not credible), caregivers framed the patient as
such before he even entered the emergency room. The perception was
strengthened as the story passed from paramedic to police officer,
from nurse to technician. The consequences for patient care of narra-
tive framing, then, can be quite dramatic. A patient who is not taken se-
riously likely is going to receive different, or lower quality, treatment
than someone who is seen as having a legitimate complaint.

In this way, caregivers “spin” narrative knowledge into a “web” that
enables and constrains (Geertz, 1973). Narrative knowledge enables
caregivers in the sense that it provides guidelines for them to follow in
the course of doing their work. They “know” how to behave in a whole
host of medical and relational situations. Their uncertainty in these
situations becomes comfortably reduced, which, of course, can benefit
both patients and co-workers. Caregivers can act quickly and compe-
tently, with certainty and confidence in their actions. However, what
caregivers “know” limits their perceptions of people and things in par-
ticular ways. Such institutional knowledge also works as a finite script
for behaviors when another course of action may, in fact, be better—
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medically, emotionally, or even ethically. The act of storytelling itself
can persuade others to adopt similar perceptions (Mattingly, 1998).
Alternative ways of doing, feeling, and being are obscured by what is
considered to be the best or right way according to the grand narrative
spun in the backstage.

Through the exercise of “appropriate” microlevel actions, caregivers
uphold certain ideologies of caregiving as superior while suppressing
alternatives (see also Mumby, 2000). The dominant ideologies in these
particular settings lean toward the “traditional” Western medical pil-
lars of the biomedical model. Rationality is exalted as the basis for pro-
fessional, detached treatment focused on curing over caring
(Goldstein, 1999). Hierarchy is maintained according to title and edu-
cation, where status matters in making identity distinctions between
groups. Preferential treatment is provided to the good, compliant pa-
tients (Treweek, 1996) who have legitimate conditions brought on by
circumstances beyond their control. Backstage storytelling serves a
venting function and may, at times, resist these ideologies; yet, domi-
nant caregiving ideologies are maintained precisely because they are
concealed backstage. Other stories directly support these ideologies
by informing members how to act along expected lines in various situa-
tions for certain audiences.

It would be interesting to hear stories told in “alternative” medical
settings where caregivers emphasize dialogic, emotional, holistic pa-
tient care. These stories would stand as a response and critique to bio-
medical approaches to caregiving. Beyond this, such stories could
transcend the narrow margins of stale biomedical discourse
(Mattingly, 1998) by way of valuing experience above science
(Greenhalgh & Hurwitz, 1999), embracing multiple narrative perspec-
tives (Geist-Martin & Dreyer, 2001) and ultimately allowing the voice of
the “lifeworld” to be brought forth and validated (Charon, 1993). Nar-
rative knowledge developed through this alternative ideology, in fact,
may lighten the burden of “professional” demands for individual care-
givers and align better with their own personal beliefs about what it
means to provide care.

The fundamental contribution of this study lies in the retelling of ac-
tual caregiver stories, where we can see how narrative knowledge is de-
veloped and maintained in the medical backstage. We especially can
see how stories chain together and form conventional narrative frames
such as “the bizarre patient,” “the overly concerned nurse,” and “the in-
ept doctor” that reveal a preference for the opposite scenarios: normal
or good patients provided care by detached, competent caregivers.
These frames serve as the basis for continued storytelling along the
same lines, as similar stories work to support and uphold those
themes (and their underlying ideologies). The description of story

10. STORIES FROM THE NURSES’ STATION 235



chains in this study adds to theoretical knowledge by empirically illus-
trating how storytelling is not a linear event with clear beginnings and
ends, but rather a fluid, ongoing exchange of multiauthored texts that
intersect and (re)cycle through a group of people who share a common
bond (Boje, 2001).

On a practical level, this study offers a glimpse of what it might be
like to be a caregiver in these settings (Geertz, 1973; Mattingly, 1998).
Providers tell stories from which we might understand better who they
are, what they do, and what assumptions guide their work. Stories and
story chains have real implications for the way caregivers come to per-
ceive the nature of patient experiences, illness and health, medical au-
thority and identities, work relationships, and the organization itself.
Researchers and practitioners can study storytelling to uncover these
hidden assumptions, among others, to help members understand the
sources of their relational and medical knowledge. Alternative ideolog-
ical positions and their associated actions even may be explored
through such an exercise. Reflexively, the readers and listeners of med-
ical stories likewise would enhance and perhaps question their own
knowledge of what it means to give and receive care.
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In West Africa, when a person in the village becomes sick, the Healer
will ask them, “When was the last time that you sang? When was the
last time that you danced? When was the last time that you shared a
story?”

—Cox, 2000, p. 10

Now God sometimes tires of making people happy and always mixes
some misfortune with good luck, like rain with sun. The queen fell ill,
and neither the learned doctors nor even the quacks could do anything
for her.

—Excerpt from Donkeyskin, an oral folktale

The potential beneficial effects for those who are ill of telling their story
has been long recognized in many cultures and has received attention
from philosophers, social scientists, and medical practitioners alike.
Illness, treatment, or death challenge those who are affected to con-
struct meanings that create a tolerable narrative for what appears to be
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inexplicable; in such a context, storytelling is viewed as a form of com-
munication that can help people successfully cope with and reframe
illnesses and, thereby, create the paradoxical possibility of being “suc-
cessfully ill.” Frank (1995), a sociologist at the University of Calgary,
argued that illness may be thought of as a call for stories, in that be-
coming ill often triggers narratives that help affected individuals to re-
draw their self-maps, in light of changed circumstances.

Children, in particular, may feel the need for constructing stories
that help them to deal with their illnesses. C. D. Clark (1998), for in-
stance, examined childhood imaginative narratives in the face of
chronic illnesses. Fear of death was a universal concern shared during
Clark’s interviews with asthmatic children; a lack of breath always car-
ried a concurrent sense of life-threatening consequences. Clark re-
ported that one child had sheets on his bed depicting Teenage Mutant
Ninja Turtles, which provided a basis for the child’s imagined “what-if”
stories, in which, should a nighttime emergency with his breathing oc-
cur, one of the Turtles would fly off the sheets and go to get the doctor,
which calmed him during attacks.

The recognition of the potential power of narrative for those who are
ill has led to a number of autobiographical and biographical narratives
written about illness, treatment, and death, or what Hawkins (1993)
called pathographies. As two illustrations, Gilda Radner (1989), the
famous comedian, wrote a text that chronicled the final days of her life,
and the poet Audre Lorde (1980) documented her 14-year struggle
with breast cancer. Other pathographies emanate from health care
providers’ accounts of their encounters with ill patients (Brody 2003;
Hunter, 1991) that recognized that “daily practice is filled with stories”
(Hunter, 1991, p. 5).

The potential power of narrative to heal is now so widely accepted
that it is being used as an intervention strategy by those in the medical
community. Greenhalgh and Hurwitz (1999), for instance, trained
medical students to adopt the perspective that the process of getting ill,
being ill, getting better (or getting worse), and coping (or failing to cope)
with illness can be best conceptualized as enacted narratives within
the wider narratives of people’s lives.

Although the potential power of sharing illness narratives has been
well documented for those who are ill, relatively little attention has
been directed toward how listening to narratives affects either those
who are ill or their caregivers and loved ones. Storytellers, however,
have long recognized the power of narratives to move listeners from
the pain of the moment to a “happier ever after” (Sunwolf, 1999), with
powerful narratives provoking intense flashes of insight for listeners
who are ill (insights that may be invisible to a health care provider).
Trauma, illness and grief create frightening forests of pain, with unfa-
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miliar roads; in such a context, listening to stories suggests myriad
pathways out of dark forests (Sunwolf, 2003).

The magical words “Once upon a time …” that often start a tradition-
ally structured folktale can induce a soothing, familiar light trance. In-
deed, “holding an audience spellbound,” is often used to describe an
audience’s altered state of listening to a great tale told well, and psychol-
ogists have claimed that storytelling performances contain many of the
conditions necessary for inducing trances. A Boulder, Colorado psycho-
therapist–storyteller described such trances as an inner-directed state
of consciousness, such that although listeners’ eyes may be on the story-
teller, their consciousness is turned inward (S. Martin, 1993).

This hypnotic effect alone might be enough to recommend that lis-
tening to narratives can be therapeutic. There is evidence, however,
that the listening to oral tales can meaningfully penetrate even organic
brain disorders, producing significant moments in people’s lives. The
experience of a storytelling troupe of middle-school students, spon-
sored by the California Arts Council, who began giving weekly perfor-
mances at a day care center for senior citizens powerfully illustrates
this point (Loya, 1997). Loya recounted the effects of those story per-
formances on one of the senior citizens:

Frank told amazing stories. With each passing year, however, his person-
ality deteriorated, ravaged by Alzheimer’s disease. By the third year he
barely talked and never told stories. One day a young teller, Yarra, told
about dancing. When she finished, Frank spoke for the first time in
months. He had been a champion dancer, had won lots of competitions.
Would Yarra like to dance? She accepted. They moved gracefully about
the room in a wonderful dance, then he brought her back to her chair. As
he sat down, the light left his eyes for the last time. He never spoke again
after that. (p. 10)

Even health care practitioners themselves are beginning to recog-
nize the effects that listening to their clients’ narratives can have on
them. Remen (1996), a psychooncologist and pioneer in training phy-
sicians in relationship-centered care, first encountered story as a part
of her practice when a male hospital teammate asked her to visit his
patient, who was crying. As Remen reported:

I was no more comfortable than he in such situations but I realized early
that this was part of my ticket to acceptance and so I would go and listen
while someone shared with me their concerns and their experience of ac-
tually living with the disease we had diagnosed. At first, I was surprised
that people with the same disease had such very different stories. Later, I
became deeply moved by these stories, by the people and the meaning
they found in their problems, by the unsuspected strengths, the depths
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of love and devotion, the rich and human tapestry initiated by the pathol-
ogy I was studying and treating. Eventually, these stories would become
far more compelling to me than the disease process. (p. xxiv)

The story of illness narratives, therefore, is incomplete without a fo-
cus on the potential healing effects of both storytelling and
storylistening. Accordingly, in this chapter, we explore both storytelling
and storylistening in the context of illness narratives. We begin by ex-
plaining and extending Sunwolf and Frey’s (2001) functional frame-
work for understanding narrative to identify the functions or purposes
filled by both storytelling and storylistening, or story sharing, as we
shall call the interaction of telling and listening to stories. We then ex-
amine some of the effects of sharing stories for both tellers, listeners,
and the communities of which they are a part. Throughout our narra-
tive, we weave in research and real-life examples of how storytelling
and storylistening have been used in cases of severe trauma, compli-
cated grief, and/or chronic illnesses such as cancer, arthritis, renal fail-
ure, dementia, eating disorders, asthma, and AIDS. Finally, we discuss
some of the ethics involved in story sharing and suggest future implica-
tions for health care narrative practices that value storied medicine.

A FUNCTIONAL MODEL OF STORY SHARING

Human beings ponder, perceive, imagine, and make choices using nar-
rative structures (Sarbin, 1986). Our memories, future plans, even
our loving and hating, are all guided by internalized narrative plots;
survival in a complex world would be problematic in the absence of
skills to make up and to interpret stories (Sarbin, 1998). Stories offer
a way of knowing and remembering experiences, and provide a power-
ful structure for binding together seemingly isolated or confusing
events in a meaningful way (Sunwolf & Frey, 2001).

The sharing of stories between tellers and listeners provides a sym-
bolic framework offering myriad connections between story, self,
other, and experience. Langer (1942) argued that people demonstrate
a need for symbols that form the basis for their understanding of the
world. Humans, in fact, have been described as storytelling animals by
MacIntrye (1981); Fisher (1987) suggested that people might be best
understood as homo narrans, organizing our experiences into stories
with plots, central characters, and action sequences that carry implicit
and explicit lessons. If, as Fisher (1985b, 1987) argued, people inher-
ently pursue a narrative logic, and all humans are essentially storytell-
ers, the sharing of stories offers a powerful tool for both those who are
ill and those who care about and for them.
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Although we specifically invite reflection in this chapter on the two
events of storytelling and storylistening, a cautionary note is necessary.
Story sharing is a dynamic process in which stories are transformed
in the telling, and, then, further transformed in the receiving. In effect,
all shared tales undergo important change. An untold tale may be
“owned” yet, the act of telling a story is always one of co-narration (and,
hence, co-ownership), as listeners actively select, refocus, and reframe
events or characters in the received tale. When we listen to a teller, we
hear our own story. Within all people is the power of the remembered
story that has been lost to consciousness, but may be triggered into
memory. The story the patient tells is probably never the same story
the healer hears (or vice versa), yet this is, paradoxically, the medicinal
power of story. People receive the magical gift of being connected,
through story, with their own healing wisdom. The medicinal parsi-
mony of the right story at the right time for the right person is now
emerging in health care scholarship.

The functional model offered by Sunwolf and Frey (2001) of sharing
stories in the practice of medicine offers a framework for examining
the multiple goals that stories serve for both storytellers and story lis-
teners (see Fig. 11.1). The model suggests that the sharing of stories
may function for both caregivers and their clients in five significant
ways: (a) to connect people (relating); (b) to understand the world (ex-
plaining); (c) to create/recreate reality (creating); (d) to remember/
re-member (history making); and (e) to vision/re-vision the future
(forecasting).

Stories as Bridges: A Way of Connecting (Relational Narrating)

Shared stories function to help construct the self (helping to answer
the question, “Who am I?”) and the community within which people
are embedded (“Who are we?”). Many illnesses have both biological
and psychological components. Eating disorders, for example, have
severe consequences for physical health, but are increasingly receiv-
ing narrative interventions from treating physicians (Andersen,
1993a, 1993b). Andersen is a psychiatrist at the University of Iowa
Health Care Center who regularly publishes vignettes of original tales
in folktale format he has found effective in helping patients trigger be-
havioral changes and their relationship with food. Eating disorders
are widely agreed to be one of the most difficult challenges for health
care providers. Reconstructed fairy tales have been effectively used
by Hill (1992) as a treatment intervention for young girls with eating
disorders to break the harmful cycle that occurs when life transitions
demand changes that a weak sense of self cannot accommodate. As
Hill (1992) explained:
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Once upon a time there was a gentleman who married, for his second
wife, the proudest and most haughty woman that was ever seen. He had
by another wife, a young daughter, but of unparalleled goodness and
sweetness of temper, which she took from her mother, who had been the
best creature in the world. … No sooner were the ceremonies of the wed-
ding over than the stepmother began to show herself in her true colors.
She could not bear the good qualities of this pretty girl. She employed
her in the meanest work of the house. (p. 584)

Once told to the person, the fairy tale serves as a means to assimilate
and accommodate desired aspects of the tale’s characters at a prelogi-
cal level (Hill, 1992). One young girl, a binge eater, described visualiz-
ing what Cinderella ate at home and at the ball, and then what she
might be feeling.

In addition to helping those who are ill to answer the “Who am I?”
question, sharing stories functions to connect those who are ill with
others and, thereby, answer the “Who are we?” question. Narratives
are tools to access values and worldviews and are, thus, functional for
gaining a holistic, culturally based understanding of the meaning of
health interventions and illness in underresourced communities.
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Cesario’s (2001) work with tribal woman supported her narrative ar-
gument that because many tribes are matrilineal and women play an
important role in both health care practices and decision making, the
use of talking circles (comprised of 5 to 15 Native American women
who gather to share information, support, and solve problems), in
which storytelling is valued, is a key tool for health care providers.
Scholars at the University of Washington’s School of Nursing and the
Yakama Indian Health Center found, through listening to stories, that
illness tales for Yakama Indian women were part of a journey tale
(Strickland, Chrisman, Yallup, Powell, & Squeoch, 1996). Cervical
cancer was the leading cancer among Alaskan Native American
women, who had a high incident of such cancer and the lowest cancer
survival rates of any United States ethnic group (National Cancer Insti-
tute, 1993). Tribal leaders invited these scholars to work collabor-
atively with them after three of their respected elders died of cervical
cancer in 1991. As a result of gaining access to the story circles of these
women, the health care team discovered that the elders had the great-
est influence on younger women starting the journey (“walking in
grandmother’s footsteps,” p. 145); consequently, getting the Pap test
was retold (by elders) as an important part of becoming a woman,
much different than the Western approach to health teaching that fo-
cuses on videotapes, classes, and printed brochures.

Narrative interventions may simultaneously function to explore the
“Who am I?” connection, as well as the “Who are we?” connection. A
three-dimensional, multiuser computer environment was designed to
help young people in the dialysis unit at Boston’s Children’s Hospital
with renal disease (Bers, Gonzalez-Heydrich, Raches, & DeMaso,
2001). Users build virtual space populated with objects and charac-
ters that are programmed with storytelling behaviors, and, at the same
time, they converse with others on dialysis in a virtual community.
Comparing the use of this program by healthy children to the renal pa-
tients, Bers et al. observed that those on dialysis made more use of fan-
tasy in creating their rooms and never used their own pictures or
names, which the healthy children consistently did.

Stories as Theories: A Way of Knowing (Explanatory Narrating)

The word “narrative” comes from the Indo-European root gna,
meaning both “to know” and “to tell” (White, 1987). People have a
need to understand their experiences, especially those experiences
that are painful. Told stories function as recipes for structuring unfa-
miliar experience (Bruner, 1987) and, consequently, are not passively
received by listeners. Health care issues inevitably involve the chal-
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lenge of successfully coping with loss and grief, linked to “why” ques-
tions. Helping to make sense of life’s disappointments, shared stories
actively and idiosyncratically affect each listener, both at the time a
tale is first heard and, subsequently, at unexpected reoccurring mo-
ments (Sunwolf, 2003). E. J. Taylor (1997), a professor of nursing
and advocate of the use of storytelling in caring for the body as well as
the spirit of those who are ill, argued that regardless of the type of
story being told, the telling itself serves to organize, as well as shape,
both experience and thought.

One psychotherapist imported interpretive folktales into her heal-
ing with women facing gendered issues of midlife and aging (Thomas,
1997). Thomas found the wisdom of folktales seemed to touch her fe-
male clients emotionally long after the tales were first told, as clients
called or wrote to say, “Such and such was happening to me, and I re-
membered that story you told me about …” (p. viii). Nossrat
Peseschkian is a medical doctor who specializes in both psychiatry
and neurology, notable for founding Positive Psychotherapy, using a
transcultural approach. He is less known for his work in using Middle
Eastern oral tales in psychotherapy (Peseschkian, 2000). One of his
patients gained new self-understanding after listening to one version of
an ancient Persian tale about a man’s intolerable burdens:

Once there was a traveler who was loaded with many burdens. Around
his neck an old millstone dangled; a heavy sack of sand hung on his
back; a water hose was draped around his body. In his hands he carried
a boulder. Chains dragged heavy weights around his ankles. On his
head, the man balanced a rotten pumpkin. Moaning and groaning, he
moved forward but complained of the weariness that tormented him. A
farmer met this traveler and asked, “Why do you load yourself down
with this boulder?” The wanderer was surprised, “Awfully dumb, but I
hadn’t noticed it before.” He threw the rock away and felt much lighter.
Then he met a merchant who asked, “Tell me, why do you trouble your-
self with the rotten pumpkin on your head and those heavy weights you
drag behind you?” The wanderer was surprised again, “Awfully dumb,
I’m glad you pointed it out.” He took off the chains and smashed the
pumpkin. Again, he felt lighter. Yet he continued to suffer. A housewife
from a field watched him in amazement and said, “Tired wanderer, you
are carrying sand in that sack, but what you see in the distance is more
sand than you could ever want. Your big water hose is not needed, when
there’s a clear stream flowing alongside you.” The wanderer dropped
the hose and the heavy sand. Then he stood there and glanced down,
seeing for himself the heavy millstone around his neck that caused him
to walk bent over. He threw it into the river. Freed from his unnecessary
burdens, the traveler wandered on, now delighting in the cool of the eve-
ning—and soon found both comfort and lodging. (Traditional Persian
tale, adapted from Peseschkian, 2000)

244 SUNWOLF, FREY, KERÄNEN



This 42-year old mother of three had presented with severe depres-
sion. She listened to the tale from her doctor, then brought notes about
her reaction to it to her next session, which were full of her personal
connections with specific events and symbols, not just the “moral” of
the tale (Peseschkian, 2000), delighted in newly emerging understand-
ings about her condition. This care receiver was not only collaborating
in her diagnosis through storylistening, but providing a powerful as-
sessment tool for her therapist, sharing new perceptions about power-
lessness and gender-role strain.

Storytelling has been used as a powerful tool between caregivers
and their clients, as well as between those who are ill and their survi-
vors. Using personal stories about cancer of elderly African American
women (50 or older) in the southeastern part of the United States, six
story types emerged that helped to change breast-health education
(Williams-Brown, Baldwin, & Bakos, 2002). These researcher–health
clinicians found that the stories associated with breast cancer and can-
cer screening for older African American women focused on loss, pain,
suffering, fear and stress, death, and spiritual faith.

Uri Rueveni (1995), a professor of psychology at the University of
Houston, described his work with chronic headache sufferers, who
found their inner resiliencies drained by intense family commitments.
The clients (a majority of whom are women) feel burdened and frus-
trated at an inability to control their headache pains, while at the same
time guilty for not effectively carrying their roles as parent, spouse,
friend, daughter, sister, or worker. One promising intervention is a
combination of medical and psychotherapeutic intervention, which in-
cludes storytelling. Beauty and the Beast is a story that provides suffer-
ers with novel connections to their modern lives (often described as
being in a dark tunnel, rusty, with tarnished energy levels, and inability
to regain their former human “form”). Fairy tales are rich resources for
helping headache sufferers understand the real world enchantments
they are tangled in, as “promises” made, kept or broken, and de-
manded haunt their worlds. Rueveni (1995) described the use of both
individual and group work with stories to help clients connect with
new options and maintain relatively headache-free lifestyles.

Twisted Tales: A Way of Creating Reality (Creative Narrating)

The narratives people construct about being sick influence their heal-
ing. People face a painful dialectical choice in storying their health: If
they deny the amount of actual disease/damage and its implications,
they may not seek appropriate care but if they are overly involved in
being ill, it becomes unnecessarily disabling. Lee and Dwyer (1995)
described the bio-psycho-social complexity of a person’s illness, dis-
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covering that health care professionals also influence and help to
co-create their clients’ stories of illness or wellness. They pointed out
that the language of symptoms presented by the health care system
creates the stories people absorb about their health. They explained
that when some symptoms come on gradually, a person may step into
a story in which the disease is sneaky; when the condition strikes in
full force unexpectedly, the story is stormy with angry thunderbolts.
Important to a symbolic functional standpoint, behavioral outcomes
vary with the story; Lee and Dwyer (1995) reported that an individual’s
adaptive behavior ranges between denial of even the most grave and in-
trusive of symptoms to focusing on modest sensations, thus inviting a
new story around the symptom context. They described an adolescent
who wanted to be like his athletic brother and rejected the model of his
passive, obese brother and, consequently, had become such a stoic
hero in his own health story that no one else noticed the disease:

Both David and his parents ignored his juvenile arthritis. Nothing was
visibly wrong and as the condition gradually worsened, David compen-
sated. It was not diagnosed until he was 14 years old, when spurs inside
of his spinal canal made physical movement too difficult and painful to
be ignored any longer. The physician was said to be amazed that David
had kept silent and compensated so well. David’s personal narrative now
characterized him as a “Stoic.” (p. 78)

Studying narrative effects with children suffering chronic illnesses,
C. D. Clark (1998) reported the power of the story format to help
change the painful present. In reframing his reality, a 5-year-old boy ex-
plained a narrative he had created that gave his favorite toy car magical
qualities so that it could always take him to places outside the hospital.
Maher (2002) reported finding that encouraging those with Alzhei-
mer’s disease in adult daycare facilities to “spin yarns” increased their
verbal and nonverbal communication. A sense of hopelessness, with
people closing down into themselves, is transformed with new possi-
bilities of communication and connection to their families. Research
suggests that the more people with Alzheimer’s disease and related de-
mentia can be kept communicating, the slower the process of decline.
This is the premise for an organization called Time Slips (Maher,
2002), which employs storytelling as a vehicle for those with a dimin-
ished capacity to communicate their dreams and doubts about them-
selves and their new world, helping them to reclaim both their
imaginations and their voices. Basting (1998) concluded, after work-
ing with groups of senior citizens and abandoning memorized scripts
and focusing on spontaneous storytelling, that storytelling provided a
transformational device for older people to change the way they and
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others think about aging, allowing even healthy seniors to assume new
roles. Bastings’s work exemplified the multiple functions storytelling
fulfills; in addition to helping seniors, their families, and their care-
givers recreate the possibilities of aging, she reported that memories
are recovered in ways that families treasures.

Flashbacks: A Way of Remembering (Historical Narrating)

The pain of holding onto stories with no audience to listen to them is
acute for those who are ill. There was once a storyteller who was di-
rected by a doctor to a man who had been in hospice care for more than
6 months, receiving no visitors, no mail, and not even a single phone
call (Oceanna, 1998). By all medical standards, this person should
have been dead. The storyteller told of sitting down and explaining who
she was, yet this man said nothing, so they simply sat together quietly.
She then began telling a tale. The man suddenly reached out his hand
and touched her arm gently: “If you don’t mind, I’d like to tell you my
story, my life’s story. I’m dying, you know, AIDS. There isn’t anyone to
tell it all to, and I can’t die until I’ve told the whole thing. Will you lis-
ten?” (p. 20).

They sat there for hours as his stories poured out. When the hospice
nurse called the storyteller the next day to report that the man had died
peacefully in his sleep that night, storytelling took on a new dimension
for the teller, as she confronted the phenomenon she called “transi-
tional storylistening.” Oceanna’s hospice work began to actively in-
clude storylistening. She often had used stories to ease the transition
between life and death, but she now realized that those who are dying
often have a need to tell their own stories, to be heard and accepted by
other human beings before they can let go of life. She began asking the
people she visited if they wanted to tell her their stories. As she ex-
plained, “One elderly English gentleman called me his personal bard.
In his mind’s eye, he said, he saw me singing songs and passing down
stories about his life like the troubadours of old. He claimed it made
him feel immortal” (Oceanna, 1998, p. 20).

Foreflashes: A Way of Visioning the Future (Forecasting)

Storytelling facilitates new ways of imagining even unwanted futures,
which is valuable for people with poor health prognoses. Freeman
(1991), a family nurse practitioner who works with chronically ill chil-
dren and adolescents, reported his observations of one 12-year-old
Korean–American boy with cancer, who incorporated the stories he
read into story sharing and story performance. One story the boy en-
joyed reading again and again involved an adolescent superhero, Wing-
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man, who could fly anywhere. When treatments were no longer
working, and quality of life was the boy’s primary goal, he went to an
oncology camp, where, on the last day of camp, the children make
masks and act out stories. As Freeman (1991) explained:

Another important part of the retreat was the fairy tale play, presented
annually by the children for the adults, when all the children made
masks out of casting materials in which to act out their parts. At the sec-
ond retreat, Roy utilized his storytelling skills by serving as co-narrator.
And, that year, 6 months before his death, Roy’s mask was the largest of
all, a great blue heron with an imposing beak. When I first saw it, I didn’t
recall the story of Wingman, the superhero who left bridges below and
who could fly anywhere by means of imagination. (p. 210)

NARRATIVE HEALING: THE EFFECTS OF STORY SHARING

I will tell you something about stories
they are all we have, you see,

all we have to fight off
illness and death.

—Silko, 1977, p. 2

How can stories help in the healing process? There is evidence to sug-
gest that both storytelling and storylistening trigger healing (together
with the dynamic of co-narration), and that these effects hold for both
teller and audience, broadening our view of story as medicine and,
thereby, the story of medicine.

Healing by Creating New States of Consciousness

Indigenous people around the world still tell ancestral stories to evoke
healing spirits and inspire change (Meade, 1995). Kirkwood (1992)
suggested that stories function to open the mind to creative possibili-
ties when the tales exceed people’s beliefs, values, and experiences.
Klingler (1997) argued that stories are effective during lengthy ill-
nesses or healing journeys by providing distance from the stress and
anxiety inherent in hospital settings and medical procedures. Some re-
searchers explain the healing power of story by arguing that listening to
stories allows the mind to enter a deeper, more imaginative state of
consciousness. A former nurse-turned-storyteller explained that for
both the storyteller and the health care provider, stories can help to es-
tablish a safe, slower paced, receptive human environment in which
those who are ill can feel more relaxed and empowered to express
questions, concerns, and needs (Klingler, 1997).
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Healing by Offering Examples of Success

Three studies were undertaken to explore the coping benefits and limi-
tations of stories people listen to about others undergoing similar
stressful events (S. E. Taylor, Aspinwall, Giuliano, Dakof, & Reardon,
1993). Interestingly, people living with cancer reported that positive
stories about other people with cancer were more helpful than negative
stories, yet negative stories were the most commonly told! Relatively
few people were interested in seeking stories about other people living
with cancer, although participants repeatedly reported that they had
been told one or more stories about other people with cancer, usually
by friends or relatives who themselves did not have cancer (two thirds
of these stories were about others who had died or coped poorly with
cancer). The source of a story may influence how it is perceived, even
when the story parallels a person’s own situation; S. E. Taylor et al.
(1993), postulated that the most effective stories may come from simi-
lar others or experts. When the valence and source of stories told to
college students facing midterm exams were manipulated, stories with
positive endings and those relayed by expert sources were regarded
more positively than negative stories and those told by nonexperts (S.
E. Taylor et al., 1993). In a third study, three groups of students lis-
tened either to stories of another student’s poor college adjustment,
average level of adjustment, or excellent success; there were two addi-
tional story conditions (an informative story condition, containing in-
formation relevant to improving college adjustment, and an
uninformative story condition). These findings showed that the per-
ceived helpfulness of a story depended on the story’s valence (negative
stories made students feel lucky by comparison, whereas positive sto-
ries were perceived as offering a better role model and sense of hope).
This suggests that illness tales from survivors of similar illnesses may
have the most profound healing and comforting effects for people with
newly diagnosed illnesses.

Healing by Reducing Unhealthy Anxieties

The effects of storylistening have also been measured in medical set-
tings. Although health care practitioners routinely rely on the self-re-
ports of their clients to measure the healing effects of telling and
listening to stories, one unique effort to quantify such effects is the use
of a Death Anxiety Scale to gauge the degree to which an individual ex-
periences anxiety at the prospect of dying. This scale has been applied
in storytelling applications to help create emotional and spiritual heal-
ing at life’s end (Stone, 1996). The Missoula Quality at Life’s End Dem-
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onstration Project currently is finalizing results from a study in which
two groups of 30 residents living in a congregate living facility partici-
pated in research over a period of 6 to 8 weeks. The Death Anxiety
Scale was administered before, at the conclusion of the story treat-
ment, and then 6 to 8 weeks later. A matched control group was led by
a facilitator in general discussions about events of the day at the same
time each week, whereas the experimental group participants worked
with story exercises designed to facilitate reminiscence sharing (Stone,
1996). Another research project has examined the biochemical effects
of story sharing, testing story listeners for the presence of an immune
substance known as immunoglobulin A and the hormone, cortisol,
both of which have been connected with the trance state associated
with story listening (Martin, 1993).

Co-Healing: Medicine for the Teller and the Listener

Cotter (1998) described the power that stories have to heal both the lis-
tener and the teller for chronic illness. Cotter, a farmer from Minnesota
and professional storyteller, led a workshop on storytelling for 22 ter-
minally ill people at Cape May, New Jersey (M. Cotter, personal com-
munication, February 17, 2001). The location selected was powerful; a
wildlife laboratory, where the enormous glass windows of the large
room overlooked a marsh that fed into the Atlantic Ocean. Most of the
people attending were suffering from AIDS or cancer; all had been
waiting expectantly for this unique, unknown experience. Because of
participants’ fragile condition and the novelty of the approach, thera-
pists, doctors, and nurses were present as well. Cotter’s job was to tell
his own most vulnerable stories, to create a safe place, and to help
these people see the powerful stories embedded in their years of pain-
ful experiences. A circle of anxious participants and caregivers formed
in the room, led by this farmer who had never lived more than 60 feet
from the spot where he had been born more than 60 years before. Cot-
ter pondered about which stories he should tell, finally settling on two
stories about his life on the farm, both of which revealed in diverse
ways his own uncertainties and vulnerabilities. Recognizing the chal-
lenge of leading listeners into the role of tellers, he focused on some-
thing that was simultaneously distant from their current fears and yet
connected to the genesis of who they were: He asked each person to
share the story of his or her name, something each person knew and
could tell without planning. As Cotter (1998) explained: “When their
stories began to come—hesitant at first, fragile and vulnerable, then
with more power and humor and force—they came like a tidal wave.
Sad, tender, at times humorous, they were the stories of people looking
at life’s end” (p. 4).
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In enacting storytelling with one another, and making the transition
from listeners to Cotter’s tales to tellers of their own stories, partici-
pants seemed to gain a sense of mission, as they moved from names to
individual life–dream identity stories. As Cotter (1998) elaborated:

Of the 22 participants, 21 told their stories. An 11 year old boy with brain
cancer just wanted his classmates to treat him normally. There was a
young father of three whose six-year-old daughter had only known him
as ill. That was the only kind of father she knew, though he longed to be a
normal one to her.… There was a woman who lived in a setting sur-
rounded by birds and trees and natural sounds. She told of having to go
from the well world of nature with its sounds and colors, into the sterile
shut-in sounds of the hospital where she had only herself and her fear
and her pain. (p. 4)

The stories that day healed in unexpected ways. When the workshop
was over, Cotter described a woman who had remained silent but
found the farmer and poured out her story privately. It was such a pow-
erful story that the farmer did some inner healing of his own, as he was
reminded of a time when he had overcome a fear and helped his des-
perately ill young daughter (M. Cotter, personal communication, Feb-
ruary 17, 2001).

Healing the Practioner

Although the effects of storylistening have been studied, less attention
has been paid to the impact that these tales have on health care practi-
tioners. This is unfortunate, for health care professionals’ days are
filled with stories that must be successfully navigated. Again and again,
those who are ill regularly tell stories to their health care providers, in
response to such prompts as, “When did you first notice this?” and
“How did this happen?” The ability to take in someone’s illness story,
to track and contextualize the meaning of its words, is, thus, a critical
part of the health care professionals’ job (Reynolds, 2003). Profes-
sional health care providers, in turn, re-tell their clients’ tales to one
that reveal the biomedical approach to medicine most often adopted in
Western health care settings (e.g., “A 63-year-old, well-nourished His-
panic male presents with …”). At the same time, every member of a
health care team may soon be telling part of a different story, now
structured as diagnoses, consultations, or treatment strategies. Even
the bioethicist is now trained to write up cases in the traditional narra-
tive “case history” form, which structures events and constrains inter-
pretations of events (Chambers 1999).
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Healing the Community

Finally, stories not only help to heal individual tellers and listeners but
they also can help groups and communities to cope with illness. Illness
not only threatens individuals but also the collectives within which
those individuals are embedded. The Yakama Edlers, for instance, rec-
ognize that “cervical cancer robs a people of its childbearing women,
its mothers, its elders … its hope for survival and the passing on of the
culture” (cited in Strickland et al., 1996, p. 141).

Within a collective context, Bormann (1986) argued, a story is a “cre-
ative and imaginative shared interpretation of events that fulfills a group
psychological need” (p. 221). Adelman and Frey (1997), in their longitu-
dinal study of communication and community building in a residential
setting for people with AIDS, talked about the role of narrative and other
symbolic practices (such as ritual) in helping residents to cope with
their circumstances. Residents, for instance, were fond of retelling the
story of Sean, a rather eccentric resident, who, because he was mentally
disoriented in the latter stage of his illness, was found one day running
around “butt naked” in the foyer of the house. As Adelman and Frey
(1997) explained, such “illness tales” represent “collective interpreta-
tions that ease the stigma of deviant behavior and unusual symptoms
due to AIDS by conversion to the absurd” (p. 41). Moreover “success
stories and illness tales told over and over again become part of the
Bonaventure House legacy. For both newcomers and veterans, these sto-
ries help create and sustain a unified rhetorical vision of BH as a com-
munity where people live, not die, with AIDS” (p. 41).

STORIED MEDICINE FOR A MORE SUCCESSFUL
JOURNEY FORWARD

The healing journey offered by story sharing carries with it significant
ethical challenges. Both teller and listener must balance three related
issues: (a) giving attention during story sharings, (b) offering feedback
during and after story sharings, and (c) considering appropriate con-
straints on the retelling of someone else’s story. Caregivers, in particu-
lar, must simultaneously do other care and self-care as they are
consistently challenged by the dialectical tension they experience be-
tween wanting to establish healthy connection with and healthy disen-
gagement from those they serve (Sunwolf, in press): “The very worst
times are the ones when I have felt so much and hurt so long for a fam-
ily that finally I can’t feel anything at all” (Anonymous helper, cited in
Larson, 1993, p. 58).

Caring helpers experience an exhausting struggle with professional
burnout, with high empathy and helper stress being positively corre-
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lated (e.g., Stotland, Mathews, Sherman, Hansson, & Richardson’s
1978 finding that high-empathy nurses were the first to leave the
rooms of dying patients).

Both storytelling and storylistening involve choice. The teller must
summon the courage to narrate, to find his or her voice, and to recog-
nize receptive audiences. The listener must choose to remain open to
someone else’s story, offer attentive feedback, engage in appropriate
perception checking after the telling, and honor the teller’s perspective
and privacy in any retelling of the tale. The choices involved in such
acts are profoundly moral. In both medical literature and writings on
moral philosophy, the dynamics of the relationship between teller and
listener are increasingly expressed as a matter of ethical obligation.
Kleinman (1988) described the ideal relationship between a healer
and client as one that involved a deep existential commitment to being
with the other that was predicated on empathic listening. Empathy in-
volves both cognitive role taking and an other-oriented emotional re-
sponsiveness that allows helpers to imagine what it would be like to be
in another person’s predicament (Larson, 1993). Kleinman (1988)
quoted William James as saying that “a doctor does more by the moral
effect of his presence on the patient and family than anything else” (p.
227). Part of this presence involves listening, an act that can alter both
teller and listener by establishing a mutual recognition of difference
and connection that forges a common bond. The commitment to being
with the other can be extended from caregivers as healer to caregivers
as storylisteners, who willingly bear witness to stories of illness and
suffering.

Storylistening also involves recognition of the identities of the other
and the way in which those identities are shaped by illness.
Storylistening often involves placing ourselves outside of the comfort
zone of our own experience and into the experiences of another; as C.
Taylor (1991) wrote: “the acknowledgment that our identity requires
recognition by others” (p. 45). Listening and affirming is one way of
demonstrating recognition of others. As Forester (1980) explained:
“When we do not listen, we deny our membership in a shared world
with others. We shirk the responsibility of responding genuinely when
spoken to— as if we could extend into a way of living the perpetual re-
fusal to respond when being greeted” (p. 221).

For Forester, listening “is an act of participation, nurturing a ‘we.’” It
is also a political act: “Just because we learn language and the world to-
gether, if we do not listen, we cannot have much of a world together”
(Forester, 1980, p. 230). The ill, the well, the worried well—we all in-
habit the same world, but without remaining open to the stories of the
other, we cannot begin to find common ground. Eadie (1990) re-
minded us that “we need to make special effort to hear the voices of
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those who are not like us, to listen for their truth, and to celebrate both
how we are similar and how we are different” (p. 3).

There are risks involved in both storytelling and storylistening, par-
ticularly when either is done with mixed intentions. Larson (1993), a
psychologist who researches the challenges of giving hospice care, first
spoke to healers about “the helper’s pit.” Larson’s metaphor describes
someone needing help as standing at the bottom of a deep pit, while a
helper stands on the edge of that pit, reaching down. Larson explained
the task of a “helper on the pit’s edge” as one of attempting to provide
caring service—without falling into the pit with the distressed client. If
the helper slides into the pit, useful empathy for the client transforms
into personal distress for the helper. To be sure, storytelling and
storylistening are not a panacea for what ails individuals and society,
but they are processes that help us to recognize the suffering of others
as a first step toward healing.

Stone (1996) developed a guide to help health care practitioners
elicit story memories from their clients, and actively conducts work-
shops across the country on topics such as (a) the healing power of hu-
mor in storytelling, (b) enhancing communication skills through the
power of storytelling, (c) improving physician communication through
positive listening attitudes, (d) transforming a hospital’s culture
through the power of storytelling, and (e) building a community of car-
ing and support in health care institutions. His storytelling workshops
are intensive and experiential, designed not only for nurses and doc-
tors but also for therapists, social workers, volunteers, patient advo-
cates, interns, and clergy—groups that constitute additional
accessible avenues for eliciting stories from anxious people who are ill.
Bristow (1997) developed a “storyboard” to aid in the process of putt-
ing together some orderly sequence to a patient’s told story.

In the same way that a story may function as a bridge, connecting
those who are ill to new possibilities in their lives, professional story-
tellers are now serving as bridges to hospitals, hospices, and health
care providers. Workshops and collaborative teamwork offer thera-
pists new possibilities for their own practices. The National Storytell-
ing Network (www.storynet.org) has organized The Healing Arts
Special Interest Group, offering references, resources, and network-
ing for health care givers wishing to read and train in narrative healing
or to connect with tellers who use narrative in health care settings.

Some national health care organizations now regularly offer train-
ing programs designed to help people heal through storytelling, includ-
ing the National Hospice Organization and the Spiritual Caregivers
Association. The growing use of oral storytelling by health care practi-
tioners is predicated on the belief that storytelling is a natural outcome
of speech, and that all people, therefore, are storytellers, whether they
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know it or not. Klingler (1997) offered a radical prediction, foreseeing
changes in the U.S. health care system:

Hospital settings and other health care environments should make room
for institutional models of healing that incorporate storytelling and other
art forms … even traditionalists are opening themselves to the possibility
that the quickest route to healing the body is through the psyche and the
soul. Like shamans in tribal societies, storytellers may soon be walking
the halls of hallowed medical institutions dispensing their remedies one
tale at a time. (pp. 21–22)

Understanding the role of narratives in the context of wellness, in
general, and in medical health care, in particular, thus, requires a par-
allel focus on both the telling of and listening to stories for those who
are ill, their caregivers, and their loved ones. Although storytelling has
received significant attention in the health care literature, the story of
storytelling is incomplete without the recognition of the importance of
listening and responding to and being affected by the stories that one
hears. Although health care practitioners are receiving training in the
use of narrative as an intervention strategy, such practitioners still too
often are trained to listen for certain types of biomedical information,
rather than to elicit narratives about the subjective meanings of ill-
nesses. Although there are some important structural barriers to in-
tense storylistening in the modern health care setting (e.g., time
constraints and division of labor), continued efforts to train health
care workers to listen and respond to elicited stories would potentially
help the healing and health care endeavor. Of course, medical practi-
tioners, such as physicians and nurses, do not bear the entire respon-
sibility for providing opportunities for storytelling and listening.
Volunteers, family members, friends, and others involved in the lives
of those who are ill can contribute to the effort in a myriad of ways.
Kleinman (1988) explained “If there is a single dimension of illness
that can teach us something valuable for our own lives, then it must be
how to confront and respond to the fact that we will all die, each of us”
(p. 157). Storytelling and storylistening are twin processes that can
help us all to confront this fact—together, one story at a time.

ADDENDUM: THE AUTHORS’ STORY CONNECTIONS

It was a dark and stormy night on the oncology ward of a
large children’s hospital when I first stepped into story, as med-
icine. There was a room no doctors could enter, a room of sanc-
tuary, where children knew they would be temporarily free of
painful intrusive treatments.
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The life battles these children confronted necessitated long
periods of hospital-style incarceration—even the most engaging
toys or creative crafts become too familiar. Late one night, on
duty as the play therapist, I found myself surrounded by six
bored adolescents. Caught in a moment of epiphany, I (who
was not a storyteller) asked my patient–companions if they’d
like to turn out the lights and tell ghost stories. I gave them a
story my father had given to me, then a couple more that just
seemed to show up. The shivers and chills, shared in the com-
munity of group, were far different versions of fear than the
ones these children and teens faced daily. They laughed,
screeched, giggled. A trial attorney by day, my logical brain
went into action and I set up camp in the local library until I
had unearthed every book I could find about storytelling. I
knew more would be needed.

—Sunwolf

I was laying in bed one cold, snowy winter night in Chicago
when I received a call from Mannie, a resident at Bonaventure
House, the residential facility for people with AIDS that my col-
league Mara Adelman and I had been studying for a number of
years. Mannie was one of our key informants and a friend. He
asked if I could come over and talk with him right then. I didn’t
want to leave the comfort of my home, but I could hear the des-
peration in Mannie’s voice, so I drove over to the house. When I
entered Mannie’s room, it was clear that he was very sick. He
told me that he wasn’t feeling very well but “wanted to contrib-
ute to our research project one more time.” We didn’t really talk
about research-related things; we just shared some stories
about our lives, our hopes, and our dreams. When I left, I knew
that would be the last time I would see Mannie. That experi-
ence taught me firsthand the power of sharing stories for both
those who are ill and those who care for and about them. It also
taught me, as Farmer (1992) said, “Research is very often an
inappropriate response to suffering. In such instances, we may
find that personal integrity and professional interest are best
served by putting aside tape recorders and notebooks” (p. 315)
and connecting as simply one homo narran to another.

—Lawrence R. Frey

My entrée into the realm of illness stories began in 2001
when, as part of a clinical practicum in bioethics, I stepped into
an intensive-care unit on a hot and humid June day at a Pitts-
burgh hospital to round with the intensivists. Immediately, I

256 SUNWOLF, FREY, KERÄNEN



was immersed in a technological realm. Alone at the nurses’
station waiting for someone to notice my arrival, I listened to
the blips and bleeps, and gurgles and swooshes of the ma-
chines that were keeping many of the patients alive. Even-
tually, a nurse brought human voice into the mix, decrying that
a patient had had an accident in his bed. Soon, the nurse’s
voice was joined by a chorus of others who all added nuance to
the “story” of the patient’s life. Yet, the patient himself re-
mained silent and inaccessible to me. I heard the medical resi-
dent’s account, then that of the attending physician, and even
the pharmacist. When I later sat with the patient’s family as
they made a decision about life-sustaining treatment, I was
struck by stark differences between their stories and the others
offered throughout the day. Although the patient was now un-
able to tell his story, his family’s narrative pierced through the
technological realm to infuse the patient’s life with meaning.

—Lisa Keränen
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My initial experience of illness was as a series of disconnected shocks,
and my first instinct was to try to bring it under control by turning it
into a narrative. Always in emergencies we invent narratives. We de-
scribe what is happening, as if to confine the catastrophe. When peo-
ple heard that I was ill, they inundated me with stories of their own
illnesses, as well as the cases of friends. Storytelling seems to be a nat-
ural reaction to illness. People bleed stories, and I’ve become a blood
bank of them. The patient has to start by treating his illness not as a di-
saster, an occasion for depression or panic, but as a narrative, a story.
Stories are antibodies against illness and pain.

—Broyard, 1992, pp. 19–20

These lovely words penned by Anatole Broyard, renowned literary
critic for The New York Times for 19 years, did not prove an effective
antibody against his death from metastatic prostate cancer; yet despite
the pain he suffered in his dying, he continued writing his story until
just weeks before his life ended. Stories have long been heralded as
healing, and the publication of this volume bespeaks that. This chapter
discusses how narrative literature can and should be a part of medical
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school curricula in order to inculcate patients’ experiences of their ill-
nesses and dying into medical practitioners. In particular, we empha-
size the value of stories in teaching doctors about palliative care.

The face of medicine has seen drastic changes in the past 20 years.
Among the technological and scientific advances, the basic model of
medicine and patient–doctor relationships has evolved from a biomed-
ical focus to a broader, more inclusive biopsychosocial focus. With this
expanded focus emerge new roles and responsibilities for the health
care team, such as seeking to understand and helping the patient bal-
ance the differing components of health—biological, psychological, so-
cial, and even spiritual and existential. Such understanding becomes
particularly pressing when a patient is receiving palliative care,
whether at end of life or during another phase of a potentially life-
threatening illness.

Paramount to palliative care, according to the World Health Orga-
nization, is control of pain and noxious symptoms, as well as attend-
ing to the psychological, social, and spiritual problems associated
with terminal illness and the dying process in the hopes of achieving
the best quality of life for patients and their families (Billings & Block,
1997). End-of-life care became a popular topic in the 1960s following
the publication of Elizabeth Kubler-Ross’s On Death and Dying
(1969), which proposed a five-stage model of dying. Her extensive re-
search stemmed from the stories of dying patients and sparked much
needed attention to the needs of the dying (Holleman, 1991). Overall,
Kubler-Ross provided a framework for learning how to cope with dy-
ing and gave medical staff some insight on how to help those dying
(Corr, 1993).

Since the introduction of palliative care into medical education in
the 1960s, it has garnered much attention in medical journals and
much discussion about the best possible approaches to its imple-
mentation into medical school curricula and into the practice of med-
icine. This discussion may have more of a presence in the journals
than in the classroom, however. Many physicians and scholars criti-
cize medical school education in palliative care as inadequate and/or
virtually nonexistent (Billings & Block, 1997; Block, 2002;
Doorenbos, Briller, & Chapleski, 2003; Gatrad, Brown, Notta, &
Sheikh, 2003; Sullivan, Lakoma, & Block, 2003). In fact, in a na-
tional survey of medical students and residents, only 18% of students
and residents received any formal education in end-of-life care
(Sullivan et al., 2003). On average, only 1.59% of the pages in medical
textbooks address end-of-life care issues (Block, 2002). Because of
this educational void, many students and residents reported feeling
ill prepared to address their patients’ thoughts and fears about dying,
and a majority reported feeling ill prepared to address cultural issues
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and spiritual issues pertinent to this care and to managing their own
emotions or those of the family during the death process (Sullivan et
al., 2003). In addition, despite the pressing need for death education,
medical education curricula have neglected to provide communication
skills training in building relationships and in decision making, two
critical aspects of the physician’s role in providing end-of-life care (Von
Gunten, Ferris, & Emanuel, 2000).

The omission of palliative care in the classroom looms in the clinic
as well, as the quality of end-of-life care provided by physicians has
been described in the current literature as poor, insufficient, and/or in
need of change (Billings & Block, 1997; A. Cohen, 1997; Curtis et al.,
2001; Gatrad et al., 2003; Sullivan et al., 2003). Some argue that this
inadequacy in end-of-life care results from the lingering, traditional
view of death as a failure of medicine and the physician (Danis et al.,
1999; Fins & Nilson, 2000; Sullivan et al., 2003).

With the advent of the biopsychosocial model of medicine also came
new means of learning and acquiring a more humanistic focus in medi-
cine. Although this transition is far from complete, the relatively new in-
clusion of the study of narrative literature into medical education bears
witness to it. Beginning with the first appointment of a medical faculty in
literature in 1972 at the Pennsylvania State University College of Medi-
cine, nearly one third of American medical schools taught literature to
their students a little over two decades later in 1995 (Charon et al.,
1995; Hunter, Charon, & Coulehan, 1995). In fact, literature and medi-
cine now receives recognition as its own field, with its own academic
journals, professional associations, and graduate programs (Charon et
al., 1995). However, as stated, this transition to the biopsychosocial
model still lacks completion, and medical schools still remain reluctant
to require the study of literature. The majority of such courses are elec-
tive (Welch, 2000) and offered during students’ preclinical years
(Hunter et al., 1995), when students do not interact with patients. Re-
gardless, the study of literature is present in a large number of medical
schools, offering a broader, more humanistic education.

The narrative medicine movement is currently in vogue, in part be-
cause of a felt need to counter technology with old-fashioned practices
that include doctors really listening to their patients. As former dean of
the University of Oklahoma College of Medicine, Dr. Jerry Vannatta ex-
plains, “[T]echnology has become a religion within the medical com-
munity. It is easy to lose sight of the fact that still, in the 21st century, it
is believed that 80 to 85 percent of the diagnosis is in the patient’s
story” (D. Smith, 2003, para. 2). Sharf and Vanderford (2003) echoed
this perspective in their discussion of illness narratives and reiterated
that both the voice of medicine and the voice of the lifeworld, the pa-
tient’s voice (Mishler, 1984), must be interwoven into a “consistent,
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mutually agreed upon story” (Sharf & Vanderford, 2003, p. 15). As
Hunter et al. (1995) explained: “The study of literature was introduced
into medical curricula not to provide ‘culture’ or to remedy the omis-
sions of premedical undergraduate study but to enrich a narrow cur-
riculum that was focused, almost exclusively, on the value-neutral
transfer of scientific fact” (p. 788).

Medical schools incorporate fiction and nonfiction narratives into
their pedagogy in two ways: first, through studying and analyzing the
narratives (written and oral) of others, and second, through encourag-
ing medical students to write their own narratives. Narratives offer in-
valuable benefits for those in the medical field, including a humanistic
focus, narrative skills (defined and described in the next section), ex-
posure to other experiences and realities, self-reflection, and emo-
tional release. Each of these attributes is pertinent to—and vital to—
the practice of effective palliative care. In fact, the study of literature
can respond to many of the previously mentioned criticisms of pallia-
tive care.

READING NARRATIVES

The very nature of narrative makes it a prime instrument for learning.
Greenhalgh and Hurwitz (1999) pointed out that narratives are “mem-
orable, grounded in experience, and encourage reflection” (para. 4).
Because narratives highlight how individuals feel and experience their
reality, rather than just what they do or what is done to them, they pro-
vide a more visual representation of the emotions and cognitions in-
volved (Loftus, 1998), increasing both comprehension and retention.
The study of literature can hone literary skills, such as tolerance for
ambiguity and interpretation, empathy, and reflection; it also can illus-
trate cultural differences and can develop medical ethics.

Narrative Skills

The study of narratives develops important skills within its readers,
skills critical to the practice of medicine. These skills, termed narra-
tive skills, include interpretation, empathy, and reflection. To under-
stand the relevancy of these skills, one must first recognize the nature
of medicine. Diagnosis is not purely an objective process, not a factual
location of symptoms that lead to the truth; it is instead grounded in
interpretation and evaluation. This notion conflicts with our tradi-
tional views of science and medicine and the role of the physician, as
reflected in Charon’s (2001b) statement: “Logicoscientific knowledge
attempts to illuminate the universally true by transcending the partic-
ular” (para. 7). Narrative knowledge is particularly pertinent to this
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new biopsychosocial model of medical knowledge, attempting instead
to “illuminate the universally true by revealing the particular” (para. 7).

Skelton, Macleod, and Thomas (2000) pointed out that, in litera-
ture, reality involves values, not facts, ambivalence, not reduc-
tionism, hence creating a world where everything is not amenable to
experiment. This “reality,” as it is constructed in literature, is much
“like the life of a doctor” (p. 202). Ahlzen (2002) also acknowledges
this nonscientific feature of medicine and the value of literature in
noting, “Narratives give full justice to the crucial elements of clinical
practice: ambiguity, complexity, paradox, and tragic choice—and
capture the ‘human life worlds, especially as they may evolve in and
around illness and suffering’” (p. 148). Because of the presence of
these characteristics in the body of the narrative, they hone within the
reader (or listener) such skills as pattern finding, meaning making,
interpretation, and evaluation, “attitudes and rhetorical frames that
are essential to managing difficult or ambiguous information, skills,
or situations” (C. Anderson, 1998, p. 282), and apt clinical evaluation
(Charon et al., 1995).

Additionally, and importantly, literature can hone empathic skills.
As Charon (as cited in D. Smith, 2003, para. 10) attests, “No medical
school can train students in empathy. But we have a duty to equip them
with the ability to see, to articulate, to grasp and comprehend the posi-
tion of the patient.” Physicians have long been taught detachment for
survival, objectivity, and success. Emotions—whether within the phy-
sician or patient—remained a component of medical practice to be es-
chewed. This disconnect can be witnessed in the reduction of the
patient in case studies and medical charts to “events in the exterior, ob-
jective world neglect[ing] or objectify[ing] subjective experience, in-
cluding symptoms” (Donnelly, 1988, p. 823). Such emotional
distancing can still be seen in modern medicine according to
Greenhalgh and Hurwitz (1999), “Modern medicine lacks a metric for
existential qualities, such as the inner hurt, despair, hope, grief, and
moral pain that frequently accompany, and often indeed constitute the
illnesses from which people suffer” (p. 48). The moving film, The Doc-
tor (in which a brusque, uncaring cardiologist becomes a patient him-
self and experiences a dose of his own medicine before he understands
that caring for the patient is critical to the practice of good medicine)
graphically illustrates emotional distancing.

The advent of the biopsychosocial model of medicine calls for more
empathy and understanding, as Greenhalgh and Hurwitz (1999) ac-
knowledged:

The relentless substitution during the course of medical training of skills
deemed “scientific”—those that are eminently measurable but unavoid-
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ably reductionist—for those that are fundamentally linguistic, empathic,
and interpretive should be seen as anything but a successful feature of
the modern curriculum. (p. 49)

Coulehan (1995) agreed that “[D]etached concern is a risk or failure of
medical education, rather than an appropriate goal … lead[ing] to … a
general discounting of the affective life” (p. 225). To exercise empathy
and understand the patient, one must consider as important and legit-
imate the patient’s experience beyond the physical symptoms. To aid
in this discussion, Kleinman, Eisenberg, and Good (1978) distin-
guished between disease, the biological–physiological conditions that
can be objectively and quantitatively assessed, and illness, the pa-
tient’s experience of that disease.

Narratives offer physicians an invaluable opportunity to witness the
human side of medicine, and to understand illness and medicine from
the perspective of a patient. Unlike the case study, narratives are not
bound to the restrictive notion of objectivity; they extend beyond the
physical symptoms, allowing the reader to subjectively feel the experi-
ence as a whole, evoking emotions and discomfort (Wear & Nixon,
2002). As Trautman (1982) pointed out, narratives allow insight not
only into the physical condition, but also into the mind of the patient.
Particularly in palliative care, narratives serve as better illustrators of
the complex care of the dying. A number of medical schools employ lit-
erature and drama to teach death education: “Rich with insight, mean-
ing, and painfully accurate description, these stories have the power to
shape not only the students’ attitudes toward their dying patients, but
also to shape their values, their character, and their attitude toward
their work and their lives” (Holleman, 1991, p. 17).

Narratives can convey the “particularity and metaphorical richness”
of the experiences of patients and the challenges and rewards for their
physicians (Charon et al., 1995, para. 1). An understanding or empa-
thy for illness and what it is to be a patient can help physicians accom-
pany their patients through their illness “with empathy, respect, and
effective care” (Charon et al., 1995, para 1). Additionally, as Charon et
al. (1995) assert, learning the value of illness narratives can encourage
medical students to listen to their own patients’ illness narratives.

Finally, narratives sharpen another skill, reflection. The process of
reflection can help medical students realize the clinical and non-
clinical implications of their work, better understand their own com-
plicated relationships with their work and patients, as well as
comprehend what their work has done to them, offers to them, and
what they can offer to medicine (Charon et al., 1995). Narratives “pro-
vide the means to understand the personal connections between the
patient and physician, the meaning of medical practice for the individ-

264 RAGAN, MINDT, WITTENBERG-LYLES



ual physician, the physician’s collective profession of their ideals, and
medicine’s discourse with the society it serves” (Charon, 2001b, para.
5). Additionally, some narratives offer the ability to reflect on—and
accept—the inevitability of fatal decisions, as well as the fallibility of
physicians and medicine (Ahlzen, 2002; C. Anderson, 1998). These
concepts can create great stress and pressure for medical students,
and failure to recognize this inevitability and fallibility can result in
feelings of guilt and depression when patients die.

The emergence of this concept of narrative skills, such as interpre-
tation, empathy, and reflection, also has led to the concept of narrative
competence, or one’s ability to effectively exercise these skills. Per-
haps the most vocal advocate of narrative-based medicine, Charon
(2002) described the integral role narrative competence plays with
physicians, arguing “The effective practice of medicine requires narra-
tive competence, that is the ability to acknowledge, absorb, and act on
the stories and plights of others” (para. 2). She furthers, “Narrative
competence enables a physician to practice medicine with empathy, re-
flection, professionalism, and trustworthiness” (para. 1).

Cultural Views of Medicine, Illness, Healing, and Death

Particularly in the field of medicine, participants must be able to un-
derstand the stories of others, because culture, especially such com-
ponents as ethnicity, race, gender, and religion, largely shapes views of
medicine, illness, and death. Culture influences beliefs about the value
of life in a debilitated state, the concept of a good death, whether or not
individuals seek health information, how they seek this information,
what information they seek, and whether the family or individual
makes the decisions concerning health care (Danis et al., 1999).

Considering its integral relationship with health and medicine, cul-
ture greatly influences a patient’s perceptions of, need for, and deci-
sions concerning end-of-life care. For example, contradictory to the
traditional Western notion of the patient’s autonomy, Korean Ameri-
cans and Mexican Americans often believe that the patient’s family
should make the decisions concerning end-of-life care (Doorenbos et
al., 2003). Offering another example, Caresse and Rhode (1995)
pointed out that, according to traditional Navajo beliefs, words have
the power to create reality; hence, it is dangerous to speak of death, es-
pecially in relation to a particular patient. Similarly, death constitutes
a taboo topic in traditional Chinese culture; speaking about death can
be seen as casting a curse or quickening the dying process (Yam,
Rossiter, & Cheung, 2001). However, more than just ethnicity affects
one’s construction of the meaning of death and needs relating to pallia-
tive care. A content analysis of 504 samples of free-form writing about
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death found that constructions of death also differed significantly de-
pending on the subject’s gender, health status, and personal philoso-
phy (Holcomb, Neimeyer, & Moore, 1993).

Failure to understand and incorporate intercultural differences
risks misunderstanding and cultural insensitivity on the part of the
physician. In fact, Billings and Block (1997) asserted that much of the
“dissatisfaction, stress, and dilemmas” associated with end-of-life
care for the patients, their families, and the attending physicians re-
sults from the deficient appreciation of cultural diversity and intoler-
ance of differing “attitudes, preferences, and personal styles among
patients and families” (p. 736). Gatrad et al. (2003) criticized current
palliative care for its Western assumptions: “Minorities must be un-
derstood before the establishment of an effective palliative care treat-
ment program … knowledge of different cultures is the key to
understanding how they should die” (Gatrad et al., 2003, para. 1).
Additionally, they argue for diversity in religious perspectives and un-
derstanding; “Training in issues to do with faith—a subject so impor-
tant to so many people during their last days—need to be
incorporated into professional training” (para. 6). Many other physi-
cians and researchers have also recognized the importance of, and
called for, the appropriate inclusion of culture—in the holistic sense
of ethnicity, race, gender, and religion—into palliative care (Billings &
Block, 1997; Caresse & Rhode, 1999; Curtis et al., 2001; Danis et al.,
1999; Doorenbros et al., 2003; Fins & Nilson, 2000).

Narratives can enhance palliative care training by offering the study
of and the understanding of culture’s relation to medicine. Whether
biographical or fictional, narratives written or told by members of a
particular cultural, ethnic, or religious background can “situate illness
within a specific cultural and spiritual understanding of the body”
(Charon et al., 1995, para. 10), allowing the reader to enter into the
lifeworld and illness experience of others. Narratives have the unique
ability not only to envelop the reader in the situation and reality of oth-
ers, but to allow the reader to experience this reality as if it were his or
her own. Hurwitz (2000) contends, “Through stories, we are able to
imaginatively enter into other worlds, shift viewpoints, change per-
spectives, and focus upon the experiences of others” (p. 2086). Narra-
tive offers an invaluable experience for the physician or medical
student that extends beyond what traditional learning materials, such
as case studies, medical charts, and textbooks, offer. Wear and Nixon
(2002) explained that, although the case study—and the same argu-
ment applies to charts and medical texts as well—maintains the cur-
rent medical hierarchy, as well as the dominant culture, literature
forces the reader to break away from the traditional caregiver role.
Narratives enter into the subjective experience, vicariously immersing
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readers in experiences of culture, gender, race, ethnicity, social class,
disability, or illness that they have not lived (Wear & Nixon, 2002).
Reading narratives, then, can assist the physician or medical student
in better understanding the intersection of patients and their ill-
nesses—the patient’s illness experience. For the patient, the experi-
ence of a severe or chronic illness is often difficult, stressful, confusing,
fearful, and painful; these emotions may be exacerbated when patients
receive a terminal diagnosis. Understanding the beliefs, attitudes,
lifeworlds, and illness experiences of patients has never been more im-
portant than at this time.

Ethics

Working with terminal illness and death poses new and unique ethical
concerns, different from those in day-to-day medical practice. Medi-
cal-school training in ethics needs to address these concerns, and nar-
ratives offer a valuable tool. As Brody (2003) asserted, “ethical
decisions (in medicine and in the rest of life) arise from and depend
upon the narrative context” (p. 7). According to A. H. Jones (1999),
narratives flush out ethical dilemmas by portraying them in a human
context, “complicated by powerful emotions, and complex interper-
sonal dynamics” (p. 253). This further stimulates “ethical responsive-
ness and refin[es] moral perception, through showing—emotionally
and cognitively—the presence of incommensurable values in our lives
and the conflicts between these values” (Ahlzen, 2002, p. 148). A. H.
Jones (1999) offered three ways in which narratives are important in
developing medical ethics. First, they can provide case examples for
teaching principle-based professional ethics. Second, narratives can
provide moral guides for living a “good life.” Finally, in providing their
readers with experiential truth and passion, narratives “compel re-ex-
amination of accepted medical practices and ethical precepts” (A. H.
Jones, 1999, p. 253).

As A. H. Jones (1999) described, narratives can help a doctor in
consoling the ill by refining moral perception, as in a “kind of attentive-
ness that makes it possible for a person to discover the moral dimen-
sion of a particular situation,” and hence be “finely aware and richly
responsible” (Ahlzen, 2002, p. 150). Such moral perception inherently
relates to the physician’s ability to understand the culture and values
of the patient. Charon et al. (1995) further elaborated on culture and
moral ethics, as well as the role of narratives in nurturing moral ethics.
Ethical quandaries within narratives occur within the character’s
moral perceptions, values, culture, and biography; therefore, develop-
ing skills in narrative ethics encourages sensitivity to morals and val-
ues as they occur in the clinical encounter and encourages physicians
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to incorporate inquiry about such values and beliefs into the normal
encounter. This sensitivity facilitates better anticipation, understand-
ing, and fulfillment of the needs and concerns of the patients. Doctors
need such qualities, especially when they interact with chronically ill
and/or dying patients and their families.

Additionally, through exposing the lifeworlds, beliefs, and cultures
of others, narratives provide physicians the opportunity to recognize
the values of Western civilization in the medicine that they practice.
These Western values have set the accepted definitions for the good life
and standard medical treatment, resulting in the curative- (vs. com-
fort-) oriented care that often insists on futile, allegedly curative treat-
ment regimens, even as the patient is dying. C. Anderson (1998)
asserted that narratives grant the opportunity to “ask and address
questions that normative medical training often marginalizes or si-
lences outright: Who should die? What is a good death? What consti-
tutes success and failure in medicine?” (p. 289). Such questions can
result in a recognition of the limitations of the traditional, Western con-
text of medicine with the hope that such questions might get situated
within new cultural contexts.

WRITING NARRATIVES

Although not as elaborated in the literature, encouraging medical stu-
dents and physicians to write their own narratives also offers valuable
insight and knowledge for their authors, through self-reflection and
emotional release. As Holleman (1991) asserted, writing narratives
helps young medical residents “overcome psychological barriers and
learn to express themselves” (p. 17). Abma (2001) concluded that such
an approach “is grounded in the assumption that people learn and
change through reflection on personal experiences and that change is a
dynamic ongoing process within a complex context” (p. 273). Therefore,
by recalling narratives, palliative care providers may analyze their own
role in palliative care services (Wittenberg & Ragan, in press).

Self-Reflection

Billings and Block (1997) argued that, although important and vital
to effective medical practice, medical professionals experience little
opportunity for personal reflection within medical school and subse-
quent medical practice. Much like reading narratives, writing one’s
own narratives offers the opportunity for reflection on the self and
one’s work, role, goals, ideals, and purpose. Reflection through writ-
ing leads to a better understanding of one’s self. As Pennebaker
(2000) explained, “The act of structuring stories appeared to be a nat-
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ural human process that helped individuals understand their experi-
ence and themselves” (p. 3). Charon (2001a) pointed out that many
medical schools and residency programs now ask trainees to reflect
on their experiences with patients in narratives, particularly those ex-
periences with dying patients. In fact, she herself has witnessed the
effects of self-reflection. Charon (2001a) noted “The more I wrote
about my patients and myself, the more confident I became that the
act of narrative writing granted me access to knowledge—about the
patient and myself—that would otherwise have remained out of
reach” (January, para. 11).

Understanding and Managing Emotion

Throughout medical school and medical practice thereafter, students
and physicians face countless new pressures, situations, roles, re-
sponsibilities, and a resulting array of emotions. Smith and Kleinman
(1989) found, in a study of first- through third-year medical students,
that students experience a multitude of uncomfortable feelings, from
embarrassment and disgust to arousal, as they interact in ways with
their patients that, in the world outside of the hospital, would be con-
sidered inappropriate. No doubt, contemporary medical students con-
tinue to struggle with such feelings. Degner and Gow (1988) and
Reifler (1996) further explained that, given the Western philosophy
about death and the continuance of treatment and hospitalization until
death, nursing and medical students include largely young adults who
have been sheltered from illness, death, and the dying process. Yet,
professors expect these students to adapt immediately to their clinical
environment and to appropriately and sensitively respond to the needs
of their patients throughout the entire illness and dying process. An
analysis of the narratives of nurses who work with dying patients docu-
ments the emotional vulnerability of the students and the moral and
emotional effects they experience, such as guilt, stress, sleeplessness,
and burnout (Loftus, 1998). In another study, 44% of medical students
described caring for dying patients as depressing (Sullivan et al.,
2003). These feelings, roles, and responsibilities affect even the stu-
dents’ sense of identity. Charon (2002) asserted that, because of these
new emotions, roles, and responsibilities, “When becoming physi-
cians, medical students undergo dramatic personal transformations,
often in a relatively short period of time, that render them unrecogniz-
able to themselves” (para. 7).

Writing narratives can help students and physicians identify and in-
terpret their emotional responses to patients; this process can facili-
tate their interactions with their patients (Charon, 2001). Additionally,
emotional expression has been found to improve emotional and physi-
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cal health. In a series of experiments, Pennebaker (2000) found that,
as people wrote about their emotions, their physical and mental health
improved markedly. This finding would appear to apply to medical
students and their experiences as well. In fact, in 1995, a study found
improvement in the health of medical students following narrative
self-reflection (Petrie, 1995).

CONCLUSIONS

As the face of medicine becomes more humanistic and more inclusive
(in terms of a consideration of the psychological, social, and cultural
aspects of medicine), palliative or comfort care in the United States has
become more accepted. Concurrently, however, the practice of pallia-
tive care garners much criticism because it needs a much broader,
multicultural emphasis (Billings & Block, 1997; Caresse & Rhode,
1995; Cohen, 1997; Curtis et al., 2001; Doorenbros et al., 2003). A
major problem stems from the dearth of courses in death and dying
and palliative care in many medical school curricula. The majority of
graduating medical students describe themselves as inadequately pre-
pared to administer palliative care, and most have never experienced
any formal education in the field (Block, 2002; Gatrad et al., 2003;
Sullivan et al., 2003).

Palliative-care education must become a priority. Narratives, be-
cause they enhance the development of the skills of interpretation, em-
pathy, and reflection, as well as cultural understanding and ethical
decision making, offer an invaluable tool in this training. Encouraging
medical students to study, analyze, and reflect on the narratives of oth-
ers, as well as to engage in writing narratives of their own, can assist
physicians in practicing palliative care that considers the holistic
needs of their patients. Additionally, many other health care providers
can benefit from narrative instruction. Although often neglected in the
literature, the study of narratives also can be useful for all involved in
medical practice, not only physicians. Wilson (2000) asserted that
storytelling plays a pivotal role in training hospice volunteers. Addi-
tionally, narrative medicine can hone similar skills for nurses as well
as physicians. Durgahee (1997) found that clinical experiences shared
through storytelling aided nurses in ethical decision making. Through
reflection, nurses may become better able to analyze the “interactions
and needs of the parties involved, leading to new understandings”
(Durgahee, 1997, p. 136). Durgahee (1997) posits that narrative rea-
soning is part of the process of ethical decision making.

Several researchers suggest fictive literature that would be useful
in palliative care instruction. For example, Charon et al. (1995) listed
Franz Kafka’s The Metamorphosis and Leo Tolstoy’s The Death of
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Ivan Ilych, two narratives that can hone empathy skills through their
illumination of the illness and death experiences of two men and the
resulting complexities, emotions, fears, and personal transforma-
tions. Medical ethics, importantly, involves an understanding of, and
consideration of, the patient’s experience. Hence, many pieces can il-
luminate the role of empathy within medical ethics. For instance,
Charon et al. (1995) also suggested Ernest Hemingway’s Indian
Camp. This striking piece addresses the interplay of empathy and
ethics as the main character, a young boy, watches his father’s de-
tached, unemotional practice of medicine, even in the midst of the
pain and cries of his patients. Wear and Nixon (2002) suggested Ar-
thur Ginsberg’s Line Drive, Rafael Campos’ Like a Prayer, and
Dannie Abse’s Case History as tools for the medical classroom.
These pieces also examine the humanism of medicine and its ethical
implications, illustrating the tension between the emotional reac-
tions that physicians may experience in response to their patients,
such as disgust, anger, or indifference, and the humanistic/nurturing
role of the doctor (Wear & Nixon, 2002). A. H. Jones (1999) asserted
that numerous pieces written by Williams Carlos Williams and Rich-
ard Selzer are well known and commonly taught in medical schools
to hone medical ethics. For reflection on the role of physician and the
possible positive implications for both the patient and the doctor,
Charon et al. (1995) suggested Henry James’ The Middle Years.
Other literature cited as useful for narrative medicine courses in-
cludes: texts by Anton Chekhov; novels by John Berger and William
Maxwell; poems by Walt Whitman; the short story, “Corinne,” by
Mme. de Stael; Virginia Woolf’s essay, “On Being Ill”; Albert Camus’
novel, The Plague; Thomas Mann’s novel, The Magic Mountain
(Smith, 2003); and Franz Kafka’s The Trial (cited by Broyard, 1992).
One of the most comprehensive analyses of literature dealing with ill-
ness is Howard Brody’s (2003) Stories of Sickness.

Narrative literature that could be helpful to medical practitioners
also exists in the intercultural context; notable is Anne Fadiman’s
(1998), The Spirit Catches You and You Fall Down. Although this vol-
ume provides an actual case history of a Hmong child and her collision
with Western medicine, it nonetheless presents a compelling story that
describes the complex interaction between health care and culture.
Likely, additional stories, fictive and otherwise, illustrate intercultural
health care and could be useful components of narrative medicine ped-
agogy. Two of the most compelling recent narrative accounts of pa-
tients’ stories of death and dying include the Pulitzer Prize winning
drama, “Wit” by Margaret Edson and the recent, excellent televised
documentary series by journalist, Bill Moyers, “On Our Own terms:
Moyers on Dying.” As Ragan, Wittenberg, and Hall (2003) explained,
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the patients in these two works are eloquent spokespersons for the
benefits of palliative care.

CODA

The burgeoning humanities movement in medical school education
that includes narrative medicine certainly offers hopeful means of ex-
tending and promulgating a biopsychosocial approach to medicine,
one that remains compatible with the values that most social science
researchers bring to the health care context. However, as communica-
tion scholars, we question whether, in fact, an education in the best-
told stories of death and dying will really engender a more empathic
and less distant physician. Will reading and analyzing the fictive sto-
ries of Leo Tolstoy and William Carlos Williams, for example, facilitate
improved listening skills when doctors are daily hearing the disfluent,
uneducated, and sometimes incoherent voices of their real patients?
As Rita Charon questions in a recent interview: “How many times does
a patient try to tell a doctor what happened in a sickness, and the doc-
tor interrupts with, ‘What was the pain like, sharp or dull?,’ preventing
the patient from unfolding the account, and losing diagnostic accuracy,
losing a context?” (cited in D. Smith, 2003, para. 28).

Sharf (1990) asked whether the narratives co-created by doctors
and patients can always “fulfill the criteria of a good story for the other”
(p. 227). In a medical story she analyzes, in which the physician is a
28-year-old White male, and the patient a 48-year-old Black male, nei-
ther produces “sufficient coherence and fidelity to gain the imaginative
involvement, let alone active cooperation, of the listener” (p. 277). Real
patients do not always speak about their pain and suffering and fears
of dying with the eloquence of Anatole Broyard (1992) or the professor
of literature in “Wit,” or even the actual patients interviewed by Bill
Moyers in his documentary on dying on our own terms. Doctors noto-
riously interrupt, steer the medical interview toward the biological
with which they are more comfortable, and eschew the emotional out-
pourings of their patients.

One of the problems in teaching physicians about narratives in-
volves teaching them to be dialogic communicators. Physicians must
be taught not only about the value of patients’ narratives for developing
their empathic and moral characters; more critically, they must also
internalize the notion that stories are co-constructed by both patient
and physician. In the story cited by Sharf (1990), the White physician
does not collaborate with his Black patient in a way that produces a
meaningful account of his patient’s suffering; instead he speaks with
the monologic voice of medicine (Mishler, 1984), insistent on the bio-
logical facts of the story and oblivious to the lived experience of his pa-
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tient. In view of medical-school education, which largely instructs
future doctors in ways that encourage and even reward authoritative,
monologic modes of communication, the narrative movement in medi-
cine—and its concomitant emphasis on dialogue—can be seen as anti-
thetical to the dominant instructional paradigm.

How, then, can doctors learn to dialogue with their patients, to be-
come co-authors of their patients’ stories without imposing their own
biomedical agendas that subvert and distort the voice of the lifeworld?
(Mishler, 1984). Can narrative analysis taught in medical humanities
courses change this pattern? Do the narrative and empathic skills
honed both by reading and writing medical narratives translate to real
doctor–patient interactions? Possibly, the practice at some medical
schools of asking students to write about illness from their patients’
perspectives or requiring them “to write narratives about the imagined
life of their ‘first patient,’ the anatomy cadaver” (Hunter et al., 1995, p.
790) can facilitate the transfer of narrative analytic skills to clinic and
hospital settings. Dr. Rita Charon, Professor of Clinical Medicine at Co-
lombia University’s College of Physicians and Surgeons (who holds
both an M.D. and a PhD in English and comparative literature and who
co-edits the journal, Literature and Medicine) may have experienced
some success in training future physicians to become more dialogic in
their communication with patients. For example, in a study recently
conducted by Charon and her colleagues, cited in the February 13,
2004 issue of The Chronicle of Higher Education (Mangan, 2004),
Charon found that students who wrote stories about their patients in
their third year clinical experiences “were judged by faculty members
to have better relationships with their patients and to be better at inter-
viewing them” (p. A48).

Other studies of literature and medicine courses have found similar
conclusions. In Welch’s (2000) ethnography of medical students en-
rolled in a (required) medicine and literature course, she argued that
the study of literature prompted the students to view medicine as “an
interpretive, personal, and idiosyncratic activity rather than as a stag-
nant diagnosis-based process” (p. 311). Additionally, Lancaster, Hart,
and Gardner (2002) found in their study of a 4-week course in medi-
cine and literature that the students felt they had gained new insights
into illness, understanding, and empathy. Additionally, they perceived
themselves to have honed clinically relevant skills, such as communi-
cation, analysis, presentation, and ethics.

Finally, the Maine Humanities Council program entitled “Human-
ities at the Heart of Health Care” offers evidence for the potential of the
study of literature and medicine as well. Meeting once a month from
January through June, doctors, nurses, and other health care profes-
sionals discuss literature and its applications to medicine and, specifi-
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cally, their jobs. Victoria Bonebakker, associate director of the
program states, “I’ve been amazed that the doctors, nurses, and other
professionals tell me that they find more satisfaction in their work …
Doctors say they listen more and take more time with their patients”
(L. Rogers, 2002, para. 16). Notably, physicians are not the only ones
telling her that the study of literature in her program has changed their
approach to medicine—so too have nurses, receptionists, and trust-
ees. This program has found such success, that in 2003, similar pro-
grams were set to be launched in Massachusetts, New Hampshire,
Rhode Island, Vermont, North Carolina, Utah, and Illinois.

Although the results of several studies have ascertained the positive
influence of narrative practices on students, physicians, and patients
(Charon, 2001b), much research remains to be done in order to as-
sess, empirically and longitudinally, the efficacy of narrative medicine.
Whether patients also would deem those physicians trained in narra-
tive medicine as having “better relationships” with their storytelling
patients, as listening better, or as having more-developed clinical skills
is yet to be determined.

We, nonetheless, remain optimistic that the stories told and written
by and about dying patients can enlighten end-of-life care. As Broyard
(1992) attests: “To die is to be no longer human, to be dehumanized—
and I think that language, speech, stories, or narratives are the most ef-
fective ways to keep our humanity alive. To remain silent is literally to
close down the shop of one’s humanity” (p. 20).

Physician Arthur Kleinman, as cited by Brody (2003), recounted
the story of Gordon Stuart, a 33-year-old writer dying of cancer.
Under hospice care at home and right before his death, Stuart tells
his physician:

All that nonsense that’s written about stages of dying, as if there were
complete transitions—rooms that you enter, walk through, then leave
behind for good. What rot. The anger, the shock, the unbelievableness,
the grief—they are part of each day. And in no particular order, either.
Who says you work your way eventually to acceptance—I don’t accept it!
Today I can’t accept it. Yesterday I did partly. Saturday, I was there: kind
of in a trance, waiting, ready to die. But not now. (p. 147)

Yet, Stuart’s story later relates his acceptance of his death; he speaks of
the importance of being at home in his own garden and reflects on the
meaning of being a writer and facing death. After Stuart’s death, his
family physician wrote:

Gordon died a good death. He was clear right up to the end. He had forti-
tude and character and died as he lived, very much his own person. He
was no less angry, not accepting at the end, but he kept his sense of irony,
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his way with words. He seemed to grow into whom he wanted to be. His
death confirmed his life. He was a model for me. I would wish to do the
same for my own death. (Kleinman, 1988, p. 149)

Brody (2003) asserted that healing obtains for both patient and phy-
sician through the narrative process:

[W]hen the sufferer tells the story of his sickness to the community, and
the community listens … the sufferer feels healed to the extent that he
has attached meaning to his experience with his words and his story and
to the extent that the act of telling has reconnected him to his fellow hu-
man beings. The community is healed to the extent that they see a fellow
person coping with illness and suffering and think that when their time
comes, they, too, can find ways to cope and perhaps even to flourish de-
spite illness and approaching death. (p. 113)

Particularly in the practice of palliative medicine, we believe that
stories facilitate this “healing” in that we participate as fellow sufferers
of the (finite) human condition. Whether listening to the stories of fic-
tive patients and doctors in television’s popular ER or Scrubs (or in
those older television favorites that many of us grew up with—Marcus
Welby, Trapper John, M*A*S*H, Chicago Hope, Ben Casey, Dr.
Kildare, to name a few), or of real patients in Bill Moyers’ celebrated
documentary on death and dying, “On Our Own Terms,” or those of ac-
tual patients whose stories are not edited for coherence and lucidity,
physicians in training are socialized in the patient stories of our cul-
ture. As E. L. Rothman (1999) discussed in her reflections about her
Harvard Medical School education:

ER was not just another popular TV show. It was the experience of watch-
ing physicians, residents, and medical students deal with detailed medi-
cal information against a backdrop of complicated personal situations
and ethical issues. It was like watching seven or eight live-action tutorial
cases in an hour. (p. 25)

Whether formally trained in narrative medicine and/or informally
trained as members of the culture, physicians who attend to patients’
stories participate vicariously in their suffering and in their coping as
they face illness and death. This potential for healing, for coping, and
perhaps even for flourishing in the face of death holds the most hope
from the teaching of narrative medicine in palliative-care education.
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I thought that [my supervisors] would more or less help [when I was
pregnant] and not really so much [give] special privileges, but they
would be a little bit more understanding; but instead it was more like
they were out to get you.

—“Tara,” photo technician at a national retailer

There are a number of competing narratives that accompany mater-
nity in the workplace. Most stories are gendered contrasts to an entre-
preneurial master narrative that assumes wellness and paid-work
prioritization. We situate discourses and practices of workers, paid
work, and wellness within contemporary organizational imperatives,
and then argue that maternity in the workplace will continue to be as-
sociated with deviance, sexuality, the feminine, unreliability, illness,
and disability unless organizational and health communication re-
searchers construct multiple creative narratives about workplace
pregnancy and maternity leave that decenter the master narrative.

A case study of Tara, who has pregnancy-related complications, il-
lustrates how the master narrative justifies supervisory responses that
are physically and emotionally harmful to her. Tara’s story was re-
corded when she was interviewed about her pregnancy and maternity
leave for a larger project on maternity leaves. However, her interview
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becomes an opportunity to instruct others about what could happen
when women who are pregnant and who rely on their jobs to support
themselves and their families are faced with medical problems and un-
sympathetic bosses. Neither notes from doctors, customers’ com-
plaints, nor commentary from herself to her boss change the situation.
She appears to be a lone voice in her company—and there seems to be
no way to handle the complications and routine inconveniences of
pregnancy. She finds comfort only in some managers and in co-work-
ers who offer assistance.

Tara’s story embodies a different narrative of pregnancy and work
from that which is typically published in organizational and communi-
cation journals. Most of the academic work on maternity and mater-
nity leave describes women who are well paid and able to negotiate
roles and needs to some extent (e.g., Ashcraft, 1999; Miller, Jablin,
Casey, Lamphear-Van Horn, & Ethington, 1996). In addition, most
scholars assume that women feel well and can work until the last min-
ute before delivery (e.g., J. Martin, 1990), and describe women who are
powerful contributors to decision making or founders and owners of
companies (e.g., Ashcraft, 1999). Tara’s narrative gives voice to lower-
paid, marginalized women whose pregnancies are complicated and
whose inability to engage in unimpeded labor incur negative repercus-
sions in the workplace.

We begin by exploring the myth of the ideal organizational worker
and describing the master narrative of pregnancy that permeates con-
temporary workplaces. We then offer an analysis of Tara’s narrative,
demonstrating the impossibility of fitting her experiences within the
dominant narrative that her organization provides. Using Minow’s
(1990) theory on the social construction of difference, we explore how
the organization’s narrative positions Tara’s embodiment as problem-
atic, while obscuring its own agency and accountability. Finally, we dis-
cuss the potential for narratives such as Tara’s to disrupt dominant
narratives of difference in organizations.

IDEAL AND PREGNANT WORKERS

This section first discusses how our analysis is situated within organi-
zational storytelling research, then establishes the narrative of the
ideal, entrepreneurial worker so that images of pregnant women can
be contrasted. Many narratives of maternity in the workplace feature
the pregnant executive (career narrative in which pregnancy is a con-
cern for advancement and for changing organizational cultures but in
which wellness is assumed); the pregnant or potentially pregnant
worker (reproductive narrative, fulfillment of sex and capitalist role to
produce future workers); and maternity as disability (medical leave
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and organizational policies construct pregnancy and postpregnancy as
disability, narratives that depict women as not male and “ill”).

Organizational Storytelling

Mumby (2004) and Czarniawska and Gagliardi (2003) noted that or-
ganizational storytelling research over the last couple of decades posi-
tions narrative as a central organizing process by which members
make sense of their experiences. Although most narrative work is in-
terpretive in that it highlights how societal and organizational mem-
bers intersubjectively create shared understandings of their
experiences, critical and postmodern scholars uncover and record (in
various forms) how these collective meanings are shaped by and shape
certain interests and identities in particular contexts (Boje, 2001;
Czarniawska, 1998). In this political view, narratives (re)produce, re-
veal, and offer opportunities to resist taken-for-granted social realities
and power relations. As such, storytelling displays ongoing struggles
between dominant and dominated groups to fix meaning and influence
what people envision is possible and not even part of everyday con-
scious thought, identity constructions, and action (see Mumby, 1987,
1988, 1993).

Storytelling embodies these struggles and tensions, and narratives
become sites of control and resistance that have real psychic and mate-
rial consequences as different group members attempt to both rein-
force master cultural narratives (e.g., entrepreneurial worker,
modernity, societal scripts, heterosexuality, White privilege) and con-
struct compelling counternarratives (Boje, 1991; Lindemann Nelson,
2001; Mumby, 2004). It is this sense of opportunity to refashion narra-
tives and engage in subversive storytelling that is so engaging and use-
ful about organizational narratives. As Czarniawska (1998) suggested,
narratives are “both inscriptions of past performances and scripts and
staging instructions for future performance” (p. 20). These future per-
formances hold the potential to engage in narrative repair by which
“the person could attain, regain, or extend her freedom of moral
agency” (Lindemann Nelson, 2001, p. 150). It is this kind of story—one
that rewrites institutionalized narratives of ideal entrepreneurial and
pregnant workers—with which we conclude.

Master Narrative of the Ideal Entrepreneurial Worker

The ideal worker is the main character in the master narrative of well-
ness in the workplace and the obscured norm against which all deviant
worker bodies are compared and found wanting. The ideal worker is
dedicated to paid work in terms of time and energy allocation. This
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worker is the employee who is always fit, energetic, even tempered,
and productive (Nadesan & Trethewey, 2000)—except when the
worker is aging visibly (Trethewey, 2001), ill and must self-medicate
(Deetz, 1995), or cannot control her own leaky, emotional, protruding,
and unprofessional body despite efforts to discipline herself and fit the
male norm (Trethewey, 2000). The ideal (male) body supposedly does
not undergo daily, monthly, or age-related changes, such as hormonal
shifts, menstruation, and menopause (although evidence for mascu-
line cycles exists; see Lorber, 1994).

The ideal worker not only demands the appearance of youth and of
high productivity 24/7/365, but also prioritizes wage work over family,
friends, health, religion, and leisure. Paid work and adherence to cor-
porate norms govern decision premises and appropriate roles of
workers as consumers and supporters of the corporate imperative
(Scott & Hart, 1989). The ideal worker spends time at work, thinks
about work when not in the office, and displays loyalty and organiza-
tional commitment through presence; that is, being available when
projects are being completed (Bailyn, 1993; Perlow, 1998). The ideal
worker may also find the workplace more relationally friendly than
home (Hochschild, 1997). In short, the ideal worker is young, male,
committed to employment and work, and fit.

Pregnant Workers

In contrast to the dominant narrative script of the perpetually “fit” en-
trepreneurial worker, stories of maternity pose deviant conditions.
Pregnancy marks women as “other” (not men) and connotes notions of
unreliability and unpredictability in ways that people—even those who
have been colleagues for years—may not understand fully (e.g., Mock
& Bruno, 1994). The pregnant worker obviously has other things in
her life besides work. She has become sexualized (through the causes
of her condition) and curiously desexualized (as she becomes
“mother”). She no longer can be counted on for total dedication to pro-
jects because of potential or real work–family tensions. As a result, the
person who may most question the pregnant worker’s dedication and
reliability is the supervisor. In hierarchical organizations, it is the boss
who must make sure that work is covered, projects are delivered, pro-
motables are advanced, and so on. In self-designing teams, it is the co-
workers and team leaders who construct generative forms of control
that insure work completion and normative behavior (Barker, 1999).

Besides embodiment of deviance in the physical manifestations of
pregnancy, other narratives about maternity associate pregnancy and
work–family concerns with career challenges (Schwartz, 1989, 1992),
reproductive workers (i.e., valuing mothers and children as breeders of
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future workforce participants and as future workers, respectively;
Lorber 1994), and disability (Lorber, 1994; Tavris, 1992). With regard
to career challenges, the dominant maternity narrative assumes that the
woman (often an executive) continues with her work unconstrained by
hormonal changes, fatigue, increasing weight, and other possible preg-
nancy-related conditions. She even schedules Caesarian delivery dates
around project deadlines (J. Martin, 1990). Despite her prior status as
an ideal worker who happens to be female, her pregnancy calls into
question her reliability and her loyalty (Mock & Bruno, 1994;
Sheppard, 1989). As colleagues try to ascertain how her pregnancy and
future mother status will affect her work abilities, they fail to recognize
the ways their organizational cultures are not family friendly. “Mommy”
tracks or career delays and dead-ends are real possibilities for these
pregnant executives (Schwartz, 1989). In this story plot, the pregnant
employee has tailored outfits, seems energetic and perfectly healthy
(with no complications), and wears her pregnancy as a temporary state
that changes little in the workplace and from which she emerges as the
same dedicated worker as before her maternity leave.

Reproductive workers are those who fulfill their capitalist roles as
bearers of future workers but also those who have few options to nego-
tiate roles, benefits, maternity leaves, and other issues related to preg-
nancy, maternity leaves, and returns to work. With increased
technology in the workplace and less need for human laborers (Rifkin,
1995), the worth of women’s reproductive capabilities and of their off-
spring as future workers means that there may be less investment in
the safety of pregnant women and neonatal care (Lorber, 1994). Where
childbearing women and their children are less valued by society, orga-
nizational policies, everyday procedures, and ordinary interactions
may not safeguard them. Recent reports indicate that bosses are low-
ering the amount of parental leaves and are terminating employees on
leave (Shellenbarger, 2003) despite Family Medical Leave Act (FMLA)
guarantees of jobs under certain conditions.1

Notwithstanding governmental and organizational guarantees of
unpaid leaves with assurances that there will be jobs upon the individ-
ual’s return to paid work, those who take leaves may suffer penalties.
Research indicates that some women incur wage decreases (, 1999).
Race/ethnicity, sexual–social orientation, and class biases may influ-
ence women’s use of the FMLA insofar as women who are poor and
non-White, in particular, lack the resources and support to take un-
paid maternity leaves (Gerstel & McGonagle, 1999). For instance,
Buzzanell et al. (2003) found that pink-collar women told a fairly uni-
form narrative about needing to get back to work because of finances,
being grateful for anything that is done, and being pleased that they are
not forgotten while on maternity leave (without recognizing the extent
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to which they are controlled by phone calls and notes from bosses ask-
ing them how they are doing and when they will return to their employ-
ment).

Finally, narratives about maternity as a negative medical condition
are perpetuated by policies and procedures that classify maternity
leaves as disability leaves. In general, the logic of “disability” treats ma-
ternity as an illness or a sickness. In maternity leave, viewing disability
as a medical issue “emphasizes the dichotomy between the abnormal
(person with disabilities) and the normal (person without disabilities)”
(Coopman, 2003, p. 345).2 This bifurcation is a particularly irritating
point of contention among feminists who argue that pregnancy is a nat-
ural state for women. Pregnant workers become “others” by their dis-
tinctions from “normal” women as well as from male workers. Female
workers can be identified by their pregnant or nonpregnant state and,
when pregnant, presumably become dependent on others for their ev-
eryday functioning (Coopman, 2003). Maternity as a medical disabil-
ity is oppressive because the label involves social restrictions, biases
against women in this condition, indications that pregnancy is “unnat-
ural,” and restricted access to public spaces (in this case, to the work-
place, because disabled persons are, by definition, unable to work or
function in a normal life). The use of the term disability in leave poli-
cies enables accommodation to women’s varied experiences with preg-
nancy at the price of adhering to the male norm “that construes
pregnancy as a disability rather than, say, as an additional ability”
(Tavris, 1992, p. 118). The term fails to displace the current incompat-
ibility of pregnancy and the workplace and fails to acknowledge that
full recovery from childbirth can be nonroutine and unpredictable
(Hyde, Essex, Clark, Klein, & Byrd, 1996; E. Martin, 2001).

The equation of pregnancy with disability is related to feminist
equality-sameness debates (Tavris, 1992). Fighting blatant discrimi-
nation, liberal feminists emphasize that pregnant women are capable
of working just like anyone else. Such equality arguments position
pregnant women as men with temporarily disabled bodies: “According
to equal-rights advocates, pregnancy should be treated like any dis-
ability that might cause workers of either sex to lose a few days’ or a few
months’ work” (Tavris, 1992, p. 117). The rhetoric of “sameness,”
while effective in passing legislation (e.g., the Pregnancy Discrimina-
tion Act; see Equal Employment Opportunity Commission [EEOC],
2003), enables and constrains. With the standard for equality estab-
lished on the basis of treating everyone in the same manner, no accom-
modation of difference is required. Cultural or structural feminism, on
the other hand, bases its call in acknowledgment of fundamental dif-
ferences between the sexes and promotes a discourse of equity based
upon respect and valuing of differences. From this lens, women’s roles
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then do not need to be redefined or challenged as much as they need to
be valued and appreciated (Wood, 2003). Cultural feminist arguments
suggest that “it is ridiculous, demeaning, and antiwoman to ignore the
special condition of pregnancy” (Tavris, 1992, p. 118) when forming
laws and policies.

The opening up of a space for pregnancy as a valued state requiring
accommodation is complicated further by the legal denial of the Ameri-
cans with Disabilities Act (ADA) disability status for pregnancy (see
EEOC, 2000). Disempowered pregnant women find little discursive
assistance in their quest for accommodation in formal leave policies,
equal opportunity laws, pregnancy discrimination legislation, or the
ADA. Organizational leave policies, drafted or modified after the pas-
sage of the FMLA, ordinarily define pregnancy leave as covered by
short-term disability insurance: “Title VII requires the employer to
treat pregnancy and related conditions the same as non-pregnancy [se-
rious medical] conditions” (EEOC, 2000), as “temporary disabilities.”
Yet, the ADA does not consider pregnancy to be a disability: “Other ‘se-
rious health conditions’ may not be ADA disabilities, for example,
pregnancy … This is because the condition is not an impairment (e.g.,
pregnancy)” (EEOC, 2000). So pregnancy is to be treated as a (tempo-
rary) disability by an organization, but it is not an ADA disability;
moreover, it is labeled a serious condition, but not an impairment.

In addition to the confusion resulting from such subtle distinctions
and multiple conceptualizations of the term disabilities inherent in
these policies, the medical definition of pregnancy remains uncon-
tested. A biomedical definition of pregnancy as an abnormal, patholog-
ical, “serious” medical condition requiring physicians’ technological
interventions underlies these definitions (Nelson, 1996; Pollock,
1999; Rothman, 1991; Sterk, 1996; Sterk, Hay, Kehoe, Ratcliffe, &
VandeVusse, 2002).3 Pregnancy is thus a serious medical condition to
be minimized, or ideally, ignored by the organization, but which does
not require (ADA) accommodation.

Summary

The primary cultural narrative of the workplace is the story of efficient,
dedicated workers who are never sick or, if they succumb to a minor
illness, do not let their illness hamper their performance and profes-
sional demeanor. Because wellness is taken for granted and work is
prioritized over all other life events and circumstances, illness is a dis-
traction, is not considered worthy of discussion, and is silenced. Ill-
ness simply does not exist in most workplace narratives—or, when it
does, it is treated as unusual or a necessary evil—“time off work” (sick
days and maternity leave), disability (including pregnancy, maternity
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leaves, and ADA conditions), and violations of safety regulations
(work-related injuries and deaths, OSHA). There are numerous sto-
ries that can be told of workplace pregnancy but most position the fe-
male worker as “other,” or different from the norm. Rarely are there
narratives told in the words of women who fought for accommodations
to their pregnancy-related medical conditions. In these cases, preg-
nancy is not just an illness or disability but is seen as an employment
liability. Pregnancy as a serious medical condition removes this natu-
ral process from the realm of the normal and offers no script for han-
dling individual women’s cases.

THE STORY OF “TARA”

Synopsis of Tara’s Case

The case study interview features a White, middle-class, married
woman who has some college credits and who works as a photo techni-
cian in a retail company in the midwestern United States. Tara was em-
ployed for 2.5 years at her company when she experienced her
pregnancy and maternity leave in 1994, one year after the FMLA took
effect and 16 years after the Persons with Disabilities Act was passed
into law. Prior to this pregnancy, she had one miscarriage. Although it
was a couple of years since she lived through her pregnancy and mater-
nity leave, her account is filled with vivid language, concrete details,
and emotion. Indeed, women’s stories of pregnancy, birthing, and the
context surrounding these events remain accurate over long periods of
time, as Sterk et al. (2002) reported in their research on women’s sto-
ries of birthing assumptions, practices, and attempts to create change
in medical and private procedures.

Shortly into her interview, Tara talks about the differences between
what she expected or was told about maternity leaves and what actu-
ally happened when she was pregnant. It appears as though there was
no routine way to treat pregnancy, and no regular way to circulate in-
formation despite her mention of a maternity leave packet and a
toll-free number. Tara seems to have been misinformed, misled, or
was confused about the amount of time she could take off from paid
work, her payment (or lack thereof) during her leave, and her insur-
ance. She thought that the procedures would operate more smoothly:

Yeah, I thought that when you took a maternity leave that your company
basically would understand—they would be, you know, really support-
ive. Um, that they would try to understand and help you the way that they
could. I thought that was designed to help you and not the company that
it was like a benefit that the company provided. But, when I did apply, ex-
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cuse me, for my maternity leave um I had a very hard time with them los-
ing my file then losing my doctor’s notes, you know, and everything
else.… I had to carry very heavy furniture that I was not supposed to be
carrying and it wasn’t what I thought it was gonna be because I perceived
it in a different way than they told me, or they led me to believe, because
they never really told me anything.

From the beginning of this pregnancy, nothing was easy for Tara. De-
spite her past miscarriage, her ongoing problems with asthma and tox-
emia, and her notes from her doctor about what she should and
should not be doing, Tara found that her supervisors would not ac-
commodate her requests to go to the bathroom or get a drink of water
(“I got written up for it [going to the bathroom]—for leaving without no-
tifying anybody”), to obtain assistance in carrying heavy objects, or to
leave work (“Another time I had fallen and I started spotting and I
asked if I could go home and they would not let me go home”). She
found inconsistency in how policies were applied and how much help
people obtained from management. Despite all of these problems,
Tara reported high job satisfaction and feelings of job security both be-
fore and after her maternity leave. However, she also reported feeling
discouraged about her employment and advancement opportunities
both before and after her maternity leave. Tara described her percep-
tions: “it seems like they don’t keep you in mind for like advancement
in the company now, because they think that you wouldn’t be able to
now because you have a baby …”

Problematizing Tara’s Narrative

Workplace pregnancy and maternity leave are nonnormative events
in the masculine public arena. As a result, there are few coherent cul-
tural narratives of working while also being pregnant. Organizational
members do not hear about how women work, what they feel, how
they accommodate their physical changes, and how they may change
their attitudes toward work–family and other issues as well as to
work space and duties while pregnant over the course of their life-
times. Moreover, variations exist in what it means to be woman, to be
pregnant, to be a worker, and to take a maternity leave (see E. Martin,
2001). These differences exist within and across women and organi-
zational contexts in ways that intersect with race, class, sexuality, and
other differences (see Ashcraft & Mumby, 2004). Even individuals
within particular organizational cultures can have different percep-
tions and enactments of their roles (e.g., “employee” or “profes-
sional”), their expectations for treatment (e.g., accommodations, or
no accommodations, to pregnancy), and their work–family orienta-
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tions (e.g., with varied prioritizations of work, career, family, self,
volunteer activities, or leisure).

In our specific case, Tara’s pregnant body cannot be the ideal
worker body; it cannot be ignored, despite attempts by her supervisor
to do so (as a representative of her organization). Her pregnancy can-
not be treated “like other serious medical conditions” because it is not
like them. Tara’s pregnancy involved a dynamic flux in physical condi-
tions. The ideal worker body sets a single standard that employees ei-
ther meet or do not meet, and Tara’s body refused to settle into a single
category based on the dichotomy of being either well or ill.

Re/Constructing Pregnancy as Difference

A cultural narrative challenging negative conceptualizations of preg-
nancy as a serious medical condition that is disabling, while still ac-
knowledging the need that many pregnant women have for flexibility
and accommodation, would have to challenge the pervasive healthy–ill
dichotomy. The first step in resisting the well–ill bifurcation is to ad-
vance the point that all bodies vary—not just women’s, and not just
pregnant women. According to Grosz (1999), “Feminists have stressed
that the generic category ‘the body’ is a masculinist illusion. There are
only concrete bodies, bodies in the plural, bodies with a specific sex
and color” (p. 270; italics in original).

Researchers must decenter the ideal worker body by challenging the
biomedical healthy–ill notion that pervades contemporary Western
culture. Pregnancy is not a health emergency, but it is sometimes ac-
companied by medically defined symptoms and physical limitations.
With birth, it does require accommodation for recovery. If researchers
reframe the well–sick dichotomy as a dynamic continuum, there
would be a great many more choices for how to deal with bodily varia-
tions in the workplace.

What would a cultural narrative of variation as normative look like?
A narrative that radically alters definitions of “normal” is necessary
(for counternarrative construction, see Lindemann Nelson, 2001).
Minow’s (1990) articulation of the five assumptions of labeling some
things as different and some as normal provides a useful framework
for considering the changes needed to alter the story of pregnancy as
difference and Tara’s story of workplace pregnancy. As we discuss each
assumption about difference, we also relate each assumption to the
dominant narrative of workplace pregnancy and suggest how a coun-
ternarrative could be constructed. Through this counternarrative, we
question unstated norms and reframe pregnancy as one of many em-
bodied states that workers experience.
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First, Minow (1990) contended that “we often assume that ‘differ-
ences’ are intrinsic, rather than viewing them as expressions of com-
parisons between people on the basis of particular traits” (p. 50). In the
organizational narrative of pregnancy, Tara’s pregnancy is specific to
her body and her self; the embodied trait is marked as hers alone, and
the state of being nonpregnant is left unmarked as normative. In her
story of workplace pregnancy, Tara announces her pregnancy to her
co-workers as soon as she finds out, before her condition is physically
evident: “I called from [offsite training location] and told people that I
worked with in the [photo] lab that I was going to be a mommy … I was,
what, five or six weeks when I found out.” Because of bleeding, Tara
missed work to undergo ultrasound testing, a fact that was common
knowledge among her co-workers and supervisors: “So everyone
kinda knew then [after the tests] that I was [pregnant], and I didn’t re-
ally have much of a choice” about revealing the pregnancy to manage-
ment. While Tara’s body is marked by her own admission (soon to be
followed by visible evidence of the pregnancy), the other workers retain
the privilege of having their bodies unmarked (Thomson, 1997). The
marked body does not disappear after Tara gives birth to her baby and
returns to work. Speaking of her supervisor’s reactions immediately
on returning to paid work from her pregnancy leave, Tara said, “They
don’t look at you the same way, it’s kinda like you’re almost starting
over or like you have a disease .…”

In a counternarrative of pregnancy, all bodies must be viewed as
having embodied traits (Grosz, 1999), and those traits must be con-
sidered in relationship to others’ bodies. Thus, Tara’s (currently preg-
nant) body should be considered in comparison to others’ bodies (and
their capabilities) instead of comparing Tara to the norm of a (nonexis-
tent) nameless, abstract, disembodied, ideal worker. For example,
other workers are limited by asthma, some are unable to lift heavy ob-
jects due to back problems, others have less muscle strength than oth-
ers. Moreover, nondisabled employees are not superhuman; they too
have specific height, weight, and muscle-tone capabilities. These traits
should serve as points of comparison for pregnant workers, not a non-
existent perfect body. New narratives of pregnancy include many char-
acters (not just Tara and those labeled disabled by companies) and
describe both their limitations and their abilities.

Second, Minow (1990) argued “We typically adopt an unstated point
of reference when assessing others. It is from the point of reference of
this norm that we determine who is different and who is normal” (p.
51). Tara’s bureaucratic structure is so obscured that she cannot even
contact the appropriate person to arrange her leave, despite multiple
calls to an out-of-state home office:
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I thought someone would have come and told me … these are your op-
tions, you know—meaning insurance wise and maternity leave wise,
though. There are your options, but instead I had to go to them … I mean
literally chase them down. You know, they never had time just to sit
down one on one, answer questions. They wouldn’t answer questions.
They’d make you call down, you know, down to [the home office] and ev-
erything else. They would never give you a straight answer about any-
thing … Every time I’d call and say, you know, “well, I called a few minutes
ago and I talked to so and so, they told me this, but I don’t really under-
stand this part.” “Well they shouldn’t have really told you that because
that’s not true, this is how it works” … I could never get a straight answer
from anybody.

Neither the organization as an entity nor any specific person takes re-
sponsibility for the judgment of Tara’s condition. No one takes respon-
sibility for providing accurate and complete information about that
judgment and its consequences for her working conditions and leave.

As case analysts, we do not know if the author of the hard-to-locate
policy is or has been pregnant, has any medical training related to the
determination of health status and ability to work, is aware of working
conditions in Tara’s job, and so on. The unstated norm of nonpregnant
bodies simply exists, and the exception to normalcy for which Tara
seeks approval is handed down from nowhere.

Thus, the current organizational narrative of pregnancy is missing
key characters. Tara is the protagonist with her needs and requests, but
the antagonist remains obscured, acting behind the scenes in ways that
have real ramifications for Tara and her fetus, but not showing a face.

Specifying the key players in the negotiation is a first step to con-
structing a counternarrative of pregnancy. Individuals in a new narra-
tive would articulate and assume responsibility for their decisions and
the consequences of those decisions for others.

Those key characters must also be understood as not being neutral.
Minow (1990) described the third cultural assumption of difference
as, “We treat the person doing the seeing or judging as without perspec-
tive, rather than as inevitably seeing and judging from a particular situ-
ated perspective” (p. 52). The human resources (HR) specialists and
Tara’s supervisors have as their primary goal the perpetuation and fi-
nancial success of the organization. Tara’s supervisors never told her
that her discomfort, and even serious symptoms, were judged unim-
portant relative to the needs of the organization; neither was she told
that she and her fetus were expendable pawns in a huge capitalistic en-
terprise. The organization judged that it had nothing to gain from
Tara’s pregnancy except the possibility of a long-term payoff of a future
cheap laborer. Her short-term productivity is endangered by the preg-
nancy, however, and child care needs could further interfere with her
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productivity in the near future. These judgments appear to underlie
the perspective of those in power and their callous, even dangerous,
treatment of Tara, but they are never named. In Tara’s story, she per-
ceives that the organization is actively working against her:

They more or less were making me do things that I shouldn’t or thought
that no pregnant person should be doing. You know, and when you asked
them, you know, please try not to do this … [I felt] like they were looking
for little things that you did wrong, you know, to yell at you or maybe fire
you for, you know they can’t fire you because you’re pregnant.… I thought
that … they would be a bit more understanding; but instead it was more
like they were out to get you.

Tara’s perception that her supervisors were actively looking for ways to
find fault with her reveals an organization that is a threat to her safety.
She has learned from her experience to anticipate poor treatment and
violation of her rights in favor of advancing the organization’s goals.

A revolutionized narrative of workplace pregnancy necessitates dia-
logue among all levels of workers, including HR specialists. Organiza-
tional goals must be named and brought to the stakeholders’ table. No
one could argue from “the god trick of seeing everything from nowhere”
(Haraway, 1988, p. 581), but would have to name their specific stand-
points and stakes in the organizational decisions made about preg-
nancy and maternity leaves. A new story of pregnancy must include
character motivation on the part of key organizational policymakers
and supervisory decisions regarding pregnant employees’ assigned
tasks and restrictions.

In addition to the obscuring of the organization and its key players
from the story, the organizational narrative of pregnancy casts Tara in
a virtually silent role. Minow (1990) explained that in determining and
labeling difference, a fourth assumption is that “the perspectives of
those being judged are irrelevant or are already taken into account
through the perspective of the judge” (p. 52). The organization did not
ask Tara for her input or feedback. She reports having to “literally
chase down” supervisors to be heard. Despite repeated requests for
help with her pregnancy symptoms and leave, she was denied explana-
tions. She was not even allowed to contact HR professionals during
working hours or at the company’s expense, further silencing her
through economic disincentives (“I had like a $200 and something dol-
lar phone bill that month, because I had to keep calling [the home of-
fice] to find out things”). Tara had few discursive resources with which
to counteract the written reprimand she received for leaving her posi-
tion to use the bathroom without first getting permission. Her frustra-
tion at her silencing comes through in the advice she offers to other
pregnant women at the conclusion of her story:
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Make sure that you understand how long you’re gonna get for [maternity
leave]. You know, make sure you know, most probably, the most impor-
tant thing is make sure that you understand your rights, you know being
pregnant, you, while you’re at work and when you come back, you know,
that they cannot demote you. That they cannot take your position unless
you’re gone for over a year … If you’re back within a year they have to
guarantee you the same pay … Make sure you let the place that you work
know and you understand everything that you’re supposed to get so they
can’t more or less intimidate you …

Tara positions herself (and those to whom she is offering advice) in an
adversarial position vis-à-vis the organization where they must insist
on being heard. Disappointed in her treatment by her organization,
Tara imagines an audience to hear her and speaks directly to this audi-
ence: “Make sure you …” Given her low status on the organizational hi-
erarchy, Tara’s lack of voice is considered irrelevant; her thoughts and
experiences on being pregnant do not need to be understood in order
for the organization to implement and enforce its policies.

Deconstructing the portrayal of pregnancy as difference involves en-
abling workers to have their voices heard in the formation of pregnancy
and maternity policies. Moreover, the silencing of pregnant women such
as Tara in day-to-day work also must end. Tara must be able to voice her
concerns to responsive supervisors; clearly the supervisors who would
not excuse Tara from lifting and wrote her up for leaving her post to go to
the bathroom were not listening to Tara’s explanation of her pregnancy.
In a new narrative, embodied workers—pregnant or otherwise—engage
in dialogue with each other and with supervisors to voice their concerns,
and accommodations are negotiated.

Tara’s lack of voice is unproblematic to the organization because it
operates on the premise that the status quo is inevitable: “Finally, there
is an assumption that the existing social and political arrangements
are natural and neutral” (Minow, 1990, p. 52). Capitalism and the mal-
treatment of workers such as Tara form the background of the organi-
zational narrative of pregnancy as difference. Hierarchy, exploitation,
and placing the needs of the organization ahead of those of the workers
serves as the unscrutinized context in which Tara’s pregnancy is
judged to be a problem. Her capacity for reproduction has been la-
beled as deviant because it serves particular social orders to do so; the
exclusion of pregnant women from the category of normal naturalizes
and perpetuates masculine systems of power. The focus of the “prob-
lem” in the cultural story of pregnancy is on the woman; it is not on the
inflexible, sexist, hierarchical configuration of workplaces.

In Tara’s narrative of working while pregnant, her lack of power and
inability to construct (with her co-workers and/or managers) an alter-
native story in which she could enact agency clearly are evident. She
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cut out the soles of her shoes because she could not push her swollen
feet into them. She stood for long hours because there was no recogni-
tion that standing could cause problems for her and her unborn child.
She lifted and carried heavy objects knowing full well that she should
not be doing so. She stayed at work when she was spotting because she
was told that she could not leave. While individual managers might no-
tice her distress and tell her to go home and rest, other managers went
so far as to write her up for going to the bathroom. Thus Tara adapted,
complied with her boss’s orders, accepted assistance from co-work-
ers, took risks, and forged a space for her pregnant body at work,
whereas the organization made few accommodations and garnered
profits from her work.

The corporatization of the United States economy is neither natural
nor neutral; it came about in response to specific historical events and
in service of the privileging of certain socially powerful groups. The
pervasiveness of worker exploitation does not make it inevitable, natu-
ral, normal, or morally acceptable. Yet the system in which Tara is
caught remains completely unquestioned and unchallenged as “the
way it is” in the narrative of workplace pregnancy. The axiom of the
powerful organization and the powerless employee frames Tara’s story
of pregnancy, but its presence is obscured as the natural order of the
world, and hence completely unstated (Minow, 1990). Moreover,
Tara’s story poignantly illustrates that many workplaces in this coun-
try continue to be incompatible with women’s reproductive roles (E.
Martin, 2001).

In summary, the master narrative constructs pregnancy as specific
to individual women’s unruly (different, inferior) bodies. The organiza-
tional definition of pregnancy as aberrant and simultaneously
ignorable or irrelevant reinforces the power and privilege of high-rank-
ing organizational decision makers by reifying an ideal worker body
that does not exist. Organizational power, perpetuation of inequalities,
and the absence of responsible, accountable policy makers are all nor-
malized in the master narrative, while pregnant women are silenced.
Alternatively, a transformed narrative of pregnancy presents bodily
variation and fluctuation as normative; gives voice to pregnant (and
other marginalized) workers; positions specific powerful individuals
within an organization as the source of erroneous, oppressive norms
and the policies based on these norms (as opposed to vague conceptu-
alizations of the organization as an entity); and explores the ways in
which systems of power (capitalism, elitism, masculinity) are perpetu-
ated by the master narrative of workplace pregnancy. Furthermore,
moral and ethical consideration of capitalism and its practices forms
an integral aspect of a new narrative of workplace pregnancy. A femi-
nist narrative of pregnancy as a normal part of the workplace (or in-
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deed, of any place) highlights the power relations between Tara and
her supervisors, showing how they benefit directly from her marginal-
ization and disempowerment.

DISCUSSION

Tara’s experience reflects the pervasive master narrative of pregnancy
in workplaces and the harms inherent in this approach to accommo-
dating pregnancy. In organizations’ haste to protect women’s rights to
work and treat them as equals to men, there has not been much dis-
course on what considerations may need to be made for pregnant
women. These conditions operate as dialectical processes that can
change momentarily and that mean different things for different
women (and men) over the course of days and/or lifetimes. For some
women, pregnancy is a bodily change that does not hamper work per-
formance. For others, pregnancy involves illness—being sick, strug-
gling with symptoms—and yet supervisors, co-workers, and HR policy
makers do not know how to accommodate such experiences.

Moreover, the implications of Tara’s and other pregnant women’s
stories not only are similar to the construction of difference in work-
ers needing accommodation under ADA regulations, but also in orga-
nizational efforts to value racial, ethnic, and cultural diversity; in
workers’ resistance to hostile climates, sexual harassment, and gen-
der-based discrimination (i.e., glass ceiling and walls), and in-groups
trying to improve working conditions for employees in low-paid,
low-status positions. In each case, the norm is narratively obscured
as neutral, inevitable, and natural, instead of the result of specific his-
torical events, and the difference, or problem, is located in the narra-
tive’s protagonist (see Lindemann Nelson, 2001). Furthermore, there
is no connection in the story between the person’s problem and the
social and political power arrangements that benefit from the contin-
ued oppression of the individual and her/his abnormal body. Without
these connections, personal stories remain nested within taken-
for-granted master narratives of the workplace (e.g., gender, ability,
wellness/illness, and entrepreneurial workers) and are, thus, resis-
tant to change (Lindemann Nelson, 2001; Somers, 1994).

The primary narrative that must be advanced to pave the way for
greater equity is the inevitability of bodily variation. Narratives must
reinforce the dynamic state of real bodies and resist the invocation of
the nonexistent ideal body. Stories must reflect the fact that bodies are
produced through discourse and do not have materiality totally apart
from these discourses: “There is no reference to a pure body which is
not at the same time a further formation of that body” (Butler, 1999, p.
240). Our cultural constructions of the meanings behind bodily varia-
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tions are formed through language, and they can be altered the same
way. Tara’s and other marginalized workers’ stories must be told for
awareness and retold in counternarratives until they impact cultural
and organizational delusions of ideal bodies and perpetuation of the
sick–well dichotomy.

NOTES

1. The FMLA guarantees jobs and leaves under the following conditions:
people employed for more than 12 months (or 1,250 hours) in com-
panies with at least 50 employees within 75 miles of their worksite
can take up to 12 weeks unpaid leave per year. Without losing their
jobs, these workers can take that leave to care for newborn or newly
adopted children, for seriously ill spouses, children, or parents, or to
recover from their own serious health conditions, including preg-
nancy. Serious illnesses and health conditions are defined as those re-
quiring at least one night in the hospital or continuing treatment by a
health care provider (Gerstel & McGonagle, 1999, p. 510; see also
U.S. Department of Labor, 2003).

As noted, the FMLA applies only to organizations employing more than 50
people. Women make up the majority of employees in small businesses,
leaving many pregnant women vulnerable to the whims of small business
employers.

2. Adapting Putnam, Phillips, and Chapman’s (1996) metaphors that guide
organizational communication research and thinking, Coopman (2003)
described several approaches for disability through which researchers
and practitioners have defined disability and have drawn implications:
conduit/medical problem; lens/cognition; performance/in culture; sym-
bol/as culture; voice/politics; and discourse/community. Although disabil-
ity as conduit/medical problem is used in our text, a second approach
outlined by Coopman (2003) also is relevant to our arguments. Maternity
viewed through the voice/politics lens centers on the social construction of
disability as a process that legitimates social relations, acknowledges the
human body as a symbol that carries messages with implications in all life
spheres, and deconstructs the everyday marginalization of people with
disabilities to provide directions for empowerment. Extending Coopman’s
discussion, in the case of female workers maternity becomes politicized
because it draws attention to the sexual nature of workers and the ways
women’s varied identities may deviate from that of “worker” (see also J.
Martin, 1990).

3. There has been much controversy in feminist circles over whether condi-
tions such as pregnancy, childbirth, and menopause are medical or non-
medical. On one hand, medicalizing a condition can legitimate it as a bona
fide problem, entitle people to legal and economic benefits, and free them
from certain obligations. But it also creates an identity as “ill” and “deviant.”
More importantly, the process works within the definitional framework of
extant master narratives and is difficult to challenge (Lindemann Nelson,
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2001). On the other hand, refusing medicalization means that the person is
considered “well” and thus must perform and enact all the expected behav-
iors of that status. The either/or dichotomy refuses the complex identities
and needs of women like Tara.
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An eye for an eye makes the whole world blind.
—M. Gandhi

On a cool San Diego night in January of 1995, Tariq Khamisa, a 20-
year-old college student, was delivering pizzas for a local restaurant
when four teenage gang members surrounded him and demanded the
pizza. Tariq refused and tried to get in his car to drive away. As he at-
tempted to leave, the 18-year-old gang leader, Antoine Pittman, or-
dered 14-year-old Tony Hicks to shoot Tariq with a nine millimeter
handgun. As Tariq tried desperately to flee for his life, Antoine
shouted, “Bust him, Bone, bust him.” Tony obeyed.

A single shot from the 9mm handgun exploded in the night air. Tariq
Khamisa lay dead in the front seat of his car. The killer: eighth grader
Tony Hicks.… The last words Tariq uttered in his life were, “Help me, No!
No!” The shot, through a rolled-up window, into a moving car, from the
hand of a young inexperienced gunman, could have gone anywhere. It
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could have missed completely. It could have inflicted an insignificant
wound. But it didn’t. It penetrated Tariq’s shoulder, and continued
through his left lung, then his heart, then his right lung. The car shud-
dered to a stop. The Black Mob ran down the street and disappeared.
They were seen by a man walking his dog, who would later report what he
saw to the investigating police. In the Volkswagen, the pizzas and Tariq’s
body grew cold in the January night air. In his pocket, the delivery slip
showed the amount due for the order: $27.24. (Khamisa, 2002, pp. i, 34)

Under a new law, Proposition 21, in effect only 3 weeks prior to
Tariq’s murder, Tony Hicks became the youngest person ever indicted
as an adult for murder in the State of California. The immediate re-
sponse of Azim Khamisa, Tariq’s father, on learning of his son’s mur-
der, defied the usual emplotment of revenge and retribution. Azim’s
actions and words in the aftermath of this tragedy serve as an inspira-
tion and a call to action—Azim believes that on that tragic night, two
families and our society lost two sons: one forever and one to the
prison system. Azim stated through his grief:

From the onset, I saw victims on both ends of the gun. I will mourn
Tariq’s death for the rest of my life. Now, however, my grief has been
transformed into a powerful commitment to change. Change is urgently
needed in a society where children kill children. (Tariq Khamisa Founda-
tion, 2003)

While the state of California focused primarily on the criminal ac-
tion that resulted in Tariq’s death, Azim Khamisa sought to honor his
son’s life and find meaning in his death. Amidst his intense, private
grieving process, Azim honored his son’s life by establishing the Tariq
Khamisa Foundation (TKF). In October 1995, with Deputy District At-
torney Peter Deddeh, Azim met with Tony Hicks’ grandfather and
guardian, Ples Felix. The two men formed an extraordinary bond, and
Azim invited Ples to speak at the second foundation meeting in order to
meet the Khamisa family members and to join the foundation in the
quest to save other families from the tragic loss of their children. This
remarkable act and relationship gave birth to TKF’s work and mission
to “stop children from killing children, to break the cycle of youth vio-
lence by inspiring nonviolent choices and planting seeds of hope for
our future” (Tariq Khamisa Foundation, 2003).

Prevention of violence and trauma of all sorts remain central con-
cerns of public health specialists. Yet single, one-shot, monologic me-
diated messages often have little or no effect. Health communicators
must engage in long-term educational, persuasive and supportive ef-
forts in communities, seeking to replace unhealthy choices (e.g., ag-
gression and violence), with choices that are health-enhancing and
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life-affirming. The TKF story unfolds as a narrative case study of how,
in one instance, health organizers work to promote healthy and nonvi-
olent behaviors in a community of young people. The TKF story, as a
constellation of interrelated stories, is at once powerful and haunting,
and participants’ narratives inspire the human spirit and leave the
reader with hope.

The inception of TKF, followed by 8 years of dedicated work by TKF
to serve at-risk youth, brings us to the present moment. The shared
journey of TKF’s work and our life-changing experiences with this
foundation are best told through narratives. This chapter honors the
work of TKF—the programs it offers and the students it inspires.

We begin by discussing the vulnerability of our youth to risk-taking
behaviors such as violence, and offer a narrative approach as a vital ve-
hicle for engaging students’ emotions, constructing agency, creating
community connections, and in doing the work of preventing violence
and enacting peace. We describe TKF’s nonviolence programs, criti-
cally reflecting on the functions of narrative for pedagogies of peace.
The heart of our chapter is the first-person narrative of one author’s
(Maggie) journey teaching peace. We invite you to experience what Mag-
gie and her students learn, struggle through, and practice. We hope you
witness the celebrations and dilemmas of the process of teaching and
learning peace in an alternative organizing format. Finally, we offer
conclusions that reinforce the value of narrative work for public health
communication and organizing for social change.

YOUTH VULNERABILITY AND VIOLENCE

DiClemente, Hansen, and Ponton (1996) described adolescence as a
developmental period of “accelerating physical, psychological, socio-
cultural, and cognitive development, often characterized by confront-
ing and surmounting a myriad of challenges and establishing a sense
of self-identity and autonomy” (p. ix). Adolescence unfolds as a time of
change, self-consciousness, and identity construction (Tiggemann &
Pennington, 1990). What happens during adolescence “is to a large ex-
tent defined by the culture in which one lives, by the expectations soci-
ety places on its young” (Robbins, 1998, p. 47). During adolescence,
young people’s communication often shifts more exclusively to their
friends, and communication with others becomes restricted as young
people grapple with a range of developments: Becoming more inde-
pendent, making sense of the profound physical changes, becoming
more interested in the opposite sex, trying out new behaviors, and try-
ing on new identities (Robbins, 1998).

Youth violence is a high-visibility, high-priority concern in every sec-
tor of U.S. society. No community—whether affluent or poor, urban,
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suburban, or rural—remains immune from the devastating effects of
youth violence (National Center For Juvenile Justice, 1999). Youth ho-
micide and suicide are higher in the United States than in any of the 26
wealthiest nations. In fact, the homicide rate for 15- to 24-year-old
males in the United States is 10 times higher than in Canada, and 28
times higher than in France or Germany (Office of Juvenile Justice and
Delinquency Prevention, 2001).

Adolescents engage in narrative work to reconcile their contradic-
tory feelings, balance what happens to them with what they hoped
would happen and what they have learned is “supposed to happen,”
grapple with their sense of loss of childhood, and maintain a continuity
of self in the face of physiological, cognitive, and emotional change
(Levy-Warren, 1996; K. A. Martin, 1996).

REFLECTING REALITIES: THE FUNCTIONS OF NARRATIVE
IN TEACHING PEACE

Narratives serve as the primary means by which we negotiate the de-
manding moments of our personal lives and our changing identities
(Hanne, 1994). Through stories, we explain, exemplify, recount, and
account for our decisions (Fisher, 1987). We envision narratives as
constructions we craft for ourselves and with others to make sense of
our lives (see also Bruner, 1987; White, 1981).

Implicit in storytelling are the “underlying values, such as desire for
information, personal control, recognition of individuality, or enjoy-
able quality of life” (Sharf & Vanderford, 2003, p. 15). A narrative ap-
proach allows us to understand the significance and meaning of the
stories told, and the ways they function for the storyteller and for us as
interpreters of their stories. Sharf and Vanderford (2003) offered five
functions of narrative that guide our analysis of the stories told in and
through the experiencing of PeaceWorks. We see vividly how individu-
als use narratives to: (a) engage in sense-making, (b) assert control, (c)
transform identity, (d) warrant decisions, and (e) build community.
Narratives function as sensemaking, creating meaning of random
events, people, and action (Sharf & Vanderford, 2003). Narratives
function to reassert some control in the midst of loss, where people are
wounded, not just in body but in voice. Narratives function to trans-
form and reshape identity. Narratives function to reveal values or rea-
sons for taking action. Narratives function to build community by
allowing individuals to support one another, raise public awareness,
and advocate for change.

Narratives have been a long favored route for teaching moral and ethi-
cal behavior. In narratives, fact or fiction, we envision and embody both
positive and negative behaviors, and reflect on short- and long-term be-
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havioral consequences—for individuals, groups, societies, environ-
ments, and our world both in the present and the future. Engaging a
narrative necessarily places the reader/listener in a position of moral re-
flection. Constructing and sharing a narrative becomes a morally reflec-
tive act, one that invites the reader/listener to share one’s thoughts,
emotions, relationships, and actions at that moment in time (Brody,
1987, 1992; Coles, 1989; Polkinghorne, 1988; Rabinow & Sullivan,
1987). At their best, narratives can be open-ended resources, sources of
healing and comfort, spiritual maturation, privileged moments of
self-change, epiphanies, turning points, and lessons to live by.

These narrative lessons may, then, play a fundamental role in social
movements, and the activities of organizations that do the work of
movements. Individual, familial, and community narratives are used
as strategic resources for social change (e.g., Mothers Against Drunk
Drivers (MADD), the Amber Alert System, and Take Back the Night).
For example, the story of one family’s tragic experiences of loss due to
drunk drinking served as an impetus to MADD, and over 10 years
later, we have tougher penalties and greater enforcement of drunk-
driving legislation. Indeed, in many lobbying efforts of the United
States Public Health System and private medical foundations, it is al-
most obligatory to include personal narratives of individuals and/or
families dealing with the featured illness/loss.

Interestingly, critics of social-movement theory argue that the study
of social movements is limited too often to materialist approaches that
emphasize political economy and resource mobilization (e.g., Hart,
1992; Jacobs, 2002). Hart coined the term mobilizing narratives to
highlight the fundamental role of narrative in creating collective identi-
ties for social movement organizations. Jacobs (2002) argued:

Because narrative is so basic to the formation of identity, it is an essential
resource for social movements. In order to mobilize actual and potential
members into a committed and coherent movement, cultural entrepre-
neurs generate a set of collective narratives that situate the group in time
and place. These collective narratives tend to be most effective when they
are flexible enough to integrate a diverse set of life histories, when they
tell a story of agency and ultimate success, and when they are able to ef-
fectively block or demobilize other competing (and potentially antagonis-
tic) group identities. (p. 222)

The story co-constructed by Azim Khamisa and Ples Felix serves as a
mobilizing narrative for TKF and its goal of hope and wholeness in a
broken world. The TKF mobilizing narrative consists of relationships
among characters who defy the traditional hero-versus-villain roles so
often portrayed in stories that typically arrange relationships between
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individuals in terms of contrast or tension. Indeed, both Tariq and
Tony are cast as victims of sorts of a broader, broken system.

INSPIRING NONVIOLENCE: THE TKF PROGRAMS

Since TKF’s inception, millions of youth nationwide have been ex-
posed to the TKF story. TKF inspires nonviolent choices through edu-
cational programs serving 4th- through 8th-grade students in schools
considered most at risk for violence. TKF has reached over 50,000 stu-
dents in 120 schools in San Diego County with violence prevention
programs that focus on utilizing the “power of forgiveness” to break the
cycle of violence. The comprehensive program structure includes the
Violence Impact Forum® (VIF), which is a high impact, interactive stu-
dent assembly that tells the TKF story, the consequences of violence,
and the reality of gangs, guns, and prison life. A panel of guest speak-
ers, including former gang members, Azim Khamisa, and Ples Felix,
encourage students to make peaceful choices and resist negative peer
pressure. TKF PeaceWorks, a classroom-based, 16-week program de-
signed for 6th- and 7th-grade students, reinforces the key messages of
the VIF assembly. The highly experiential curriculum (developed in
50-minute units) teaches students to become peacemakers by focusing
on topics including empathy, positive choice making, forgiveness, and
envisioning wonderful dreams.

During the fall of 2002, the newly developed TKF PeaceWorks cur-
riculum was piloted with the hopes of instilling positive behavioral
change and providing a trusting classroom environment for students
to express themselves. The program was piloted at Kroc Middle School
in San Diego, California, involving 17 classrooms and approximately
575 seventh-grade students. Five individuals were trained to become
PeaceWorks Program Facilitators to teach the weekly classes for 16
weeks. At the completion of the 16-week program, the TKF Peace-
Works graduates engaged in a special graduation ceremony to cele-
brate their achievements and to honor them as peacemakers.
Students also displayed the various projects they worked on during
the program, such as peace artwork and forgiveness books.

CONNECTING THROUGH PEACE: THE STORIES WE HAVE SHARED

Who are we? What are our connections to Tariq, Tony, and the amazing
TKF story? How has the experience of working with TKF and
PeaceWorks changed us, and how have we changed others by virtue of
our experience?

I (Maggie) am the Program Director at TKF and have been an active
program staff member for 4 years. My passion as Program Director is
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recharged everyday in my work as I have the opportunity to put peace
into action with young people. Something amazing happens for me
each time I observe the faces of the young people in our programs as
they encounter Ples Felix and Azim Khamisa sitting next to one an-
other: “This man’s grandson killed this man’s son, yet they are sitting
here together.” I remember the first time I saw these two men in 1999,
struggling as a wounded woman to come to forgiveness in my own
heart from the life of abuse I suffered as a young girl throughout my ad-
olescence. I knew I had to be part of this organization, ignited by my fa-
vorite words of Gandhi, to “be the change I wish to see in the world.”

I (Patricia) felt a deep connection to the message of TKF from the
moment I learned about TKF. I did NOT know, however, that I would
constantly be moved to tears of joy and sadness as I gathered and ana-
lyzed data and wrote up the results of the PeaceWorks evaluation
(Dozier, 2003; Geist-Martin et al., 2003). This project has been life-
changing, not only in my commitment to TKF, but also in finding ways
to volunteer my time to the multiple and complex causes represented
in a program such as PeaceWorks. I know that any person who comes
in contact with the people of TKF, the message of TKF, and the students
of TKF will be inspired and hopeful as well.

I (Kristen) became involved with TKF to assist with the qualitative
evaluation of PeaceWorks. I was immersed in every aspect of the study
(e.g., study design, data collection, data analysis, and report writing),
co-authoring the final report. As I observed the program in action, I
witnessed how each facilitator served as one of the rare examples of
peace and compassion to which many of these students were exposed.
The facilitators’ role-modeling was challenged by the multitude of neg-
ative messages in students’ lives, emanating from home, neighbor-
hoods, school, and the media. This is why I believe in PeaceWorks. At
the time of this writing, 8 months after the pilot program ended, I am
now a PeaceWorks facilitator. So far I’ve seen success, I’ve seen heart-
ache, and I am constantly reminded of the need for these teachings.

CONTEMPLATING QUESTIONS: ONE WOMAN’S STORY

The central questions we pose in this chapter include: What individual
functions (e.g., therapeutic goals for the Khamisa and Felix families,
reenvisioning of futures for student participants) and collective func-
tions (e.g., collective identity construction, resource mobilization, so-
cial change) are served by the web of storytelling that emerges from the
co-constructed Khamisa–Felix story? How do students (e.g., voices of
our participants) and staff of TKF (e.g., Maggie) identify with the mobi-
lizing narrative, altering and embodying it in the differentiated con-
texts of their daily lives and to varying ends? How are the morals of the
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mobilizing narrative (e.g., compassion, forgiveness) woven into the
curriculum and structure of TKF interventions? How do participants’
experience/enact similar emplotments in their own storying of their
lives and their TKF experience? (e.g., the story of forgiveness to come).
How are teaching/learning reenvisioned through the mobilizing narra-
tive of TKF? (e.g., deliberation, recognition, and reclamation).

Specifically, the narratives embody the experiences of students and
one teacher (Maggie) of the TKF PeaceWorks program. Students’ expe-
riences are described through Maggie’s narratives, which include the
poetry students write and submit to her in class, the conversations
Maggie has with students in the classroom, and Maggie’s reflections on
the dilemmas of teaching peace. Throughout this text, you will read
Maggie’s ruminations from the unique space she had as a facilitator
during the pilot phase of PeaceWorks; she acted as a liaison between
TKF, Kroc Middle School, and the San Diego State University (SDSU)
Evaluation Team. Their words, taken to heart, reveal that we have
much to learn about teaching and modeling peace. They also demon-
strate the varied and complex functions of narrative.

NARRATING REVELATIONS:
CREATING WHOLENESS IN A BREAKING WORLD

What I See
I see violence in this world as well as hate.
The Earth is covered in a violent mist of black and white.
The light tries to overcome the darkness

but it is swallowed up like it is sinking.
The bright light called hope is slowly disappearing in a pool of darkness
called despair.
As hope begins to fade the darkness …
the darkness suddenly disappears as HOPE remembers what it is

supposed to do.
Hope is what helps you through the darkness.
Hope never loses to the darkness of despair.

—Cynthia, 7th grade

* * *

Maggie’s reflections from today’s class
The room is cool, the heater blows in the corner. Kids sit in differ-

ent chairs and on the floor in front of their desks. “It smells like an old
person and fish in here!” I find myself leaning toward my clothes,
worrying that I am the one who smells like an old person (or maybe
it’s my patchouli?). “Why you wearing a raincoat Mags?” a boy asks,
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his hair an afro with a blue pick sticking out of the side of his bushy
hair. He is looking right at me, head cocked sideways looking intently
with squinty eyes and a half-open mouth. “YOU should know by now I
dress differently, but this is the way I am comfortable.” I answer confi-
dently, but suddenly I am internally embarrassed by my long brown
coat that used to be someone else’s short dress. “Yeah, she’s differ-
ent” remarks Brian. “Definitely different” someone else repeats and
almost chimes in at the same time. The heat is flying out of the vent in
the ceiling and seems to be hitting me in the face, drying my eyes. My
face feels like red looks.

Our guest speaker, Javier, enters. Javier is an ex-gang member who
served as an “enforcer” in his South Bay San Diego gang until he was
shot while on one of his “jobs” to get the money or to kill the man who
bought mass quantities of drugs from him and didn’t “pay up.” Javier
speaks to the kids with his glasses pushed up on the top of his head, ex-
posing the reality of his blindness with them as his white eyes roll back
into his head. He speaks slowly, the hot air turns off above him just in
time for the kids to hear him speak. “When it came down to it, my
so-called ‘homies’ weren’t there for me.” Ramen is watching wide-eyed,
red shirt, new fresh braids pressing closely to his head. Ryan raises his
hand and Rosemary calls on him, Ryan speaks firmly “You know how
you got shot from that gun? Well I got a bullet from a 9mm on my neck-
lace and I have a 9mm at home.” He pulls his shiny silver chain from
under his shirt and there is a shiny silver bullet hanging there against
his skin. The kids are whispering, some murmuring slightly, some
staring. For a moment I see a smirk on Ryan’s face: He is cool, this is
power, he is the king. And some of the kids are afraid … and getting
noticed is better than being unnoticed.

Isn’t that the story? BEING NOTICED in a world that doesn’t really
notice. I used to do all kinds of “singing and dancing” just so my own
Dad wouldn’t have time to beat me to the floor, just so SOMEONE
would notice I was alive and say I was important. It was the only way I
felt like I could survive growing up.

The class is walking out the door and about ten of the boys stop to
talk with Javier. They have hands of all colors and sizes touching
Javier’s face where the shells of 14 bullet cases sit under his skin. They
are silent and in awe mostly, with an occasional “Does it hurt man?”
And I watch Javier give them his gift—by allowing them to learn from
his tragedy and his bad personal choices to be an “enforcer” in a gang.
He allows these wondering souls to break all his personal barriers and
touch his face with their hands. “Wow man, I can’t believe how much
this must have hurt!” Rafael remarks loudly. Eric is a boy who watches
Javier intently as he touches his face and feels the bullets, Eric’s mouth
is partially opened in amazement, he is always quiet in his dark-blue
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windbreaker and asks Javier “What did it feel like to get shot?” Eric
has NEVER wanted to talk before and HASN’T talked before. But he is
intent on speaking to Javier. I tell him, “I’ll write you a late pass, Eric”
as he continues to talk with Javier.…

Meanwhile Ryan walks past me, I ask Ryan about the bullet around
his neck, interested and compassionate as possible. “What does your
bullet mean to you? What does it represent? Why is important to you to
wear it?” I don’t want to lose this kid, I have watched him carefully
open up since week one when he yelled out “Forgiveness sucks!” He
is open to me, he just wants to mean something, SOMETHING … I am
thinking about what that feels like. Ryan holds the bullet out toward
me proudly, “I have no gage and no gun powder or stuff like that so
don’t worry, but we do have a gun.” I am thinking I don’t know what
“tools” you need to shoot someone. Ryan is walking out now, past me,
and I try my best to show interest and give him respect so I don’t lose
him. “Hey Ryan,” he is walking out the door now … “can we talk about
your bullet more next week after class, just you and me?” He nods,
“Sure, OK. …” and closes the door to Bungalow 7, my grounds for
teaching and learning.

* * *

In My Eyes
When I look around I see people who seem peaceful and happy.
But really inside they might feel crappy.
They try to hide the bad and bring out the good.
To me life is misunderstood.
People ask, “What are you?”
Are you a gansta, a punk, a skater?
But you really want to say, “I’m ME, now go away and let me be.”
Around us, we see good and bad things … fights, friends, violence, and

family.
Sometimes I just wanna hide and forget my life and be in a dark alley.
That is what I see in my eyes.

—Jenice, 7th grade

* * *

Building Bridges
I just LOST it.
funny paradoxes of life
my kids say I am “the nicest teacher they’ve ever had”
but they’re used to “street teachers”

breaking them down.
I ask how come you have to further break the b ro k en?

304 MILLER, GEIST MARTIN, CANNON BEATTY



how come you can’t build someone a bridge
and let them cross?

they see me hurting I think
my eyes fighting stinging tears

how I wish so much for them
in a world that highlights so little

i sit silent heart SWOLLEN
some of our best lessons are unspoken
funny paradoxes of life,
not so funny at all.

* * *

Third hour nightmare. Full moon craziness? Maybe that and a little
something called puberty, called LIFE, called “don’t know what to do
with yourself” in a world that offers a limited menu of fast food options
for your future:

“Sit down!”
“Go back to your seat!”

“Be quiet.”
“Shut Up.”

“Later.”
… we teachers might as well say, “Shut up, I’m NOT interested in you.”

* * *

Voices from teachers who ask and inquire and wonder and wallow
about attitude and being “rude.” Maybe our children are nothing but
ventriloquists speaking what they hear. Is this the job of teaching?
Should we start with a fresh voice? How do we alleviate the crackling
walls of our institutions?

What got to me today, I am unsure of. I have ALWAYS been the kind of
person who pushes through suffering and difficult times, who keeps
on going despite hardship. I have always made it my motto to push my-
self, sometimes too hard I suppose. But today, I simply could not keep
it together. I watched these kids in third period be the craziest I have
ever seen them, out of control, kids crawling on chairs, throwing paper
balls, looking at photos, titling on chairs precariously, crawling on the
floor DESPITE consistent directions to chill out on these things and
with increasing consistency in my voice.

Then my first classroom fight breaks out—or almost. O’Ryan gets
pissed off because Julio knocks him with his backpack, now O’Ryan is
towering over Julio with his chest sticking out powerfully and proudly,
nostrils flaring, his lips tight and eyes white and wide against his black
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skin (I see him donning his colorful feathers for the young ladies in the
room …) “Yo, you don’t ever hit me with no back pack, you FUCKER.”
With that announcement, O’Ryan shoves Julio into the wall with both
hands against his chest and Julio pops his face out of his navy blue
sweatshirt with kind of a startled look. Suddenly, the realization hits
me that these two are gonna go at it and I instinctively step between
them, the testosterone is PALPABLE and I smell their anger, young
sweat and B.O. and pride all mixed together and I am now in the midst
of the firing range.

“Chill out you guys, just chill!” I say calmly as I can. I have my hands
up and out against each of them. O’Ryan is pushing against my hand
with pressure and Julio looks afraid in the face of this fight but seems
to maintain a smart-ass smirk for looks. I think the other kids are
watching us as most of them have filtered into the room, but I am con-
centrating on holding these two apart.

“Stop NOW,” I say it clearly looking at both of them. “Don’t get your-
selves in any trouble here. You are fighting over a backpack and bump-
ing skin and some invisible pride, it’s not worth it. I know you’re both
pissed, I’ve felt that way before. Why don’t both of you put your hoods
up and hold your anger inside of them till you can come out. It always
makes me feel better.” They both look at me like I am crazy. I am think-
ing of how they want to beat each other’s asses to a pulp and I keep let-
ting beams of goodness come out of my heart, knowing that I have the
best tool of all—love. Sounds corny, works for me.

O’Ryan pulls his thick black hood over his head, surrounding his
head and face, his anger collected within. They both subside and back
away slowly, now cognizant of their classmates watching them. I dis-
parage myself to break the tension, I don’t know what else to do? “Hey
dudes, I am old and out of shape, I can’t be breaking up fights too often,
so now we have something interesting to talk about today since I was
gonna teach you all how to chill out today.” This crazy energy created by
them and (whatever else/EVERYTHING else) is contagious to the rest
of the class.

I spend 5 minutes going around the room letting them share “what
makes me mad” (without using specific names of classmates), but it
doesn’t matter what I do, what I ask, they are WILD. They don’t give a
shit, they are bound to eat me up and spit me out, I can feel my frustra-
tion mounting, and then I feel incredibly bummed out!

I sit down silently on a chair near the whiteboard and watch them
talk for a minute, they don’t notice me as a group for a couple minutes.
I stop talking, some kids notice me right away and some start in with
“SSSSHHHH!” and “Quiet!” until eventually it is quiet. They are all
looking at me now, my heart is literally on the outside of my shirt (and
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probably looks all shredded up and pinned back together again by
now, and they KNOW).

I start in, quietly and slowly, because I feel like I am gonna cry and I
am not gonna unload my baggage on them. “I feel really bummed out
right now you guys. I keep trying to teach you and to have your respect,
the same respect I give to all of you, and I am getting nothing back from
you. I want you to know I come here because I want to be here, my regu-
lar job takes up a lot of my time, but I look forward to coming here and
being with all of you, I like all of you. But I can’t keep begging for your
respect, you should give respect to people that give it to you in your life.
So for the rest of the time here today, why don’t you all do whatever you
want as long as it fits in with your school rules and is appropriate. I feel
like I am wasting your time and I don’t wanna do that if you don’t wanna
learn. I will be OK, just so you know that, I will be back in my peaceful
stride soon enough, but that doesn’t take away that I feel sad.”

They all look at me for a moment, none of them quite knowing what to
do, and then some of them start in with their “other business.” As they
begin to talk among themselves and some still stare at me, I start writing
the first line of the poem I started this entry with in my notebook.

“Are you writing down our names to tell on us?” Someone asks, heads
pop up, and others listen for the answer because it is their “grade.”

“No, actually I am just writing down how I feel bummed out. Writing
is something I do when I want to cool my anger or want to express
what’s going on inside of me.” I see some surprised faces, some kids
watch me and others carry on.

“Ernesto wants your phone number Miss Mags.” Rene looks up
laughing and now has obviously annoyed and embarrassed Ernesto. I
don’t even entertain the comment, I look up feeling bummed, proba-
bly looking really bummed, and return to my work in my notebook.
Laughter subsides for Rene’s comment, it’s getting quieter still in this
classroom even though I gave them free reign. They seem to not dig
that I am “done” with them even though there are 15 minutes left in
the class.

Dominique, a kid who got kicked out of another class and out into
mine (we bonded last week), seems to notice that I am feeling really
down (I think). He tries to start conversation with me while I write. “My
mom makes hippie purses like the one you have Mags.”

I answer, “Oh, that’s cool Dominique, I bet you I would love them and
maybe even buy one if I got to see them, if she sells them.” I return to
writing, I feel my face is flushed and my eyes are glassy because I am so
disappointed, in myself and everything. Dominique, Kiendra, and
Marissa all sit near one another. Here are three kids I have personally
reached out to in the last 6 weeks in some way, I have spent time lifting
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each of them up in some way and hope that I made each of them feel
cared for at some point. They seem to watch me now, I sense they are
concerned with my disappointment and apparent sadness.

Dominique says, “Well, what were you gonna teach us today Mags?” “I
was gonna teach you how to chill out when you feel mad,” I say quietly, I
am still fighting back my tears from welling up. Kiendra responds, “Can
you tell us how to do that Mags, I wanna know how to do that?” Marissa
nods next to her in agreement. “What happened today you guys? What
kind of teacher do you think I am in your opinion?” I ask them, now
awaiting their answer, God knows what they’ll say. “You’re the nicest
teacher we’ve ever had. We’re used to street teachers bringing us down
and being tough with us like street folks,” Kiendra says.

WOW. What an answer. I gather my thoughts quickly about all that I
have been thinking about in regard to education this semester. “So, do
you think my job is to break you down or to make you better and build
you bridges to cross?” “Build bridges,” Thomas adds in now joining
the conversation “I think your way is best.” “If my way is BEST, then
how come I’m not teaching you anything right now?” “You are,”
Dominique says. “What am I teaching you then?” I inquire. “That we
don’t need to get broken down,” he answers.

That kid just filled me up with more life than he could ever know. I
feel tears welling up in my eyes. I am so pissed that I beat myself up in
my head, what is “successful” teaching anyhow? I’m pissed that learn-
ing means getting beaten down in the first place, I’m bummed. But
these kids, these beautiful little kids got my goat and gave me the les-
son today. And here sit three kids from the “hood” in Southeast San
Diego, all who have spoken to me about their spaces of anger and dis-
tance and hurt and violence and emptiness in their lives, and they are
now building me up and giving me life.

Paradoxes abound, lessons learned, another breath, another day, I
never realized the kinds of gifts I would be getting teaching peace.

* * *

We see in both the students’ poetry and Maggie’s experiences in the
classroom that students’ narratives clearly function to tell the stories
of their individual and collective experiences. Their words tell us of
their own individual experiences (e.g., that there is hope in the face of
despair, that forgiveness sucks, that peace is inside) but at the same
time we can see how they collectively speak in unison of the emptiness
and violence that surrounds them (e.g., wanting to be noticed, to mean
something, to experience learning that builds them up, not breaks
them down).
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We also see in these narratives that students are identifying with
TKF’s mobilizing narrative of hope and wholeness in a broken world.
In just a 1-hour classroom lesson, former gang member Javier may
be viewed simply as a villain who becomes a hero. But the words of
Maggie and the students here show that he is much more. The morals
of the mobilizing narrative are vividly displayed in Javier’s narra-
tive—his forgiveness of himself and others for the past, but also in his
compassion for the students, offering them intimate understanding
of what pain lies beneath the surface of his face. The students’ re-
sponses here and again in the classroom chaos that breaks Maggie
down reveal how students clearly are beginning to identify with the
mobilizing narrative—they too show hope and compassion. But even
more, we see clearly in this final scene a narrative that reenvisions
teaching and learning. The students teach Maggie that not only do
they “get” what she is trying to teach, but they too can teach her what
her form of teaching means to them—she embodies, models, and
truly gives the gift of compassion.

* * *

Peace
Peace.
What a beautiful word
Like the white dove in the sky
When you don’t feel any pain
Everything is at a comfortable silence
There is not war, there are no weapons
Where there are angels
Where deep inside, when you feel angry
Deep inside, peace still lies
You just have to look deep inside
To find it.

—Cynthia, 7th grade

* * *

Writing forgiveness
Today in class we ended PeaceWorks with a lesson on forgiveness. It

was a perfect way to end, perfect coming together of the ways to prac-
tice peace. We spoke about how forgiveness entails your decision to say
that you are NO LONGER willing to carry around the pain and anger
related to something that hurt you. I wanted to make sure they heard
that part about working toward letting pain go … I said it again and
again in different ways that I could. To understand that they will experi-
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ence pain, suffering, anger, regret, hurt, betrayal, and so on in their
lives. BUT TO UNDERSTAND THAT THE PROCESS OF LETTING
ANY NEGATIVITY OUT OF THEIR HEARTS HAD TO COME FROM
THEM. I spent some time sharing with them part of who I am—about
the forgiveness in my own life toward my dad for what/who he made me
believe I was through his beatings and words. I told them the truth
straight up as I have asked them to tell me the truth for the past 16
weeks. After we spoke, all the students wrote on a piece of paper one in-
tention of forgiveness in their lives, folded it up, and put it into the for-
giveness box. All of the 7th grade PeaceWorks students’ letters will be
put together and given back to Kroc at their PeaceWorks graduation in
one, large forgiveness box. I will not forget the power of today as a hu-
man, as a teacher, as a learner. Every moment has been a lesson in
growing a humble heart and extending heart in the face of their suffer-
ings, EVEN when they are unkind. I believe that is part of what LOVE
is, extending compassion through all sufferings, however long that
takes someone.

* * *

Forgiveness is very hard sometimes and sometimes you feel like you
can’t forgive, but I think it is better to forgive, before inside it eats you
up from inside your heart. I can relate to this. It has been hard to for-
give my girlfriend cuz’ she cheated on me with my friend (or my
x-friend cuz’ he did it too). This happened last week on 1-27-03, it was
a Monday and I said to my girl [friend] that I forgive her and got back
with her after a week. It was hard because after all I still feel anger
about what they both did and I just want to fight my friend, but I know
that won’t solve anything, cuz’ what happened, happened. I try to
think about the future with my girlfriend and that makes me happier.
Maggie, thank you for being here for all of us and for taking all the
crap I gave you. Also, I wanted to say that I am sorry for sometimes
being an ass.
Take care and love always.

—Adrian, 7th grade

* * *

Adrian wrote this letter in class today—he stayed after to finish it.
After the classroom was empty, he walked up to me and handed me his
letter instead of throwing it anonymously into the box where all the
other students placed their letters. He looked at me with the same
smirk I have witnessed all semester, handed me the letter, and said, “I
want you to read this Mags. Read it when I am gone since I am kind of
shy about it. I’m gonna miss you.” He gave me a hug and I told him, “I
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won’t forget you Adrian, you’re gonna have a wonderful life, just keep it
in your heart that you are wonderful, don’t forget that ever. I’m gonna
miss you too.” I read the note after he walked out, thinking back on the
many moments I spent with Adrian, thinking of the ways I hope he
won’t forget what I tried to give to him and thinking of the ways he
taught me and how I won’t forget him.

* * *

Dear Auntie,
I do forgive you for physically abusing me and verbally abusing me at
one of the worst times in my life ever possible—after my mom died. I
forgive you for putting my mom down because of the stuff she did before
she was saved from this place. I forgive you for forcing me to eat and ev-
ery time I couldn’t eat a bite for whipping me with a belt. I forgive you for
telling me I was dumb and ugly and that no one loved me and my mom
left me because of that. I forgive you for making it so that every time my
best friend in the whole world, my sister, goes to touch me or hug me I
flinch and put my hands over my arms or face. I forgive you for making
my life hell. I forgive you but I’ll never respect you or love you or con-
sider you my auntie. I forgive you, but you are no longer part of my life.

—An anonymous 7th-grade PeaceWorks Student

* * *

How can you describe the gift of a student giving you a letter like this
one to read? The ultimate trust was created between this young girl
and me that she could reach into her heart after such suffering. This is
what teaching is about to me, this kind of moment. I don’t care what
any questionnaires say about what we DO or DON’T do in PeaceWorks.
I DO care about these YOUNG PEOPLE that many have let me in and to
whatever extent they have let me in.

* * *

The class lesson on forgiveness was the very last lesson in the 16-
week PeaceWorks course. We see clearly in these narratives the collec-
tive function of narratives in solidifying TKF’s mobilizing narrative of
peace through forgiveness. Echoing through each and every narrative
are messages that forgiveness is “very hard sometimes,” that it is inti-
mately connected with other emotions like anger and pain, that forgiv-
ing doesn’t guarantee the expression of other emotions such as love or
respect, and that it takes time and courage for students to identify with
and connect to the mobilizing narrative of forgiveness.
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The revisioning of teaching and learning revealed in these narratives
beckons all of us to consider who we are as teachers—what we are will-
ing to disclose, what we are capable of comprehending about who stu-
dents are and what they necessarily bring with them to class, and what
it means to be “care-ful” teachers—full of care in our relationships with
our students.

* * *

I sit in silent spaces wondering about what they wonder about on
this evening and what their worlds present to them and how I can help
create a world they like to look at and a place where they can come to
“voice.” I listen to their voices.

• I will forgive my neighbor for killing my uncle.

• I will forgive my history teacher at my old school. She said I was
not smart in front of the class.

• When my dad tells me that I’m useless when I do something
wrong. That hurted my feelings big time! I was mad at him and I’m
still mad because he says it all the time. Dear dad: I would really
appreciate if you didn’t yell at me.

• Something I will forgive is that I will try to help my brother to stop
drinking. He drinks too much because his daughter has a brain
tumor.

• I ask for forgiveness for myself because I hate myself and especially
my health. Cause when I was small, like 13, I took drugs cause I
went with the wrong crowd. I had a problem with my body for that I
shaked too much but I stopped and I’m recovering right now.

• I forgive myself because I always hate myself.

• Dear XX: I forgive you for killing my mom, but when I am 18 years
of age you are still going to get death row. Forgivingly, XX

• I think I was a 3rd or 4th grader when my mother got a phone call
from my aunt saying that her brother has been shot. And so we
went to the hospital as fast as we can and saw that my uncle was
okay. Everybody was hurt, because my uncle is an innocent man.
I heard that two men came up to him and shot him. I was mad,
very mad but I forgave them because I knew of course I couldn’t
do anything and because I don’t want anybody else hurting.

• I want to forgive my dad for leaving me and my mom and not hav-
ing a better relationship with me. And I also want to forgive him
for waiting so long to come back in my life.
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• I am still trying to forgive God for taking away my mom.

INTERPRETING REVELATIONS: NARRATING TO CREATE
WHOLENESS IN A BREAKING WORLD

In order to create wholeness in a breaking world, we must listen care-
fully to the stories young people tell us about violence and the peace
they are trying to craft. We also must listen to the voice of any one per-
son who offers us revelations about the wake of events that surround
and silence the voices of young people as they try desperately to make
sense of violence. Public health initiatives such as TKF’s PeaceWorks
promotes healthy choices and nonviolent behaviors among our most
vulnerable youth (e.g., youth who live and go to school in neighbor-
hoods that have a record of violence or whose family situations may
not provide healthy role models). We see, too, how the stories that the
students tell each other become strategic resources for change. This
is especially true when the teachers listen and learn from the stories,
revisioning the role they can play in mobilizing each and every story
students tell as a resource for moral reflection.

The day-to-day living of PeaceWorks, as students and teachers make
their way through the trials and tribulations of teaching and learning
about peace, illustrates the power of mobilizing narratives (Jacobs,
2002) and emergent webs of storytelling in organizing for social
change. In the final section of this chapter, we offer interpretations of
the functions of these narratives for students, facilitators, and those
who care to listen and learn from the stories told.

The PeaceWorks’ narratives embody a pedagogy of peace and hope,
re-envisioning teaching and learning through the mobilizing narrative
of TKF. The voices of these young people offer us valuable insights
about seeking space, reciprocal trust, being noticed, and healing. We
see, too, how the narratives function in some of the same ways de-
scribed by Sharf and Vanderford (2003). But, we also see how their
voices mobilize these functions in the context of teaching peace in a
broken world.

PeaceWorks creates the gift of space, an emotional space for voices
to be heard. Young people come to classes where they are respected by
people who are role models for respect and trust. They are encouraged
to open up pieces of themselves in different ways and means—emo-
tions they often suppress or deny. And still we hear adults asking,
“What’s wrong with these f ’in’ kids today?” Few spaces exist in a break-
ing world for youth simply to be, and to be heard. We see in Maggie’s
narratives a web of storytelling that serves the collective function of
mobilizing community and the individual function of students finding
their place in this community. Maggie shares:
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PeaceWorks has helped me touch the part of kids that is within, that part
of them that may feel lonely, unloved, or unheard. I have seen this pro-
cess happen week after week, I have written about just small pieces and
snippets of this process. I have been witness to the beginning of release of
pain, sorrow, and neglect. I have been part of the nurturing and strength.
In fact, I have been ALL these things and on BOTH sides. They have nour-
ished me and allowed me to release in this SPACE created for all of us. I
know my willingness to learn from them opened up paths for trust in
both directions. And you know what, there were many difficult moments,
and this program isn’t perfect, but it DID something, it created a space to
let them BE WHO THEY ARE.

The narratives reveal the reciprocal process of learning and teaching
peace. As a staff member teaching PeaceWorks, it is clear that Maggie
enacts similar emplotments in her own life—that her experience leads
her to live life differently—to story her world in new ways.

We see four distinct morals in Maggie’s narratives and what she re-
counts about her communication with adolescents: (a) quest for vali-
dation (b) search for independence (c) engage respect, and (d) claim
dreams. In their quest for validation, students seem to feel as if they
have lost control of their identity. They exert power and dominance in
the form of physical and verbal violence against one another, and at
times, their teachers. Students, as well as Maggie, voice frustration as
time after time, the adult figures at school and in the community let
them down. “You don’t care about me” echoes in the stories about what
a “teacher” should be like. In this way, the students’ voices become a
mobilizing narrative for adults to embrace—to communicate in ways
that validate students.

Students search for independence when control is lost. Stereotypes
and labels abound; students voice a need for independence and a place
to just be. We see young people seeking space for sensemaking in their
lives within the difficult formative life passages they encounter in a
problematic world (Geist-Martin, Ray, & Sharf, 2003). The young peo-
ple in PeaceWorks look for an opportunity to share their experiences
about the world they live in, a place where they can ruminate on both
their hope and loss. Students identify with TKF’s mobilizing narrative
by embodying forgiveness and hope amidst the violence and loss in
their own lives.

Respect emerges as a pattern in the narratives where students re-
veal feelings about loss of respect, and ultimately control, in their very
own systems of learning. Within this system, at home and at school, the
youth feel broken and disenchanted, seeking agency and voice. We un-
derstand how important reciprocal respect becomes for students as
they voice the need to experience respect in their relationships with
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others. The voices remind us about the significance of role-modeling
values as a narrative resource for creating and practicing peace. Mag-
gie’s narratives express her attempts to have students see her as genu-
ine and full of love, love reserved for them. Time and again we hear her
saying, “I’m different from the rest.” In return, her students’ narratives
reveal their collective respect for her compassion and patience.
They’ve found common ground as they’ve bonded. Their revelations
lead to trust.

Together, students and teacher work to construct and claim collec-
tive dreams for themselves within a broken world. The narratives, par-
ticularly the letters of forgiveness, represent avenues and resources for
students to voice the lessons they have learned. Above all, they begin
envisioning a future—a deserved future for themselves. Visions of
hope replace a once bleak space, empty of goals and dreams. It is
within this space that young people realize that change can occur, first
within themselves and then to be transferred into their communities.
These narratives function to accomplish validation, independence, re-
spect, and dreams for the students and teacher.

Healing the Broken World: Designing a Reclamation

We challenge health communication scholars to expand the way they
define and approach illness (i.e., individual and/or familial experi-
ences) toward a standpoint that recognizes how societies can be bro-
ken through senseless violence. We see clearly in the narratives offered
by Maggie and the PeaceWorks’ students how narrative activity evinces
healing potential for systemic as well as individual ills. These narra-
tives offer an important resource for health communication scholars–
practitioners. We offer these stories as a call to action for scholars-
practitioners in the communities in which we live and work.

The nature of students learning peace and the teacher teaching/role-
modeling peace is a cyclical process in so many respects. The process
is a mirror of reciprocity. The energy exchange–the learning and teach-
ing and teaching and learning–serves as a commodity for healing. Be-
cause violence affects the fabric of the world, this reciprocity acts as a
currency of exchange that serves to heal the composition of narratives
on personal, cultural, and societal levels. This process provides op-
portunities for shared illumination, reflecting new understandings
and newly shared sustenance for one another.

The classroom scenes, poems, and reflections of PeaceWorks are
composed of narratives that function in very specific ways for students
and the teacher. At the same time, how these narratives function to-
gether in interaction is revealed in the three processes:
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Deliberation. Teacher and students together deliberate dilemmas
and in the process, liberate themselves from the ways that narratives
have functioned in the past—in their lives as “at risk” students and in
teacher’s lives, describing what these at risk students are exposed to
and become on a daily basis. This liberation often comes with struggle
in the process of inventing new ways of de-liberating the self or being at
odds with self in opposition to “categories” that young people have
been put in previously.

Recognition. Teacher and students together appreciate one an-
other’s narratives as valid and worthy. In the process, these narratives
function to communicate a sense of the value and worth of each other’s
voices.

Reclamation. Teacher and students together bring back, recover,
and cultivate narratives that sustain peace and sense of self in this
space of sustenance and forgiveness. Narratives function to allow a
student to cry out against violence in order to regain and restore peace-
ful, respectful, and forgiving communication.

In witnessing these narratives, it becomes clear that the narratives
of students and the teacher function generally as sustenance that ei-
ther fuels emotions or nourishes newly “tried on” emotions.
PeaceWorks offers young people the space and opportunity to think,
feel, and communicate in ways that clearly differ from the dominant
narrative scripts they, too often, automatically speak and live. In the
PeaceWorks classroom, teacher and students together create counter-
narratives and undermine the stories of domination in their lives. In
some cases, students seem anxious to live out these counternarratives
outside of this safe space. Teacher and students alike learn that narra-
tives can function in ways that lead them to feel important, noticed,
empathetic, cared for, and hopeful about living life more peacefully.
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IV
Narrative Sense-Making About Self and Other

�

INTRODUCTION

Christina S. Beck
Ohio University

I shivered as I stood by the phone booth in the dark gas station parking
lot. My husband, Roger, answered, and I asked quickly, “Have you
heard from Mom?” “Yeah,” he responded, “they really don’t want you to
come.”

Tears welled up in my eyes as I listened to Roger’s account of his con-
versation with my mother in Indiana. “Apparently, your grandma
thinks that Grandpa will think he’s going to die if you come so they
want you to turn around,” he explained.

I looked at the lonely stretch of highway to my right and paused. My
90-year-old grandfather had been rushed to the hospital earlier in
the day, and I wanted to be by his side. I had cursed the 6-hour drive
between us as I pushed the speed limit to get to him, but now, after 3
hours on the road, I hesitated. If I kept driving, what would that com-
municate to Grandpa? Would I kill him by just showing up at the
door? But if I go home and he dies anyway, could I live with my
choice not to say good-bye?

I decided to press on. I hated driving on Friday nights, especially on
snow-covered country roads. Yet, I knew that I needed to get to my
grandpa. He had always been like a father to me, and I adored his pa-
tience, his kindness, and his quiet resolve to battle through the horrible
toll that age had taken on his once-strong body. He loved to work with
wood, yet arthritis froze his hands, preventing him from carving and
hammering. He valued his independence, yet arthritis crippled his
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knees, confining him to his scooter except when he tried to use his
walker in the house. I smiled, though, as I thought about Grandpa’s in-
sistence upon driving to his job as a Walmart greeter and his refusal to
cut back on his hours or to give up his task of calling Bingo for elderly
Walmart customers every Tuesday morning. He’s a fighter, my
Grandpa. He’s a fighter.

Three more hours passed. The clock ticked 10:30 p.m. as I pulled into
the hospital parking lot in Warsaw, Indiana. I parked by the emer-
gency department because I knew that the front door would be locked.
As I left the car and walked to the entrance, I flashed back to the pre-
ceding Monday—the day that Grandpa fell and broke his arm. At first,
he had refused to allow us to bring him to the hospital. Finally, he had
agreed. Tears filled my eyes as I remembered Grandpa on the
stretcher, waiting for a room to open up in the emergency department.
I had attempted to reassure him as he spoke about the pain. “Well, it
won’t be long now,” he had said, “I won’t have to put up with it for much
longer.”

I pressed the elevator button to get to the Intensive Care Unit (ICU),
praying that Grandpa didn’t know what he was talking about, hoping
that he didn’t instinctively realize that the end was near. My heart
pounded as I turned the corner to the nurse’s station in the ICU. How
would Grandpa react to my visit? What would Grandma say when she
found me there in the morning? Would the nurses even let me see him
at this hour of the night?

“Hi,” I said to a woman at the station. “I’m George Groscost’s grand-
daughter, and I just drove from Ohio to see him.”

“That’s great,” said the woman who I would come to know as Ruth. I
paused, adding that “My grandma is worried that he’ll die if he sees
me. He might think he’s dying.”

“Honey, he’ll be glad to see you,” Ruth promised me. “He’s rather out of
it anyway, but you can stay right here and talk to him.”

I stood at the threshold of the dorm-size room, noting the tubes, wires,
and monitors. Grandpa’s lips were parched, and a mask covered his
nose. He opened his eyes, widening them in surprise as he caught
sight of me.

“Hi Grandpa,” I greeted him as I moved quietly to his bedside. “Mom
said that you needed some tender, loving care, and no one can take
care of you better than I can.” I touched his arm and smiled my most re-
assuring smile.

Throughout this volume, we emphasize the essential nature of nar-
rative for health care experiences and interactions. Earlier chapters
explore the implications of personal narratives in public dialogues
about health issues as well as the consequentiality of narrative for or-
ganizing health care events and resources. In this section, we take a
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more microanalytic approach to narratives and health communica-
tion, focusing on personal and relational narratives as co-constructed,
emergent, and dynamic mirrors of (and, reflexively, contributors to)
health care experiences. Within that context, the chapters in this sec-
tion continue to highlight core themes regarding narrative theorizing
and health communication—the conundrum of enacting conflicting
and/or multiple identities during complicated health interactions, the
inherent temporality of narratives, and the confusion stemming from
our postmodern turn away from absolutism.

I watched as my mom and grandma left for lunch, sipping my Diet
Coke and reflecting on the events of the preceding evening. I had spent
the night with Grandpa, comforting him when his pain medication
didn’t seem to work and when he begged to go home. “Come on, come
on,” he had urged. “Let’s go home now. Let’s go now.” My chest ached
as I said “No.” What right did I have to tell him that he couldn’t leave the
hospital? Who made me the boss of him? Yet, he repeated his requests
for freedom, and I recurrently refused.

He had seemed so thirsty, and I tended to his requests for drinks of
water by holding a straw in his mouth. Who would have done this if I
hadn’t come, I thought? How could Mom and Grandma just leave him
here alone?

When he drifted off to restless sleep, I tried to get information. Appar-
ently, he had collapsed in his recliner at home. At 90, he still lived
with Grandma in their ranch-style home on a quiet street. He was se-
verely dehydrated, and he had suffered a heart attack, likely be-
cause he had not been taking his heart medication. After he had
broken his arm earlier in the week, he had been very groggy, thus he
depended on my mom and Grandma for his medication and for in-
sisting that he eat and drink. Grandpa could be very stubborn, and
my mom and Grandma could be, well, less than assertive. Roger and
I had worried about meeting his basic needs when we left only a few
days earlier. We should have stayed … we should have just found a
way to stay longer …

Hours passed … my mom and Grandma came back to Grandpa’s room
in the ICU and then departed again for the night. My sister arrived. I
never really get along with my sister or my mom—very different per-
sonalities, very different people. However, on that evening, we aligned
with the goal of helping Grandpa … Unfortunately, we didn’t know
how.

“I WANT TO GO HOME!” Grandpa begged.

We had learned that he had an infection. “Grandpa, you have a bug,
and we need to zap the bug and then you can go home,” I responded,
trying to lighten the mood.

His eyes grew large. “Zap the bug?” he asked.
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“Yeah, as soon as we get rid of the infection—”

“Zap the bug?” he interrupted.

“Yeah, Grandpa, we’re going to zap the bug,” I repeated.

“Zap that bug,” he ordered.

“Okay, Grandpa, that’s what the medicine is doing,” I replied.

“Let’s go home now,” he barked.

I sighed and slumped in my chair. Grandpa started to lift his leg to get
out of the bed. “Grandpa, what are you doing?” I asked.

Teresa and I held Grandpa in bed, pushed the call button to implore
the nurses to help, and reflected on strategy for nearly 3 hours. He
drifted between delusion—reliving long-ago days on his old family
farm and fearing the need to chase his beloved dog, Mickey, when he
couldn’t move out of his scooter—and demands to escape the hospital.
“If you ever loved me, Christie, you will get me out of here now,” he
commanded, adding “Why are you doing this to me?”

Finally, we started to wonder why we were being so insistent. What
was the prognosis? If this is it, if he’s going to die, do we have the right
to insist that he die in the hospital? Can’t he just go home and be in his
favorite recliner? What were we doing here, anyway? We looked up at
Ruth, the night nurse, yearning for inspiration and assistance. With
compassion in her eyes, she said, “So many people love your grandpa
from Walmart. I’m not going to let him die on my watch.”

At 4 a.m., Ruth entered and commanded us to leave the room. We
needed rest, and she had an idea for Grandpa. I fell asleep on the wait-
ing room couch. Around 5:30 a.m., I awoke and darted back to the
room, mad at myself for succumbing to slumber. Grandpa was sitting
up in a recliner, calm and ready for breakfast. Teresa smiled. “He just
needed his recliner,” she said.

Through a strange twist of fate, I was working on this book when my
grandfather’s health took a turn for the worst. As I wrestled with my
feelings, responses, and contributions to the emergent narrative, I
wondered what was going through his mind, how he grappled with the
frustration of fear, losing control, and pain. This health situation
stemmed from Grandpa’s arm, Grandpa’s heart, and Grandpa’s infec-
tion. Yet, the rest of us—my mom, grandmother, and sister, the health
care staff, myself—implicitly contributed to how events would unfold.
This health narrative became our own as well as his, personal as well
as relational.

Notably, health narratives constitute messy, fluctuating, temporally
and relationally bound enactments that ebb and flow, extending from
the past and reshaping what can be in the future. Through my individ-
ual and interactional choices, I co-authored the emergent narrative.
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During that weekend with my grandfather, I thought about what might
have ensued if I had decided to go back to Athens after that conversa-
tion with Roger on the gas station pay phone. Even that decision would
have contributed to Grandpa’s emergent health narrative. … Perhaps
he would not have had someone to offer water to him, given that his
crippled hands could not squeeze the call button. Perhaps he would
have been strapped to his bed if he tried to leave with others there in-
stead of us … perhaps … perhaps …

For much of that weekend, my previously coherent grandfather
ranted, making little sense to me. As his health deteriorated during
the following week, an oxygen mask covered his mouth and nose, pre-
venting verbal interaction. He employed hand signals and followed
conversations between family members and health care providers
with his eyes, but I was struck by his loss of control. Staff members
performed procedures on him, administering drugs, changing ban-
dages, moving his limbs, poking and prodding him. At one point, I
tried to commiserate with him by saying that he must feel like a bad
science project.

Although he could still think and feel, increasingly, family and ICU
staff members co-defined how his narrative would ensue, and through
those inherently defining moments, we co-crafted ongoing narrative
experiences that enveloped all of us. Roger kept reassuring me that I
didn’t really possess agency for removing Grandpa from the hospital—
after all, I was only the granddaughter. However, I knew that I pos-
sessed the power to impact Grandpa’s experience—I pressed nurses
about pain medication and his oxygen flow, and I convinced a night
nurse to permit my grandfather’s dog, Mickey, to make an early morn-
ing visit to the ICU. In so many ways, through actions large and small,
we collectively co-constructed what this experience would be … for
Grandpa and for each of us, even for the health care providers who
fought to “help” Grandpa for 10 days.

Ultimately, we clashed about what constituted “social support” for
Grandpa and each other and what roles we should respectively as-
sume in enacting it. In this medical drama, who should assume the
role of director? Grandpa had directed his own life just fine until now,
but we implicitly usurped that control by insisting that he stay in the
hospital. Did we really get to decide what’s “best,” just because we
happened to be in the room and able to talk without an oppressive
mask over our mouths? Should an unfamiliar nurse or doctor or re-
spiratory therapist get to dictate treatment simply because that per-
son happened to be on duty at a particular time and place? As the
chapters in this section illustrate, the enactment of health narratives
inherently extends from the accomplishment of overlapping individ-

PART IV:  SENSE-MAKING ABOUT SELF AND OTHER 321



ual and relational identities that can (and often do) clash with how
people might prefer to present themselves or relate to others.

The situating of Grandpa’s illness in terms of the available (and non-
available) participants also fits within the broader temporal context of
this health saga. Grandpa fell ill in an era of managed care, hospital
cutbacks, and medical bureaucracy. He broke his arm in the week be-
tween Christmas and New Year’s, and we couldn’t obtain adequate
home health care to assist my ailing, 87-year-old grandmother who
had broken her own shoulder during Christmas shopping, or my
mom, who had to juggle her own life and work commitments to assist
them. Although we called every agency in town, staff members were
committed to other clients or on holiday break. The timing com-
pounded an already bad situation, isolating my grandparents from
much-needed help.

Just prior to Grandpa’s accident and hospitalization, Grandma’s
hearing aid gave out, and she struggled to hear. Without her replace-
ment hearing aid, Grandpa’s own wife couldn’t understand his muffled
cries for help nor doctors’ explanations as Grandpa’s kidneys started
to fail. As the chapters in this section highlight, the temporal nature of
narratives flavors the ways in which we co-construct our personal and
relational health stories.

I will remain forever grateful to Ruth, the ICU nurse, for dragging
that recliner into my grandfather’s room in the wee hours of a Sunday
morning. By permitting Grandpa to sit up in a chair, despite his frail
condition, she offered him a precious gift—a gift of familiarity, a gift of
dignity. Nearly a week later, another ICU nurse, Beth, became my co-
conspirator when she allowed me to bring Mickey, my grandfather’s
dog, right up into Grandpa’s ICU room. Grandma and my mom nearly
had a fit. “You can’t take that dog up there,” my mom admonished me,
“It’s just not done.”

In the spirit of postmodernism, health care participants (including
health care providers) increasingly herald a blurring of “right” and
“wrong,” “acceptable” or “inconceivable,” regarding treatments, roles,
and even behaviors in a hospital setting. As the chapters in this section
powerfully attest, narrative sense making encompasses individual,
dyadic, and family efforts to sort through considerations and con-
straints in order to co-determine what can (and should) count as right
or acceptable in a particular circumstance at a specific time.

In chapter 15, Barbara Sharf shares her personal struggle with a
surgeon who failed to work with her as a co-participant in the emergent
health narrative. From her unique vista as a health communication
scholar as well as a health care participant, Sharf details the conse-
quential and rhetorical nature of co-constructing workable relational
identities between health care providers and health care seekers, espe-
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cially in light of clashes between perspectives on health care roles, rela-
tionships, and medical decision-making. This chapter serves as an
excellent exemplar of the ways in which such divergent perspectives
become powerfully evident through interaction and emerge as barriers
to the accomplishment of medical goals for both participants.

Beach and Mandelbaum (chap. 16) underscore issues of relational
and personal identity and temporality in their microanalytic explora-
tion of conversations between a health care provider and a patient.
Through their analysis, Beach and Mandelbaum expose the critical
importance of interaction for emergent health narratives. In a series
of conversations, a patient repeatedly hints at an underlying reason
for a developing health situation—his mom had a stroke, and he’s
struggling to manage the stress. By not pursuing this strand, the
health care provider neglects valuable opportunities to affirm and ex-
plore important aspects of the patient’s broader life and health situa-
tion as well as to play a more far-reaching (and integral) role in the
patient’s ongoing health narrative. This chapter provides an out-
standing addition to the literature on health and narrative through its
illustration of how co-constructed interactions between health care
participants implicitly contribute to (and reflexively exhibit) core di-
mensions of health narratives.

Keeley and Koenig Kellas (chap. 17) echo the significance of interac-
tion between health care participants in their chapter on final conver-
sations. Highlighting the voices of survivors, this contribution to our
volume emphasizes family members and friends as co-participants of
the dying process—individuals who shaped the experiences of their
loved ones as they also reframed and redefined their respective sense
of self and relationship with others. Especially given the literature’s
tendency to characterize narrative as an individual construction, this
chapter offers intriguing insights into health care experiences as
shared, relational co-constructions that may result in multiple (and
potentially divergent) narratives.

In chapter 18, Bosticco and Thompson detail the role of narratives
in the bereavement process, artfully demonstrating the temporality of
narratives as well as the plurality of acceptable ones in contemporary
society. Given that their research participants had lost offspring, the
crafting of stories represented a reshaping of individual and relational
identities—whom could each be without that particular child? What
would their lives be like now, compared to before the loss? What could
be the “right” way for each to tell the story of the child’s loss and to posi-
tion the loss within the broader context of life now? Notably, this chap-
ter constitutes a compelling contribution to our volume in light of its
description of the reconfiguring and function of emergent, temporally
and relationally bound narratives.
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Finally, O’Hair, Scannell, and Thompson (chap. 19), feature the
ways in which cancer patients achieve agency through narrative. Given
the plethora of current treatment options, cancer patients confront the
challenge of sorting through choices while also considering concurrent
identity issues and relational constraints—What kind of person am I if
I choose Option A instead of Option B? Risk Taker? Survivor? What
will my doctor think? How can I tell my family and friends that I’m not
going to do Treatment X? Do I really have a choice? This chapter show-
cases the ways in which answers to such questions frame (and get
framed through) emergent health narratives, providing an important
companion to literature on medical decision making and health care
identities.

As I learn and “re-realize” through my own health care experiences,
the co-construction of health narratives is poignant, powerful, and
personal. Fraught with the complexities of modern medicine and
choices of alternative health care, complicated by economics, politics,
and institutional rules and regulations, and mangled with conflicting
relational commitments and personal priorities, health narratives im-
plicitly emerge as messy, conflicting, and multifaceted. They fluctuate
and change, driven by new developments, new perspectives, altering
values, physical limitations, and perhaps even fear.

We cannot escape participation in health narratives, especially
those that directly involve us and our loved ones. Even our absence
from a bedside marks a contribution to a loved one’s emergent story.
However, as the chapters in this section attest, despite the conglomera-
tion of mixed emotions and physical frustrations, our co-constructed
narratives about health care experiences can afford us the opportunity
to reflect, to interpret, and to strive to make sense from situations that
seemingly defy sense-making, if we embrace such a contemplative pro-
cess as part of our own ongoing life story.
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15
How I Fired My Surgeon and Embraced

an Alternate Narrative

�

Barbara F. Sharf
Texas A & M

Here’s the thing. Like many other academics in this country, I enjoy a
comfortable middle-class lifestyle that includes having adequate
health insurance, permitting access to practitioners, facilities, and
medications when needed. Unlike most of my colleagues, I’ve spent the
greater part of an academic career studying communication between
patients and physicians. I applied the narrative paradigm, emphasiz-
ing health citizenry and patient empowerment. Having worked with cli-
nicians for many years, on several occasions I have benefitted from
privileged networks and specialized sources of information (as the fol-
lowing tale illustrates). So, even as I found myself in this situation—5
days before the most extensive surgery I had ever faced and totally at
odds with the surgeon I had selected—I appreciated the irony of my
predicament. Irony, however, definitely took a backseat to emotional
upset, anxiety, and, yes, panic, as I tried to find the best way to address
this problem, one that threatened my current and long-term well-be-
ing. This story illustrates how the communicative road toward patient
autonomy and clinical partnership became detoured by the pain, fa-
tigue, and stress of illness, then was blockaded by significant differ-
ences in expectations and styles between me and my doctor. It portrays
how the ideal of active patient participation becomes complicated and
encumbered in the actual context of serious illness and the still very
powerful traditional medical model.
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PRELUDE

Narrative rationality … offers an account, an understanding, of any in-
stance of human choice and action, including science. At the same
time, narrative rationality … provides a basis for critique.… [implying]
that “the people” judge the stories that are told for and about them and
that they have a rational capacity to make such judgments.

—Fisher, 1987, pp. 66–67

Though I knew for some time that I had degenerative arthritis in my
right hip, I lived with a version of what sociologist Arthur Frank (1995)
called the restitution narrative. In his typology of illness stories, the
restitution plot posits that health problems can be remedied and the
body can be restored to “normal.” Because I knew that damaged bone
and cartilage cannot be restored to its former state, that definition did-
n’t quite apply, but for the first four years following diagnosis, medicine
and exercise helped me lead a very functional, if not quite normal, exis-
tence. However, within a year after a stressful move from Chicago to
College Station, Texas, my health took a distinctly downward turn.

When an orthopedic surgeon first told me that I was destined to have
a total hip replacement (hereafter, THR), I did not want to believe his
prediction. Later, when a second orthopedist offered the same treat-
ment recommendation, I accepted that this surgery loomed in my dis-
tant future. Both doctors explained that the implant lasts for about 10
to 15 years, and given my relatively young age, it was in my best interest
to wait as long as possible. The second surgeon said I would know
when the time was right—the pain would be intolerable. Like thou-
sands of other arthritis sufferers, I decided to stall, doing all I could to
manage my pain. I tried a variety of medications, which at best took the
edge off, allowing me to work—not as effectively as I would have liked,
but I managed. I became deeply immersed in patienthood, with both
conventional and complementary approaches—rheumatology, chiro-
practic, podiatry, physical therapy, smelly topical salves, cold and hot
compresses, water aerobics and swimming, hot tubs, Pilates class,
guided imagery, herbs, massage, and acupuncture. Searching for relief
took a great deal of time, effort, and money, crowding out work, social,
and leisure activities. Still, with the encouragement and skill of my
doctors, therapists, and instructors, I got through another 4 years. It
was obvious, however, to me and everyone around me that my condi-
tion was getting much worse. I walked with a pronounced limp, climb-
ing stairs was increasingly difficult, and there was hell to pay for
gardening, my favorite pastime. I was tired and stiff much of the time,
able to sleep only 3 to 4 hours a night because I’d wake up in pain, then
be unable to fall asleep again. Eventually, I suffered from constant
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pain, radiating from my hip down to my knee. And chronic pain does
great damage to mind, spirit, and psyche. Frequently, I was depressed
and distracted, difficult to live with. In Frank’s (1995) terminology, I
had transitioned into a chaos narrative, a plotline in which all seems
to go wrong and out-of-control, with no promise of getting better. It was
time to have my hip replaced.

A Double Whammy

The body is not a territory to be controlled by either the physician’s
treatments or the patient’s will.

—Frank, 1991, p. 62

THR is considered to be elective surgery because it does not constitute
a lifesaving procedure; thus, I was able to plan for it in advance. In late
fall, I decided to finish the academic year and to schedule the surgery at
the end of the spring semester. Making a commitment to get through
the coming semester meant fulfilling several tasks on a grant project,
completing recruitment and admissions for our departmental gradu-
ate program, teaching a seminar, and completing promised writing
projects. Completing these obligations would take considerable effort,
but I felt it was do-able.

During November and December, I fell ill with a flu that I wasn’t able
to shake, a sign of being physically and mentally overextended. Still, I
made three long-distance trips to attend an academic convention and
family events, and I went through the usual crush of pre-Christmas
preparations that often kept me up very late in order to complete. I felt
exhausted, but continued the habit developed over many years of mak-
ing demands on my body in order to do what I determined needed to
get done.

However, the second day of the new year, my body quit of its own ac-
cord. I woke up feeling completely stiff and achy from head to toe,
barely able to move. This was not just pain from my hip; something
new and even more ominous was happening. Searching the Internet, I
read descriptions of fibromyalgia; alarmingly, this condition, charac-
terized by rigidified muscles, sometimes exacerbated by a bout of flu,
seemed to fit very well with what I was experiencing. My rheumatologist
confirmed my self-diagnosis a few days later. Fibromyalgia is one of
those mysterious pain syndromes experienced by many but that can-
not be verified by lab tests and for which neither causes nor consis-
tently reliable remedies are known. I knew about people with
fibromyalgia who had to stop working for a year or more, or even per-
manently. Fortunately, I also talked with a few who found ways of con-
tinuing with life activities, so at least a degree of recovery seemed
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possible. For the next 3 months, my life was marked not only by pain,
but also debilitating fatigue and disability. My world quickly became
much smaller in scope. I became too tired to talk with people on the
phone or to return nonessential e-mails. Any travel, other than car
trips, was out of the question. I could no longer even walk across cam-
pus or carry my work in a shoulder bag. The rheumatologist’s man-
date to get a decent night’s sleep became a major objective. Completing
the responsibilities of spring semester now was a challenge that de-
manded all my remaining strength.

In this context, I began the process of making arrangements for hip
surgery. I wanted it done in a large, urban center where many such op-
erations are performed, informed by the most current research versus
having the procedure in the rural community where I live. For the pre-
vious 3 years, I had served as a consultant to a health services research
center in nearby Houston. One of my colleagues there is a nonprac-
ticing rheumatologist who does research on osteoarthritis. Earlier in
the fall, I had asked her for recommendations about the top orthopedic
surgeons in the city. I confirmed her recommendation with my rheu-
matologist, who had recently moved to College Station from Houston.
Thus, I felt fortunate to have obtained an appointment with the sur-
geon who had been recommended as “A+” technically and “A++” for
communications skills.

Uncharacteristically, I had not done extensive reading about THR
before going to my initial appointment. Earlier I had done preliminary
research; by January, however, I was simply too ill and too tired to do
more. Dr. Rigor was a taciturn man, the senior physician in a large
group practice devoted to bone and joint ailments, situated in an opu-
lent clinic affiliated with a large private hospital. He greeted me courte-
ously, taking a scant history. When I mentioned our mutual colleague
who had referred me, he briefly acknowledged his working relation-
ship with her, as well as with Kathy, a second colleague at the research
center whose mother had her hip replaced by him. He never asked
about my relationship with these individuals or what kind of work I do.
Following X rays and a physical examination, Dr. Rigor proclaimed,
“Well, you don’t need knee replacement,” a remark that I found discon-
certing as I had never even considered that possibility. He then con-
firmed my need for hip replacement, providing a simple description of
the surgery, extensive preparatory steps, and lengthy recovery process.
When I asked about what kind of physical therapy I would need, he as-
sured me that I would receive sufficient therapy in the hospital follow-
ing surgery. The doctor’s declaration that I would not be permitted to
put any weight on the right leg for at least 6 weeks after the surgery led
me to ponder over the next few months how I could possibly hop on my
left foot for that stretch of time. Our meeting concluded with instruc-
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tions for setting a surgery date by contacting his surgical nurse, Ginny,
a personable, knowledgeable young woman. I had the impression that
the doctor repeated this canned, 15-minute presentation for new pa-
tients several times a day. For my part, I had not distinguished myself
as a patient. I asked few questions because I frankly did not know
enough to ask much. Instead, I tried to listen and absorb the informa-
tion he had offered. As I left his office, I wondered, if Dr. Rigor repre-
sents an A++ in communicating with his patients, what would a B– or
a C+ be like? I met Marlynn, my husband, who was waiting for me in
the outer reception area. “Well,” I shrugged, “I wasn’t bowled over, but
he’s a surgeon, after all,” referring to the generalization that surgeons
as a specialist group tend not to excel in interactional skills.

In the 2½ months that followed, I gave little thought to Dr. Rigor and
the major surgery that lay ahead. Instead, I was focused on the imme-
diate challenge of surviving the exacerbation of fibromyalgia. A medi-
cation prescribed by my rheumatologist intended to relieve pain and
facilitate sleep did neither, but instead resulted in the adverse side ef-
fect of severe chills. Nearly every evening, I experienced a cold sensa-
tion from deep within, resulting in uncontrollable shivering that I
could not relieve by putting on several layers of clothes and a com-
forter. A good friend in Chicago, alarmed by what she heard, tried to
convince me to get a consultation at the Mayo Clinic. With her assis-
tance, I corresponded with a kind physician from Mayo who was will-
ing to set up appointments for me with appropriate specialists, but the
mere thought of having to travel on three flights to arrive in icy Minne-
sota in February (not to mention the associated expenses) was incon-
ceivable to me.

For years, I have used Frank’s work, which champions the impor-
tance of voicing patient narratives, in my teaching and research. But
only in this period of acute illness did I come to fully appreciate the
meaning of the title of his first book, At the Will of the Body. In this vol-
ume, Frank (1991) describes important lessons learned after first un-
dergoing a heart attack, followed by prostate cancer a year later. These
life-threatening interruptions resulted in a redirection of Frank’s iden-
tity, work, and life history. For a long while, arthritis had gradually and
surreptitiously altered many aspects of my existence, a process I tried
to resist in every way I could. Now I understood that no matter what my
intentions, the demands and limitations of my physicality dictated my
plans and actions, in effect becoming the plotline of my life’s story, sup-
planting other possibilities. As an unexpected complication, the imme-
diate intensity of fibromyalgia displaced my attention, not only from
personal and professional agendas, but also away from the anticipa-
tion of surgery, diverting valuable time and energy from educating my-
self about the next major challenge that I would soon be facing.
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What Story Am I In?

… stories concern action and experience. To put the matter simply, sto-
ries are about someone trying to do something, and what happens to
her and to others as a result.

—Mattingly, 1998, p. 7

My deep immersion in what Virginia Woolf (2002) referred to as the
“daily drama of the body” (p. 5) continued until mid-March. By that
time, I stopped taking the troublesome medication, halting the noctur-
nal chills. The weather in Texas had begun to warm up, and my garden
beckoned. I started swimming in a heated indoor pool once a week
with a friend. I did physical exercises to bolster upper body strength in
preparation for walking with crutches after surgery. Simultaneously, I
practiced guided imagery on a nearly nightly basis, visualizing relax-
ation of my taut muscles and mind. The stressful graduate student re-
cruitment process was winding down. Perhaps the confluence of all
these events worked to move me to another plane. Though pain, fa-
tigue, and stiffness continued, along with a sharp, persistent neck-
ache, my condition leveled off, rather than escalated. With 2 months to
go until the surgery now scheduled for mid-May, I emerged from under
the mantle of unmanageable misery with a moderate increase in energy
and assumed a take-charge stance.

I communicated at length with two individuals who had had THR
operations within the past year. One had experienced several compli-
cations and was not recovering quickly or particularly well. The other
person was very upbeat in reflecting back on the surgery and recovery.
Despite these differences, I learned that both had extensive, long-term
physical therapy following their operations, and also relied on a good
deal of help at home following their hospital stays. The second person
talked at length about the excellent decision-making process that he
and his surgeon had used in choosing which type of hip implant would
be optimal for him. I was becoming acutely aware of the many aspects
of this experience that I had not discussed with Dr. Rigor, and the sev-
eral tasks that I needed to accomplish before checking myself into the
hospital.

This kind of perceptual shift involves the phenomenon that medical
anthropologist Cheryl Mattingly (1998) referred to as emplotment, the
process of an individual becoming aware of what life plot or story she is
enacting at a particular point in time. The structure of lived experience
stimulates the creation of narratives in two ways: a present recounting
of past events and the development of new, unanticipated stories that
bridge the present with the future. According to Mattingly, “Narratives,
one could say, are about the unintended consequences of action.…
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[they] do not merely refer to past experience but create experiences” (p.
8). She further develops this concept with the notion of therapeutic
emplotment as a means of constructively redefining an illness experi-
ence in order to find a new way to retell an old story, “a way of framing a
practical decision about what to do” (p. 72). In my own case, I transi-
tioned from a dominant plot of severe, debilitating illness that, in ef-
fect, paralyzed my ability to take action to one of a proactive patient
determined to prepare for surgery.

My revised emplotment impelled new courses of action. In retro-
spect, it’s clear that the dominant theme characterizing nearly all my
actions was my attempt to gain a degree of control in a life that had
slipped into disarray. I began cooking meals on weekends to freeze in
readiness for when I might not be able to prepare food. I made arrange-
ments for a physical therapist to visit my house in order to suggest
what alterations would be needed during my recuperation. Gradually, I
began to accumulate postsurgical equipment—crutches, a comfort-
able armchair, a potty seat, an extender tool for when I would not be
able to bend or reach.

Other concerns were more difficult to resolve. For the first time in
my adult life, I faced a period of enforced dependence (e.g., I was
prohibited from driving a car for 8 weeks after surgery), and I wor-
ried about how I would manage during what I jokingly called “my
confinement.” Though Marlynn planned to accompany me to Hous-
ton for my hospital stay, he would soon need to resume extensive
travel for his job. To my everlasting relief and gratitude, loyal friends
and family from faraway places volunteered to give up pieces of their
own lives to help me. I felt overwhelmed by such generosity. By
mid-April, the first few visitors made their plans. My sister and two
close friends would fly to Texas in succession, respectively from
North Carolina, Virginia, and Minnesota, each having rearranged
her own commitments at home.

Concurrently, I researched details related to the surgery. I
searched the Internet, reading Web sites established by both physi-
cians and knowledgeable patients. I poured through descriptions of
hip anomalies, surgical techniques, varieties of replacement im-
plants, and potential complications. I now gave a great deal of thought
to the device that was going to become part of my body. In January, Dr.
Rigor told me that he would be using minimally invasive surgery that
decreased the incision by half the usual size of 8 to 12 inches. My
reading on the Internet indicated that this procedure had only been
practiced for about a year; the overall objective, despite differing
techniques, is to reduce scarring, pain, and recovery time. I became
familiar with the various materials used in the replacement implants.
The devices are composed of an artificial femur bone, the femur head,
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and a shank fitted within a ball-like cap now predicted to last about
20 years. Contemporary femurs are commonly made of titanium, but
the heads may be plastic, metal, or ceramic. The implants may be ce-
mented to existing bone structures or “press fit” so that the natural
bones eventually grow around the replacement parts, holding them in
place. I had already committed to the press fit option, which requires
a longer recovery but is ultimately more durable. I now looked for in-
dications of what materials would offer me the best chance of longev-
ity. The more I learned, the more questions I had for Dr. Rigor.

Peter, another physician, and the closest of my colleagues at the re-
search center in Houston, talked with me about my ongoing concern
about the lack of a clear plan for physical therapy. “Why didn’t I think
about this before?” he said. “My sister is a physical medicine/rehab
doc in Pittsburgh. Let’s arrange a conference call with her.” I grate-
fully accepted that favor, and a few days later, we spoke with his sister
who routinely cares for THR patients transferred to her service
within 2 to 3 days following their operations. She described the range
of functions with which she works with patients for an average of 3 to
5 days. Of primary importance to me was hearing her perspective of
what would be involved in regaining strength and a normal gait.

Following the directions I had been given by Dr. Rigor, I e-mailed
Ginny, the surgical nurse, to ask my questions. She was generous
with her time and effort in providing informative answers to several
concerns, and helped me to set up presurgical appointments in
Houston. According to her, I would be in the hospital for 3 days and
be able to make the 90-mile drive home after discharge. Opportunity
for physical therapy outside the hospital was uncertain, depending
on insurance coverage. Although I now leaned toward the
metal-on-metal combination implant, Ginny informed me that Dr.
Rigor had already determined he would use a metal and plastic com-
bination—without input from me. I found the absence of discussion
about the various options disturbing, prompting me to ask Ginny if I
could have a conference with Dr. Rigor. Two weeks prior to surgery, I
was due to come to Houston to make a self blood donation, a precau-
tion taken in case I should need extra blood during the surgery, as
well as to attend a patient education session with the nurses who
would care for me after the operation. Ginny e-mailed that Dr. Rigor
would fit me into his appointment schedule for that day. This ap-
pointment contrasted with the usual protocol. Typically, after the
initial consultation, Dr. Rigor did not meet with patients again until
the day before surgery. Thus, I welcomed this unexpected opportu-
nity and looked forward to a discussion with him about issues that
remained unresolved for me.
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My Plot Boils Over

… the fabula of story—its timeless underlying theme—seems to be a
unity that incorporates at least three constituents. It contains a plight
into which characters have fallen as a result of intentions that have
gone awry either because of circumstances, of the “character of char-
acters,” or most likely of the interaction between the two. And it re-
quires an uneven distribution of underlying consciousness among the
characters with respect to the plight.

—Bruner, 1986, p. 21

When I arrived at the orthopedic clinic and was ushered to an exam
room, Ginny greeted me cordially. I thanked her for all she had done on
my behalf and gave her a small purple glass prism as a token of my ap-
preciation. The atmosphere in the room immediately chilled as Dr.
Rigor entered with a dour expression and arms crossed over his chest.
“So you’re the patient who has been taking up all of Ginny’s time,” he
greeted me irritably. That remark set the tone for the visit. He began to
give the same presentation I had heard in January. “You’ve described
the operation to me before. I’ve been talking with other patients and
doing reading, and I now have more specific questions.” I had been
forewarned by my rheumatologist that the surgeon might not give cre-
dence to the fibromyalgia diagnosis. I had this possibility in mind
when I explained that I had experienced severe symptoms of fibromy-
algia since January. I expressed concern that this condition might
complicate my recovery. He answered, “It shouldn’t have an effect.” The
tone of his response conveyed an additional message. I said, “You don’t
believe in fibromyalgia, do you?” “No, I don’t,” he confirmed. I moved
on to the topic of the implant and mentioned, as a result of my reading,
that I was interested in the all-metal device; I also said that I valued his
expertise and wanted to hear the reasons for his selection. I had hoped
to hear a convincing explanation, but his reply caught me off guard.
Quite simply, he stated, this practice used the metal and plastic im-
plants made by a particular manufacturer with all patients, and he
knew them to be good products. “What about differences in age, life
style, and patient preference?” I asked, futilely. “Is there clinical evi-
dence that would help me understand why this is the best choice for
me?” But there was neither further information nor negotiated deci-
sion making offered. Next question?

I moved on to the topic of rehabilitation, expressing my concern that
3 days in the hospital might not provide sufficient physical therapy. He
informed me that this was the limit of insurance coverage. Acknowl-
edging awareness of regional variations in insurance policies and sur-
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gical philosophy, I told him about my conversation with the physical
medicine physician. “That’s impossible,” he replied. I was dumb-
struck; in effect, he was saying that the other doctor was a liar. I tried
another tack. “Look, once I leave here and go home, I’m on my own. I’d
like to know that there is a plan in place.” Again, he surprised me with
his response:

You’re such a good arguer. Why don’t you call Blue Cross and see if you
can get them to approve more time in the hospital? In any event, I don’t
approve of your going home in 3 days. Traveling that distance in the car
so soon after surgery increases your risk of a blood clot. I’d like you to re-
main in Houston for at least 5 days postsurgically. Seven days would be
even better. You and your husband can stay in a hotel.

Ginny, who was observing, interjected her apology for giving me er-
roneous information. Was this prudence or punishment, I wondered?
Why was I just hearing about a hotel stay now, when I had been asking
these questions for 6 weeks? And still, there was no discussion of a
long-term therapy plan for when I did return home.

As an afterthought, Dr. Rigor said amicably, “It’s too bad that we
can’t offer you the better medication for preventing blood clots.” I
asked what that would be. “Oral medicine,” he said. So what would I
be receiving? “Well, you’ll be injecting the medicine in your abdomen
for 10 days,” he stated matter-of-factly, as though I should have
known. I had not heard about this part of recovery from anyone I had
talked to or anything I had read. Admittedly needle-phobic, I felt my-
self becoming very upset at the thought of sticking myself in the stom-
ach. “Surely you knew about this, given all your reading on the
Internet,” he commented dryly. Anger got the best of me. “Are there
any other unpleasant surprises I should hear about?” I asked on my
way out of the office. Never had I felt so disempowered in communi-
cating with a physician.

In the days following this encounter, my discomfort with my predic-
ament continued to increase. Could I suppress these feelings and just
get through the procedure? What other options could I pursue at this
late date? If I changed my plans for surgery now, what about the people
who had made complicated arrangements to help me recuperate? If I
delayed the surgery to find a new surgeon, who would be around later
to help me and would I be forced to take a leave from work in the fall?
These questions swirled about in my head over the next few days. I felt
extremely unsettled by Dr. Rigor’s imperious behavior and equally un-
happy with myself that I had made these discoveries so late in the
game. I talked through my misgivings with family and close friends.
They listened sympathetically, although it was difficult for them to
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know how to comfort or support me. In the end, of course, I would have
to decide what to do.

After speaking with the head nurse in the hospital unit I would be go-
ing to after surgery (a lovely, experienced woman who gave me hope
that I would be in good hands despite the surgeon); a spokesperson
from Blue Cross (who confirmed the 3-day limit, but also told me that
if the doctor wanted me to stay longer in the hospital, the insurance
would uphold his judgment); my local physicians (who reminded me
that I did not have to go through with this surgery); and even a repre-
sentative from a competing hospital (who said that I would be receiving
comparable treatment at both institutions), I was still trying to make
this situation work, but additional questions had arisen. At the risk of
further evoking Dr. Rigor’s ill-will, I felt I had to speak up—it was now
or never. Again, I e-mailed Ginny, but she wrote back saying Dr. Rigor
would be contacting me, himself, by phone. And call he did, but with-
out information about our respective schedules, there ensued 4 days
of frustrating telephone tag. Finally, on a Thursday morning, 5 days be-
fore the scheduled surgery, I reached him. Apparently with my e-mail
in hand, he proceeded to give terse replies to my questions, again, with
no hint of give and take, only an attitude of “This is how it will be.” In
the course of answering queries, he now revised the time that Marlynn
and I would be staying in Houston postsurgery to 10 days (“I’m looking
out my window at the medical center Radisson. You could stay there.”)
When he finished going through my questions, he asked, perfunctorily,
“Anything else?” “Yes,” I responded. “I’m very afraid of going into sur-
gery with someone who is so pissed off at me.” If Dr. Rigor was sur-
prised in any way, he did not show it. “It’s true,” he agreed.

I did not like your behavior in my office last week—that remark about
“unpleasant surprises” was out of line. You have a bad attitude, you’re
high maintenance, and if we weren’t so close to the date of surgery, I’d ad-
vise you to find another surgeon. Nonetheless, I’m a professional. I can
separate my feelings from my work. I’ll be able to perform your surgery
just fine. You know, you really ought to talk with your colleague Kathy
about the hip replacement I did for her mom. I’ll see you on Monday.

End of conversation.
I was livid. There was no way I wanted to see Dr. Rigor again, let alone

for him to perform my surgery. Even if he could pretend to separate his
personal feelings from his work, as a patient, I had no such obligations
or pretensions. Psychiatrist Arthur Kleinman (1988) is one of the fore-
most progenitors of the idea that physicians, as well as patients, create
stories as a way of representing their respective explanatory models of
illness. Dr. Rigor and I were far beyond Kleinman’s distinction between
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doctors’ narratives of disease, characterized by verifiable signs of or-
ganic disorder, and patients’ narratives of illness, characterized by the
fears, concerns, and experiences of living with a disordered body, in ef-
fect, “dis-ease.” In addition to all of that, we did not like each other. He
thought I was uppity and time consuming; I thought he was authoritar-
ian and insulting. In no way did we see eye to eye about how patients and
physicians should relate to one another or how medical decisions
should be made. Yet, interestingly, both our stories were constrained by
an encroaching deadline, the day of surgery. Dr. Rigor felt bound to
honor his commitment to do the operation. I felt bound both by the ar-
rangements that had been made by others to help me and also the
knowledge that, if the surgery were to be delayed and rescheduled at
some unknown time, I might be left with no one available to help. Time
had run out, and I had to reach a final decision.

Intersecting Narratives

To think with a story is to experience its affecting one’s own life and to
find in that effect a certain truth of one’s life.

—Frank, 1995, p. 23

A vignette that I had read in a book a few years earlier came to mind al-
most immediately after my phone call with Dr. Rigor. In her autobio-
graphical memoir, The Scalpel and the Silver Bear, Lori Arviso
Alvord, self-described as the first Navajo woman surgeon, shares how
she has attempted to integrate the Native American healing traditions
with which she was raised with her education in Western biomedical
practices (Alvord & Van Pelt, 1999). She recalls a gall-bladder surgery
she did on a Navajo reservation that went very wrong when the patient
unexpectedly suffered a stroke that resulted in severe disabilities. In
retrospect, Dr. Alvord tries to understand why some procedures go
badly, despite the skillfulness of the surgeon. Pondering this problem
from a Navajo perspective, she comes to a realization that all matters
related to the surgical situation must be harmonious and in balance. In
her terms, if the healer fails to set an example for the patient to “walk in
beauty,” there are likely to be poor medical outcomes. In reviewing the
circumstances in which this particular surgery had taken place, Dr.
Alvord recognized that she had substituted for a sick colleague without
first establishing a trusting relationship with the patient. During the
operation, a new nurse made several errors, was inattentive, then de-
fensive when corrected, and she [Dr. Alvord] herself had been angry
and stressed. From that point on, she resolved to find ways to maxi-
mize harmony in the surgical suite. In recalling this memoir, I became
acutely aware that I was not only angry with Dr. Rigor (and he with me);

336 SHARF



I also fearful of his doing this procedure. With so much disharmony in
this situation, I did not believe the surgery could or would go well. Dr.
Alvord’s story strongly resonated with my own and helped me to be in
touch with the full range of emotions that I had been resisting, in the
hopes that things would work out.

A few hours later that day, I decided to act on Dr. Rigor’s recommen-
dation and speak with my colleague, Kathy, in Houston about her
mother’s experience. I had not done so earlier, assuming that Kathy
would underscore Dr. Rigor’s surgical prowess (after all, he would not
have wanted me to talk with her unless he was sure she would tell me a
success story). In retrospect, I admit that assumption was a huge mis-
take. In fact, Kathy corroborated that her mother’s surgery had gone
very well and that her mother and Dr. Rigor had a good relationship.
“But, Barbara, I wish you had come to me before. Dr. Rigor was great
for my mom, because she asks no questions. I never would have rec-
ommended him for you.” Hearing Kathy’s rendition of her mother’s in-
teractions with the surgeon helped me understand in a deeper way why
things had gone so poorly between him and me. At the same time, I was
aggravated at myself for not having had this conversation with Kathy
much sooner.

Coincidentally, my friend, Peter, e-mailed from Houston that after-
noon, asking how things were going. I wrote back a short summary of
the disasterous conversation with Dr. Rigor. Peter asked me to call him
at home that evening. By the time I finished the workday, I was emo-
tionally distraught. Marlynn was in Minnesota, tending to another
problematic family situation. To further complicate matters, our tele-
phone lines at home were out of order, so I spent most of that evening
with friends who provided the comfort of their presence, allowing me
both to verbalize my thoughts with them and to make and receive calls
from their phone.

After several attempts, I finally reached Peter at his home. Both he
and his wife Maria are physicians. They have also been patients
through four high-risk pregnancies that followed the problematic
birth of their first child. Of the four high-risk babies, each fervently
desired and named soon after conception, one died 4 days after birth,
and the next two were lost in miscarriage; the fourth child survived a
harrowing pregnancy that had threatened the lives of both mother
and baby. Peter had previously shared with me a very personal essay
he had written that focused not only on the circumstances of the four
pregnancies, but more emphatically about the doctor–patient rela-
tionships, both bad and good, that influenced the management and
outcomes of these life events. Their first obstetrician had been inat-
tentive to the physical signs of fetal distress and remained oblivious
to Maria’s and Peter’s fragile emotional states. The second obstetri-
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cian, who managed the last three pregnancies, grew more sensitive
over time to their suffering. She came to be an integral part, even a
co-author, of their story. At the same time, both Maria and Peter
found better ways to voice their needs and fears. Through his own
emotionally stressful experiences, Peter became a firm believer in ac-
tive patient involvement as an essential component of patient–physi-
cian partnership and clinical decision making.

The story of Peter, Maria, and their babies was unspoken but defi-
nitely present that Thursday night when he and I spoke. “Maria and I
have talked about your situation. Do you want my advice?” Yes, I indi-
cated. Peter minced no words. “Fire this guy. What he said to you was
inexcusable.” I agreed, but I expressed my worries about the conse-
quences of canceling the surgery. Peter’s next words put my concerns
into a reordered perspective.

If you delay having the surgery now, your friends will make adjustments;
things will work out. If I need to come stay with you at a later time, I will.
But if you go to surgery with this doctor, and for whatever reasons, it
doesn’t go well, you will forever regret having done so. And even if the sur-
gery does go well, this guy doesn’t like you, he will be trying to avoid you
afterward, and will not be looking for what he needs to be seeing. You will
not get the care you need and deserve.

Then he added, “Remember the story I shared with you about our
obstetricians?” This conversation, informed both by Peter’s experi-
ences as a physician and as a patient, was the last story I needed to
hear that night. All three narratives that had intersected with my own
during the course of this pivotal day settled the doubts that had so
greatly been troubling me.

The next day, I found an e-mail message from Ginny written late the
night before. She wrote, “I know I would try to learn all I could, if I were
having surgery, just as you are. I believe you are going to do very well,
and will be happy with the outcome of your surgery. I’ll see you Mon-
day!” That afternoon, I called to cancel my Monday appointment and
my surgery on Tuesday. Dr. Rigor had left for the day, as had Ginny.
Since he has no voice- or e-mail, I wrote a letter, detailing my reasons
for canceling. I wasn’t yet sure what my next step would be, but a huge
weight had been lifted—of that I was certain.

POSTSCRIPT

What we are finding is that after writing about traumatic experiences,
unlike writing about superficial topics, individuals begin talking more
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to their friends, laughing more, and using more positive emotions in
their daily language.

—Pennebaker, 2000, p. 14

I was unbelievably fortunate. I spoke with the director of the research
center in Houston, who agreed that neither Dr. Rigor nor I would be at
our respective best for the surgery. She offered to make some phone
calls on my behalf. The next Thursday, Marlynn and I had an appoint-
ment with the orthopedic surgeon from the competing hospital. Al-
though it was late in the afternoon, he spent over an hour examining
me, explaining his surgical philosophy, and answering my questions.
He agreed with my preference for the implant, and he was able to cite
the most recent research comparing the efficacy of various devices. His
rule was that I could put 50% of my weight on the operated leg after the
surgery, which meant more mobility and no hopping on one foot. Bar-
ring complications, he said I would go home on the third day after sur-
gery. He promised that I would be given a physical therapy plan to
practice at home. As we left his office, I felt the pain in my neck that had
bothered me for months perceptibly ease. My sister and friends man-
aged to change airline reservations and places with one another so that
all were able to travel to Texas without penalty. I underwent a success-
ful THR one week after the original operation had been scheduled. My
chaos narrative had finally ended.

It wasn’t a perfect experience. I still had to have blood thinners in-
jected into my stomach (adeptly administered by my sister). Two days
after the drive home, the operated leg swelled to twice the size of the
other one and turned amazing shades of red, purple and chartreuse
from thigh to toe, necessitating a scary trip to the local emergency
room to test for a blood clot (luckily, it was not). I still fatigue easily and
experience severe pain from time to time when I overexert physically.
Progress is not continuous, but rather a jagged back and forth. On the
flip side, although I am not moving as well or as gracefully as I might
like, I am making constant strides and doing so much better compared
to how I was a year ago. In retrospect, although I remain angry with Dr.
Rigor on several counts, I have an appreciation for his candor, which
ultimately contributed to reshaping the conclusion to my story.

REFLECTIONS

… there is nothing as theoretical as a good story.
—Bochner, 1998, p. 349

Throughout my recovery and in thinking through how I would ap-
proach writing this chapter, my story of illness and healing trans-
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itioned into the third genre identified by Frank, the quest narrative.
According to Frank (1995), “Quest stories meet suffering head on; they
accept illness and seek to use it” (p. 115). This autoethnographic essay
(Ellis, 1997) pays homage to some of the many scholars who have sig-
nificantly contributed to my own understanding of the concept of ill-
ness narrative while simultaneously seeking to unpack the several
layers of meaning that comprise my own. My final task is to identify
how my particular saga relates to narrative theory more generally, as
well as to an enhanced concept of patienthood.

I consider, first, the ways in which narrative makes meaning(s). My
illness narrative fulfills five previously identified, socially construc-
tive functions (Arntson & Droge, 1987; Sharf & Vanderford, 2003). In
telling this story, I attempt to make sense of my experiences, using
collected memories, journal entries, and archived e-mails. It is chro-
nologically structured, but a chronicle is not the endpoint; the plot fo-
cuses on figuring out how and why I dealt with a problematic
physician–patient relationship in the ways that I did. In so doing, the
story also warrants (and occasionally critiques) the decisions that I
made. Not surprisingly, by having the last word in retrospect, I suc-
ceed in re-gaining a sense of control that was often lost to me while
many of these events actually occurred. Perhaps less predictable, my
story reflects changes in self-identity that morphed with the stages of
sickness I experienced, illustrating that it can be extremely difficult to
be a coherent, resonant storyteller in the midst of an ordeal. The con-
struction of an illness narrative (or any story of suffering) requires
some form of perspective, whether through the passage of time, feed-
back from a listener, or some other structure that invites reflection on
the story told, even as the story is being lived (Allison, 1994). Finally,
this account works to build community, though not in ways I have
thought about before. I do not seek to entice readers to unite against
authoritarian physicians or identify with me, a character who is not a
heroine, but a highly flawed, often confused participant in this
drama. In the end (for I did not have this intention going into this pro-
ject), I judge it to be a cautionary tale, a story with a moral imperative
of sorts, that invites audiences to consider what not to do, how to look
for danger signs of an unworkable relationship earlier on, and how to
get out of the mire.

A second implication of this work is the relationship between narra-
tive resolution and patient participation. Two concepts that constitute
active patient participation are engagement with one’s illness experi-
ence and negotiation of decision-making between providers and pa-
tients (Sharf, Haidet, & Kroll, 2005). Dr. Rigor and I were at ideological
odds about our clinical relationship; he declined any attempts I initi-
ated to negotiate with him. To remain as his patient would have meant
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conceding all control of decision making to him, the scenario that os-
tensibly provoked my dilemma.

The less obvious aspect in the plot centers on engagement, a sense
that one can influence the course of one’s own experience of illness and
health-seeking versus fatalism, a sense that one’s illness course is pre-
determined and unchangeable. Envisioning engagement as a contin-
uum, I place myself closer to the engaged end, but not all the way there.
And why not? I became stuck! Feeling trapped in a chaos narrative, I
became so embedded in one version that I was unable to envision alter-
native sequences. Not perceiving variant endings resulted in a period
of emotional upheaval and a temporary inability to take actions in my
own behalf. Conversations with a few key intercessors, friends who, in
effect, got between me and a predetermined bad ending, helped me to
interpret the development of my story differently and to see that alter-
native emplotments were possible, despite time constraints.1 Once I
was able to get unstuck, to perceive options still available to me, I felt
empowered, energized, and capable of taking actions instrumental to
actualizing a different and improved story. Clearly, the process of mov-
ing toward full engagement is a major struggle, even for a person who
has relevant expertise, access to information, personal and social
voice, ample interpersonal support, privileged connections, and finan-
cially feasible alternatives. For individuals lacking many or all of these
resources, overcoming a sense of fatalism and overpowering chaos
would be extremely onerous at best.

The final consideration I would like to address involves the expo-
nential power of narrative, that is, the resulting force of stories that
build on one another to deepen and accentuate meaning. Narratives
derive from specific circumstances at particular points in time with
characters having individual needs, motives, and emotions in context
with one another. Through their creation, narratives consciously
shape historical understandings of the events to which they refer and
may also have immediate impact in terms of actions and choices in the
moment. Stories also indefinitely lodge in fluid sociocultural spaces,
what Burke (1957) referred to as “the ‘unending conversation’ going on
in history” (p. 97) that allows them to be recollected and recreated in
entirely different situations, achieving influence in ways not antici-
pated by the original storytellers. This aspect was particularly evident
in how Lori Alvord’s tale of surgery gone awry and Peter’s and Maria’s
rendition of personal struggle in the attempt to have healthy babies
somehow became interwoven with my own account. Furthermore, I am
convinced that juxtaposing them in the course of one critical day signif-
icantly increased their impact on my own story.

In a unique sense, these stories served as a significant source of so-
cial support at the time I needed to make a decision about whether or
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not to stick with my originally planned surgery. Many individuals—
my husband, sister, close friends and colleagues—who were there to
listen sympathetically as I weepingly talked with them about my di-
lemma, later confided that they were pleased that I made the decision
to part ways with Dr. Rigor. However, they felt constrained in sharing
that opinion at the time, anticipating quite sensibly that should I de-
cide to go ahead with the original surgery, they would have further un-
dermined my trust in him, negatively impacting the outcome. They
carefully maintained neutrality in offering comfort and support. Of
all my confidants, only Peter gave me direct advice, impelled by his
story of the difference it had made to have an obstetrician that he and
Maria felt was on their side. Stories cannot be neutral; they convey a
point of view, a particular perspective. The tales about poor out-
comes related to problematic patient–physician relationships clearly
and strongly made implicit, persuasive arguments that reflected on
my own situation, and ultimately made an important difference in
shaping my narrative.

Just a few last thoughts. I realize that Dr. Rigor—if he bothers to think
about this episode at all—has a different version of this story to tell,
which is his prerogative, but he will need to find his own venue. Writing
this chapter has forced me to reconsider and search for lessons from a
difficult experience. The process of storytelling has a force all its own.

NOTES

1. Thanks to Paul Haidet and Tony Kroll for their help in understanding the
role of narrative embeddedness, alternatives, and intercessors in the un-
folding of this tale.

2. I am most grateful to Dr. Christina Beck for encouraging me to commit to
this essay at a time when I felt incapable of taking it on and to Dr. Carolyn
Ellis for her insightful, supportive feedback.
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16
“My Mom Had a Stroke”: Understanding

How Patients Raise and Providers Respond
to Psychosocial Concerns

�

Wayne A. Beach
San Diego State University

Jenny Mandelbaum
Rutgers University

In the following transcribed excerpts, drawn from a routine medical
interview, a patient repeatedly discloses that “My mom had a stroke.”
On three different occasions, over the course of a single medical en-
counter, the patient invokes his mom’s illness as a significant factor in-
fluencing key health behaviors that are eventually discussed: excessive
drinking, inadequate exercise and diet, and sleeplessness. However,
he does so in the midst of producing other actions: (a) explaining his
drinking, (b) offering mild disagreement with the interviewer, a physi-
cian’s assistant (PA), and (c) explaining why he does not exercise. In re-
sponse, despite patient’s repeatedly invoking the serious impact that
his mother’s stroke has had on his life and his health, interviewer does
not take up these psychosocial matters, nor even minimally acknowl-
edge them. Because the patient presents these serious lifeworld experi-
ences three times, at times quite dramatically, it seems anomalous that
the PA does not address them in some way.

This chapter focuses on how patients present and interviewers re-
spond to psychosocial problems during medical encounters. We reveal
how it comes about that the interviewer pursues a biomedical agenda
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in lieu of addressing patient’s health-relevant issues (e.g., see
Maynard, 1991; Beach, 2001; Beach, Good, Pigeron, & Easter, in
press; Heritage & Maynard, in press; Roter & Hall, 1992; Stivers,
2002), actively drawing attention toward bodily symptoms—blood in
his stools, a pancreas damaged by alcohol, high cholesterol, high
blood pressure, and excess weight—and not taking up concerns that
are made available, and could be heard as “root” (Barbour, 1995;
Felitti et al, 1998) or psychosocial problems underlying the patient’s
symptoms: stress caused by being a caregiver for both his mother and
father. Although the patient makes it clear that he takes these commit-
ments seriously, he also frames his caregiving efforts as rational expla-
nations contributing to his poor health habits.

More specifically, we examine how, in each instance, the patient
raises “Mom’s stroke” not as the focal, or main action of his turn, but
rather as part of the implementing action, or vehicle for producing the
focal or main action (i.e., the psychosocial impacts of caring for family
members):

• In Excerpt 1, he introduces the matter of his mother’s stroke as
part of an account for, or justification of, his drinking:

• In Excerpt 2, he offers “Mom’s stroke” in order to note the onset of
his drinking, as a way of disagreeing with the PA’s claim that his
stomach ailments might be related to his pancreas;

• In the third occasion (Excerpt 3), patient invokes “Mom’s stroke”
to account for his failure to exercise.

In each case, the matter of his mother’s stroke and the problematic
implications her condition has for his life, are raised in the service of
some other action—indirectly, not as something to be addressed in its
own right. In the ways these matters are introduced and structured,
then, the PA is not sequentially obligated to take up the patient’s psy-
chosocial, lifeworld issues. They are not announced as the “main
business” of the turns in which they occur. Rather, their introduction
is subordinate to, or a vehicle for, other primary and ongoing actions.
For instance, they are not introduced as announcements of good or
bad news, to which some sort of response to and eventual apprecia-
tion of the valence of the news delivery would be relevant (see Beach,
2002; Maynard, 1997, 2003). Nor does the patient initiate story pref-
aces seeking the interviewer’s alignment before producing an ex-
tended telling (e.g., see Beach, 2001; Jefferson, 1978; Mandelbaum
1989; Sacks, 199).

For example, over 30 years ago, Terasaki (1976; also in press) ob-
served how talk that may appear to do the work of “announcing” may
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not be treated by the next speakers as an “announcement.” “It appears
that features of the design and placement of the item in the overall
structure of the conversation contribute as much to its recognition as
do content considerations.” (p. 3).1 Kitzinger (2000)2 also notes that a
similar phenomenon can occur in utterances in which speakers “come
out” as lesbians or as intersexual. Speakers may “embed” their coming
out in a position that it is not presented as “announcing” news for ap-
propriate acknowledgment, uptake, and assessment. Coming out, in
these instances, is not the primary activity. Rather, it is embedded in
other social actions, and it is these other activities that get taken up by
next speaker: “Not presenting information about one’s sexuality as
news has decisive consequences for shaping the course of the talk’s de-
velopment. If it is not announced as news, recipients have to work hard
to receive it as such.” (Kitzinger, 2000, p. 185).

The interviewer in the case examined faces a similar predicament.
Although psychosocial matters are raised, they are in each case em-
bedded by the patient as accomplishing some other actions (i.e., ac-
counting, disagreeing), and produced in such a way that it is these
actions that are made relevant to be taken up by the PA. We now con-
sider both how this embedding of psychosocial matters is recurrently
achieved as well as the consequences of their embedding for inter-
viewer’s responses throughout this medical interview. In lieu of direct-
ness, scholars widely recognize the offering of cues or clues as
common behaviors produced by patients during medical encounters
(e.g., see Beach et al., in press; Gill, 1998; Gill, Halkowski, & Roberts,
2001)—resources for introducing psychosocial matters impacting
emotional and physical health and thus, the quality of life. Because in-
terviewers do not actively seek what patients only hint at, one conse-
quence is that no “official” attention is provided for them to be
addressed during interaction. However, as will be evident, patients’ in-
directness is not tantamount to the lack of significance for health and
well-being. Thus, the findings of this study provide clear implications
for both patients (in terms of how they present issues that have rele-
vance to their health, but which interviewers may not ask about), and
for interviewers (in terms of pursuing psychosocial matters that may
have health relevance, even if they are raised only tangentially).

While attending to patients’ concerns clearly does occur (e.g., see
Beach & Dixson, 2001; Beach & LeBaron, 2002), recent research has
consistently revealed a host of delicate moments arising from patients’
attempts to describe and offer lay diagnoses of their condition (see
Beach, 2001; Gill et al., 2001; Jones & Beach, in press; Peräkylä,
2002; J. D. Robinson, 2001; Stivers & Heritage, 2001). One primary
set of social activities involves moments where patients voluntarily
elaborate about their lifeworld circumstances, raising matters that
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could be heard to extend beyond what care providers were focusing on
in prior questions. Within these elaborations, patients often disclose
primary concerns, matters that may or may not be aligned with bio-
medical diagnoses but are nevertheless put forward as concerns. This
chapter shows three environments in which this can occur, and ex-
plains how it is that a care provider could come to fail to take up a pa-
tient’s psychosocial concerns. Our analysis addresses each of three
instances involving “Mom’s stroke” in the order in which they oc-
curred. The contiguous nature of these social activities is thus pre-
served and used as a resource for this analysis. Observations can then
be offered not only about each set of moments, but also their serial and
cumulative organization over the course of a single medical encounter.
Implications for communication and patient-centered care is raised
and elaborated.

DATA AND METHOD

Interactional materials are drawn from a corpus of videorecorded and
transcribed medical encounters within a large health maintenance orga-
nization (HMO) located in the southwest United States. All names and
references to individual’s identities have been removed to guarantee an-
onymity of speakers—PA and a 43-year-old male patient undergoing an
annual health appraisal. The presenting problem nominated by the pa-
tient at the beginning of the interview is severe, persistent diarrhea.

Conversation analytic (CA) methods are employed (see Atkinson &
Heritage, 1984; Drew & Heritage, 1992; Heritage & Maynard, in press;
Pomerantz & Fehr, 1997; Sacks, 1992). This mode of analytic induction
is anchored in repeated examination of recordings, in unison with sys-
tematic inspections of carefully produced transcriptions. Priority is
given to locating and substantiating participants’ methods for organiz-
ing and thus accomplishing social actions. It is an explicit and working
assumption of this research method that participants continually and
intrinsically achieve, through an array of interactional practices, dis-
played understandings of emergent interactional circumstances. The
overriding goal, in examination of both ordinary/casual and institu-
tional (e.g., medical) encounters, is to identify and describe patterns in
interaction through which everyday life events are socially constructed.

DRINKING AS A DELICATE MATTER

Excerpt 1 begins with a series of progressive and increasingly specific
questions by the PA about the frequency, quantity, and nature of pa-
tient’s drinking behaviors (see Appendix with transcription symbols):

346 BEACH AND MANDELBAUM



1.  “Do you drink?”: #2:3-4
INT: Do you drink?
PAT: Um hm.
INT: How often do you drink?
PAT: I usually have something °everyday° before >I go to bed<.
INT: Okay and about how many drinks per day [do you drink]?
PAT: [ Maybe three].
INT: And what is it that you’re drinking?
PAT: Usually vodka a:n: (0.2) °some kinda mixer �diet (.) seven up°

[or something.]
INT: [°O k a y °. .hh] Now. (.) drinks (0.2) in: the context of

description uh usually has different meanings ta different
people? .hh About what quantity per drink would you say
that you’re having.

PAT: In terms of fingers or [$uh heh heh heh heh huh$].
INT: [Yeah. Are you- are yo ]u having a

shot? Are you having
a:=

PAT: =>Probably about a shot<.=
INT: =°I see.° .hhh [And you-
PAT: [>But that isn’t- I mean that’s just been in the la:st< (.)

f:our years or five years that I’ve been [°doing that °   ].
INT: [>But you’ve b]een

doing that everyday<
(.) for the past four or five ye[ars?

PAT: [�Pretty mu:ch. (.)
INT: °Okay.° (.)
PAT: � My mom had a stroke (.) five years ago and u:h I have to

go every night after work and help (.) my dad out with
her so: = .hh when I come home just ta unwind $I have
a few drinks$ and then >go to bed<.

INT: � Have you ever noticed any blo:od in your stools or bla:ck stools?

Notice that once interviewer establishes patient’s drinking, he next
queries “How often do you drink?” Patient’s response, “I usually have
something (everyday) before >I go to bed<.” leaves unspecified both
an exact frequency and what he drinks. Yet, his drinking most “°every-
day°” makes available a potential drinking problem for the interviewer
to subsequently address, although it is not offered here as a problem.
Note that the patient volunteers that he drinks prior to going to bed.
Later in this excerpt, he makes clear that he seeks to unwind following
a day of work and caring for his mom and dad.

PA next continues to gather information by addressing the quantity
of patient’s drinking. His “Okay” responds to patient’s prior contribu-
tion by minimally acknowledging it before moving into a next question,
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“and about how many drinks per day do you drink?” (see Beach, 1993,
1995). This “Okay” action provides a brief glimpse into one resource
employed for keeping the discussion focused and on track to accom-
plish an agenda an interviewer is pursuing at any given point in time.

It is of some interest across the excerpts analyzed herein, then, that
the initial attempt by the patient to volunteer even minimal informa-
tion is met with some enforcement: Subtly but decidedly away from
topics and issues indirectly raised by the patient, and thus not raised
by the interviewer as he relies on “Okay” to move the medical encoun-
ter forward on his own terms.

It could be argued that, in providing the information regarding when
he drinks (“before I go to bed”), the patient might be making available
to the PA something that could be heard to be related to why he drinks.
It is clearly not germane to how much he drinks, but locates it in the pa-
tient’s day, and could be heard to be the beginnings of an account (ex-
planation) for why he drinks (Buttny, 1993; Heritage, 1983; Scott &
Lyman, 1968). Mentioning the timing of the drinking when it has not
been actively solicited could be heard to be a way of making available to
the physician that there could be more to report regarding the drink-
ing, such as the reason for it, that may be tied to when it occurs. This is
not made actively relevant in any way, but the provision of a piece of un-
solicited information could make available to the PA the opportunity to
probe further in order seek a reason for its provision. The PA merely
acknowledges the information and moves on to the next question re-
garding how much the patient drinks.

In overlap ( [ ] ) and response, patient’s “Maybe three.” suggests that
an exact “metric” for assessing “how many” drinks is an ambiguous
task (see Halkowski, 2000). So too is providing an exact answer to in-
terviewer’s next “And what is it that you’re drinking?,” as patient again
qualifies that it is usually vodka and some kind of mixer. It is this inter-
play, between the interviewer’s seeking specific answers and the pa-
tient’s repeated offerings of hedging and inexact assessments, that his
next question is designed to elicit a more specific quantification of how
much the patient actually drinks:

2.  “In terms of fingers”: #2:3
PAT: Usually vodka a:n: (0.2) °some kinda mixer −(diet (.) seven up °

[or something.]
INT: [°O k a y °. .hh ] Now. (.) drinks (0.2) in: the context of

description uh usually has different meanings ta different
people? .hh About what quantity per drink would you say
that you’re having?

PAT: 1� In terms of fingers or [$uh heh heh heh heh huh$].
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INT: [Yeah. Are you- are yo ]u having a
shot? Are you having a:=

PAT: =>Probably about a shot<.=
INT: =°I see.° .hhh [And you-
PAT: 2� [>But that isn’t- I mean that’s just been in the

la:st< (.) f:our years or five years that I’ve been [°doing that ° ].
INT: 3� [>But you’ve b]een doing that everyday<

(.) for the past four or five ye [ars?
PAT: [�Pretty mu:ch. (.)
INT: °Okay.°

First, PA’s “°Okay.°” acknowledges the patient’s response of “−diet
(.) seven up °[or something.]”, closing this sequence. “Now” shows
that he is moving on to something else that could be heard to have its
basis in what precedes it. Because descriptions of quantity mean
different things to different persons, the interviewer seeks a more
specific “objective” measure from the patient. Patient offers a can-
didate metric: “In terms of fingers or [$uh heh heh heh heh huh$].”
As patient raises his left hand for interviewer’s inspection, he
forms different finger combinations (one to three) to symbolically
portray possible measures for the amount of liquor in a glass. The
fact that patient’s verbal and visual depiction are followed by laugh-
ter ($uh heh heh heh heh huh$) may mark the somewhat awkward
yet humorous and even delicate nature of his gesture and topic.
Although the activity “at hand” (literally, in this instance) could
simply be constructed by the patient as funny, the patient also ex-
hibits awareness that the problem he addresses—quantity of alco-
hol consumed—is ultimately a serious matter requiring resolution.
Discussing excessive drinking is delicate in almost any environ-
ment, particularly a medical one (see Haakana, 2001). Discussing
such personal matters with a stranger also contributes to the deli-
cacy of these moments.

In overlap, the interviewer translates the patient’s “fingers” analogy
and gesture into a more common metric—“a shot?”—which patient’s
“Probably about a shot.” essentially confirms as a reasonable estimate
and the interviewer quietly responds with °I see.°. It is here (2 �), be-
fore the interviewer can complete what appears to be a next question
(“And you-”), that the patient qualifies the amount of his drinking by
stating that he’s only been drinking like that “in the la:st < (.) four years
or five years.” This oblique reference to “the last four or five years”
could make available to the PA that there is some circumstance that be-
gan 4 or 5 years ago that prompted the drinking. Similar to “before I go
to bed,” this information is not directly sought by the PA, and although
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it is hearably relevant to the current project (providing an objective
measure of how much the patient drinks) it offers another kind of ob-
jective measure of how long the drinking has been going on, and raises
an unexplained question: Why 4 or 5 years? While this issue consti-
tutes something the PA could take up, it is packaged in the service of
minimizing the longevity of the drinking, and thus is not officially prof-
fered as that on which talk should now be focused: It is produced offi-
cially in the service of quantifying the drinking, rather than raising
psychosocial matters that might have prompted the drinking.

The prior sequence is possibly complete at this point. Indeed, the
PA has acknowledged the patient’s response that he has “probably
about a shot” with “I see,” showing that this question has received its
answer and that the sequence is closed. Thus, patient’s attempt to
minimize the extent of the drinking by limiting it to the past 4 or 5
years reopens it, providing for the possibility of further talk regarding
this matter. Again, the PA is not put in the position where actively pur-
suing a psychosocial matter is made directly relevant, because it is
raised officially in the service of quantifying the drinking. That he pro-
vides this attempt to delimit the extent of his drinking at this moment
may also evidence his recognition that he could be found at fault for
excessive drinking—and seeks to minimize possible blame associ-
ated with his actions (e.g., see Beach, 1996; Heritage, 1983). Thus,
patient may be seeking to situate his drinking within significant (as
yet unarticulated) lifeworld events.

In response (3�), interviewer checks his understanding of pa-
tient’s quantification of his drinking. The words the patient provided
for characterizing the extent of the drinking are used by interviewer
as a counter assertion (see Beach, 1996; M. H. Goodwin, 1990) for
characterizing the extent of the drinking. The patient then confirms
this hearing, and PA’s “Okay” shows that he takes it that this sequence
is closed.

This action is, curiously, akin to how cross-examining attorneys do
not simply query opposing/unfriendly witnesses but construct accu-
sations shaped to attribute wrongdoing and even challenge the believ-
ability of witnesses’ stories/testimony (see Atkinson & Drew, 1979;
Drew, 1978, 1985, 1992; Metzger & Beach, 1996). Here, inter-
viewer’s not taking up the patient’s reference to “f:our or five years”
bears resemblance to some modes of interrogation designed to re-
strict contributions from question recipient. On such occasions, it is
not uncommon for those whose narratives (or potential narratives)
have somehow been constrained or challenged— as with courtroom
witnesses and even during news interviews (see Clayman & Heritage,
2002)—to continue by offering a fuller explanation substantiating
their position, defending their argument, or even pleading for their
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innocence. The patient orients here to the problematic character of
drinking to this extent, and seeks to provide some psychosocial infor-
mation that explains and justifies this extensive drinking. Such an ex-
planation is not actively sought by the PA—he has shown with his
sequence closing turn, “Okay,” that he takes this sequence to be offi-
cially closed. However, it may be generated by a possible hearing of
the PA’s understanding check, “But you’ve been doing that everyday
(.) for the past four or five years?” as also embodying an accusation or
critique of the patient.

The patient then uses this opportunity to provide an account of what
happened 5 years ago that could be heard to at least explain what could
have prompted this drinking:

3.  “My mom had a stroke”: #2:4
PAT: � My mom had a stroke (.) five years ago and u:h I have to go

every night after work and help (.) my dad out with her so:
= .hh when I come home just ta unwind $I have a few
drinks$ and then >go to bed<.

INT: � Have you ever noticed any blo:od in your stools or bla:ck
stools?

This excerpt begins with a report of his mother’s stroke. As
Kitzinger (2000) noted with regard to “coming out,” his mother’s ill-
ness is presented at a point in the utterance (here, in the beginning),
such that it is not presented as an announcement to be responded to.
Rather, it is followed by a report of his obligation: “I have to go every
night after work and help (.) my dad out with her.” This volunteered in-
formation further legitimates the extremity of his situation (see
Pomerantz, 1986)—a caregiving obligation from which there is little
“time out”—efforts aiding both his ill mother and dad (presumably,
mom’s primary caregiver).

Importantly, however, he next formulates (“so:”) that his drinking is
a consequence of his caregiving efforts. In this way, he clearly accounts
for having a few drinks. The report is produced quite overtly in the ser-
vice of explaining how (and why) he comes to be drinking so much.

As patient volunteers “when I come home just ta unwind $I have a
few drinks$,” additional and key information is disclosed: (a) A
need to “unwind,” which implies ongoing stress; (b) A delicate orien-
tation to drinking, marked by laughter ($$) demonstrating patient’s
awareness that a discrepancy exists between his drinking and what
good, appropriate patients might do to preserve their health
(Haakana, 2001). As noted, such actions are routine during medical
interviews, particularly when patients portray their behaviors as
knowingly unfavorable and thus potentially unhealthy. Through
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these efforts, it is clear that the patient works to account for his
drinking as a resource for coping with difficult family responsibili-
ties. He also designs his account to better inform interviewer of the
difficult life circumstances he is facing. Such an account could make
relevant an offering of reassurance and compassion about his trou-
bling situation (actions discussed in the conclusion of this chapter).
However, because it is produced specifically as a postexpansion of a
series of exchanges regarding the quantity of his drinking, the PA
could possibly hear it merely as accounting for these actions. Fur-
ther, the mention of his mother’s stroke is positioned at the begin-
ning of this unit of talk, removing it as far as possible from the part
of the turn designed to be responded to. That is, although the life cir-
cumstances the patient produces could be taken up here, they are
produced at the beginning of the turn, not as an announcement for
immediate response, but rather in service of another action: ac-
counting for excessive drinking. They are not produced as an an-
nouncement in their own right. Their position in this part of the
interaction—as the reopening of sequence (question by PA, answer
by patient, acknowledgment by PA), providing a report of circum-
stances that can be heard to be accounting for the facts established
in the immediately prior sequence—mean that the interviewer is not
put in the position of “having” to respond to the psychosocial con-
cerns that are the vehicle for the action of accounting for the quantity
of drinking. Yet the patient raises serious life concerns, framing
them as directly relevant to (that is to say, generative of) the health-
related matter currently under discussion.

In the next turn, interviewer continues with, “Have you ever no-
ticed any blo:od in your stools or bla:ck stools?” While bloody or
black stools may be symptomatic of damage caused by excessive
drinking, and thus are biomedically relevant, the interviewer can be
seen here to be missing a prime opportunity to support and talk fur-
ther about the serious, and clearly closely associated issue that the
patient has depicted. As interviewer chooses not to deviate from “the
biomedical agenda,” a “window of opportunity” for being empathic
and connecting with the patient has thus been passed by (see Bellet
& Maloney, 1991; Branch & Malick, 1993; Lang, Floyd, & Beline,
2000; Spiegel, 1999; Suchman, Markakis, Beckman, & Frankel,
1997). His lack of uptake overlooks the patient’s disclosure of di-
rectly relevant, personally private, and delicate information. More-
over, the significance of the patient’s “lay diagnosis” (Beach, 2001)
for treatment and possible referral is (at this moment) left hanging.
Essentially, the interviewer chooses to sustain a focus on physiologi-
cal matters in lieu of a practical description of his directly relevant
daily lifeworld experiences.
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Summary

To briefly summarize Excerpts 1 through 3, patient’s initial and tan-
gential raising of the family context influencing his drinking were not
pursued by the PA. The patient’s subsequent and fuller depiction
about “my mom had a stroke,” produced to account for his heavy
drinking, is not taken up. Instead, interviewer pursues his questions
about physiological matters. Although the patient has progressively in-
troduced details of his psychosocial situation, often as subordinate
rather than focal matters, interviewer has chosen to focus exclusively
on biomedical concerns. This option is in no small part made available
by the way the patient raises these concerns (i.e., as an account rather
than an announcement, and located in a part of the turn that removes
it from that which is directly response relevant).

A DISMAYED RESPONSE

The patient’s second reference to mom’s stroke occurs approximately
9 minutes following Excerpts 1 through 3, soon after the completion of
a physical examination, and thus during a phase of diagnosis and
treatment (Byrne & Long, 1976). Interviewer begins with a projection
of what he will do next (go over a list of items “quite uh germane to your
health”) that could be heard to indicate that the upcoming matter is
delicate (Schegloff, 1980). He then proceeds to offer a recommenda-
tion, that he shows he is making with the support of his supervising
physician, that relies on a possible diagnosis of pancreas trouble pro-
voked by excessive drinking as the cause for the persistent diarrhea
that the patient has come in with. The first issue addressed is drinking,
an elaboration raising concerns about possible damage and “ill effects
born by the uh alcohol”:

4.  “mom’s had her stroke”: #2:22-23
INT: Now um .h I want to go over some things which I uh (1.0)

found and they’re quite uh germane to your health. And one
of those is the uh (0.3) drinking that you mentioned?

PAT: Um hmm.
INT: You said that you’re having (.) five <drinks a day> and there

are con- some concerns. (.) Uh those concerns are number
one, .hh uh alcohol does effect your pancreas, .hh an:d uh
that may have some effect upon .hh what’s going on with
your diarrhea.=I’ve >had the opportunity to speak< with my
mentoring physician, .hh and uh he’s recommended that we
do some additional tests on ya (.) pt .hh one of which is
called a serum amylase.=That- that’ll give us an idea .hh of
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how your pancreas is functioning.=What your pancreas does
in your body is it produces various enzymes that aid in
digestion as well as producing insulin and glucogons, which
is used in the regulation of your (.) blood sugars so we’re
going to test that. The other thing [we’re].

PAT: [Blood] sugars were pretty
low [  normal  ].

INT: [Yeah yeah y]ou’re not a diabetic.=So (.) when we’re
checking your amylase .hh we’re not checking for diabetes,
we’re checking to see if your pancreas .hh is being damaged
from the alcohol. .hh The other thing we want to look at is
how your liver (.) is functioning .hh and to see if there is
any ill effects born by the uh alcohol so we’re going to do
some liver function test (.) as well.

PAT: 1� Oh but the daily you know the °drinking° everyday at
night has been just since my mom’s had her stroke the
last four- four or five years. (.) >The diarrhea’s been<
since I really think nineteen years at least [( probably)].

INT: [ Okay  but ]
sometimes these things-.

PAT: 1� >But I’ll check it.< I don’t know I $hmph$.
INT: 2� NOW (.) we’re also going uh to send a referral to Doctor

Dorsey who is your designated primary care physician.
PAT: He is?
INT: And [uh:::-].
PAT: [°I’ve  ] never been there.°

The PA attributes to patient his reporting that he has “five <drinks a
day>”—emphasized by being spoken slower (< >) than surrounding
talk. (Patient actually reported having “Maybe three, ” but does not cor-
rect PA’s summary.) Informed that his pancreas may have been adversely
affected by alcohol, which may explain patient’s ongoing problems with
diarrhea, interviewer’s discussion with his mentoring physician (a com-
mon practice for PAs) has given rise to the prescription of additional tests
(e.g., serum amylase). Next, interviewer explains this test and moves to
describe for patient how the pancreas functions in the body. A query by
patient seeks confirmation of low blood sugars, which interviewer appar-
ently understands the patient as implying that this indicates that he may
be diabetic. The PA rejects this concern by stating he [the patient] is not
diabetic. He also again emphasizes the need to determine if the patient’s
pancreas has been damaged, and that the liver will also be tested.

The PA’s lengthy overview is met with surprise by patient (1�), indi-
cated by a turn-initial “Oh.” As Heritage (1984, 2001) has noted, “oh
prefaces” routinely treat prior speaker’s positions as “questioning the
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unquestionable” (2001, p. 4), actions which are misconstrued if not al-
together inaccurate, inappropriate, or even inapposite (see also Beach,
1996). Such “oh prefaces” also project nonalignment as speakers
move next to reassert contrary positions, as the patient’s “but” indi-
cates. He reemphasizes that his daily drinking, at night, “has been just
since my mom’s had her stroke the last four- four or five years.” This
declaration is followed by a reporting designed to clarify his problems
and reveal an inconsistency in the interviewer’s reasoning: Because he
has experienced diarrhea for at least 19 years, how could this ailment
be caused by drinking the last 4 to 5 years?

Essentially, the patient has challenged a portion of PA’s diagnosis.
We have shown that, when patients proffer their own and/or question
an interviewer’s diagnosis, such contributions are treated with hesita-
tion and indirectness—as though patients are resisting adherence to a
biomedical model in which physicians address diagnosis, and only
subsequent to data gathering and physical examination. By displaying
interactional resistance to distinct and mandated phases of clinical in-
terviews, traditional and biomedical procedures are repeatedly chal-
lenged. In turn, physicians routinely resist opportunities to expand on
actions soliciting early requests for diagnostic information (Jones &
Beach, in press).

Here the patient reports facts—the duration of his drinking, and the
duration of the diarrhea—leaving the PA to formulate the upshot of the
report (Drew, 1984). This technique of a “novice” reporting circum-
stances and leaving the “expert” to formulate its (disagreeing) “profes-
sional” implications has been noted in the library setting also
(Mandelbaum, 1996). In the library, as is perhaps also the case here,
such a technique may be used as a “delicate” method for disagreeing
with a professional, because it provides resources for the professional
to revise his professional opinion. Although, the patient is not solicit-
ing an early request in the present case, he clearly offers an alternative
analysis of relationships between his drinking and diarrhea, and in
this way, makes available a possible disagreement with what the PA
proposes doing. In response, with “Okay but sometimes these
things-.”, The PA begins what could be heard to be a contesting of the
patient’s action. Patient then builds a contrast to his prior turn (indi-
cated by “But”) and offers uncertainty: (1�)—“>(probably). But I’ll
check it.< I don’t know I $hmph$,” thus altering his position. “But I’ll
check it” registers his concern, and the decision to comply regardless.
Here, the patient displays recognition that, although his counter to the
interviewer’s position is potentially unfavorable, so too is he aware that
his speculation about how long his diarrhea has occurred—initially
marked with more fervor—is tenuous. Three specific actions are rele-
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vant here: (a) Patient states a need to “check” the claim he has ad-
vanced; (b) claims insufficient knowledge (Beach & Metzger, 1997)
with “I don’t know”; and (c) laughs with $hmph$. Taken together, pa-
tient qualifies and backs off of the accuracy of his position, expressing
some doubt and deference in the presence of a medical expert. Such
actions are exceedingly common during medical interviews: “since pa-
tients are overwhelmingly tentative in their various solicitations, they
reveal distinct orientations to their actions as delicate maneuvers
while also legitimating physicians’ authority and expert knowledge”
(Jones & Beach, in press, p. 31; see also Gill, 1998; Gill et al., 2001).
This delicacy may be further indexed when the patient completes his
utterance with laughter ($hmph$).

In response, (2�) PA’s “NOW” is a way of moving on to the next activ-
ity and is followed by the PA moving on to the next recommendation
that he has for diagnostic testing. However, the patient’s mentioning his
mother’s stroke serves as the method he uses to implement the pri-
mary action of this turn, questioning the PA’s assumptions about the
patient’s pancreas. Further, it functions as an enforced attempt to draw
attention away from patient’s reported history and toward a referral to
“your designated primary care physician.” Doing so essentially curtails
further elaboration of the patient’s attempt to clarify interviewer’s diag-
nosis. It also makes clear that although patient treats such matters as
relevant to his medical history and thus diagnosis, they are best ad-
dressed (if at all) by another medical expert he will “send a referral
to”—a relationship patient reports being unaware of because he has
“never been there.°”

Summary

In this instance also, the patient’s mother’s stroke is raised as part
of the method for implementing another action. Here, he delicately
lays grounds for disagreeing with PA’s diagnosis. When he mentions
that “the daily you know the drinking everyday at night has been just
since my mom’s had her stroke the last four- four or five years,” this
is done as part of contesting the physician’s claim that the diarrhea
has been caused by heavy drinking. The case is completed by build-
ing the contrast that the diarrhea has “been since I really think nine-
teen years at least probably.” He is building a contrast between the
duration of the drinking (4 to 5 years, prompted by the Mom’s
stroke) and the duration of the diarrhea (roughly 19 years). The fo-
cal action here calls into question the diagnosis the PA has offered.
Patient reports circumstances that put him in the position to infer
that a pancreas damaged by heavy drinking is unlikely to be the
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cause of the diarrhea, because the diarrhea is of much longer dura-
tion than the drinking.

Again, it would be possible for PA to take up the psychosocial matter
of the mother’s stroke and its impact on the patient, but this would in-
volve beginning a quite different line of action than the one under way.
Clearly, an important issue for care providers to consider is when and
how to take up such matters, especially those that may underlie a set of
potentially serious health problems (as appears to be the case here).

A SERIES OF OPPOSITIONAL COUNTERS

The third and final reference to mom’s stroke occurs nearly 3 minutes
following (Excerpt 4). Interviewer offers specific advice for patient’s
drinking, namely, to “cut down” to no more than two ounces (shots) a
day and if that continues to be a problem, contact the chemical de-
pendency program. Attention is then drawn to “the need to exercise,”
as interviewer queries “… are you exercising at all?”

Again, the matter of his mother’s illness is subordinated to another
principal activity—accounting for a failure to exercise:

5.  “Not since my mom got sick”: #2:25-26:
INT: Okay. pt .hh Now in terms of um (.) your drinking, .hh need

I say (.) you certainly need to cut down. (.) Ideally no more
than (.) two ounces a day. pt .hh Um: If that might become a
problem area for ya .hh we do have a chemical dependency
program.= I’ve circled the name and the phone number
and you may call them at your leisure.

PAT: °Okay.°
INT: And I’d like to um (.) talk about some other things which

are certainly important. One of tho:se is u::h (.) the need to
exercise and I didn’t ask ya are you exercising at all?

PAT: 1� °Not since my mom got sick.° >I used to bike ride< three
miles but I- I hadn’t had time.

INT: 2� Well exercises (.) even if it’s no more than just walking
for thirty minutes non stop three to five days a week .hh
is a valuable tool. pt And uh it’s certainly-

PAT: 3� I- I don’t have thirty minutes <either. $heh$ But what I do
is like> when I came here (.) is I took the stairs instead
of the elevator.

INT: [Uh hmm ].
PAT: 3� [ I always t]ry to take the stairs at work (.) rather than

call somebody in the next office.
INT: Uh hmm.
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PAT: 3� >I’ll walk over there so I try to get as much exercise as I
can that< way but setting time aside $ I just don’t$ have
it.

INT: 4� Well- what I’d like to do though is just uh: (.) tell you
that that (.) is something that you should consider doing
in the future. And the reason why is it does help to raise
your good cholesterol.

PAT: [ Um hm].
INT: 4� [ It produ]ces chemicals in your brain which helps to deal

with anxiety and stress. .hh It uh [helps].
PAT: [ I  lo  ]ve to exercise.=
INT: 4� =Good. (.) Helps to lower your blood pressure, and it

certainly helps you with weight. And >there’s a little
guide< to sort of help you with that. .hh And > here’s a
little handout< I’d like to share with you.

Without hesitation, in response to PA’s question about exercise, pa-
tient provides his mother’s illness as an account for not exercising: “Not
since my mom got sick.” (1�). The occurrence of mom’s stroke is again
invoked as an event of considerable magnitude in the patient’s life: It is
invoked as an account for his drinking and now for not exercising (e.g.,
not riding his bike 3 miles). The immediacy of patient’s response also
reveals mom’s stroke as a benchmark date for assessing the time he has
available to invest in health-promoting activity. This utterance marks
the third time that this particular psychosocial matter has been raised
in direct connection with the patient’s serious health problems (exces-
sive drinking and failure to exercise). As we have observed, in each case,
it has been raised as part of the implementation of some other action
such as accounting for his unhealthy conduct, or making available evi-
dence that could counter the PA’s attempted diagnosis. Yet, it is nonethe-
less surprising that, given the clearly pressing and recurrent nature of
the patient’s concern, the PA continues to not take up his concerns.

Because “mom’s stroke” is not presented as the patient’s direct and
only problem at any point in the interview, the PA does not exhibit being
compelled to acknowledge or pursue these psychosocial matters. In
the ensuing series of turns, as the interviewer continues to promote the
value of exercise, patient continues to indicate his positive attitude to-
ward exercise but his inability to make time for it. In (2�), by reassert-
ing the importance of exercising, the PA treats the patient’s prior turn
(1�) as his accounting for not exercising. Similarly in (3�), patient
again accounts for his lack of exercise by reporting his lack of even 30
minutes and offering what he does instead (taking the stairs). In re-
sponse, the interviewer minimally acknowledges, and the patient con-
tinues to give examples indicating his willingness to exercise. Yet, the
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patient does not state making exercise a priority over his other daily ac-
tivities. Finally in (4�), the PA prefaces his report of another advantage
of exercise with encouragement to the patient to “consider doing” it “in
the future.” This recommendation indicates that the PA still considers
the patient to be in need of persuasion in the face of the patient being
resistant to exercise regularly. The patient’s “I love exercise” continues
to positively assess the value of being physically active, yet leaves hang-
ing an inability and/or unwillingness to enact an exercise plan because
of the time constraints his mother’s illness imposes.

This orientation by the interviewer is consequential for the unfold-
ing of this interview, which resembles a series of reciprocal counters
not unlike those noted earlier (see Excerpt 2). For example, just as the
interviewer’s (2�) fails to pursue patient’s problems, so too does pa-
tient (3�) immediately dismiss the interviewer’s suggestion: “I- I don’t
have thirty minutes <either. $heh$”. Here, the patient treats as deli-
cate his discounting and thus challenging of interviewer’s proposed
“walking” solution. Similarly, just as the patient produced an extended
utterance establishing the relevance of his efforts to exercise (3�), the
interviewer also provides a series of reasons for compliance: Raising
good cholesterol, reducing anxiety and stress, lowering blood pressure
and weight. His reference to “anxiety and stress” is the closest he gets
to addressing the concerns the patient has nominated throughout this
entire medical interview. It is noteworthy, however, that “anxiety and
stress” are raised here as part of a generic and itemized list (see Jeffer-
son, 1990) for advancing health through exercise, not as tailored to the
patient’s unique circumstances. In the end, a compromise does not
emerge where the patient might somehow increase his exercise in the
midst of work and caregiving responsibilities.

Summary

For the third time, the patient uses his mother’s health as an account
for medical-related noncompliance. In turn, the PA does not utilize op-
portunities to address how the patient’s mother’s illness, and the
caregiving responsibilities he takes on, reveal key health implications.
However, it is once again clear that the particular ways the patient
raises his mother’s health situation remain embedded, that is, in a po-
sition in the ongoing turn where they are not made available as that
which “should” or even “must” be responded to.

DISCUSSION

Close analysis of the social actions comprising this medical interview
reveal that the patient’s references to his mother’s illness are not
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straightforwardly produced, such as an announcement requiring
response and assessment by the PA. In sequential terms, the patient’s
accounting, disagreeing, and explaining of his daily circumstances
provide resources for interviewer to not directly address and pursue
mom’s stroke—as consequential for the caregiving the patient pro-
vides, as impacting how the patient lives an unhealthy lifestyle, or as an
ongoing and serious health matter requiring medical attention. These
issues are not addressed in this interview, and we have advanced se-
quential, “structural” reasons for their not be taken up by PA: Local,
embedded, and systematic explanations for why and how the patient’s
troubling life circumstances—not presented to be taken up, but in the
service of explaining his drinking and life circumstances—do not get
discussed. Technically, then, interviewer does not disattend concerns
that patient did not make directly available as topics in their own right.

No claim is being made that the PA lacks concern for the patient’s
health condition. It is possible that the patient benefited, perhaps in
significant ways, from participating in this medical interview. It is
also possible, as with Excerpt 2, that the patient is anxious to connect
his drinking firmly to his mother’s illness, not just as an account for
his behavior, but also to show that it is short-term conduct—at least
in contrast with his long-term diarrhea—and may in fact not be as rel-
evant as the PA is intimating. However, clearly, the interviewer did not
seek elaboration on the patient’s family dilemma, and thus further
talk about the relevance of mom’s stroke to the patient’s health and
lifestyle was constrained. Left unexplored, then, are potential “root
issues” (see Barbour, 1995; Felitti et al., 1998) contributing to ongo-
ing health problems and how such knowledge might shape not only
diagnosis, treatment, and referral but, ultimately, mortality and mor-
bidity. Thus, our findings should not be taken to imply that, by not
further discussing patient’s mom’s stroke, better medical care was
necessarily provided.

In writing this chapter we have had the opportunity to discuss these
and a host of related and complex issues, which may be summarized
as follows:

• What relationships exist between (a) a technical, sequential basis
for interviewers not addressing concerns raised (but not raised to
be directly addressed) by patient; and (b) acknowledging, reas-
suring, and offering support for patients’ troubles even though
they are not presented as primary topics for discussion?

• What windows of opportunity are passed by when not addressing
“cues or clues” offered by patients about their condition, and
what implications arise for the ongoing quality of care?
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• What interactional evidence can be provided about “compassion-
ate” care in the midst of indirectly provided concerns by patients?

Indeed, the materials examined herein exemplify recurrent prob-
lems in not only providing medical care but also establishing sufficient
interactional explanations for the organization of medical interviews.
As noted, a long-standing and primary concern with understanding
patient-centered care involves the diverse ways patients offer “cues or
clues” about their concerns, how (or if) these behaviors are addressed
by providers, and overall impacts on healing outcomes (e.g., see
Balint, 1957; Barbour, 1995; Beach & Dixson, 2001; Beach &
LeBaron, 2002; Cassell, 1985; Engel, 1977; Frankel & Beckman,
1988; Gill, 1998; Gill et al., 2001; Heath, 1986, 1988, 2002; Jones &
Beach, in press; Lang et al., 2000; Levinson, Gorawara-Bhat, & Lamb,
2000; Marvel, Epstein, Flowers, & Beckman, 1999; Mishler, 1984; Sti-
vers & Heritage, 2001; Suchman et al., 1997; Waitzkin, 1991). How-
ever, how are “cues or clues” to be evidenced as interactional
achievements, and in response, how do medical experts address (or
not) patients’ concerns (whether indirectly or directly raised)? The
interactional moments examined in this chapter make clear that, over
the course of a single medical interview, a distinction needs to be made
between how a patient repeatedly verbalizes concerns about his mom’s
stroke, and how he does not actively invite pursuit of an obvious and
important set of health-related topics (see Beach, 1996; Pomerantz,
1984). Similarly, other work is moving forward, such as ongoing exam-
inations of how cancer patients’ subtle and directly produced verbal
and nonverbal expressions of “fear” get responded to by oncologists
(Beach et al., in press).

It is important to emphasize that speakers’ reportings about their
worlds “are in fact extraordinarily complex speech events” (M. H.
Goodwin, 1990, p. 230), progressively and collaboratively built in and
through conjoint, moment-by-moment actions (see Beach, 2000;
Mandelbaum 1989). Across a wide array of both ordinary conversa-
tions and institutional encounters (see Drew & Heritage, 1992), con-
ceptions of “narratives” as uninterrupted monologues, produced by
single speakers, are inadequate if and when the achieved character of
human interactions remain the grist for the analytic mill. From the ma-
terials examined herein, it is possible to extract key moments of the pa-
tient’s “narrative” and integrate his concerns into a coherent
framework. The result would appear something like the following:

I usually have something ° everyday ° before >I go to bed<�>But that
isn’t- I mean that’s just been in the la:st< (.) f:our years or five years that
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I’ve been ° doing that °�My mom had a stroke (.) five years ago and u:h I
have to go every night after work and help (.) my dad out with her so: =
.hh when I come home just ta unwind $I have a few drinks$ and then
>go to bed< � Oh but the daily you know the ° drinking ° everyday at
night has been just since my mom’s had her stroke the last four- four or
five years. (.) >The diarrhea’s been< since I really think nineteen years
at least (probably) >But I’ll check it.< I don’t know I $hmph$. °� Not
since my mom got sick.° >I used to bike ride< three miles but I- I hadn’t
had time.� I- I don’t have thirty minutes <either. $heh$ But what I do
is like> when I came here (.) is I took the stairs instead of the elevator�
I always try to take the stairs at work (.) rather than call somebody in
the next office�>I’ll walk over there so I try to get as much exercise as I
can that< way but setting time aside $ I just don’t$ have it.

From this extracted “narrative,” a claim could be advanced that the
patient repeatedly attempts to raise that and how his mom’s stroke
continues to influence his life. Yet to whom does he raise the fact and
with what interactional consequences? Viewing the patient’s “narra-
tive” as solely produced does provide a user-friendly opportunity to
comprehend the basic gist, or plotline, of the drama he is portraying.
What is inevitably lost, of course, are the interactional contingencies
co-produced by the interviewer and the patient animating this encoun-
ter: As we have shown, each utterance is designed as responsive to not
just any but specific social actions, and in turn, makes available to the
next speaker particular and relevant understandings of evolving
courses of meaningful conduct—behaviors that, by definition, could
not and would not be produced by individuals apart from this embed-
ded context (Goodwin, 2003). Inherently, social phenomena—such as
extended answers to prior questions, delicately produced laughter,
raising concerns indirectly, or not addressing topics related to mom’s
stroke—would therefore not be available for examination. The lack of
embedded contexts would be a great loss if what we seek to understand
is how communication shapes, and is shaped by, illness and wellness.
Nor would a much wider range of social activities be available as a re-
source for better understanding the interactional organization of med-
ical interviews—for their own sake as interesting forms of institutional
involvements, and/or to improve communication between providers
and patients.

These are critical issues as medical care systems seek innovative
ways to preserve wellness, medically and morally (Bergmann, 1992).
The consequences of artificially separating body, mind, and spirit are
nontrivial for the human condition. When patients’ basic needs and
concerns are unmet—even as a result of their inability to raise them di-
rectly—patients seek return visitations, including ERs, because their
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stated problems were not heard and attended to in prior encounters.
Satisfaction, loyalty, and compliance is compromised in ways severely
impacting healing outcomes. Despite increasing technological sophis-
tication, malpractice suits escalate as basic communication problems
between patients and providers drive the machinery of litigation (see
Levinson et al., 2000). Resolving these disjunctures begins with giving
priority to basic social actions: How the patients construct and the pro-
viders respond to lifeworld experiences throughout history taking,
physical examination, and diagnostic and treatment discussions. Any
prescriptions we offer about how to improve these critical moments
must remain sensitive to actual practices employed by lay and medical
experts (Heath, 1986), accessible only through close examination of
recorded and transcribed encounters. The alternative is to propose
vague solutions for nonexistent interactional problems, or perhaps
worse yet, specific but misdirected remedies further restricting pa-
tients’ disclosures.

NOTES

1. For example, consider the following excerpt and discussion by Terasaka
(1976):

(3) [NB:—2]
l B: So, Elizabeth’n Will were s’poze tuh come down las’night
2 but [there was death ’n the fam’ly] so they couldn’
3 come so Guy’s asked Dan tuh play with the comp’ny deal,
4 so I guess he c’n play with’im. So,
5 A: Oh good.
In this example, the news of the death (indicated by brackets) is not re-

marked on, whereas the news that the golf game will take place is received
as assessable news. Our suggestion is that a major factor in the recognition
of announcements by speakers is to some degree independent of the con-
tent of the events they report and resides, instead, in the organization of
their presentation in the talk.

Thus, announcements should be differentiated from talk about occur-
rences that might otherwise appear to be announceable but can be shown to
have been “buried” in their presentation. There are additionally instances
of talk in which a recipient treats some talk as news to them, which were not
marked by the deliverer as announcements.

2. We are grateful to Gene Lerner for pointing out the relevance of this article.
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APPENDIX: TRANSCRIPTION SYMBOLS

In data headings,“SDCL” stands for “San Diego Conversation Library,”
a collection of recordings and transcriptions of naturally occurring in-
teractions; “OC” represents “Oncology,” followed by vernacular ex-
tracts drawn from the video-excerpts being analyzed (e.g., “feeling (.)
lately”).The transcription notation system employed for data segments
is an adaptation of Gail Jefferson’s work (see Atkinson & Heritage,
1984, pp. ix–xvi). The symbols may be described as follows:

: Colon(s): Extended or stretched sound, syllable, or word.

Underlining: Vocalic emphasis.

(.) Micropause: Brief pause of less than (0.2).

(1.2) Timed Pause: Intervals occurring within and between same or dif-
ferent speaker’s utterance.

(( )) Double Parentheses: Scenic details.

( ) Single Parentheses: Transcriptionist doubt.

. Period: Falling vocal pitch.

? Question Marks: Rising vocal pitch.

� �( ( Arrows: Pitch resets; marked rising and falling shifts in intonation.

° ° Degree Signs: A passage of talk noticeably softer than surrounding
talk.

= Equal Signs: Latching of contiguous utterances, with no interval or
overlap.

[ ] Brackets: Speech overlap.

[[ Double Brackets: Simultaneous speech orientations to prior turn.

! Exclamation Points: Animated speech tone.

- Hyphens: Halting, abrupt cut off of sound or word.

> < Less Than/Greater Than Signs: Portions of an utterance delivered at
a pace noticeably quicker than surrounding talk.

OKAY CAPS: Extreme loudness compared with surrounding talk.

hhh .hhh H’s: Audible outbreaths, possibly laughter. The more h’s, the
longer the aspiration. Aspirations with periods indicate audible in-
breaths (e.g., .hhh). H’s within (e.g., ye(hh)s) parentheses mark within-
speech aspirations, possible laughter.

pt Lip Smack: Often preceding an inbreath.

hah Laugh Syllable: Relative closed or open position of laughter

heh

hoh

$ Smile Voice: Words marked by chuckles and/or phrases hearable as
laughed-through
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Authentic conversation has the power not only to enhance how people
cope practically with dying, but to illuminate and enrich the very
meaning of life for [people] and [their loved ones] alike, as they enter
the sacred moment of mortal time together.

—McQuellon & Cowan, 2000, p. 312

Five years ago, I (Maureen) had the opportunity and privilege to spend
about 9 weeks with my mother during the last 4 months of her life.
When my mother and I faced the terminal time that we would have to-
gether, I remember being thankful for the opportunity to talk with her
and to hug her often. I also know that it was one of the most difficult but
meaningful experiences of my life. My experience with my mother at
the end of her life also prompted my scholarly interest in this impor-
tant and unique interactional context, so I began my journey to under-
stand more about final conversations (FC). I started asking others to
share their experiences with me, and over the past 18 months, I have
been privileged to hear many wonderful stories about FC.

I have also shared my FC story with numerous people, and in that
sharing, I have gained insight into myself, about my relationship with
my mother, about dying, and about communication as a whole. In one
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of those many conversations, my friend and colleague, Jody, and I dis-
cussed the narrative nature of FC. We talked about how FC have the
potential for helping survivors to heal, not only because of the value
gained by having the conversation with the loved one in the first place,
but also because telling the story of the FC after the loved one has
passed often serves as a way of making sense and coming to terms with
the death. Narratives about the loss of a loved one have been shown to
have positive benefits for the tellers (e.g., Sedney, Baker, & Gross,
1994; Weber, Harvey, & Stanley, 1989); however, research has not yet
examined how stories about FC have specific health benefits for tellers.

Combining the personal insight and experiences of a participant in-
terviewer with the insights of a scholar who has yet to experience a FC
with a loved one, we bring our combined strengths to this chapter. To-
gether, in what follows, we explore FC stories in an effort to shed light
on the role that narratives play in constructing our health and lives in
the light of death. After a brief discussion of the relevant literature, we
present a study of 40 FC narratives and the themes that emerged as
central to the teller’s experience in coming to terms with the death of a
loved one.

THE DEATH CULTURE

We live in a culture and a society that has removed death from our view
(D. Heinz, 1999), thereby complicating and obscuring the meaning of
death. For most of us, “death has become remote, no longer an integral
part of life, but a fearsome and unwelcome visitor” (Callanan & Kelley,
1992, p. 31). Most people consider death to be depressing and morbid
(Kubler-Ross, 1969, 1997). When a loved one is diagnosed with a ter-
minal illness, most people in the United States are at a loss for what to
do and do not even know what to say (Moller, 1996). D. Heinz (1999)
refers to the death experience as “the crisis of our age” (p. xix).

One consequence of our society’s attitudes toward death includes
neglecting those most affected by the loss of a loved one. Medical pro-
fessionals and other “outsiders” often overlook and forget family mem-
bers, friends, neighbors, and co-workers during the death process
(Callanan & Kelley, 1992). According to Callanan and Kelley, “An im-
pending death sends ripples through all the relationships in the life of
the dying. Each person involved has his or her own set of issues, fears,
and questions” (1992, p. 2). If we are to make sense of death and the
process that we all go through when we are faced with death (our own
or a loved one), we must gain a better understanding of the survivors’
perspectives and their stories.

Previous research exploring survivors’ experience of the dying pro-
cess has looked mainly at bereavement, focusing “… our attention on
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what has been lost or on the pain of missing” (Hedtke, 2002, p. 286).
Taking a primarily bereavement perspective suggests that all survivors
postpone grieving and healing until death occurs. However, individu-
als who experience a terminal amount of time left with loved ones attest
that the anguish begins almost immediately because the “diagnosis of a
… terminal illness abruptly and intensely brings the reality of human
mortality home” (McQuellon & Cowan, 2000, p. 313). Potentially,
communicating and spending time with dying loved ones may sow the
seeds that lead to healing, and thus, an exploration of communication
at the end of life from the survivors’ perspective is warranted.

Communication at the End of Life

Talk provides a way to create meaning out of senselessness that often
accompanies death. Communication enables us to advance connec-
tions with those who are dying. These conversations and connections
may help us to begin to look at death as it really is, as a normal part of
life, and not as a rigid trajectory of grief (Hedtke, 2002). As Hedtke as-
serts, contemporary society requires a reconstructing of the language
of death and grief.

If we can reframe how we talk about and experience death in society,
people may begin to understand and accept that the time constraints
that accompany an impending death create a clear opportunity for
people to engage in an “authentic conversation” (McQuellon & Cowan,
2000, p. 312) with their dying loved ones. For everyone involved, the
examination of “one’s life in the face of death can lead to richer mean-
ing and more life-giving forms of thinking, feeling, and acting”
(McQuellon & Cowan, 2000, p. 315). Facing a terminal amount of time
potentially frees us (as well as the dying) from past constraints, from
busy schedules, and from the myth that we have limitless time to com-
municate with our loved ones. Past research confirms that communi-
cation at the end of life has benefits for the terminally ill and implies a
significant impact for those who continue living (Aiken, 2001; Kubler
Ross, 1969, 1997). Despite this preliminary research, scholars have
not yet examined the implications of communication at the end of life
for survivors. Further, we also lack scholarly reflection about the bene-
fits that survivors experience as they make sense of such conversa-
tions after the loved one has passed. The following section reviews
literature on narrative and explores storytelling as a vehicle for making
sense of death and communication at the end of life.

Narratives of Loss

Little research has focused on survivors’ experience of death, or on
how FC impact that experience. Literature on narratives, on the other

17. FINAL CONVERSATION NARRATIVES 367



hand, has examined how people narratively make sense of the world
and the events of their lives (e.g., Bochner, 2002; Bochner, Ellis, &
Tillman-Healy, 1997; Bruner, 1990; Fisher, 1989) and how people
who have experienced a traumatic event cope with trauma through the
process of telling stories (e.g., Pennebaker & O’Heeron, 1984; Weber,
Harvey, & Stanley, 1989; Wigren, 1994). Taking a narrative approach
to FC can illuminate the survivors’ experiences in many ways. In par-
ticular, three features/approaches central to narrative theory may be
useful in understanding FC experiences. First, all human behavior is
narrative in nature; second, meaning-making through narrative is con-
textual, temporal, and complex; and third, stories serve the function of
helping us to make sense and meaning out of our lives.

Perspectives that view all human communication as narrative in na-
ture have opened the door for interpreting conversations as narratives.
Fisher (1989) asserts “viewing human communication narratively
stresses that people are full participants in the making of messages,
whether they are agents (authors) or audience members (co-authors)”
(p. 18). Bruner (1990) also saw stories as individual constructions and
as genres in our minds, against which we evaluate the world around
us. Conceiving of narrative ontologically (e.g., Bruner, 1990; Fisher,
1989) suggests that people make sense of important life events by or-
ganizing them and assessing them against a storied form. This body of
literature offers justification for taking an interpretive narrative meth-
odology to understanding FC because it privileges narrative as the
means by which we assess our conversations, relationships, and our
place in the world.

In addition to viewing narrative as central to our communication
and our cognition, narrative theory also depicts stories as complex, dy-
namic, temporal, and contextual. Narratives are inextricably linked to
social and historical time (Fisher, 1989; Somers, 1994). For example,
we can at least in part understand the nature of FC narratives by recog-
nizing their situatedness in the modern “death culture,” which at-
tempts to minimize talk and stories about death (D. Heinz, 1999;
Kubler-Ross, 1969, 1997). In addition, narrative context is important
to understanding FC because FC narratives not only concern the cul-
tural setting in which the events are being told (e.g., death culture; the
“lived context of the events being retold”), but they also reflect the con-
text of the events themselves (e.g., final conversations; the “living con-
text of the telling itself”; see Babrow, Kline, & Rawlins, chap. 2, this
volume). In other words, FC narratives are rich and complex because
they reflect the context in which the FC events occurred as well as the
context in which the story is being recounted. According to Ochs
(1997), narratives allow us to fuse these aspects by uniting our pasts,
presents, and futures. She explains:
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It is our cares about the present and especially about the future that orga-
nize our narrative recollections of past events. Narrative serves the
important function of bringing the past into the present time conscious-
ness. That is, narrative provides a sense of continuity of self and society.
But perhaps even more importantly, narrative accounts of past events
help us to manage our uncertain future. (p. 191)

A narrative understanding of context and time may help to illuminate
the functions of FC and the ability of FC narrative to both reflect and af-
fect our experiences.

Finally, a third body of research on narrative illuminates the sense-
making function of narratives. More specifically, research highlights
important links between the telling of difficult or traumatic stories and
the psychological and health benefits for the teller of the story. This re-
search has clear implications for those interested in health communi-
cation because it suggests—and we are further convinced by our own
data—that the telling of stories is therapeutic in many ways.

Pennebaker and his colleagues (e.g., Pennebaker & Beall, 1986;
Pennebaker & O’Heeron, 1984), for example, discovered that talking
about trauma relates positively to both mental and physical health.
The growing field of narrative therapy also offers testament to the
psychological and physical benefits of telling stories of loss. Mishara
(1995) argued that, by putting trauma in narrative form, storytellers
transform themselves from self (victim of trauma) to other (character
in story), and this self-transcendence provides the essential key to
making the trauma a past experience. Reflection on the meaning of
the experience is also essential to this process. According to Mishara
(1995), “When … narration is not used to bring about reflective in-
sight, it loses its healing power” (p. 192).

Indeed, one of the central tenets of narrative therapy rests on peo-
ple’s ability to “restory” their lives. According to Monk, Winslade,
Crochet, and Epston (1997), stories help to shape our lives, but ig-
nored lived experiences go unstoried or unnoticed. Sedney et al.
(1994) argued that the absence of stories about death can stifle a
person’s ability to make sense of the experience, explain his or her
role in the event, and experience emotional relief. Forgoing stories
may also contribute to family secrets, limit family communication
(Sedney et al., 1994), and people who do not hear stories of death in
their families may have trouble communicating about death later in
life (Book, 1996).

On the other hand, stories about the death of a loved one help people
experience emotional relief, assign meaning to the experience, bring
family members together, and open up lines and facilitate communica-
tion (Sedney et al., 1994). In addition, these narratives teach lessons
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about family communication rules surrounding the topic of death
(Book, 1996).

Our data suggests that FC constitute an important final stage in peo-
ples’ relationships; and provide survivors with an invaluable opportu-
nity for personal growth and healing. Further, our data suggests that
survivors may miss the opportunity to learn valuable lessons and po-
tentially restory the experience in meaningful and beneficial ways if
they leave FC untold. A narrative approach to understanding FC expe-
riences illuminates identity, sense-making, and communication as
contextually situated, important characteristics of FC stories that both
affect and reflect our experiences.

METHOD

Participants and Procedures

We conducted 42 retrospective interviews in a private office; two were
not used in the data analysis because of differences in the data-collec-
tion process (e.g., interview protocol and online interview). The sam-
ple consisted primarily of White, female participants with 33 female
and 7 male participants: 33 White, 4 Hispanic, 1 Black, and 1 Asian.
Participants ranged in age from 21 to 85, with the average age of the
participants being 40.6 years. We employed a snowball sampling
technique to recruit participants (Lindlof, 1995). To participate in
the study, participants had to meet two criteria. First, they had a FC
or experience (nonverbal interaction) with a loved one, with both par-
ticipants’ knowledge and understanding that one of them was dying.
Second, they had to possess a clear recollection of the FC interaction,
which took place any time between the diagnosis of “terminal amount
of time to live” and the actual death.

The amount of time between the loved one’s death and the interview
regarding the FC averaged 6.9 years (range from 3 months to 27 years).
Given the exploratory nature of the study, we used a semistructured fo-
cused format with open-ended questions for the interview protocol
(Kvale, 1996; McCracken, 1988; C. J. Stewart & Cash, 2000).

Procedure. After the participants were comfortable and signed the
informed consent form, they completed a questionnaire concerning
demographic information and the nature of the relationship with the
FC partner. Following 10 minutes of free-writing about their FC, we in-
terviewed participants orally about their FC, relying on a 23-question
interview schedule (see Appendix). A certified grief counselor assessed
all questions for relevance and utility.
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Additional questions emerged during individual interviews. Inter-
views averaged 90 minutes (ranging from 60 to 120 minutes). All of the
interviews were audiotaped and transcribed verbatim. The interviews
resulted in 526 single-spaced pages of data.

Data Analysis

We wanted to reveal people’s experiences and to make sense of this
phenomenon that we call final conversation narratives by explaining
the recurring patterns of meaning that were revealed during the inter-
views (Creswell, 1998; Miles & Huberman, 1994). Employing
grounded theory (Strauss & Corbin, 1990), we identified emergent
themes through both open and axial coding. In order to identify the
themes, we used the constant comparative method by reading, reread-
ing, and reflecting on the participants’ statements in order to identify
the important messages in each category (Straus & Corbin, 1990).

After the data set was coded, we used the negative-case analysis
technique to ensure that categories were not forced on the data
(Erlandson, Harris, Skipper, & Allen, 1993). Once the data was identi-
fied, categorized, and coded, we conducted a reliability check between
us and had a reliability of 84%. Participant checking utilizing 8 partici-
pants (20%) also confirmed the findings that the themes and struc-
tures were consistent with their FC experiences.

RESULTS

Four primary themes emerged in the analysis of the FC narratives: (a)
(re)constructing individual identity, (b) (re)constructing relational
identity, (c) sense-making and healing, and (d) lessons about commu-
nication. The following section discusses the findings.

(Re)Constructing Individual Identity Through Final Conversations

The first major theme that emerged in our analysis of the FC interviews
illustrates the importance of final conversations for helping the survi-
vors grapple with, learn about, and come to terms with their own iden-
tity. According to Fletcher (2002) death often brings about an identity
crisis for the surviving individuals. Research on narrative identity sug-
gests that one of the primary purposes of narrative activity is the evalu-
ation or construction of self (e.g., Brockmeier & Carbaugh, 2001;
Bruner, 1997; Bruner & Kalmar, 1998; Cohler, 1991; Linde, 1993;
Somers, 1994). In particular, Somers (1994) reminded us that “narra-
tive identities are constituted and reconstituted in time and over time”
(p. 624, italics in original). The participants in our study confirmed
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that FC experiences forced them to reevaluate their identities, but they
asserted that FC also significantly helped them to redefine themselves
in a productive light. The process of defining and redefining self
emerged in the context of both the remembered events (i.e., part of the
plot of the FC story included the assessment of identity) and in the con-
text of the telling (i.e., identity was reassessed during the FC interview).
Three primary categories emerged that explain the ways in which tell-
ers learned something about their own identity in the process of having
FC. Categories include: myself and others, others telling me about my-
self, and seeing myself in a different light.

Statements about myself and others refer to any statements about
the teller’s own identity that he or she noticed during the process of
having a FC. Although FC involve collaborative constructions, people
spent a fair amount of time in their narratives discussing and analyz-
ing their own individual identities and their roles in the FC and death
process. For the most part, these statements characterized the tellers
as either tentative and doubtful about their roles in the experience or
as significant and important.

Participants in this study who lost parents at a young age expressed
doubts about the manner in which they approached the FC. Karen,1

now an adult, recognizes that:

I was 15 and … I didn’t, I didn’t really have the maturity and sureness of
myself. And you know … it’s completely uncharted territory. And at 15,
I, uh, I can remember one time when he was in the hospital … that I was
in the room with him alone. And I just kinda sat there in the chair and I
didn’t know what to do and he was sleeping. And, you know, thinking
back …, I wish I had hugged him or done something. But … I was 15. So,
you know, it’s not a terrible regret I have, but had I been a little older,
you know, I would have. (LL 114–124).2

The remainder of Karen’s story suggests that the narrative helped
her to make sense of her identity in relation to the FC experience.
Sedney et al. (1994) supported the importance of narrating death in
that children “… are apt to assign a meaning to the death that involves a
negative, painful perception of themselves. A story about what hap-
pened can provide another way to impose meaning on their experience
that is open to clarification in discussion with others …” (p. 4).

Constructing FC narratives also contributes to adult survivors’
identity construction. People who have lost loved ones as adults com-
municated similar doubts. Grace expresses such internal second
guessing:

You question whether or not you did enough. You question your own …
actions. You question your own conversations. You question whether you
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told them enough that they were loved and whether you, uh, listened
enough to their … feelings and so forth. And whether you were projecting
your feelings more than you should have … I think that, that gave me
some self doubt … I had to sit down and examine what I had done and
what I should have done. (LL 278–284)

Although death can cause a crisis of identity (Fletcher, 2002), FC
also helped people to recognize positive aspects of their own identities.
For instance, Roxanne realized that she helped to facilitate a peaceful
and rewarding final conversation with her father:

But, I think because I was nonjudgmental and respected, you know, and
just listened openly, I think it gave him a sense of belonging and being re-
spected … And loved. And … by the same token, I was honored that he
opened up and shared that with me. (LL 453–455)

FC narratives reflected tellers’ doubts about themselves. However,
FC also gives survivors the opportunity to recognize their own individ-
uality in reaffirming ways. The ability to evaluate oneself in a positive
light in the face of FC experiences may have important implications for
understanding psychological well-being in relation to death. Although
we discuss sense-making as another emergent theme at length, the
process of narratively evaluating identity in the FC context clearly links
with the healing process. Life story research, for example, suggests
that the ability to create a coherent sense of self in response to adver-
sity is essential to a sense of solace and well-being (Baerger &
McAdams, 1999; Cohler, 1991). In addition, narrative therapy offers
the concept of reauthoring one’s stories (Monk, Winslade, Crocket, &
Epstein, 1997), which may be important for tellers of FC narratives in
the process of questioning the coherence of their identities. Telling FC
stories may be an important step in evaluating and affirming identity.

In addition to examining their individual identities, people telling FC
narratives also reflected upon themselves in relation to others and the
roles they assumed in response to the situation. Sedney et al. (1994)
warned that the absence of stories about death may handicap a person’s
ability to make sense of what happened, and that one important aspect
of that process involves explaining their own role in the events.

In relation to the dying person, participants at times described
themselves as “the caretaker.” Sam’s recognition of his role as care-
taker helped him to reconcile this role in other aspects of his life. When
asked how his perceptions were impacted by these final conversations,
he explains:

I made peace with my role in life as a caretaker of others. Up until then, I
found myself always in caretaker positions, but it also … had a lot to do
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with being an adult child of an alcoholic. You know … I always saw that as
pathological. That somehow I’m always allowing myself to be pulled into
situations where you know there’s kind of a co-dependent thing going on
here … And then, I guess … when all of a sudden you’re dealing with real,
real dependency for good reason … it kinda makes all that stuff look
kinda silly. I kinda … got over that. (LL 393–401)

Although Sam took pride in his role as caretaker of his mother, Cathy
avoided that role with her husband. She recounts that “I was not the
caretaker … I had to make sure I wasn’t the caretaker. I had to make
sure he didn’t get the sense, too much of a sense that I was getting
stronger than he” (LL 548–550).

Cathy’s struggle to balance her identity with her husband similarly
reflects a common theme that emerged in statements about myself in
relation to others—role reversal between the dying and the surviving.
Children of dying parents often described the FC experience as punc-
tuated by the role reversal between child and parent. Lori (#25) strug-
gled with becoming the parent and dealing with FC in which she had to
take on the difficult role of “gatekeeper.” She recalls:

… When he got sick, part of the painful [FC] were when I would have to be
the gatekeeper. And he would come and try to convince me that he was
fine and that he could drive and he could do this and he could do that.
And I felt awful. I really felt awful about that. That was very painful... the
roles were reversed. You know, I was the parent and he was the child,
which was really awful. But it was the way it was. (LL 726–734)

Although statements about myself in relation to others often reflected
the difficulty of managing FC, people also recognized the precious na-
ture of recognizing self in the final moments of the loved one’s life.
Claire* celebrates herself in relation to her FC with her uncle, asserting
that “I know whenever I was with him I felt like I could do anything. I felt
really strong … when I was with him; I became the person I wanted to
be. I was just real confident” (LL 567–569).

Others telling me about myself statements refer to any instance in
which the dying person or anyone present for the FC makes a state-
ment that confirms or redefines the storyteller’s identity for him or her.
The most prominent instances of this category emerged from the sto-
ries of daughters’ FC with their fathers and wives’ FC with their hus-
bands. Daughters consistently discussed the invaluable nature of
having their fathers confirm their identities for them and how these FC
contributed significantly to their current self-esteem. Weber et al.
(1989) argued that stories of loss help tellers achieve better self-es-
teem. Examination of the FC narratives in this study suggest that self-
esteem may, in part, depend on the confirmation and encouragement
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from the dying parent, particularly when fathers affirmed the self-es-
teem of daughters. Ruth describes this encouragement poignantly in
the description of her final conversation with her father: “… He did a
lot of like ego reassurance. ‘You’re wonderful, you’re wonderful, you’re
wonderful.’ And now, hmmm, I guess there’s still a little 5-year-old
part of me that still thinks that way. Like I know my daddy loves me
and is so proud of me” (LL 139–142). Similarly, Claire* recognizes
that her uncle spent the majority of their time during FC building her
self-esteem. She noted, “The message was, I am, you know, I am some-
body … I think that on his … side, he felt like that was the most impor-
tant thing to leave with me” (LL 224–227). The narratives reflect a
sense that fathers (and uncles) knew how important their final words
to their daughters would be.

For wives, the messages from their dying husbands included themes
of strength and encouragement. Victoria’s husband passionately re-
assured her that she had the strength to survive him. She explains:

I just got really scared he was gonna die and I screamed at him, “You, you
can’t die. I can’t live without you!” And I remember that he was still strong
enough, he grabbed me by the shoulders and flung me around and just
right in my face, were these really gleaming ice blue eyes and said “Yes
you can. Yes you can if you have to. And you will do it well.” (LL 15–19)

FC narratives often reflect the selfless nature of the dying person
and the impact that their words have on the identity of the teller. This
finding may not be surprising, given Gergen’s (1994) contention that
individual identity is relational in nature. Tellers report gaining
strength and a clearer sense of self through their FC experiences. For
example Brenda* (#27) was surprised by her own strength; Ellen
(#28) realized she could handle things as a “grown up” in a way she had
not anticipated before; and Victoria (#2) took her husband’ belief in
her and “grew up at that moment” (LL 75–76).

This aspect of FC also highlights the importance of context and time
associated with these stories. During the FC experiences, the loved
ones helped to bolster the esteem of the survivors. In the present and
future tellings of the FC story, the survivors use these experiences to re-
affirm and continue to construct their current identities as important.
Linde (1993) referred to stories whose primary point involves an eval-
uation about the speaker as life stories and acknowledges their signifi-
cance because of their extended reportability and their ability to help
people understand self-identity. Unlike “statements about myself,” in
which tellers were able to question the coherence of their own identity
in relation to the FC, “others telling me about myself” serve as impor-
tant episodes in the FC for affirming identity in the past, present, and
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future. Life stories, or self-narrations, emerge as products of dis-
course (Bruner & Kalmar, 1998), implicitly social in that their coher-
ence must be negotiated with others (Linde, 1993). Our data suggest
that tellers negotiate their identity with the dying loved one and reaf-
firm that identity in the present telling by citing the other as an impor-
tant source for their present identity affirmation.

Seeing myself in a different light included statements in which
the storyteller explicitly explained how this experience changed the
way she saw herself or the way she acted. These statements, reflect a
culmination of the lessons learned from the other two types of iden-
tity statements just reported. For example, loved ones encouraged
survivors to realize their strength, and, in turn, survivors acknowl-
edged a new sense of strength and openness that resulted from the
FC experience. Brenda* voices surprise by her own strength; Ellen
realizes that she can handle things as a “grown up” in a way she had
not anticipated before, and Roxanne explains that FC made her “A
whole lot less judgmental. My actions, a whole lot more compassion-
ate. I’m much more open because I’ve experienced something that
was really not rational. I think it’s made me much more spiritual, and
… open” (LL 255–257).

Perhaps the greatest impact on identity during FC emerged not
only in retrospect, but when the dying person changed the tellers’
sense of themselves because of something they said during the FC.
Tory gained a tremendous sense of peace and satisfaction during one
of her many conversations with her brother about what they would
miss about each other when he passed. She describes the most mean-
ingful part of their FC:

He goes, “I’m going to miss the fact that you always have a band aid for
my wounds.” … I kinda stopped, I was like “I didn’t realize that I did
anything like that for you.” … I gave him another way of looking at things
or just listening … it was such a good feeling for him to say that … be-
cause all this time, I thought I was more needy of him than he was of me.
(LL 155–178)

Somers (1994) referred to the stories people tell about their lives as
“ontological narratives” and asserts that “ontological narratives make
identity and the self something that one becomes. Thus, narrative em-
beds identities in time and spatial relationships. Ontological narra-
tives affect activities, consciousness, and beliefs and are, in turn
affected by them” (p. 618). The participants in our study who saw
themselves in a different light were clearly affected by the FC experi-
ence, and they use the FC narratives as ways of both reflecting and af-
fecting, or enacting, their new sense of selves.
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(Re)constructing Relational Identity Through Final Conversations

The second major theme that emerged during the FC narratives fo-
cused on statements that reflected what the storyteller learned about
his or her relationship with the dying person. Stories both affect and
reflect relational identities (e.g., Koenig Kellas, 2003). Our data indi-
cates that FC impacted emergent relational identities in three key
ways: (a) uniqueness/importance of the relationship, (b) strengthening
the relationship, and (c) confirming the relationship.

Uniqueness/importance of the relationship refers to instances in
which the tellers portray themselves as having a unique relationship
with the dying persons and/or describe themselves as important in the
situation because of the unique relationship. Tellers of FC narratives
realized the uniqueness and special nature of their relationships either
because of final words of confirmation from their loved ones or be-
cause of their ability to communicate with the dying person when no
one else could. Josie’s FC with her father reinforced for her the impor-
tance of their relationship to him:

You could see it in his eyes that … we are the apple of his eye; for some
reason that … sentence just sticks out … I always knew … that we were
important to him and everything, but I never knew how much until right
then. Because he was just, “You know, y’all are my life. Y’all are … what
I’ve lived for and done all this for … I’d be a totally different person if you
all weren’t here.” (LL 121–127)

As this example illustrates, the dying person can communicate rela-
tional uniqueness explicitly. The storyteller also evidenced the impor-
tance of the relationship when he or she clearly assumed a particularly
pivotal place in the dying person’s FC experience. Roxanne describes
the distinctiveness of her relationship with her father as evidenced
during her FC:

… that communication didn’t happen with anybody but me. But I think
that’s because I was the most attuned to him, listening to his stories and
trying to, I dealt with him on a different level than the others … I think it
was on a more spiritual, soulful type level that we were attuned like that.
(LL 92–95)

Tellers also described relational uniqueness in terms of unexpected
relational roles. Brenda* recalls her FC experience by acknowledging
that she and her grandmother were more like “significant others” than
grandmother and granddaughter. Claire*’s uncle made sure to tell her
that he thought of her as a daughter and his favorite in the family.
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Finally, Victoria’s husband illustrated the uniqueness and importance
of their relationship in their final conversation on the night he passed
away. Victoria recounts, “And then he … said ‘I want the luxury of being
held to earth only by your love. Not to be connected to anything else.’ …
he’d let everything else go” (LL 57–58). Tellers of FC narratives consis-
tently celebrated the relational uniqueness that emerged in their FC ex-
periences.

Strengthening the relationship statements included those in which
the tellers describe how the process in some way improved or
strengthened the relationship. For people who had experienced diffi-
cult relationships with the dying loved one, FC appeared to be particu-
larly instrumental in building relational cohesion. Katherine* used the
FC to tell her mother for the first time that she loved her. Victoria recog-
nizes the FC experience as part of an ongoing process of healing and re-
pairing the relationship with her mother. She recalls:

It’s more complicated with her. It wasn’t just the final conversation.
There were a lot of things that happened in the last years, years that
changed the way I felt about the relationship. But, I think having the final
conversation, being able to be the one who was there at the end, put a cap
on my forgiveness and acceptance of her. (LL 145–148)

People who experienced positive relationships with loved ones prior to
the FC experience, on the other hand, often reported a sense of tran-
scending the current relationship through FC. Claire* describes her
relationship during her FC as “… Intense. Really … powerful … closer
than close … I thought we were close before, and it was like we just
opened up this new door and … just more emotion. More … love I
think” (LL 468–473).

FC also offered tellers a sense of closure and completeness to the
relationship. Weber et al. (1989) cited establishing a sense of closure
as an important benefit of stories of loss, and the storytellers in this
study confirmed its importance in their FC narratives. Ellen appreci-
ated her FC with her husband because: “I completed my relationship
with him. I didn’t walk away thinking ‘Uggh, I should have said. I didn’t
say. I coulda said. I wanted to say.’ There wasn’t anything … that we
didn’t really say. And in the final analysis … the most important things
were all said” (LL 609–611).

Finally, FC reflected tellers’ ability to confirm the reality of the rela-
tionship. These statements describe the overall characteristic of the
relationship between the teller and the dying person, whether the
statement reflects a negative or positive relationship. Tellers explained
that they understood things about the relationship they had not real-
ized and also learned how much the dying person loved them. For ex-
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ample, Roy’s mother told him a powerful story about what he consid-
ered to be “the most important thing that ever happened to her,” yet
she had never shared the story with anyone else (LL 256–257). Be-
cause of their FC, he maintains, “Well, that’s part of the reason that I
knew she loved me best” (L 470). He, in turn, thanked her for being the
most powerful influence in his life.

FC narratives allow people to reaffirm and celebrate their relation-
ships with the dying person, and they also gave people the opportunity
to recapture parts of the relationship that had been lost. Participants
described a sense of knowing they were loved, even if that feeling had
not been present prior to the final conversation. FC offered people a
needed clarity about their relationships, illustrated by Katherine’s*
conclusions about the FC with her mother. Katherine* explains that “It
changed my kinda definition of what [love] is. Of course she loved me.
And of course I loved her. How silly to spend half my life thinking that
there wasn’t love between us just because we didn’t say the words” (LL
166–169). Ultimately, FC narratives reflect the paramount importance
of celebrating, making sense of, and/or remembering relational
uniqueness between the teller and the dying loved one. In so doing,
they support Bochner et al.’s (1997) assertion that “storytelling is not
only the way we understand our relationships, but also the means by
which our relationships are fashioned” (p. 310).

Making Sense of and Coming to Terms With Death: The Healing Process

The third major theme that emerged from the FC interviews highlights
the power of conversation for sense-making about death and healing.
Nadeau (1998) stressed that the process of sharing experiences en-
ables individuals to interactionally construct personal meanings of
death. Clearly, as we have already demonstrated, one important aspect
of storytelling includes reconciling identity in the face of adversity or
traumatic events (Cohler, 1991). In addition, our analysis of the inter-
views clearly indicated three categories that reveal how FC help people
come to terms with death: (a) making sense of death, (b) mapping out
how to heal or take advice from the dying person, and (c) taking away
positive lessons for life.

Sense making statements reflect the tellers’ understanding of the
final conversation, of death, or of the loss, in a way that helps them
come to terms with the process. These statements reflect a cognitive
process that occurs in the storytelling, indicating the teller has pro-
cessed the meaning associated with the FC experience. These state-
ments are not surprising, given that a number of scholars cite
meaning-making as the central function of narratives (e.g., Babrow et
al., chap. 2, this volume; Bochner et al., 1997; Bruner, 1990; Weber et

17. FINAL CONVERSATION NARRATIVES 379



al., 1989). At the end of life, family members often take the time to
share stories with one another prior to the actual death of the loved
one, resulting in a shift in the meaning of death for the individual mem-
bers and/or the whole family (Nadeau, 1998). Participants shared with
us the fact that their perspectives on death changed drastically be-
cause of their FC. Betty Lynn’s new understanding of death following
her FC and final interaction with a close family friend exemplifies such
a shift:

It’s okay to die … its okay to die. There is, there is a God, or whatever you
want to call the higher power. For me it’s God … there is a hereafter.
There is a place for us to go. We aren’t just living here as a dead end thing,
[and] when we die it’s over with … you know it [the FC experience] took
away a lot of that fear of dying. And it just made … dying a part of living, a
part of that process. (LL 192–198)

This shift in perspective resulted directly from the interaction with the
dying loved one. The sense-making emerged from reaffirmations
about their beliefs or achievements of a new understanding regarding
their loved one’s belief regarding their meaning of death and/or an af-
terlife (i.e., it is a natural progression and the next stage of my life).

In addition to making sense of death because of FC, survivors talked
in their FC narratives about experiences following the death of their
loved ones that impacted their sense-making about death. Specifically,
the tellers came to terms with their loved ones’ death because they feel
comforted by the continued presence of the deceased. Ellen reiter-
ated numerous stories about her husband, Michael, giving her the
sense that he was still connected to her. She felt his presence through
dreams (LL 222–229) and a touch of Michael’s hand on her right
shoulder while she was driving (L 264). These experiences and other
events allowed her to let go and to come to terms with her young hus-
band’s death. She observes that “my life changed after that. I mean, I
didn’t … miss Michael any less, but my ability to be here and do my job
here, going on in my life and raising my kids had been shifted” (LL
393–395).

Much of the meaning-making which emerged in the FC narratives
revolved around survivors’ beliefs concerning an afterlife. This strong
belief in an afterlife coincides with Nadeau’s (1998) findings that belief
in an afterlife is a very important categorization of meaning-making in
the midst of death experiences. The FC and/or experiences after the
death of their loved ones’ created a tremendous amount of comfort and
peace for the participants.

Mapping out how to heal together or get advice from the dying per-
son include statements that describe how the teller has reflected on the
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lessons given by the dying person for how to come to terms with death
and go on living. Individuals talked about the profound importance of
their FC on their future decisions. For instance, Sondra notes that her
husband explicitly stated:

“I don’t want you to fear death. I don’t want you to mourn me if I pass
away … death is a part of life … don’t mourn me, rejoice, because I’m in a
better place” … I’d always thought … you show devotion to that person
for a long time, even past their death. And he said “no, you will love …
your real love for someone is to want the best for them.” (LL 19–34) …
[This] conversation made a big impact in why [I] don’t have that bitter-
ness. (LL 398–399)

People with the benefit of receiving permission to move on following
the death of their loved one expressed the importance of this selfless
act of love for their healing process. Victoria talked about other women
that she knew that didn’t receive permission to marry again from their
spouses, how they were burdened with guilt (LL 251–255). Further,
she stressed the fact that it does matter what is said during FC because
it is often “the person who’s dying [that] can lead the others [back to liv-
ing]” (LL 229–230).

FC clearly helped every person that we talked with to feel better, to
adjust to their personal loss, and was a critical part of their healing
process. For instance, Victoria (#2) revealed that her FC with her hus-
band ultimately helped to create a beautiful death resulting in tremen-
dous comfort for her during his final days and immediately following
his death. Specifically, she states:

… it was so beautiful and there was so much peace that … it took me a lot
of years to get how devastating his death had been to the girls [their 2
children]. Because for me it was devastating and I had to rebuild, but he
convinced me that it was part of the picture, the way that his story needed
to be. (LL264–268)

Clearly, loved ones can participate in the healing process by explicitly
talking with the survivor about how to go on living. This finding sup-
ports Nadeau’s (1998) conclusion that stories shared by individual
family members when death is expected impacts (as well as reveals)
how well people will cope with their grief following the death.

Positive lessons for life is the last category in the sense-making
theme, and these statements focus on the lessons that participants
learned from FC that they incorporated into their current realities.
Sam shared how his FC with his mother taught him that how one faces
death can result directly from how an individual leads his or her life.
Specifically, he explains:
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… the things that are important in the last years or months of your life are
the things that are important … if you keep that in mind, if you think in
terms of … is this something today that’s gonna make me … better pre-
pared to face this transition in life that I’m going to be facing? … And if
you … face your death with regrets, or with bitterness, or with fear, or
with loneliness … its because of all the choices that you made in life … I’ll
tell you how this has impacted [my life] … my wife and I … [will] sit down
and make 1-year goals, 5-year goals, 10-year goals, and then we [ask]
how do we want to end our lives kind of goals. ( LL 69–87)

These stories often revolved around living a good life by overcoming
fear, from living life from a place of love and not ego, and from learning
the lessons needed from all of our experiences—especially the death of
a loved one. The lessons learned during FC and communicated in FC
narratives seem consistent with Freeman and Brockmeier’s (2001)
concept of narrative integrity, which suggests that autobiographical
identity depends on our conception of the good life as it “emerges in
line with specific social, historical, and discursive conditions regard-
ing the importance of accounting for the life one has led in line with an
overarching cultural system of ethical and moral values” (p. 83). In our
data, FC narratives reflect an awareness of morals and values as cen-
tral to the sense-making process.

Communication Practices Resulting From Final Conversation Experiences

Finally, our data indicate that, in addition to (re)constructing identity
and making meaning both during the FC experience and in the retell-
ing, participants also managed the dynamic nature of narrative time
(Ochs, 1997; Ricoeur, 1981b) by translating lessons from FC into cur-
rent and future communicative practices. The interplay between the
categories in our findings reflects Somers (1994) assertion that “onto-
logical narratives are used to define who we are; this in turn can be a
precondition for knowing what to do” (p. 618). The fourth major theme
that emerged from the FC interviews focuses on two areas of communi-
cative behavior that participants learned from the actual process of in-
teracting and talking with their loved one prior their death. In
particular, our participants articulated clear lessons about communi-
cation that occurs at the end of life as well as their communication with
loved ones in the present.

Lessons learned about communication during final conversation
include statements that describe the teller’s awareness of the impor-
tance of communication at the end of life. Communication at the end of
life ran the gamut from casual everyday talk to very intimate state-
ments of love.
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Everyday talk conversations, mundane, routine, and, at times, util-
itarian, remain an important and valuable part of FC for two reasons.
First, everyday talk can reflect the reality of people’s relationships (e.g.,
whether they were testy, silly, etc.) as they had been prior to the termi-
nal illness. Duck (1994) and Duck and his associates (Duck, Rutt,
Hurst, & Strejc, 1991) proposed that everyday talk comprises an inte-
gral part of maintaining relationships. Thus, everyday talk can be one
way that people continue to promote and perpetuate the relationship
during the final months and days of the loved ones’ lives (Hedtke,
2002). Sam succinctly pinpoints the importance of the everyday talk:

… we think we realized at the time, that the interactions that were going
on were really important. And it wasn’t … like some kind of major event
… the mundane, you know the unimportant things on the surface, but
that were some real valuable things happening during that, that sharing
… you can see little microcosms of my family … my sisters and me, kind
of over talking to my mom. (LL 49–54)

Everyday talk during FC may also return a bit of normalcy to a situa-
tion that is very extraordinary. Dana clearly highlights this point when
she talks about her conversations with her dying father. She was 11
when he died; he had been fighting a brain tumor for 3 years and was in
a hospital for months at the end of his life. Dana remembers how her
father often would bring the conversation back to the everyday things:
“… he was always so, remember study for the math test … because
what it was … not only a final conversation, but I was also leaving for
the day. So, it was, don’t forget … work on your diorama, and do your
projects” (LL 154–157).

Additionally, when a terminal illness extends over a long period of
time, participants describe the exhaustion and difficulty of creating
new and meaningful ways to say “goodbye” or “I love you,” day after day.
Thus, the talk about the ordinary (such as Dana’s story about a grade
earned on a test or Ellen’s story about humorous discussions with her
husband regarding the extra long hair on his chin) help to make the
time a little less strange and possibly relieve the pressure to be pro-
found all the time.

Alternatively, other conversations “complete the relationship … that
leaves nothing left unsaid” (Ellen, L 609–611). To that end, partici-
pants talked about the need to participate in honest and as authentic a
conversation as possible, with their loved one. For instance, Brenda*
recalls:

I was relieved because I could finally now communicate with her. She
knew how upset I was about her dying. And I could finally, I could finally
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get our relationship back … Because, not being able to express that to
her, um, kinda put a gap there that had never been there. I wasn’t allowed
… so I hid my feelings from her. Tried to anyway … I didn’t have to do that
anymore. So it allowed us to be closer again. (LL 452–458) … I learned
that I could cry in front of people and not feel ashamed to cry about some-
one I love, for sure. (#27, LL 489–490)

These statements also reflect a desire for survivors to utilize their new-
found awareness and appreciation concerning the importance of com-
munication at the end of life in future interactions with dying loved
ones. Betty Lynn summarizes beautifully what others had stated dur-
ing their FC interviews. She advises:

Talk about death. Talk about what is happening. Don’t let it become this
monster that is going to invade you and then take you away from here …
tell the people that you want to tell them that you love them … don’t let
things go unsaid … feel all the feelings … don’t just stuff them away and
not have ‘em … (LL 433–437)

Betty Lynn exemplifies the stories of other participants who helped
others at the end of their lives by simply being open to and taking the
time to really talk with the dying person.

On the other hand, others referred to fear or discomfort as reasons
for avoiding a direct conversation about the impending death. Spe-
cifically, Cara reports:

I regret not talking … I wish I wouldn’t have tried to block it out that he
was dying. I wish that I would’ve sat there and actually had a conversa-
tion with him … I’ve never dealt with death before. So, seeing him there
was hard enough, but I, I totally regret not talking to him … I think I’ll be
able to deal with death differently because I’ll … be able to talk to them a
lot differently. (LL 225–247)

Still others talked about being disappointed because they waited for
a profound conversation, yet that conversation never came. When the
dying person could not engage in an authentic conversation, the survi-
vors found that they could not force the other person to say what they
desired to hear or to even participate in a deep conversation. However,
Katherine*, like others, came to the conclusion that she could be the
one to say what needed to be said for her own closure. She notes:

… it took me days to get myself ready to tell her that I love her … but I
knew that it was my assignment … but it took me weeks of processing
and going and not saying it and going home and thinking … I didn’t do it
… it just had so much emotional baggage with it … because she had never
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told me [that she loved me] … I knew intellectually that I would be so an-
gry if I didn’t get this done and she died … how wasteful. (#30, LL
240–249)

In the end, Katherine* successfully told her mother that she loved her
and that she appreciated all that she had done for her, and Katherine*
felt a tremendous sense of relief and peace. Others acknowledge that
they participated in a meaningful nonverbal interaction to fulfill their
need for a deep and authentic interaction. These nonverbal interac-
tions usually involved the powerful and intimate code of touch. In
Maureen’s case, a hug fulfilled that need. For Roxanne, a squeeze of her
hand facilitated closure. A vocalic response (e.g., Jules* received a
grunt when no one else could get any kind of response) or a final look at
the moment of death (Victoria) also became extremely powerful and
meaningful.

Tools for communicating more effectively in present, everyday, in-
teractions are statements that illustrate how the lessons learned dur-
ing FC apply to their current communicative behaviors on a daily
basis. Almost everyone talked about the fact that their FC made them
realize that they don’t want to leave anything unsaid because this expe-
rience made them realize that, in reality, anyone could die tomorrow.
For instance, Cathy eloquently highlights the fact that we are account-
able for what is said or left unsaid in our relationships. She observes
that “the responsibility of every sentence … pretend like it might be the
last day with somebody you love and say those wonderful things you
want to say” (LL 709–711). A common thread in these stories stresses
the value of “seizing every opportunity to communicate” (Tory, L 591).
Perhaps, Dana summarizes most clearly what others learned about
communicating more effectively in their everyday interactions:

… one of the things I learned is I never know when somebody’s last day is
going to be. I try to always appreciate them in the present, and tell them
… I love them and how much they mean to me … [I] don’t treat them with
disrespect … If there is something going on, I feel that you have to clear
the air because you don’t know. Which ties back to what I learned from
my dad … you don’t know when it is going to be the last time … I never
leave for work without the goodbye, I love, kiss, kiss, which takes forever.
(LL 599–621)

Clearly, these interviews indicate communication within one spe-
cific context (i.e., at the end of a loved one’s life) has a lasting impact on
individuals’ current interactions within close relationships. To be able
to transcend painful periods in our life and apply lessons learned
about communication to our everyday life is a hidden gift of FC.
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IMPLICATIONS AND CONCLUSIONS

Examining FC permits understanding of communication at the end of
life and illustrates how narratives help survivors make sense of that
process. First, FC narratives offers a unique opportunity for us to
learn about ourselves and to confirm our identities by looking at our-
selves in a new light or by seeing ourselves through a loved one’s eyes.
Second, FC narratives enables us to promote ongoing connections be-
tween us as survivors and the deceased (Hedtke, 2002), thereby con-
firming our relationships with our loved ones. Third, FC narratives
empower people to utilize communication with their loved ones as a
way to begin to make sense of death, their loss, and thereby begin the
healing process. Fourth, we were struck by the lessons learned by indi-
viduals concerning communication with their loved ones at the end of
their lives and how it also impacted their everyday communication
practices.

These findings offer important new understanding to the process
and functions associated with a subject understudied in the narrative
and health communication literature: final conversations. In the pro-
cess, the findings contribute to, as well as support, existing narrative
theory. The stories, most often told years after the death of a loved one,
reflect the complexity of narrative time (Ochs, 1997; Ricoeur, 1981b).
Participants were able to take the scattered and past events surround-
ing the death of a loved one and create narratives with thematic mean-
ing about individual and relational identity, as well as lessons about
death and communication that affect the present telling and future
lived events. FC narratives also clearly reflect social, historical, and re-
lational contexts (Fisher, 1989; Somers, 1994). Situated in a time
when the current “death culture” (Heinz, 1999; Kubler-Ross 1969,
1997) encourages minimal talk about death, these stories seem to help
people shed the shroud of the death and make sense of difficult events.
Our findings confirm previous research on the importance of the ex-
tended reportability and coherence of identity narratives (Linde,
1993), as well as the meaning-making and healing power in stories of
death (Sedney et al., 1994) and, in so doing, help to position FC narra-
tives, specifically, as an important part of coming to terms with the
death of a loved one.

Because of this finding, not surprisingly, most of the FC stories in
our study were overwhelmingly positive. At first reflection, it is easy to
surmise that there is a simple methodological explanation. Spe-
cifically, because participants were self-selecting, people with negative
FC may simply have chosen not to participate in the study, thus result-
ing in a skewed sample. Interestingly, however, the few participants
that did have difficult relationships with their dying loved ones also
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chose to share their stories. Yet, despite the fact that these narratives
were often more difficult to share and even negative in part, the tellers
ultimately provided a positive spin to the conclusion of the story. Be-
yond methodology, it may be that participants recall and shape the FC
experience in such a way that can help the storytellers minimize their
pain or self-doubt, thereby empowering them in a way that helps them
to overcome their loss. Further, narrative theory suggests that people
are biased by a social norm to focus on the positive aspects of stories.
Freeman and Brockmeier (2001) suggested, for example, that people’s
autobiographical narratives adhere to the cultural, historical, and eth-
ical standards of “the good life.” In addition, a societal bias toward pos-
itive narratives is reflected in life story research, which focuses on how
people can create a sense of coherence in their narrated identities (e.g.,
Baerger & McAdams, 1999; Cohler, 1991; Linde, 1993) and strands of
narrative therapy that promote ways for people to “restory” their nega-
tive experiences (Monk et al., 1997).

It may also be important that most of the participants had a lot of
time to mourn, heal, and to reflect on their FC before sharing their sto-
ries with the interviewer (i.e., the average amount of time from FC to
the interview was 6.9 years). Thus, time may have also been an issue
regarding the positive nature of the stories. The participants that re-
called FC shortly after the death (e.g., 6 months or less), focused more
on the actual death rather than on the FC and were more negative in
nature (due to the talk about the actual death process). Clearly, having
the time to recall and reflect on the actual conversations served an im-
portant function in the sense-making process for the participants and
likely contributed to the nature of the stories told. Future research
might assess how repeated tellings evolve and contribute to the sense-
making and healing process.

An alternative conclusion, and an important implication for our un-
derstanding of FC narratives, is that the lack of any stories regarding
regret 3 constitutes a testament to the importance of communication at
the end of life for the survivor. One of the final questions that partici-
pants were specifically asked focused on possible regrets and/or draw-
backs regarding FC. Every participant in our study stated that the
potential for positive outcomes resulting from the FC far outweighed
any potential negative risks (e.g., strong emotions, unmet expecta-
tions, or negative messages). The finality of death may help people
overcome petty grievances and focus their attention on the positive as-
pects of relationships and communication. This finding may also sug-
gest that people are biased from the outset to look for and focus on the
positive stories as a way to have a good ending with their loved one.

Finally, participants stated that telling the story of their FC was very
important. All of the participants talked about the value and signifi-
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cance of sharing their FC with the interviewer and thanked her for ask-
ing them to tell their story. Sharing their FC story, in the midst of living
in a society in which the norm is to not to talk about death and the
events that surround it, was perceived to be uplifting, freeing, and heal-
ing. Participants cherished the opportunity to tell an important story
with someone who was willing to listen, further strengthening the argu-
ment that people need to share stories with others. Overwhelmingly,
our data suggest that participating in FC and sharing stories about our
FC are two important ways that we can “turn toward death together”
(McQuellon & Cowan, 2000, p. 318).

NOTES

1. Most of the participants chose to have their real name used in all publica-
tions, however, an * indicates the use of a pseudonym at the participant’s re-
quest.

2. Participant’s interviews were transcribed verbatim. Use of L and LL signi-
fies the line number (L) or line numbers (LL) that correspond with the line
numbers from each corresponding transcript.

3. With the one exception of Cara, #20, who attributed her avoidance of genu-
ine conversation with her grandfather to her fear of and lack of experience
with death.

388 KEELEY AND KOENIG KELLAS



APPENDIX: FINAL CONVERSATIONS INTERVIEW QUESTIONS
GUIDELINE

1. Would you share with me your recollection (your story) of your
final conversation or conversations with your loved one?

Follow up questions/specific details about one or more of the conver-
sations:

2. What was the most meaningful conversation that you had with
this person?

3. Why was it the most meaningful to you? Who initiated this conver-
sation?

4. How did you or he/she initiate the conversation?

5. Were you alone during this particular conversation? If not, who
else was present?

6. Who did most of the talking during this conversation?

7. What was the most important thing that you “got out of” (or “took
away with you” or “stayed with you”) from this “final” conversa-
tion? Why?

8. (What do you think the dying person got out of the conversation?)

Nonverbal Experiences:

9. What sorts of nonverbal experiences (anything other than the
words themselves—you may need to give some general examples
for clarification) stick out in your mind from this time period?
AND what did each of the nonverbal experiences mean to you?

10. Which of those experiences were the most meaningful to you and
why?

General Questions:

11. How would you characterize your relationship with (name of per-
son) before you knew they were dying?

12. How would you characterize your relationship with (name of per-
son) after you knew they were dying? (If there was a change) What
do you attribute the change in your relationship to?

13. How do you think your final conversations made you feel about
your relationship to (name the person)? Why?
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14. How were your perceptions about YOU (and/or) your actions im-
pacted by this conversation?

15. What were the lessons that you learned from this/these conversa-
tion(s)?

16. What aspects of your personal life were changed (if they did) as a
result of this experience?

17. What barriers (or obstacles) did you experience in regard to your
disclosure (i.e., revealing of yourself, or being able to open up or
ask the other person about certain things) during this time pe-
riod?

18. What were some of the conversations that you initiated and what
did they do for you and for your loved one?

19. Any drawbacks to these final conversations?

20. What are the benefits to final conversations?

21. Have you had anything occur that you would consider communi-
cation or a sign from this loved one since he/she has passed?

22. Is there anything that the two of you didn’t talk about but you wish
you had?

23. Is there anything else that you would like to add?
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18
An Examination of the Role of Narratives

and Storytelling in Bereavement

�

Cecilia Bosticco
Teresa L. Thompson
University of Dayton

I had been in my second semester of graduate work when Teresa was
diagnosed and began her battle with cancer. When I returned to school
about ten months after her death, I found myself still looking for ways
to understand what had happened to me. Every class I took, every the-
ory I encountered, every paper I was assigned became a vehicle of ex-
planation. I revised my thesis topic in order to more systematically
explore the power of sharing stories in the processing of grief—a power
that I had personally experienced among my friends, family and ac-
quaintances.

—Cecilia Bosticco

Bereaved individuals are “wounded storytellers” in similar fashion to
those discussed by Frank (1995). Their bodies, minds and emotions
exhibit signs of the “illness” of bereavement, crying out for the opportu-
nity to give voice to their experience. Through the use of storytelling,
they begin to make sense of their malaise, to take control of events for-
merly beyond their power of influence. Cecilia’s personal bereavement
experience in the aftermath of the death of her 13-year-old daughter
provided the impetus for this research. This chapter is based on her
experiences and thesis research. She conducted the interviews on
which this work is based. Any reference to “I” within this chapter refers
to her experiences and perceptions.
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In past work, we have overviewed the process of grieving and delin-
eated the importance of family communication in general on the griev-
ing/bereavement process as well as the relevance of narratives/story-
telling in bereavement. In the present piece, we report a qualitative
study that examines this process more specifically. Although we refer
back to research from those earlier reviews, because of the lengthy na-
ture of the present results, we will not begin with a traditional litera-
ture review. After reviewing the theoretical perspective that frames the
present study, Walter Fisher’s Narrative Paradigm, and detailing our
methods of analysis, we turn to the compelling stories of grieving par-
ents. Through their voices, we gain insights into the powerful and ther-
apeutic nature of narrative. Although, as Cecilia will attest, narratives
prompted by loss cannot erase tragedy, they can bring understanding
and resolve for the future.

THEORETICAL FRAMEWORK

Fisher (1984) viewed narrative as a “master metaphor” (p. 6) rather
than as a “particular method of investigation” (p. 2). By proposing that
the human species be called “homo narrans” (p. 6), he claims a central
position for the narrative paradigm such that all other methods of un-
derstanding communication flow from this central concept. Fisher ar-
gues that storytelling remains intrinsic to the nature of humans and
that humans use “good reasons” (p. 7) as criteria for making decisions
and communicating in various contexts. Further, according to Fisher,
humans create and apply good reasons to fit specific situations accord-
ing to norms or rules dictated by their history, culture, personal integ-
rity, and experience. As such, Fisher contends that people must choose
among all the stories the world has to offer in order to create a good life
for themselves.

Each individual participates in his or her life as one who reasons
and makes value decisions (Fisher, 1984). Individuals constantly
re-create stories. Each story requires an author (a person who tells the
story) and co-authors (people who receive the story and the audience
that participates in the creation of meaning for the story). The world
provides plots and texts that the storytellers creatively retell, making
meaning and value judgments as they do so. They rely on narrative ra-
tionality to assess these value judgments, gauging both narrative fidel-
ity and narrative probability as essential factors in determining the
extent to which they will value a story (Fisher, 1984).

Narrative fidelity addresses the “truth” of the story. People make
use of learned (but not formal) ways of judging the values expressed in
a story. They turn to what Fisher (1985a) called the “logic of good rea-
sons” (p. 349). An individual develops these good reasons based on his
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or her background, culture, beliefs, self-concept, interactions with
others, and past experiences. In other words, a person uses his or her
unique blend of personal perceptive tools to measure the veracity of
the stories he/she hears or constructs. If a story does not meet these
criteria for truthfulness, it fails the test of narrative fidelity (Fisher,
1985a, 1985b).

Narrative probability evaluates story construction. People recognize
a specific set of rules or expectations about what makes up a story-—a
particular sequence of events, sensible causal relationships between
important elements, and a distinct framework that includes some
things while excluding others. If a narrative does not emerge as a co-
herent entity that matches what people expect in a story, it fails the test
of narrative probability (Fisher, 1985a, 1985b).

Through this framework, then, we investigate the ways in which in-
dividuals make sense of loss that defies consistency or coherence, ac-
cording to preconceived life scripts—the death of a child. The current
investigation resembles other works on health and narrative by
Frank (1995), Kleinman (1988), and White and Epston (1990), but it
extends and further explains some aspects of these scholarly contri-
butions. Much of the work on the therapeutic value of storytelling fo-
cuses on what storytelling does to facilitate understanding and
meaning-making for the person who is ill. This research looks at a
different kind of “illness”—bereavement—and explores the role of
storytelling separate from its use by “experts” such as doctors or ther-
apists. As such, this chapter presses the boundaries of current health
communication research, contributing theoretical and empirical un-
derstanding of healing beyond disease or disability to disruption of
life due to premature death.

Research Question

Fisher’s narrative paradigm suggests that people naturally turn to sto-
ries in an attempt to understand and find their way through a devastat-
ing happening such as the loss of a loved one. Through the use of
narratives, they look for “good reasons” for the event and for their emo-
tions in response to it. They create and apply these good reasons ac-
cording to norms and rules learned from history, culture, and
personal experience, fitting with the personal integrity of the individual
who measures the rationality of such stories by use of narrative proba-
bility and narrative fidelity. From among all of the stories possible to be
told, an individual chooses the ones that facilitate a good life for him-
self or herself and his or her family.

This chapter examines the role of such stories in the grieving and be-
reavement process. The following research question will be addressed

18. BEREAVEMENT AND NARRATIVE 393



in this study: How do grieving parents use the storytelling process to
help them cope with loss and bereavement?

METHODS

Bereavement constitutes a difficult time for most people, but grief re-
sponses vary. One of the critical indicators of a strong grief response to
loss is the degree of involvement of the bereaved individual’s self image
in his or her relationship with the person who dies. The parental role
involves an individual in bonds with his or her child, based both on in-
teraction and culturally mandated expectations. These bonds strongly
affect the self-concept of the individual. When a child dies, the parent
suffers formidable losses to his or her self-concept in addition to the
loss of the relationship with the child. These multiple losses usually re-
sult in a strong grief response in bereaved parents. Thus, this study en-
gages bereaved parents as respondents in an attempt to assure that the
individuals interviewed are reporting from a strong experience of grief.

We employed snowball sampling to recruit participants. Respon-
dents included four White males, one African American female, and
five White females. Their children died at ages ranging from 10 days to
40 years. The duration of their bereavement experiences (the time
from the death of their child until they were interviewed) varied from
3½ to 30 years. These respondents exhibit wide variance in terms of
the age of death of their children, cause of death of their children, and
duration of bereavement; however, they hold in common a strong grief
experience.

We devised an interview guide to elicit the respondents’ personal
stories of their bereavement experiences and to guide participants in
covering similar topics in their accounts. We sought to provide an op-
portunity for respondents to talk about their grieving experiences. Our
interview sessions lasted for 1 to 1½ hours. We audiotaped all sessions
with the permission of the respondents and later transcribed them. We
used these transcriptions and the sparse notes taken during the inter-
views as data for our analysis.

We labeled the narratives and collected similar topics into groups.
Narrative analysis of the accounts yielded rich results for the discus-
sion of the research question. Although it is rather unconventional to
cite and integrate so much past research in a findings section, the prac-
tice brings together various conceptions about stories, including how
they work for people, with the accounts of this study’s participants to
discern how stories were valuable to these bereaved parents. Many ex-
amples emerged from the accounts of these respondents that con-
firmed their use of narrative processes to create meaning, to test action
plans, and to make choices that helped them and their families deal
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successfully with the effects of the loss of their children. In order to
protect the privacy of the parents who shared their stories in this
study, fictitious names have been used in our description of findings.

FINDINGS

Fisher’s (1984) presentation of his theory of the narrative paradigm
provides an excellent organizational pattern for analysis of the data in
response to this question. His first premise is that people naturally
turn to stories. Brockmeier and Harré (1997) agreed, claiming that
people become so practiced in the ability to understand on the basis of
narratives, that storytelling becomes “transparent” (p. 272) to them.
They tell stories without being aware of doing so.

Schank (1990) asserted that telling a story is necessary to confer
reality on an event for the person who has been involved in it. Accord-
ing to Weick (1995), stories “impose a formal coherence” (p. 128) on
the disorderly stream of happenings in the world. A story preserves
the “connectivity” (Schank, 1990, p. 125) of incidents. Unless a story
collects details in a coherent structure, things that happen to people
are remembered “cross-contextually”; that is, particular instances
are stored along with other instances of similar type and separated
from the specific situations in which they occur (Schank, 1990, p.
122). Details that are gathered into a story and given a causal struc-
ture are remembered together with the story. Those that are not, are
lost to “dynamic disconnection” (Schank, 1990, p. 124). People de-
cide which details to connect to their stories, not realizing that be-
cause the story will be remembered as a unit and the other details will
dissipate in time, the story will eventually become the reality
(Schank, 1990).

An examination of the results reveals common elements in the sto-
ries told by the respondents to this survey. Most obviously, they find
loss to be very difficult, but those interviewed developed strategies for
coping with their losses. All of the respondents came to an acceptance
of grief, verbalizing a recognition of the individuality of its process,
whether in talking about differences among family members, discuss-
ing variations in the sharing of members of support groups, or in want-
ing others to respect their personal grief journeys. The belief that time
and process change the effect of the loss on the individual, but pain,
loss, sadness and emptiness remain to some degree, emerged as an-
other common element. Reorganization following loss does occur. The
participants voiced a sense of commonality with others who have lost a
child, but a feeling that they are “out of kilter” with others who have not
had the same experience. Further, each person’s story connected
deeply to the reality of the loss. Every one of them came to a section of
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his or her story that brought evidence of strong emotion. One woman
cried several times.

The Therapeutic Value of Emplotment

Four parents in this study narrated experiences that point to their in-
stinctive desire to collect the details related to their children’s deaths
into a story. For Carl, assembling a plausible story about the night of
his son’s death was a long but necessary task. He found witnesses to
what happened at the party and others confirmed that his son had
dropped off some girls at their homes. However, after that, Carl discov-
ered only circumstantial evidence from measurements taken by inves-
tigators at the accident scene. Carl had to build his narrative based on
his own knowledge of his son’s car, of his son’s driving ability, and of
his son’s physical soundness for driving that night as well as on the ba-
sis of pure conjecture. Yet, he was able to construct a perfectly believ-
able account that, for him, was a good story of what happened the night
of his son’s accidental death. The story allows this father to put his son
to rest as a responsible young adult who made a slight mistake in judg-
ment and drove a less than dependable car rather than as an irrespon-
sible teenager who deliberately took unacceptable risks with his life.
The pain resulting from the loss of his son is immense, and creating
the story helps Carl to somewhat ameliorate it by casting his son in the
best possible light.

Tess, whose son was killed in a motorcycle accident, admitted that it
had been difficult for her to accept the reality of her son’s death. During
the early part of her bereavement, “If I saw a motorcycle, I had to go
check it out. If someone looked like him, I had to go check it out,” she
said. She felt compelled to collect every report and certificate on which
she was able to lay her hands relating to the accident and her son’s
death. Tess confides, “I had asked my sister to take a picture of [my
son] in the coffin so that later on I will know he is really dead.” Her de-
sire to find out all the details and to have physical evidence of the death
indicated that she needed to build a story from all of the information
available so that she could understand and accept what happened to
her son.

Beth and Mark, whose son was killed in a military accident, provide
the third and fourth examples. Interviewed separately, they both dis-
cussed the announcement of their son’s death by official military rep-
resentatives. Beth says, “And they said there’s been an accident and
your son has been killed. That’s all.… So, your initial thing is, ‘Well,
what happened? Where did this happen? What happened? What’s’—
you know, no details. They have no details—or if they do, they won’t tell
you.” Mark relates,
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They said, “He’s dead,” and that’s exactly the way they said it.… That’s all
they had.… In fact, we didn’t get any details until two days later when his
friend brought him home. Then he told us the details.… And we didn’t re-
ally get the details of everything until the guys came down and we spoke
to the guys. And, you know, we got piecemeal details from our sons talk-
ing to them and on the side.… They told us the stories … and it was won-
derful for us.

Building the story was essential to them. They naturally sought it.
According to Tannen (1988), stories facilitate the development of a re-
lationship between the actual happenings and the people involved.
Beth’s and Mark’s narratives include information about the young mil-
itary men who came to the funeral and about their abilities to tell sto-
ries regarding the son’s daily activities at the military station. The
stories created connections between the son’s military comrades and
his family.

As discussed in the preceding paragraphs, stories bind details to-
gether at the same time as they create a connection between events and
people. Individuals coping with loss desire these qualities of stories.
Thus, in cases where individuals lack significant details, such as in a
perinatal death situation, survivors may deliberately create memories,
a practice often encouraged by therapists (Gough, 1999; Mahan &
Calica, 1997; Shapiro, 1993; Worden, 2002). Something as simple as
taking photographs of the dead or dying child can be very supportive.

A case of the deliberate creation of details to produce a more posi-
tive story occurs in the narrative of the motorcycle victim’s mother. She
talked about her own sense of helplessness in approaching her son’s
funeral and about the uncomfortable things that occurred in the fu-
neral her ex-husband had planned at the time of her son’s death. She
also told about the memorial service that she planned on the first anni-
versary of his death. By that time, she had time to think about what
would have been more comforting and supportive to her in a funeral.
She incorporated all of those things in the memorial service—photo-
graphs, appropriate music, the people who were present the night her
son died. She reported that the first anniversary memorial service
“was probably the most healing thing I had done in the whole five
years.” Due to her deliberate creation of details to remember, she is
now able to replace the pain of the original funeral story with the satis-
faction of the memorial service.

Fisher (1984) contended that people use “good reasons” (p. 7) to
measure how they talk about what happens to them and how they
should behave in response. One measure of good reasons results from
the establishment of one event as the cause of another. McAdams
(1990) talked of the ability of narratives to arrange what happens in or-

18. BEREAVEMENT AND NARRATIVE 397



derly patterns that facilitate the discovery of causal relationships. We
discussed causal interaction between events as an essential element of
a story earlier in this section.

Without exception, our participants indicate in their accounts that
the death of a child comprises a good reason for one to experience
grief. This acceptance of loss as a good reason for grief represents es-
tablishment of causal relationship. Our parents also talk about pain,
disorganization, anger, and many other responses as reasonable re-
sults of grief. Descriptions of coping strategies and the result of time’s
passage that lead to a return to a normal or “new normal” exemplify
our respondents’ recognition of causal patterns.

Another example of the use of good reasons as a measure for be-
havior occurs when we ask participants to give advice to others who
have lost a child. They suggested that any response that occurs as a
result of grief is acceptable. They rated the loss of a child as a good
reason for a parent to experience a whole range of responses that, ac-
cording to their experience, should be considered to be normal. Par-
ticipants recommended that action in response to grief should be
accommodated, both by the bereaved and by members of his or her
social network. As one father stated, losing a year of volunteerism is
reasonable for a person who is taking care of his or her grief needs—
finding a way to survive.

Bereavement Stories as Cultural Artifacts

Fisher (1984) also maintained that people create and apply good rea-
sons for behavior and communication according to basic rules they
have absorbed from history, culture, and their own personal experi-
ence. Brockmeier and Harré (1997) agreed, asserting that people cre-
ate stories that define them as members of their social environment.
These authors observe that children learn about storytelling in much
the same way as they learn language. Children immerse themselves in
storytelling from birth, eventually acquiring a repertoire of familiar
cultural stories along with a relaxed capability for their use.

Schank (1990) claimed that people use the stories of their culture as
lenses through which to view daily events and that they also construct
their own stories based on those same common stories. They learn
rules or sets of expectations about the kinds of stories that count as ac-
ceptable in any culture. Storytellers must match the details and causal
patterns of the events they attempt to develop into a story to these ac-
cepted rules or expectations. If they cannot, listeners will find it diffi-
cult to follow their stories and will object. Schank (1990) called this
process “story-fitting” (p. 169). Culturally based stories allow hearers
to feel acquainted with what people tell, and they develop a delicate bal-
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ance between the generality of the cultural story and the individuality
of the narrative based on it (J. A. Robinson & Hawpe, 1986).

A good example of the power of a cultural story comes from Ann’s
narrative. Losing her newly married son to an aneurysm challenged
her coping abilities, especially because the kind of support that is cur-
rently offered to bereaved individuals was not available when her loss
occurred. She found comfort in a religious cultural story—that of res-
urrection. She believes in a life–death–resurrection cycle that is based
in the stories of her Christian religion. Those stories tell Ann that her
son is not dead, but experiencing eternal life through resurrection. In
the story that she told about him, he was enjoying life with his deceased
father, to whom he had been very close, and all of the other relatives
she has lost. Her story follows the cultural master story with which she
is familiar. Indeed, it is likely that Ann’s Christian faith does not just
constitute a cultural master story, but is rather an intrinsic part of who
she is, what she believes, and how she can heal, spiritually and emo-
tionally. It may well be an integral part of her identity and ability to heal
(see Parrott, 2004b).

Another example of a parent connecting to a culturally familiar story
comes from Mark. His narrative of the viewing and the funeral was
filled with satisfaction and mostly glowing accounts of emotional and
spiritual support that he and his family received during that time.
Berardo (1988) stated that societies create the rules and rituals sur-
rounding loss to help people cope with it. Such rituals help survivors
because they arise from cultural precedents yet possess the power to
speak to new situations (Imber-Black, 1991). Although Mark did not
directly refer to the cultural stories that were relived in his families’ ex-
periences during these days of ritual, he made use of them. The story of
his son’s funeral and burial re-create familiar cultural stories that are
comfortable and comforting because of their familiarity.

Three of our respondents reported that their cultural experience
was lacking when it came to providing norms and rules for them in
their bereavement experience. The current American culture remains
ill at ease with the yearning and searching behaviors that are normal
for grievers (Silverman, 1988). This discomfort leads to the subjects of
death and bereavement becoming taboos—things not talked about in
polite society (Irwin, 1991). This attitude caused these three parents to
call for a more open and frank dialogue about bereavement in our soci-
ety to better prepare people for dealing with it.

Kate, the mother of a 15-year-old girl who died of a chronic disease,
spoke at length about her own lack of death and dying experience as
she was growing up. She had no good ideas about how to change the
general lack of conversation about such topics, but definitely cried out
for an end to the taboo status of death and dying in general discussion.
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Ann expressed a wish that she had known more about dealing with
death before her son died. She had only been to one funeral prior to her
own experience with death and that had happened when she was a
young wife. May, who had cared for her retarded daughter in her home
for 39 years, talked about efforts of others to comfort her, but she com-
plained that those people had not learned how to “walk in the shoes” of
the bereaved and, thus, were not very good at it.

Another example relates to the American culture’s attitude about
God. Three of our participants came across an apparent cultural bias
related to trust in God—people seemed very apt to cite “God’s will” to
explain death and tragedy. Because our participants belong almost ex-
clusively to one particular religion, Catholicism, it may be that the phe-
nomenon of citing God’s will at the time of death arises more
specifically from their religious culture, rather than from their na-
tional culture. Nonetheless, the practice was recognized and rejected
by these three respondents. The role of religion and spirituality is just
beginning to be recognized in the research on health communication
(Parrott, 2004b).

May objects to hearing people try to comfort her by citing God’s will.
She suggested that it would be more soothing to her to have company
or be invited to go out rather than to hear how God felt about her
daughter. Beth claimed that God had nothing to do with her son’s acci-
dent. She blamed it on “horseplay” and the fact that God allows people
freedom to do what they will. Things just happen, she believes. God
stands ready to sustain and support people through whatever occurs
in their lives. Paul, who lost his newborn son, deliberately named the
people who taught him about God. He rejected the will of the vengeful
God that he was taught to fear. He found comfort in the idea of random-
ness. These parents experienced and discarded the culturally ac-
cepted method of explaining the death of their children because
personal experience revealed the cultural story to be lacking.

(Re)storying and Decision Making

One can explore imaginary and implausible possibilities in stories, ac-
cording to Weick (1995) and Brockmeier and Harré (1997). Because
they can include both known and hypothetical elements, stories can be
constructed and reconstructed until they become believable explana-
tions of reality (Robinson & Hawpe, 1986). Hearers can accept that a
story may only represent one believable explanation for an event and
that other equally convincing accounts might clarify the same situation
(Robinson & Hawpe, 1986). Because people view stories in this way,
narratives not only have the power to interpret events in a particular
way, but also can be used to reexplain the same events when and if the
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person’s meaning and/or experience change (Brockmeier & Harré,
1997, Robinson & Hawpe, 1986). Schank (1990) asserted that insight
can be gained through rethinking one’s own stories.

May, Beth, and Paul expressed familiarity with the cultural expecta-
tion that bereaved individuals should be comforted by assurances
about God willing the death of their children. Yet, when they con-
structed their own stories of bereavement, they rebelled because their
experience demanded a different script. These parents could not cope
with their loss through belief in a God who wanted them to live the rest
of their lives without their children, so they had to find another expla-
nation for why their children died. A new story, unambiguously placing
God on their side, allowed continued trust in the higher power in
whom they believe and comfort from God’s care.

Fisher (1984) asserted that people possess an inbred ability to mea-
sure the rationality of stories. They employ narrative probability (the
way a story fits the rules for a story) and narrative fidelity (the veracity
or truth of a story) as their criteria. Robinson and Hawpe (1986) sup-
ported this premise, stating that when a story is effectively con-
structed, it is “coherent and plausible” (p. 111). Robinson and Hawpe
(1986) concurred that people expect plausibility in the accounts that
they hear.

For instance, Kate spoke about all of the people who were present
right after her teenage daughter died. She mentioned that her father
came into the room and that he was crying. Without further explanation,
this fact would not seem out of the ordinary for the situation; however, it
held special significance for her at the time, and it was important for the
listener to have background about the reason for its significance. To
help the listener understand the implication of her father’s tears, Kate
inserted another short anecdote about her father, saying that he had
only cried in the sight of his children three times—at Kennedy’s death, at
King’s death, and at this granddaughter’s death. The anecdote clarified
an important causal relationship in the first story—the assertion of her
father’s intense grief at her daughter’s death.

In another instance, Paul talked about the feeling of being out of con-
trol at the birth of his son. He told a second story that reinforced and
enlarged upon the first story. In the second anecdote, Paul talked about
how he had always been able to control the actions of his children as
they were growing up; however, in the case of his daughter’s problem
with anorexia, he could find no way to exert that control and to make
her eat properly. The “out of control” feeling seems to be a common de-
nominator in both stories, the second anecdote augmenting and ex-
plaining the experience in the first story.

Another indication of storytellers’ awareness of the need for clear
causal relationships regards their attempt to clarify conflicting cause-
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and-effect statements that are made in stories. They follow these seem-
ingly inaccurate sequences of events with explanations that appear to
have come from their own struggle with the facts and indicate the sto-
rytellers’ subsequent adjustment of their understanding of the facts so
that they make more causal sense.

For example, Kate talked about behaving in an automatic manner
for a year after her daughter’s death and told of an incident related to
paying her water bill. She clearly remembers going downtown with the
intention of paying the water bill and thinking that she had done so.
However, she received a bill that indicated she had not done so. As she
was talking, Kate realized that the facts she remembered and related
did not seem to make sense based on the resultant past-due water bill,
so she inserted a statement that reflects her own quandary about the
situation. She said, “I think what happened is” that she must not have
paid the bill because she couldn’t find a parking place. She adjusted
the story in midtelling to reflect her realization that the first version did
not follow the causal relationship story rule.

Kate provided another example of midstory adjustment related to
cause-and-effect story rules. She talked about the pain of being physi-
cally separated from her daughter for 3 years so far and of the difficulty
of thinking about people she knows who have lived 50 years without
their deceased children. In the midst of her discussion, she seemed to
realize that one solution would be for her to die soon. She immediately
moved from storytelling to prayer in a request for a long life. As she re-
turned to the subject of long separation from her child, she acknowl-
edged that others have done it and so will she. She said, “It’ll be all
right.” Kate rejects one logical solution to a difficult situation as
quickly as it seems to arise.

The preceding example also illustrates the premises of several other
researchers. According to McAdams (1990), stories constitute natural
carriers of meaning and motives. They can provide “tools” (Weick, 1995,
p. 150) for analysis of events and help solve inherent problems in situa-
tions, allowing for discovery of what actions can be taken and what can
be learned (Robinson & Hawpe, 1986). Kate allows the listener to hear
her realization of the results of her plot dilemma as well as her adjust-
ment of the story so that it fits the effects she wants to occur.

Another example of a storyteller making use of a story as a tool for
discerning future actions and beliefs occurs in John’s narrative. He
talked of efforts that he and his wife made to act on a belief in faith heal-
ing on behalf of their daughter, who was born with a chronic disease.
They took actions that boldly indicated their faith that she would be
healed of her disease. Following the plot of faith healing, they should
have been steadfast in believing that God would grant healing in re-
sponse to their faith-filled actions and that the disease would have left
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her. However, in the midst of their action, they were unable to follow
that storyline. It just did not make sense based on other information
they also believed, and they returned their daughter to her familiar
medical management routine. During our interview, John was still
teased by the promise of faith healing, but he knew that that plot line
did not work for him and his family. He told me that he was sad about
that because it affected his belief in the power of prayer. He prays in a
different way now because he has chosen not to adopt the faith healing
storyline as his own. He envies gospel stories because, in them, people
receive what he was unable to incorporate into his own story–healing
for themselves and/or their children. He has learned that the tempta-
tion to retell his story according to a different belief system does not fit
with his experience—that its causal relationships are faulty.

Narrative fidelity, according to Fisher (1984) tests the truth of a
story. Schank (1990) claimed that the only way new information can be
understood is when it connects in some way to one’s own stories. In
other words, stories “connect the unknown to the known” (Brockmeier
& Harré, 1997, p. 279). An integration of these ideas suggests that
what people recognize to be true resides in the stories with which they
are already acquainted, thus, they judge the narrative fidelity of new
stories based on stories they already know and trust.

In Jen’s story, we see an example both of the use of story as a “tool”
and of a storyteller’s ability to make judgments based on narrative fi-
delity. Jen’s newborn son died 10 days after he was born. Her story in-
cludes discussion of two conscious decisions that she made during her
bereavement. At first, she chose to die, which she attempted to imple-
ment via drug and alcohol abuse. Subsequently, she decided not to lose
her other child due to her self-destructive behavior, which she exe-
cuted via treatment and participation in Alcoholics Anonymous. Cur-
rently, she is a recovering alcoholic. She has been actively attending AA
meetings for 18 years.

Jen now tells the story of her own tragedy and alcoholic response
to other women who have become alcoholic in response to tragedy.
She hopes to help those other women cope with their problems by
telling the story of how she successfully coped with a similar prob-
lem. She hopes that the other women can connect their story to hers
and find in her recovery a key to their own recoveries. She remains
convinced that her story can become the tool to which other women
can connect their own experience and from which they can learn to
improve their own lives. Her actions demonstrate an inherent belief
in narrative fidelity—that her story will ring true for others. At the
same time, this constructive retelling of her experience helps allow
Jen to build some good out of the painful experiences surrounding
her son’s birth and death.
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Kate’s story demonstrates narrative fidelity very clearly. After her
daughter died, Kate joined a book club at church that discussed a book
that she refused to read. She explained that she knew the book talked
about questioning God and that her religious background would not
allow her to do so. When she joined a bereavement support group,
other parents not only openly questioned God, but they expressed an-
ger at God for what happened to their children. She was shocked be-
cause her own story did not allow such behavior; however, she realized
that these other parents questioned and expressed anger without be-
ing punished (as her story led her to believe would happen). She told
me that, although she was not sure how questioning the God on whom
one depends can be good for one, she had come to be willing to express
her questioning and angry emotions to God, based on the evidence of
the other parents in the support group. Up to the point of our interview,
her experience had not shown the questioning to be harmful. Kate’s
measure of the truth of the stories of other parents is her own story.
She seems to be timidly testing her ability to adapt her measure of nar-
rative fidelity because of hearing the stories of others.

Carl gives us another example of the use of narrative fidelity. He told
about attending a series of support group meetings. He said he had
been answering for his wife whenever questions were raised at the
group meetings to protect her from dealing with the difficulties of grief.
His actions came from a benevolent protector type of male mentality,
and he only meant to support her. When challenged by the group facili-
tator, he became angry, and he could no longer seek support from the
group. He actually stopped attending, allowing his wife to go alone. As
he talked about this incident, he never admitted that the group facilita-
tor might be right in asserting his wife must do her own grief work. His
own story told him that it was good to protect his wife from harm, and
it seemed apparent to him that grief was harmful for her. At a different
time in our interview, he claimed that he supported her bereavement
needs and that his efforts have brought them closer since their son’s
death. Carl needed to maintain the consistent theme that he supported
his wife in her bereavement. That theme reflects the truth of his own
story and preserves narrative fidelity for him.

Returning to Jen’s story, we see a powerful example of a storyteller
revising the plot of a story to reflect changes in both her experience and
her insight. During the period immediately following her son’s death,
when Jen was acting under her self-proclaimed decision to die, she ap-
peared to the rest of society to be doing fine. She went to work. She
took care of her daughter. She seemed to move on. This is one story
that Jen could tell about that time. Another story about the same time
could be that she was not really present for her daughter, that she was
only going through the motions of working and taking care of her fam-
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ily, that she was killing herself with drugs and alcohol. When Jen faced
the choice of shaping up her life or losing her daughter, she made a sec-
ond deliberate decision. She decided to work through whatever steps it
would take to avoid losing her first child as she had lost her second.
Her motives and meaning changed, so she changed her attitude and
behavior. Because of those changes, Jen can now tell this second story
and allow it to become the basis and reason for the new life that she
now leads as a result of alcohol abuse treatment and working the AA
twelve-step process. She is conscious of the divergence of the two sto-
ries relating to the same time in her life, and she uses them as illustra-
tions to other women of the probability that they can change their own
unpleasant stories as well.

Fisher (1984) argued that people pick the stories they want to use
from all stories available so that they can make a good life for them-
selves and their families. A striking example of this premise resides in
the story of Paul. He talked about people trying to comfort him with the
statement, “It’s God’s will.” He vigorously rejected that explanation
along with the story that he associates with it about the nature of God.
He recounted coming upon a different explanation (story) that fit his
experience more closely—that of randomness. Paul voices satisfaction
with the random-event explanation for his son’s injury and death, re-
peating it several times during his narrative.

Paul clearly chooses one story above the other for his own good and
that of his family. Accepting “It’s God’s will” as a cause for his son’s
death would make him and his family targeted victims of a vengeful
God. A story based on that cause would seriously hamper Paul’s ability
to call on God for support and help. As a father, Paul strives to teach his
children about their religious heritage. The “God’s will” scenario is im-
possible for him to reconcile with his own experience, and he refuses to
pass it on to his children. On the other hand, if he accepts the random-
ness of events in the world as the cause of his son’s misfortunes, he
may call on a God who might allow people to suffer difficulties as part
of being human, but who stands with and supports those same people
through those difficulties. Paul can then teach his children about God
as a caring father rather than a merciless judge.

Mark and Paul gave us other instances of deliberate choice of a story
when, without prompting, they both brought up the subject of family
definition. Both acknowledged that answering the question, “How
many children do you have?” was more difficult for them now that they
have lost a child. Now they need to have a prepared reply, unlike before
their losses. Paul admitted that he doesn’t claim the son that he lost 10
days after birth when asked about his children. In our interview, he
gave a practice sentence that might introduce the subject of his lost
son, but he found the resulting story long and difficult to tell. He said
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he was not sure he wanted “to go there” anyway. When the prospect of
including his first son (an infant who never left the confines of the hos-
pital) in the conversational story was not satisfying to him, Paul de-
cided to claim only his two living children. His decision seemed to be
consistent with the rest of his story. While he cherished the life and
death of his first son, he did not usually deal with that memory on a
daily basis. Paul’s choice of a family definition story reflects his general
experience.

In the other case, Mark said that he always claims all four of his
sons, even though one died. He expresses satisfaction with the story
that he has prepared to support this decision, an account coinciding
with his larger bereavement story. He admitted thinking of his son of-
ten and keeping reminders of him at home and at the office. His son
had been 19 years old at the time of his death, and Mark’s choice to
continue to include him in the family definition acknowledges the
years during which all four sons lived together as a family unit.
Brabant, Forsyth and McFarlain (1994) also reported that parents in
their study spent effort on developing practiced definitions of their
families after a child’s death. These authors use Goffman’s (1959)
front-stage performance–backstage reality concept as explanation
for this phenomenon; they offer a front-stage story for others that did
not include the deceased child in the family definition and a backstage
reality within the family that did.

Schank (1990) asserted that people use stories to test the quality of
their own decision making. If they can create a plausible and coherent
story to support the reason for their decisions and can imagine the
same kind of story happening as a logical consequence of them, they
then become more confident in the correctness of their decisions
(Schank, 1990). People choose the story that provides a good life for
themselves and their families (Fisher, 1984).

Two incidents from Kate’s narrative exemplify this decision-sup-
port function of stories. Shortly after her daughter’s death, her son
came back from overseas with a boil that needed medical attention.
She took him to the Emergency Room at the hospital in which her
daughter had died. She reported “losing it” at that time. Her son said
that she cried and screamed and behaved as if the doctors were going
to kill him as well. She said, “I’m not coming back here ever!” In this
story, Kate seems to be a woman totally out of control. However, dur-
ing our interview, while she definitely remembered the incident, she
rejected the story just told and its implications. She corrected her
son’s version of the story and revised her own statement, “I just said I
didn’t want to be here—that was all I said. I didn’t want to be here at
this particular time.” The second statement reflects a more reasoned
decision—she was upset at the time, but she rejects the idea that she
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will never go to the hospital again. She told me that she has, in fact,
been there since to attend the meetings of a bereavement support
group. Kate chooses to support the second version, which reflects
clearer thinking on her part.

In the second incident, Kate talked about her decision to get drunk
when, at Christmastime, she finally began to feel emotions related to
her daughter’s death (which had occurred at the end of June of that
year). Her decision to drink had unacceptable ramifications. When
faced with evidence that drinking to avoid the pain of difficult emotions
entailed the physical pain of alcohol withdrawal, Kate quickly changed
the story she chose. She realized that alcohol use was not the decision
she wanted to make because its story lacks narrative probability for
her. Instead of turning to alcohol, Kate started attending support group
meetings and the story of her experience there fit more comfortably
with the rest of her life. The decision to talk and listen to others in re-
sponse to her loss resonates better for her than the decision to drink.

Jen’s story also exemplifies the way that storytelling allows the test-
ing of decision making. When she came to the second deliberate deci-
sion of which she spoke, Jen was able to imagine two separate stories
to explain the time between her son’s death near the end of October and
her entry into alcohol treatment at the beginning of April—one in
which she did everything expected and another in which she priori-
tized alcohol over her daughter. After she was challenged to change in
order to keep her daughter, she acknowledged the truth of the second
story and changed her initial decision. In light of the second story, Jen
realized that her first decision could not work for either her or her
daughter. If she wanted to be a good and healthy mother for her first
child, she needed to change her response to the death of her second
child, and she did.

John’s story also serves as another incidence of storytelling helping
to test decision making. He and his wife had made a decision to demon-
strate their faith in the healing power of prayer by removing their
chronically ill daughter from her medications and her accustomed
medical regimen. They wanted desperately for God to heal her in re-
sponse to their faith-filled actions. However, John related being at
work one day and having the hair stand up on end on his neck as he
imagined the possible results of their actions. As he told opposing sto-
ries to himself about the possible outcomes of their actions, he realized
that he could not accept the probable ramifications of the plot that took
his daughter away from the medicines and routines that had sustained
her thus far. John found himself unable to believe that this story of mi-
raculous healing would actually work out to be real. He called his wife,
and she confided that the same thought process had been happening
with her. They rejected the story of miraculous healing because it did
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not fit with their experience. They had tested their faith-healing deci-
sion by means of narrative, just as Fisher suggests.

John shared another ramification of their decision to return to con-
ventional medical treatment—a crisis of faith for him. He found that
their decision no longer allowed him to believe in faith healing. He said
he was still intrigued by the idea, but it only made him feel angry and
cheated. He talked about having come to the insight that trying to influ-
ence God’s miraculous action is presumptuous on his part—that he
had no right to “decide what is or isn’t going to happen.” He decided to
change the way he prayed in order to safeguard his faith.

Those who listen to stories play an integral role in defining emer-
gent (re)storying of experiences. The “confiding experience” (Harvey,
Orbuch, Weber, Merbach, & Alt, 1992, p. 105) brings the comfort and
input of other people to the storyteller’s process of understanding
what has happened. The teller of a story wants it to be understood
and accepted by his or her listener(s), so is careful to fashion an ac-
count that is well-reasoned and engages the curiosity of the listener
(Harvey et al., 1992; Schank, 1990). By listening or refusing to listen
to various stories and types of stories, listeners have power to affect
what stories are told and, ultimately, remembered by the teller
(Schank, 1990).

Parents explained that they want to talk about their lost children,
but often others will not allow it. Beth noted that it was especially diffi-
cult for her when she mentioned her son’s name to someone and that
other person turned away, probably because the topic made the other
person uncomfortable. Yet, for Beth, talking about her son was com-
fortable and desirable. When people behaved in such fashion, they re-
fused to hear Beth’s story, so she could not keep his memory alive by
talking about him.

My own personal experience confirms this hurtful truth. I find my-
self grateful to people who talk about my daughter’s memory, even at
the risk of discomfort for themselves. Although my voice may waver,
my spirit is always grateful that others keep Teresa alive in their
thoughts as I do.

Tess related incidents in which people saw her son’s picture and be-
gan to challenge her about behavior that might have prevented his
death, such as wearing a helmet or taking safety classes. Tess chafed at
the memory of such discussions because they portrayed her son in a
negative light. She admitted that he had made some mistakes, but he
also did many things right. She commented that she disliked having to
explain details to people who did not care or had no right to know.
These listeners forced her to defend her son and try to justify his be-
havior when she would much rather tell stories about his dreams and
his positive behavior.
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Jen talked in very warm terms about the positive influence of a lis-
tener—her mother-in-law. She always wanted to encourage others to
talk about her lost grandson. Jen wanted to talk about her son and no
one (except for her mother-in-law) would allow her to do so. Her
mother-in-law’s function as a listener encouraged Jen’s storytelling,
and that process helped her to understand the loss of her son and its
consequences.

SUMMARY

The accounts of the respondents of this study reveal their use of narra-
tive processes in understanding and managing the powerful effects of
loss. As predicted by the narrative-paradigm theory, these parents
have naturally turned to stories to capture and organize their experi-
ences. They are adept at determining good reasons for events and situ-
ations based on the outcomes of their narratives. They make use of
narrative processes to test their decision making, to help them decide
from among various possible courses what they will do. They choose
the most appropriate and helpful narratives to promote a good life for
themselves and for those they love from among the stories of their cul-
ture, history, and experiences. They engage in storytelling whether or
not they have full awareness of its use and helpfulness to them.

Utilizing narrative analysis in this study allowed us to “look inside”
the data to discover how storytelling helped people organize the events
and emotions of their grief. Our respondents’ attempts to construct
plausible stories allowed them to see patterns and understand connec-
tions that might not have been apparent to them before. By decons-
tructing the stories as narratives we could recognize personal growth
over time, as well as story testing, decision testing, and sense-making.
This beginning understanding of how narratives work for these
“wounded storytellers” would have been difficult to come to via statisti-
cal analysis (Frank, 1995). Dissecting stories into small pieces (neces-
sary for such quantitative interpretation) would hinder holistic
integrity. The value of storytelling lies in its ability to integrate details
into a whole. Understanding how that whole works in a person’s life de-
mands a broad look.

Suggestions for Future Research

This study did not directly name the process of storytelling with the re-
spondents. In future research, the topic of using stories could be ap-
proached more directly. Participants’ personal reports of the
usefulness of using stories could be solicited and probed. A drawback
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might be the transparency of storytelling, which could limit their abil-
ity to recognize its use and/or utility in their bereavement.

Another useful research strategy might be asking respondents to
write about their bereavement or to deliberately tape-record stories
from their bereavement experience. Research questions might include
specific topics such as viewing the body, the funeral, incidents of sup-
portive (nonsupportive) behavior from others, or cemetery experi-
ences. They might also be in the form of writing prompts such as: the
most difficult thing about my loss; effects of loss and how I’m managing
them; or my current relationship with my deceased loved one. These
methods might allow assessment of respondents’ awareness of story
rules and the elements they consider essential in telling a story.

Another approach might entail a second visit to the individuals in-
volved in the current study. Besides providing an opportunity to com-
pare and contrast the stories, such an approach could discuss the
results of the current study and elicit personal reports from respon-
dents that might verify or expand on the conclusions of this study.

This study has examined the use of storytelling by bereaved parents
using the lens of Fisher’s narrative paradigm. Further research might
adopt another theoretical perspective, such as Schank and Abelson’s
(1977) plan–goal–theme–results–lesson chain with which to measure
the use of narrative among respondents. Another study might also
move from the context of bereavement to some other situation for look-
ing at the use of narrative.

CECILIA’S PERSONAL REFLECTIONS

Working with narrative data in this study provided a rich, deep look at
the experiences of my respondents. However, a large amount of data
could not easily be collapsed into convenient, manageable pieces.
Sifting through the stories and looking for patterns was quite a task. I
broke the data down by thinking about similarities between Fisher’s
work and the framework of other scholars regarding the nature and
utility of storytelling. Finding the intersections between those ideas
and then looking for evidence of their application in the stories of my
respondents began to give me new ideas about the HOW of narrative’s
usefulness in processing grief. Doing the narrative analysis was almost
like being a detective looking for clues, then building a new story out of
the building blocks of theory and my respondents’ stories.

The interviews were powerful and created an intimate space be-
tween myself and the respondents. I had a very strong feeling—and it
was expressed or hinted at by several of the parents—that I would not
have been granted the opportunity to interview had I not “earned” it by
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my own experience with the loss of a child, by my own grappling with
the “octopus of grief.”

Somewhere during the course of my research, I began to realize that
a part of me wanted my thesis to say everything about grief that could
be said, to allow me to so fully explore the subject that all of my ques-
tions about it would be answered. I wanted to do this as a final tribute
to Teresa that would stand as a shining example of why she suf-
fered—and why I suffered because of her suffering. I guess a part of me
really believed that I would be finished with grief when I finished my re-
search. Maybe that’s why it took me so long to do it and why I tried so
hard to make it my best effort. But, later, I also realized that those goals
were futile. They were beyond the reach of this or any paper. My thesis
is finished now. My diploma rests comfortably in my bookcase. And I
still miss my little girl!—even 6 years later. There are still times my
heart can’t understand why she had to go. My eyes still well up with
tears now and then (definitely not as often as they once did) and I long
to hear others mention her name, saying that they miss her, too. My re-
spondents’ stories didn’t “fix” my story any more than my listening to
them “fixed” theirs. Our kids are all just as gone as ever!

I venture to say that my analysis might be a surprise to the parents
whose stories I heard and examined. I am sure that they were largely
unaware of doing any of the things I said that they did with their stories.
Yet, I think, stories and poetry and plays—all narratives—have lives of
their own. There is an intricacy to them that defies anyone to ever have
the final word about what they contain. That’s the special power of nar-
rative—it connects to each hearer in its own way, interacting with that
hearer’s personality, perspectives, and specific stories to create ever
new and living understandings of reality.
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I can’t trust my body. It is no longer there for me. At this point, I may die
this fall. I am sad about that. I am very aware of life’s illusions—Joni
Mitchell’s song “Clouds”—everything seems in transition.

—Female cancer patient, 56 years old

The newly diagnosed cancer patient faces an overwhelming and com-
plex set of challenges as they navigate and negotiate the multiplex of
caregiving processes. Upon receiving the news about their diagnosis,
cancer patients often are devastated. The fear, dread, and terror that
accompany the diagnostic message stem from multiple factors, espe-
cially those issues (a) situated in conceptions of self and (b) those per-
ceived through social construction of reality. Traversing through
multiple communication contexts involving self-identity, family mem-
bers, providers, health care organizations, and environmental contin-
gencies creates an overwhelming set of challenges for the cancer
patient. The starts and stops along this journey may well determine the
outcome of their cancer experience. This is not to say that this process
determines the outcome of the chemotherapy treatment on the dis-
eased cells, but rather it is to emphasize that it will determine how the
cancer survivor fares after cancer. Some patients come through their
cancer experience feeling empowered, strong and happy, whereas oth-
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ers feel disempowered, weak, and unhappy. Some cancer patients be-
lieve that cancer constitutes, in some way, a blessing, as they now truly
appreciate life. What accounts for such discrepancies in the experience
and outcomes of cancer? As contributions to this volume illustrate, a
narrative perspective to understanding health care issues offers a pow-
erful tool for both scholars and practitioners. This chapter empha-
sizes the need for patients to exercise agency through narrative in
order to achieve a more successfully managed cancer care environ-
ment. Although narrative analysis in cancer-care is not a new phenom-
enon, neither is it a universal form of inquiry when investigating
patient-care issues.

Three primary challenges facing cancer patients involve: (a) identity
threats, (b) relating to close others, and (c) surviving, assimilating to,
and managing a new and unfamiliar medical environment. While fac-
ing these challenges, patients simultaneously and continuously negoti-
ate and renegotiate their self-identity, relationships with friends and
family, their role in the medical environment (e.g. their patient role),
and the patient–provider relationship. The manner in which patients
face each of these challenges allows us to see the interface among pa-
tient, close others, and environment, as well as how patients make
sense of and co-construct the cancer care process with players inher-
ent to this environment. Our work seeks to explicate critical relation-
ships among constituent parts of cancer care as a means for enhancing
patient agency through narratives (ATN). We first examine narrative
and the intersections with health communication. We then identify
three challenges cancer patients face during their interaction with the
health care delivery environment. It is during this discussion that pa-
tient narratives are employed to characterize the meaning patients give
to their experiences.1 In the following section, we turn the lens by
which patients view narratives from one of description to one of
agency, or how they can become choice-making communicators using
narrative as a means of exerting voice and employing adaptation strat-
egies for managing the cancer-care environment. In the final section,
we offer some implications for research and practice for how narra-
tives become a potential strategy in a patient’s repertoire for negotiat-
ing and managing the cancer-care environment.

NARRATIVE AND HEALTH COMMUNICATION

The phenomenon of narration is often explained as a human interac-
tion, an activity, a genre, or simply a type of articulation that allows
people to shift between the world of the unknown and the predictable
(Bruner, 1990; Eggly 2002; Fisher, 1987; Mishler, 1984). Scholars
from a broad spectrum of academic disciplines and social institutions
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use narrative data and structural methods of narrative analysis for un-
derstanding human expressions that go beyond objective evidence
(Barthes, 1972; Bruner, 1990; Eggly, 2002; Ezzy, 1998; Fisher, 1987;
Hunter, 1991; Labov, 1972; Langellier, 1989; Ricoeur, 1984b; Street,
2001). Although one may discover numerous interesting and compel-
ling studies on narrative within scholarly inquiry, this chapter focuses
on the study of narrative within the communication discipline and, in
particular, in the context of cancer care.

Over the past 20 years, health-communication researchers has con-
tributed to the understanding that patients should be active managers,
interpreters, and creators of the meaning of their illness (J. K. Burgoon
et al., 1987; Ellingson & Buzzanell, 1999; Thompson, 1990;
Vanderford et al., 1997). A number of health research projects in re-
cent years, however, have challenged this assumption by stressing that
before implementing holistic methods it is necessary to understand
the narrative practices that patients engage in before, during, and after
the medical encounter (Eggly, 2002; Frank, 1995; Sharf & Vanderford,
2003). A patient’s medical experience and discourse is fixed in the psy-
chosocial context of the illness, which exceeds far beyond the realm of
the medical environment (Engel, 1977; Goldberg, Haas, & Eaton,
1976; Houpt, Orleans, George, & Brodie, 1979; Spiro, 1996). In addi-
tion, it is not only the patient who is interpreting and negotiating mean-
ings of their illnesses but also the people who interact with them
everyday (Geist-Martin, Horsley, & Farrell, 2003; Goffman, 1963).
Consequently, the inclusion of psychosocial factors positions patients
as storytellers (Sharf & Vanderford, 2003). Accordingly, individuals
use narration as a communicative means in order to become the active
interpreter, organizer, and negotiator of the meaning of their illness. As
a result, there has been a growing awareness of the value of narrative
within the areas of health communication research and medicine
(Eggly, 2002; Vanderford, Stein, Sheeler, & Skochelak, 2001).

A significant amount of health-communication research focuses on
the socially constructed signs and symbols of narratives as linguisti-
cally articulated, restructured, and recorded in history (Berger &
Luckman, 1996; Bochner, 1998; Bormann, 1985; Fisher, 1987;
Mishler, 1984; Sharf & Vanderford, 2003). The social construction ap-
proach to health communication developed out of a need to counteract
the biomedical model, which is criticized for identifying and treating
the illness rather than acknowledging the patient as a whole person
who exists beyond it (Frank, 1995; Sharf & Vanderford, 2003).

Nonetheless, the biomedical model, which is grounded in scientific
reasoning, is the discourse needed to move the patient through the
medical system and everyday life (i.e., diagnosis, treatment, insurance
compensation, and time off from work, to name a few). In addition, the
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“patient role” within the biomedical model assumes an audience of
medical professionals, such as physicians, nurses, lab technicians,
and health care providers. Patients understand that medical profes-
sionals validate or judge the merits of their narration, so they often
strive to be good storytellers for their audience (Fisher, 1987; Frank,
1995). Unfortunately, patients may respond to health-related ques-
tions according to how they perceive medical professionals would
want them to answer (Robinson-Pant, 2001), inevitably leading them
to enact their patient role in expected ways. As a result, many individu-
als continuously struggle against the linear structures of the biomedi-
cal narrative by seeking out spiritual, moral, and social elements that
allow them to construct their own understanding about the personal
and cultural significance of the illness, inevitably transcending science
(Frank, 1995; Sharf & Vanderford, 2003).

This is not to say that all patients who seek to transcend science will
achieve their goals. Certain factors, such as age, gender, income, and
education can impede a patient’s ability to achieve empowerment
within the medical environment (Nussbaum, Ragan, & Whaley, 2003).
Sharing stories with other patients and with family members, friends,
co-workers, and acquaintances can provide individuals with a sense of
empowerment. However, these narratives are not always harmonious
with each other; conflict and tensions emerge between the inter-
actional styles and values of the story. Indeed, narratives spring from a
dialogue between multiple experiences embedded in the social context
of the illness. Understanding emergent narratives becomes particu-
larly important with cancer care where a host of providers and special-
ists participate. As a powerful mode of expression, these types of
narratives allow individuals to transform their identity (Frank, 1995;
McAdams, 1993; Sontag, 1977; Vanderford et al., 1997), assert con-
trol (Thompson, 2003), and gain a sense of community (Adelman &
Frey, 1997).

USING NARRATIVE TO EXPLAIN THE CHALLENGES
FACING CANCER PATIENTS

This section addresses three primary challenges faced by cancer pa-
tients and the ways in which they negotiate and renegotiate these is-
sues. Through cancer patient narratives, we explore how these
challenges are understood.

Identity Threats

Almost immediately, newly diagnosed cancer victims begin to question
their self-concept (Colyer, 1996; Flannigan, 2000; Pedro, 2001), as the
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fear of the unknown (treatment, suffering, and death) instantly be-
comes a close companion in their lives. As cancer victims turn their
thoughts outwardly, they confront the stigma associated with the dis-
ease (Colyer, 1996; Dakof & Taylor, 1990; Flannigan, 2000; Peters-
Godman, 1982). Cancer patients face this stigma from both internal
forces (their own perception that cancer is malevolent) as well as exter-
nal cultural norms regarding the indignity of cancer (Pedro, 2001). As
threats to self, ownership of stigma, and emotional distress intermin-
gle, cancer patients may experience denial as a coping mechanism
(Gattellari, Butow, Tattersall, Dunn, & MacLeod, 1999). Unfortu-
nately, denial compromises communicative processes between the
cancer patient and health care providers (Gattellari et al., 1999).

The initial difficulties already mentioned often produce a state of
crisis or shock. Drawing upon scholarship from intercultural commu-
nication, this state of shock for cancer victims can be associated with
the notion of cultural shock. Culture shock can be construed as the
“anxiety that results from losing all of our familiar signs and symbols
of social intercourse” (Oberg, 1960, p. 177) and as a loss of communi-
cation competence and distorted self-reflections based on interactions
with others (Zaharna, 1989). This state of shock tends to move cancer
victims from a state of low self-awareness to one of extreme self-aware-
ness, similar to what occurs during culture shock (Adler, 1975;
Villagran, Jones, & O’Hair, in press). This stage precipitates a great
deal of cognitive and affective reflection that continues to reflexively ag-
itate the affect system of a cancer patient creating occasions for, alter-
ations of, and threats to the self-concept (Flannigan, 2000; O’Hair et
al., 2003; Villagran et al., in press).

According to a number of scholars, the self is discovered in its own
narrational acts, and self-identity is developed and maintained
through narrative (Ezzy, 1998; Frank, 1995; Ricoeur, 1984b;
Vanderford et al., 1997). Czarniawska-Joerges (1994) argued that
identity construction becomes a “continuous process of narration
where both the narrator and the audience formulate, edit, applaud,
and refuse various elements of the ever-producing narrative” (p. 198).
In addition, narrative construction occurs through a reflective process
based on memory images of things that individuals have done in the
past (Ezzy, 1998; Ricoeur, 1984b). Individuals constantly reconfigure
the past and the future as part of an emergent present, and both the
memories of the past and expectations of the future are symbolically
organized and constructed to provide a congruent self-perception
(Ezzy, 1998). Narrative identity reflects a person’s life through a se-
quence of experiences, expectations, and memory categorized into a
triad of past, present, and future. Because a narrative is an account of
time, a listener can only witness movement through discourse. Move-
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ment, which semantically connects a sequence of events, illustrates
temporal phrases that depict duration, frequency, and repetition.
Consider these hypothetical examples, “My grandmother lived with di-
abetes for 30 years (duration) until she died”; or, “He went to the doc-
tor three times (repetition) for the same symptoms”; and, “I felt a sharp
pain in my chest every few hours (frequency).” Temporal phrases not
only reveal a sequence of events within the medical narrative; they ex-
pose the enduring milestones of a person’s life (Frank, 1995).

A patient’s identity emerges and evolves out of many symbolic inter-
actions between people, events, routines, expectations, imagination,
and the discourse that shapes a person’s story (Vanderford et al.,
1997). For example, people seek out and use narratives like paths or
illness maps that are consistent with their own expectations, values,
and beliefs (Pentland, 1999; Sharf & Vanderford, 2003). Based on
memory or stories of others’ experiences, patients develop a general
idea of what to expect when going to the doctor (O’Hair, Allman, &
Moore, 1996). The typical office visit story line usually unfolds as
“check in with a receptionist, sit down, wait, read magazines, get called
in, enter room, undress, sit on table, talk to nurse, talk to doctor, get
dressed, get medicine, make appointment, leave office” (O’Hair et al.,
1996, p. 309). A health experience that violates the “normal” doctor–
patient expectation changes the narrative. The patient will apply a new
meaning or interpretation to an old story. A revised story will be told
and retold. In order to tell the story in a socially acceptable way, the
sick person must acquire a patient identity. However, Western society
has stigmatized “being sick” and the patient role often is viewed as neg-
ative. Illness is perceived as an individualistic path that one must walk
alone, taking full responsibly for his or her treatment. In some in-
stances, such as HIV, society places blame on the victims of the disease
(Sontag, 1977). Certain behavior traits also may be labeled as disease
prone. For example, someone who is uptight, negative, and aggressive
can be said to have a “cancer personality” (Fields, 1999). A successful
doctor–patient relationship cannot be fully understood without ex-
ploring what the patient has to say about his or her own “health iden-
tity” (Frank, 1995).

Researchers often seek to understand how specific individuals use
metaphor when talking or writing about their illness (Sontag, 1977). In
arguing for the importance of metaphor in women’s thinking about
their experiences with cancer, Gibbs and Franks (2002) discovered
multiple conceptual metaphors embodied in women’s narratives, their
understanding of their cancer, and their identity. The majority of meta-
phorical phrases concern the body, which is how patients often gauge
normality. In the following narrative, a forty-nine year old female can-
cer patient expresses concern in her appearance. “I no longer feel
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beautiful. I had been morbidly obese for most of my adult life and then
in 2000, I got a gastric bypass. I had lost down to my goal weight and
felt beautiful. Now (after cancer), I feel skinny and ugly and bald and
breastless and gray.”

Medical narratives can function as indicators of how individuals de-
fine their illness and their identity, and ultimately the merging of the
two. As demonstrated in a study conducted on pain and interpersonal
relationships, Schlesinger (1996) reports:

Sometimes I feel like, uh, my whole being, my whole identity is wrapped
up in this pain.… I’m not Nan Fisch the computer programmer; I’m Nan
the person with the problem with her hands … I’m not Tom’s wife; I’m
that poor woman that’s wearing those funny things on her arms …
sometimes I just feel like who I am is taking a back seat to this problem.
(p. 253)

This excerpt reveals the inseparable nature of a patient’s self-image
and self-worth from illness and health.

Clearly, people assign meaning to illness in order to create and sus-
tain personal identities. In addition, adapting to the patient role, de-
pending on the severity of the illness, may evoke feelings of confusion
and anxiety for all involved (Vanderford et al., 1997). Given such con-
flicts, how do individuals present their illnesses? Eventually, their feel-
ings about illness slowly dominate their lives and their identities. The
story, as a resource for empathy between the speaker and the audience,
is inescapable. “How are you feeling?” works constantly to remind indi-
viduals of illness while simultaneously drawing attention to their differ-
ence, loss of control, and stigma of being sick (Geist-Martin et al., 2003;
Goffman, 1963; Spiro, 1996). For example, Schlesinger (1996) writes,
“Michelle expressed concern that she was ‘sick and tired’ of explaining
herself: ‘People don’t understand. It’s like a broken record … I’d be so
paranoid about someone calling me a hypochondriac’ ” (p. 251).

In this unique context, patients constantly renegotiate identities as
evidenced by the narrative of a 53-year-old-female cancer patient who
participated in our study.

I was in severe pain and wanted to die and “get it over with” after being di-
agnosed. A friend came in and said “Don’t die on me.” Made me feel I was
still of some use here. I started fighting. I “lost” myself and became se-
verely depressed 3–4 months later. Then went through some therapy, be-
came more open to positives/visits/etc. Scripture more comforting.
Personal prayers from others comforting.

The cyclical nature of cancer care undoubtedly affects self-image
(Granet, 2001). The threats posed by the disease, symptoms, and con-
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traindications from treatment constitute substantial contributions to
the identity-construction process. These threats provide an ever-pres-
ent reminder that identity construction is a fluid and dynamic process.
The following two statements from participants of this study demon-
strate how they (re)negotiated their identities based on the threats
posed. The first narrative demonstrates how this patient negotiated
the complex process by focusing on what was left (the positive) after
the cancer. The second narrative shows a possible difference in how
males and females (re)negotiate their identity after it is threatened by
cancer. The female patient allows the illness to have a positive meaning
in order to create and sustain a self that is content, whereas the male
patient allows the illness to be a crutch to lean on so that he no longer
has to keep up a persona of invincibility.

I recognized every day as a gift rather than an entitlement. I hope I’m a
more loving person, a freer person. My senses are all heightened. My
faith is stronger. My relationships are more meaningful. (Female cancer
patient, 63 years old)

Before I felt more invincible of course! I feel like I’m more patient with my
children, and I am closer to God than I was. I do tend to think of myself as
more sickly, which is very hard. (Male cancer patient, 43 years old)

No one expects to feel disconnected by his or her illness, a common ex-
perience with cancer (Frank, 1995). These feelings become burden-
some, especially when the side effects of illness or medications, such
as excessive weight loss or gain, hair loss, skin abrasions, continu-
ously are providing evidence of falling behind. Being different is diffi-
cult, but the “undesired differentness from what we had anticipated” is
even harder (Goffman, 1963, p. 73). Sontag (1977) explained that the
body becomes an object from which the ill person feels disconnected.
Even if the side effects are temporary, the impact from the discon-
nected feeling from one’s body and identity can last longer than the ac-
tual illness. As a result, ill individuals acquire an identity that sets
them apart from others. Such differences can lead to isolation, which
may negatively affect the outcome of their treatment.

Relating to Close Others

Patients have a tendency to incorporate various aspects or actors of
their lives into stories because they perceive these features as closely
related to their illness and their recovery (Ellingson & Buzzanell,
1999). Cancer patients we have worked with frequently discussed
which family members or friends accompanied them to the doctor or
assisted them with medication. The identities and relationships of the
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focal actors in the narrative can be friends, co-workers, family mem-
bers, groups, organizations, to name a few (Pentland, 1999).

When a person deals with a health crisis (such as cancer), family
support facilitates coping with stressors associated with the disease
(Bauer, 2001). In many ways, family support can cushion the impact
of the crisis. As one female patient explains, “My daughter is a great
sounding board for my need to get back to a somewhat normal life.”
In our work with cancer patients, family members—spouses, par-
ents, siblings, and children—often accompanied ill family members
in the treatment room. In fact, the design of the cancer treatment
room encouraged family members or friends to sit next to the indi-
vidual while he or she received treatment. In addition, TVs, maga-
zines, puzzles, and other types of media were available for the
supporters who sat and waited for hours. Ellingson & Buzzanell
(1999) claimed patients not only bring family members to gather in-
formation but also to help their physicians envision their lives. On
many occasions, we observed family members talking with the
nurses about treatment, medication, pain, diet, sleep, or other per-
tinent issues related to the patient’s cancer care. Patients remain
acutely aware of the disposition, comportment, and communication
style of those close to them. Consider the narrative of an ovarian
cancer patient from a study conducted by Ferrell, Smith, Ervin,
Itano, and Melancon (2003), where she recounts how her husband
shares her illness:

I must give credit to my husband who without a doubt is the word’s great-
est “caregiver.” So often they are the forgotten one. All concern is directed
toward the patient. I heard my husband say “We were diagnosed with
ovarian cancer last December.” What a great expression of love and con-
cern that was. (p. 658)

Caregivers, who use expressions like “We were diagnosed with cancer”
instead of “My partner was diagnosed with cancer,” show an incredible
capacity to adapt their identity as well as their language in caring for
their partner. Despite the difficulty of renegotiating close relationships
after a cancer diagnosis, it can be done successfully. In large part, the
extent of such renegotiation depends on how close others react to the
cancer diagnosis (Kagawa-Singer & Wellisch, 2003; Langer, Abrams, &
Syrjala, 2003).

It can be difficult to renegotiate relationships with close others even
when they are not resistant to change. In spite of everything, when close
others wish to be supportive, they may not know how. It then becomes
the cancer patient’s role to renegotiate this relationship. Furthermore,
not all members can express support equally.
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One female participant found her sisters to display more support
than her husband:

My husband has tried to be supportive, but he just doesn’t have a clue
about how to be supportive … so I have to tell him. My sisters and friends
have been supportive and allowed me to spew all my anxiety and pain,
and I don’t really know if I am doing well with this or not. (Female cancer
patient, 53 years old)

Adapting to the patient role not only changes the health status for
one’s identity, but also for one’s family and close friends (Vanderford et
al., 1997). Any change can evoke feelings of confusion, impatience,
timidity, anger, or denial (Vanderford et al., 1997). When an illness
strikes, both patient and close others must simultaneously renegotiate
previously established rules and norms of the relationship. One 48-
year-old female participant stated, “My husband and son have been
very supportive, but my daughter is very angry because I’ve been sick.”
Children of cancer victims experience a flux of emotion that can evoke
overwhelming feelings of fear that a parent might “leave” them or anger
because the parent–child role becomes reversed. In the narrative be-
low, the cancer patient demonstrates that her renegotiation of the rela-
tionship with her husband forces her to manipulate her interactions
with her doctor. In this narrative, the patient’s metaphor reflects a
weary warrior, battling not only the disease but also a resistant hus-
band: “I first battle my husband who always goes into denial and does
not hear the negatives. Then I have to get pointed with my doctor” (Fe-
male cancer patient, 56 years old).

The sick are frequently viewed as a burden by society because they
cannot “keep up” with the rest of its members (Frank, 1995). There-
fore, Goffman (1963) explained that individuals often try to pass as
“being normal” in order not to humiliate themselves or others. Many
patients construct identities that are multifaceted, and perhaps even
recapitulated from identities of the past. Individuals may project the
noncancerous self through narrative for various reasons, in particular
appearing “normal” to audiences. By doing so, patients can use narra-
tives about their noncancerous persona to reinforce in themselves an
identity that cancer is only a part of who they are, not what they are.
The following participant illustrates this when she discusses how she
achieved a sense of normalcy:

I lost some friends who could not deal with it, but the ones who sup-
ported me were great. I found that if I mixed in parts of my life that they
were used to and not dwell on pancreatic cancer, they seemed more likely
to want to talk. Like they used to. (Female cancer patient, 53 years old)
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Regardless of whether they position themselves as either protagonist
or antagonist in the person’s life, significant others can weaken or
strengthen patient compliance, health care decisions, treatment, and
even recovery (Bauer, 2001; Pentland, 1999).

Cancer-Care Environment

Anytime an environment metaphor is used to describe the context in
which individuals interact, it necessitates an act of defining and opera-
tionalizing key elements that constitute such a phenomenon. We re-
strict our view of environment to three elements of cancer patients’
experiences that we view as most salient for managing their care: pro-
vider communication, cancer-care delivery organizations (centers and
hospitals), and the insurance industry.

We first address the most basic of patient issues—provider contact.
Patients not only call on providers to help control (even conquer) can-
cer, but also to help manage symptoms. If pressed, they consider re-
quests to address psychosocial concerns as well. In the following
narrative, a 63-year-old female patient expressed aggravation with the
manner in which her primary-care providers failed to meet her needs:
“Most frustrating thing about my care? The busy schedule of the doc-
tors—having to wait to talk to them. Having to talk to nurse’s answer-
ing machines to get to the doctor or wait on a return call from the
nurse, which usually comes when I’m gone.”

Cancer patients also may object to the manner in which information
is presented to them. In the following narrative, a 68-year-old male
lung cancer patient complains about his oncologist:

He spent more time talking about his other patients and how they were
doing with this drug. When I asked him how long he thought I would last,
he shrugged and said it would depend on my tolerance for the chemo.
When my wife asked about side effects, he said it would be the normal
type. Normal? What’s normal about side effects? For the most part, he
acted as if this was all a big secret that I didn’t need to know about.

Our research, as well as that of others, reveals a general deficiency
on the part of physicians in attending to patients’ psychosocial, affec-
tive, and nonmedical needs (Gillotti, 2003; O’Hair, 1986; Thompson,
2000). Scholars conclude that although physicians have a great deal at
stake in communicating with patients about their psychosocial con-
cerns, physicians often fall short in meeting those needs. In the follow-
ing narrative, one patient relates the frustration she experienced when
her nonmedical needs went unmet by her providers:

19. NARRATIVE AND CANCER CARE 423



I don’t feel I have good communication with my doctors. I have had diffi-
culty getting all the access I need because everyone is so busy with pri-
mary care of cancer needs. There is never time to talk about how I am
emotionally feeling or any of those issues. On a different note, none of my
doctors advised me of getting prostheses or breast reconstruction. I had
to ask for a prescription to look into a prosthesis, but I still have not re-
ceived insurance approval. I have found a very lifelike prosthesis that is
made to match your skin color and shape—they do a plaster of paris
mold of your body to make it. None of my doctors knew about this; and
now I have to find out about this, too. I have been somewhat disappointed
in how little information is conveyed to me about any of the choices and
options I have in treatment before, during, or after my cancer treatment.
(Female cancer patient, 49 years old)

Although not commonplace, some cancer patients express their
suspicions and frustrations with physicians openly (O’Hair, Kreps, &
Sparks, in press; Robinson & Thorne, 1988). One patient who discov-
ered potentially disreputable practices by an oncologist unnervingly
argued:

In my support group I learned something I suspected all along.
Oncologists will never give up. They will try everything and anything to
prolong your life even if that would deny you a peaceful ending with hos-
pice care. It’s personal with them that you don’t die on them, even if it
means a dreadful existent for you. (Male cancer patient, 68 years old)

(Re)negotiating the medical system represents another challenge
facing cancer patients. For instance, the following narratives illustrate
how patients routinely experience frustrations related to insurance,
bureaucracy, and managed care. A 61-year-old female cancer patient
related the following narrative about the aggravation she experiences
with her health maintenance organization (HMO):

I fought tooth and nail to stay alive in spite of HMOs! I took matters into
my own hands and insisted upon referrals—some of my friends did the
same and were told to choose another primary! I would go to the media to
expose the lack of care if I had to—It just may come to that—the state I re-
side within is notoriously geriatric and the medical care is sloppy, hap-
hazard and as I expressed previously—I have a job to do—That is why I
am here after almost 5 years!!

Another 49-year-old female cancer patient recounts how she routinely
challenges her insurance company for coverage of benefits:

My insurance company has been awful. They routinely turn down any
bills, and then I have to appeal. For instance, the surgeon referred my bi-
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opsy for analysis to a noninsurance group. Well, I had nothing to do with
this; and yet, the company turned it down for payment. I had to call the
company and then go through unbelievable bureaucratic paperwork
about this … and it’s been ongoing since the start.

As mentioned earlier, cancer care involves a complex undertaking
with numerous healthcare personnel, organizations, and “places.” The
breadth and depth of the cancer care system frequently appears unre-
lenting and uncompromising (Ledlow, O’Hair, & Moore, 2003). Patients
often feel that they must face a bewildering and disorganized bureau-
cracy. A 54-year-old male patient shared, “Frustrations? One hand not
knowing what the other hand is supposed to be doing. Having to wait so
long when it comes to getting blood or platelets. Lack of concern that
you’re immune suppressed.” Another 43-year-old patient suggests a
strategy for the myriad of cancer services and obligations that many of
his cancer cohorts would readily embrace: “I think they should all have
a care coordinator to help them with all the information and questions
and different doctors and providers they need to see.”

Key components of the cancer care environment often do not act in-
terdependently; rather, they work against one another, disillusioning
and frustrating patients. Ultimately, these dynamics exert control over
how patients experience cancer, chances of survival, and available
treatment protocols. Medical narratives embody patient concerns, in-
cluding relationships, power dynamics, diversions, resources, bu-
reaucratic constraints, and decisionmaking (Vanderford et al., 1997).
Patients who achieve agency through narrative likely navigate the com-
plexities of this environment more smoothly.

ACHIEVING AGENCY THROUGH NARRATIVE (ATN)

Agency provides choice for patients within the patient–health care
contexts, empowering individuals to exert control over their health
care. In previous work, we conceptualized the path to agency as one
that occurs in phases beginning with the diagnosis of cancer (shock),
moving to uncertainty, progressing to empowerment, and finally ma-
turing to a level of agency (O’Hair et al., 2002; O’Hair et al., 2003). Al-
though only a conceptual model, the introduction of narrative moves
our goal of patient agency to a more realized, “practiced” level. We ar-
gue that patient agency can be achieved through two essential aspects
of empowerment: Voice and adaptation.

Voice

“One time I got three of my team to hold a conference call because I
wrote a letter that there was no communication and I felt like I was in
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no man’s land. The bad part was I would have liked to been included
and wasn’t” (Female cancer patient, 51 years old). Voice emerges as an
especially salient issue in constructing a sense of agency. The medical
narrative provides an outlet for the person’s strength and voice within
the story. For far too long, the biomedical model served as the primary
testimony, or voice, by which individuals could compare their symp-
toms, suffering, challenges, and future expectations. Guttman (2003)
referred to this social phenomenon as the medicalization of health
care that increasingly becomes incorporated with medical definitions
and control. Bakhtin (1981) explained that as human beings, we find
meaning, identity, and freedom through a multilanguaged world. Just
as we do not expect all people to wear the same shoe size, we cannot ex-
pect all people to place their individual health experiences into one
mainstream story.

Within medical narratives, voices can be heard and vital informa-
tion shared. As a natural source of therapeutic healing, narratives can
provide people with a sense of control even when simple tasks, such as
getting out of bed can be challenging or even impossible. In the follow-
ing narrative, a 63-year-old female cancer patient engages voice
through narratives as a means of achieving agency.

Tell the doctor up front you do not want to hear predictions of your life
expectancy and you do want to hear hopeful messages. If she cannot
comply with this request, look for another doctor. Tell the doctor you
want to be an informed patient, that you may not know the questions to
ask, and that you want her to feed you lots of information. Ask what the
office protocol is for getting questions answered by phone. Chat with the
nurses. You may need them later. Express your feelings, fears, [and] con-
cerns to a family member or friend. There’s no virtue in being “brave.”
Say “I’m scared” if you are. Ask for help. Ask for prayer on your behalf.

Cancer patients often see themselves as marginalized and relegated
to a standpoint of a “disease.” The following narrative from a physician
who participated in this study typifies this state of affairs. “Physicians
are trained to be scientists. We rely on objective facts. We treat the dis-
ease, not the person. We expect the patients to help us treat the disease,
but our role is in curing the disease. When that is achieved, the person
obtains their goal as well.”

Examining communication experiences of nondominant or
marginalized groups provides opportunities to observe relationships
among culture, power, and communication (Orbe, 1998). From this
perspective, cancer patients may be understood as members of an un-
derprivileged group (patients, cancer victims), unable to exert control
or power in the medical care environment. However, by engaging in
various communication strategies, ranging from aggressive to asser-
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tive to nonassertive approaches, disempowered cancer patients can
challenge the dominant cancer delivery structure (Orbe, 1998). One
62-year-old female cancer patient offers poignant advice for other sim-
ilarly affected patients:

If you have questions—write them down so that you do not forget to ask
about anything you are concerned about—Do not allow yourself to be
treated as a second-class citizen by having your questions answered as
though you may not understand—Insist upon laymen’s terminology—
Bring someone with you so the doctor will be sure to tell you the truth—
Do not be satisfied with “You do not need a specialist”—Call your insur-
ance companies and register a complaint—Remember, this is your body,
your life, and we all have the right to proper treatment—And we all need a
positive attitude.

Another patient recounted how she found her voice and challenged the
dominant culture in order to receive better care: “Yes, I was raised to go
to the doctor and do what he said to get better. I have learned it’s okay
to seek a second opinion, to feel good about your treatment by listening
to your body, and to collect any information you can to help you make
good decisions” (Female cancer patient, 51 years old).

Adaptation

Kim (2001) positions adaptation as “the dynamic process by which in-
dividuals, upon relocating to a new, unfamiliar, or changed cultural en-
vironment, establish (or reestablish) and maintain relatively stable,
reciprocal, and functional relationships with those environments” (p.
31). Given that patients have a stake in exerting influence over an unfa-
miliar (and sometimes unfriendly) cancer environment, processes of
adaptation emerge as key factors in the agency process. One partici-
pant shared:

I told myself after chemo began that I was not going to allow this to
change me as a person. I lost hair, but I bought some wigs. I lost a lot of
weight, but I had been overweight most of my life so that was a plus. I had
been considering semiretirement for a few years and this was a reason to
do so. (Female cancer patient, 63 years old)

One essential feature of adaptation theory involves the linear rela-
tionship of three concepts—stress, adaptation, and growth. For our
purposes, this relationship can be reasoned in the following manner.
As cancer patients grapple with multiple stressors that impinge upon
their psyche from the cancer environment, they search for ways to
adapt (communicatively, psychologically, emotionally, etc.) that lead to
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psychological and cross-cultural growth. Growth becomes a desirable
outcome that empowers the patient. The following narrative reflects
aspects of the adaptation process:

I’ve learned the importance of asking the right questions and of partici-
pating in my own care. I’ve learned to push for more information (They
don’t just volunteer it). It’s important to me to see my doctors as just peo-
ple and treat them that way. I try to laugh with them and give them hugs
and praise. (Female cancer patient, 63 years old)

Another patient portrays the adaptation process when asked how she
is different after cancer diagnosis:

I see things differently now … I see the beauty in things. I don’t boil up in-
side about things that really aggravate me (I let the steam out and then
just move on). I wish I had learned to do that earlier. I routinely talk with
God and have taught my children to talk with God. (Female cancer pa-
tient, 49 years old)

Agency Processes

Cancer patients often strive “for purposeful self-determination, at-
tempting to make sense of, initiate, influence, and cope with events in
line with personal values, goals, and expectations of the future in a con-
text of cultural norms, traditions, and past experiences” (Fryer, 1998,
p. 12). Agency opens the door of opportunity for choice within the pa-
tient–health care context. As we argued in an earlier position:

From our viewpoint then, agency might be described as a state of condi-
tion where individuals become empowered to the extent that they under-
stand the choices they want to make, advocate their own rights, take
control of their own destiny, and demonstrate the competency necessary
for acting in their own best interests. Agency is about having choice and
the competencies to act on them. This definition does not limit the
agent/patient from seeking help, support, or assistance. It does means
that agent/patients know that those choices can be made and that they
understand where such resources can be accessed. (O’Hair et al., 2003)

We understand that not all patients desire agency, and others may
try and fail at such efforts of empowerment. Yet, it is our contention
that for those so inclined, narrative represents an opportunity for real-
izing agency. Our experiences with cancer patients, in fact, suggest that
many have availed themselves of ATN. The following participant offers
advice about dealing with the diagnosis of cancer and engaging the care
environment in order to maximize the care process:
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I suggest always getting a second opinion. Don’t feel obligated to a doctor,
if you are dissatisfied, get another. Talk with your insurance company—
know the answer before you ask your doctor about tests, etc. (billing).
Follow-up on everything!!! Keep your own records. Educate yourself to
make good decisions. Take someone with you to appointments. Make a
list of questions/concerns and communicate them to the doctor. Ask for a
written plan of protocol, if possible, along with information on each
chemo and other prescriptions. Join a support group and treat it as a
doctor’s appointment. Share concerns with the group—offer assistance
to others if possible. Explore community resources if needed. Accept
and appreciate offers of help from family and friends. Never hesitate to
call the doctor’s office with new symptoms or concerns. Let healthcare
support people know if you want all info (statistics) or not—How much
you want to know about disease, that is, “just what I need to know” or “ev-
erything.” (Female cancer patient, 59 years old)

As patients come to understand the importance of narrative in rec-
reating their identity, dealing with close others, and negotiating aspects
of the cancer-care environment, they recognize opportunities for exert-
ing agency into their lives. As their agency experiences grow, it is hoped
and expected that they will learn the power of narrative as a means for
taking an active role in their cancer care. Narratives not only become
vehicles for agency, but a companion goal for cancer patients.

IMPLICATIONS FOR THEORY AND PRACTICE

We conclude our analysis by articulating several implications for
health communication scholars–practitioners. First, agency processes
become more salient in light of the emerging state of health care deliv-
ery in this country. As managed care becomes commonplace, physi-
cians who already demonstrate a tendency to limit their interaction
with chronically or terminally ill patients (Addington & Wegescheide-
Harris, 1995; Dunphy, 1976; Evans, 1971) may even have fewer incen-
tives to act as advocates for their patients (Goldman, 1998; Walsh-
Burke & Marcusen, 1999). Further, as the nursing shortage crisis con-
tinues to exacerbate an already overburdened delivery system (Morra,
2000), patients will have to turn to others as a means of support. Pa-
tients will recognize that ATN represents one of the few reliable strate-
gies at their disposal for exerting control in their cancer care.

Second, for those health communication scholars who have sug-
gested a groundswell of “patient empowerment,” we have concerning
news. The narratives from many of these patients confirm what we
have feared for years—patients’ timidity and eventual frustration in
dealing with cancer-care delivery remains an unaddressed problem.
Patient advocacy does not appear to be taking root at a level that many
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of us expected by now. The consumerism movement may have stalled
in deference to an increasingly complex array of medical alternatives
available to cancer patients and their providers. Increasing awareness
of agency through narrative among principal actors (patients, families,
providers) represents a critical next step in medical education and
training, and health care-delivery.

Narrative also can become an especially important tool for patients
with low literacy skills. Research indicates that people with language
barriers or low literacy skills often lack the ability to read and compre-
hend prescription drugs, appointment slips, and other health-related
materials, and misunderstand health information that is expressed
through quantitative discourse (Bernhardt & Cameron, 2003). Be-
cause health literacy refers to patients’ possessing the necessary skills
to comprehend their medical condition, this condition can affect the
decision-making process in two ways. First, people with low literacy
skills may be more vulnerable to inaccurate health information, which
can lead to irrational thoughts about their illness. Second, the shame
and stigma that surrounds one’s health literacy can prevent one from
seeking out second opinions or alternative treatment. People with low
health literacy may be more likely to respond to a doctor who encour-
ages the co-construction of emergent health narratives.

Skelton & Hammond (1998) and Hunter (1991) contend that med-
ical-school curriculum lends itself well to a narrative approach given
the oral tradition of storytelling in medicine, and the ability of an indi-
vidual story to act as the starting point for problem-based studies.
Sharing medical knowledge through storytelling is evident in medical
journals dating back to the late 1800s (Hunter, 1991). Eventually, the
scientific interests of modern medicine reshaped the way doctors
talked about their patients. The retelling or writing of the story be-
came more objective, ultimately removing both the drama of the pa-
tient and the doctors’ individual meanings (Skelton & Hammond,
1998). Nonetheless, the doctor narrative is still a powerful communi-
cative technique that offers advice and teaches medical skills
(Hunter, 1991). The medical narrative not only brings the patient to
life, but also clarifies and contextualizes the doctor’s experience
(Borkan, Miller, & Reis, 1992). Communication research would ben-
efit from understanding how providers’ narratives function within
the medical community in general and educational curriculums in
particular.

Encouraging physicians to co-produce narratives with cancer pa-
tients involves much more than simply exchanging stories with pa-
tients. Eliciting patient narratives involves sensitivity toward and
perceptual awareness of patients’ needs. A strategy increasingly em-
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ployed by cancer specialists involves narrative emplotment (Del
Vecchio Good, Munakata, Kobayashi, Mattingly, & Good, 1994).
Crossley (2003) described narrative emplotment as:

encouraging the patient to focus on the immediate present and to place
faith in the efficacy of specific treatments. However, it also explores how
the attempt to live in the context of such a plot is fraught with anxiety for
the patient, and how it co-exists with other largely “unspoken narratives”
of uncertainty, fear and skepticism in relation to the power of medicine.
(p. 439)

From this perspective, patients collaborate with providers in con-
structing narratives that chart a commitment for treatment options,
optimistic thinking, and living in the moment. The latter of these can
be especially important for purposes of avoiding obsessive thoughts
about the future or potential endings of the narrative.

Physical, social, relational, and structural forces can enable and/or
constrain patient agency. For example, an otherwise self-empowered
patient may be constrained by a managed-care environment and/or by
a domineering physician. The “wounded storyteller” (Frank, 1995)
may be unable to exercise agency through narrative without support
from other forces in the cancer-care environment. Wounded storytell-
ers cannot exercise agency through narrative in isolation from other
forces in the cancer-care environment. Further, already disempowered
patients who receive a cancer diagnosis may have a harder time achiev-
ing agency. They simply may not possess the cognitive and emotional
skills for exercising agency. Future analysis should examine the stories
of patients who do not achieve agency by expanding the qualitative
components used to measure or define agency. The integration and ap-
plicability of this analysis should not be limited to physician–patient
interaction, but instead include the narrative considerations of the
partial stories, the chaos stories (see Frank, 1995), and the stories that
challenge our assumptions.

As a means of putting closure on our thoughts, we turn to a narrative
that opens a book highlighting illness and communication by Richard
Glass (2000), a prominent physician–researcher who joins with us in
championing the cause of co-constructing the meaning of illness for
patients. The Patient-Physician Covenant states that:

Medicine is at its center, a moral enterprise grounded in a covenant of
trust.… this moral enterprise surely includes the responsibility to com-
municate effectively with patients regarding explanations of the illness. I
believe it also includes helping patients to struggle with the more difficult
question of the meaning of illness for their life. (p. xiii)
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Celebrating narrative processes in cancer care helps patients
achieve agency, (re)define their identities, relate to close others, and
manage the cancer-care environment.

NOTES

1. Many of the narratives included in this chapter were produced by cancer
patients in a study utilizing an open-ended survey conducted at multiple
cancer-treatment centers in Oklahoma, California, and Tennessee. The
study was approved by the Institutional Review Board at the University of
Oklahoma. Patients were asked to respond to various demographic ques-
tions as well as questions pertaining to their experiences with the can-
cer-care environment. For example, patients responded to issues involving
communication with providers, insurance carriers, and family members.
Patients related stories about their coping strategies, interpersonal rela-
tionships, and thoughts on how cancer had affected their lives. Patients in
Oklahoma were recruited from two cancer centers at a university-based
hospital. The patients from Tennessee were recruited from two comprehen-
sive cancer centers in the metropolitan area of Memphis. California pa-
tients were recruited through a cancer-advocacy network. When patients
called in for information, counseling, or advice, they were invited to partici-
pate in our study. All questionnaires were completed anonymously and an
informed-consent form was signed by all participants and then separated
upon receipt by the principal investigator. Questionnaires were transcribed
verbatim by a trained transcriptionist whereupon all questionnaires were
destroyed. Data was identifiable only through code numbers and demo-
graphic information (e.g., “56-year-old-male”).
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Afterword

Continuing the Conversation: Reflections
on Our Emergent Scholarly Narratives

�

Christina S. Beck
Lynn M. Harter
Ohio University

Phyllis M. Japp
University of Nebraska-Lincoln

On May 27, 1995, our life was, in an instant, inexplicably, unalterably
changed … We left an able-bodied existence full of privilege and ease
and entered a life of disability, with all of its accompanying restric-
tions and challenges. We went from the “haves” to the “have nots.” Or
so we thought. What we had yet to discover were all the gifts that come
out of sharing hardship, the hidden pleasures behind the pain, the
simple joys revealed when the more obvious treats and diversions that
life has to offer are taken away. Something miraculous and wonderful
happened amidst terrible tragedy, and a whole new dimension of life
began to emerge. —(Reeve, 1999, pp. 3–4)

As we crafted this book, we reflected on prior scholarly contributions
to narrative as well as our own narrative co-constructions of health,
wellness, sickness, and healing throughout our respective lives. Com-
bined with our contributors, we pondered countless stories—stories
of actual people who enact lives amid physical and emotional chal-
lenges; people who struggle with economic, political, relational, and
societal constraints; people who try to live the best they can and to en-
rich the lives of their loved ones when possible; people like Christo-
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pher Reeve’s wife, Dana, who reframe overwhelming adversity into
something positive and inspiring.

Through the editing process, we relived some of our own experi-
ences, and we also savored the opportunity to learn from the narra-
tives of others as we worked with our contributors, vicariously meeting
their research co-participants as well. This book constitutes a collec-
tion of diverse voices, perspectives, and lived realities, and we believe
that our chapter authors join us in making valuable theoretical and
empirical contributions to the emergent scholarly narratives of narra-
tives and health communication theory, research, and practice.

Notably, we do view our work as part of a continuing scholarly jour-
ney toward understanding the nature and implications of narrative, es-
pecially with regard to health communication scholarship—an
ongoing, socially co-constructed story about this important line of in-
quiry. As we acknowledge in our introductory chapter, we interject our
perspectives and analysis into a tradition of research that spans disci-
plines and decades. However, we hold that the chapters in this volume
do more than echo those esteemed earlier authors. Instead, we strive
to recast prior ways of discussing narrative (Babrow, Rawlins, & Kline,
chap. 2, this volume; Harter, Japp, & Beck, chap. 1, this volume) and
to highlight research that pushes the boundaries of narrative theoriz-
ing and empirical research.

Despite the scholarly value of this volume, we recognize that our
book now becomes part of the trajectory of narrative research, hope-
fully, an integral part of the ongoing account of narrative scholarship.
As such, we want to conclude by emphasizing four areas that we envi-
sion as ripe for future research—aspects of narrative work that we hint
at in this volume but that warrant much deeper investigation and anal-
ysis in other subsequent projects.

INTERSECTIONS BETWEEN CONCURRENT, CLASHING,
COMPETING, CONTRADICTORY NARRATIVES

On May 19, 2004, the Associated Press published an article about moth-
ers’ childbirth rights. In one instance, staff members at a Wilkes-Barre,
Pennsylvania hospital informed Amber Marlowe that she had to have a
Cesarean section due to the size of her baby. Marlowe checked out of the
hospital, and lawyers for the facility sued for guardianship of the un-
born child. After she delivered the baby naturally at another hospital,
Marlowe learned of the prior facility’s legal action. She retorted, “They
don’t know me from anything, and they’re making decisions about my
body? It was terrifying” (Associated Press, May 19, 2004).

Amber Marlowe made a critical choice regarding her unborn child,
confronting a challenging situation during a serious point in her preg-
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nancy—a competing emergent narrative involving her life and the life of
her child. The hospital treated Marlowe’s choice about a vaginal birth
(and the way in which she wanted to shape her child’s entry into this
world) as wrong, even irresponsible. Clearly, these two narrative con-
structions of the same health situation clashed, forcing one woman to
leave a hospital and that hospital to seek legal assistance.

Although narrative researchers and health communication schol-
ars acknowledge differing philosophical, social, cultural, economic,
and spiritual orientations to lived realities, in general, and to wellness
issues, in particular (see, e.g., Bosticco & Thompson, chap. 18, this
volume), we need to do a better job of exploring the implications of con-
tradictory narratives for health care participants. Gilda Radner pow-
erfully articulated her struggle to sort through recommendations from
diverse health care providers:

On October 13, the acupuncturist stuck needles in my swollen stomach
and gave me a special abdominal massage. Two days later, the holistic
doctor suggested I have a colonic to clean out the bowel. I insisted that
would be too weird for me. The next day, I saw my internist. He did blood
work again—I was running a low-grade fever. He gave me a gamma globu-
lin shot, which was working on some patients with this Epstein-Barr vi-
rus. He felt my stomach and told me I was literally “full of shit,” and gave
me a prescription for laxatives. He told me to come back in a week.

Suddenly, I began to wonder how to please so many people. Do I take the
magnesium citrate? What about the coffee enema? Do I do both? Do I do
the abdominal massage or the colonic? Do I tell the doctors about each
other? East meets West in Gilda’s body: Western medicine down my
throat, Eastern medicine up my butt. (Radner, 1989, p. 67)

Notably, this volume features empirical research that explores narra-
tives shaped by philosophical, political, relational, and personal conflict
(see, e.g., Buzzanell & Ellingson, chap. 13; Harter, Kirby, Edwards, &
McClanahan, chap. 4; P. M. Japp & D. K. Japp, chap. 5; Sharf, chap. 15;
Workman, chap. 6). However, we lack scholarly investigations into the
dialogic co-constructions of these emergent narratives that would
emerge from explorations of multiple perspectives of similar situations.
The postmodern turn toward plurality of possibilities opens an ever-
broadening range of alternatives (see related work by Gergen, 1991,
1994); however, sorting through options and reconciling incompatibili-
ties can confuse health care seekers and frustrate health care providers
and social support-system members, who may hold their own philo-
sophical convictions about “right” or “wrong” choices.

Given that the previously mentioned Associated Press article did
not share the hospital’s “take” on the case, the legal, medical, moral,
ethical, or economic positions that guided the hospital’s reaction re-
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garding Amber Marlowe remain a mystery to readers and likely to
Marlowe. Yet, we propose that scholars should pursue those complexi-
ties that underscore conflicting narrative constructions as a means of
fostering richer understandings of and contributions to discourses
about health and wellness.

Particularly because narrative co-constructions contribute to our
ways of knowing and being and enable us to sort through times of con-
tinuity as well as times of disruption (see Harter, Japp, & Beck, chap.
1, this volume), scholars could provide important insights (and per-
haps, recommendations to health care participants) through rich
analysis of complex competing narratives. Indeed, such conflicts can
occur between (a) family members over the enactment of another
family member’s condition; (b) between co-workers who differ re-
garding the risk of contact with another co-worker with a certain ill-
ness, disability, or chronic condition; and (c) between members of a
society who marginalize others due to illness or addiction. Without
resolution or understanding, these clashing, concurrent narratives
slash vast divides, perpetuating hurt and jeopardizing the potential
for wellness and healing.

UNSPOKEN UNDERCURRENTS

In chapter 7, Carabas and Harter explore “forbidden stories.” Those
narratives of oppression by Romanian citizens reflect the value of
sharing narratives to commence healing and the societal barriers to
such revelations. Although this case represents an extreme situation,
Petronio (2002) observed that individuals may opt not to share impor-
tant details about their lives due to potential stigma or relational con-
sequences. Indeed, nearly 50 years ago, Goffman (1955, 1959) noted
that people strive to protect and promote their social face, advancing
aspects of themselves that fit with the preferred presentation of self.

Although these unspoken undercurrents stay beneath the surface
during interactions, they remain critical dimensions of how partici-
pants respond to (and offer) recommendations, view choices, pursue
information, and co-construct individual and relational identities. Yet,
as narrative theorists and health communication scholars, we lack an
adequate understanding of the implications of such private matters for
health care interactions and for the emergent co-construction of health
care narratives.

Miller, Geist-Martin, and Kristen Cannon Beatty (chap. 14, this vol-
ume) and Keeley and Kellas (chap. 17, this volume) note that narra-
tives afford participants the creativity to actively shape their
experiences. Yet, they also constrain the ways in which participants
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can legitimately express and enact their lived realities. Langellier and
Peterson (2004) described the dominant political narrative of breast
cancer as implicitly confining in terms of how women can legitimately
explain their experiences. Building on Ehrenreich’s (2001) critique,
Langellier and Peterson (2004) explored the narrative of “Jane,” a
woman who overtly resists an emphasis on survivorship and cheerful-
ness, typical of breast cancer narratives. However, they argue:

In performing a breast cancer story, a woman can function as an agent
of mundane resistance. But because of the multileveled relations of
power, resistance cannot be guaranteed by any particular text, even
when it opposes the normative story; by any particular telling, even
when it contributes to healing; by any particular hearing, even when it
achieves personal and cultural witness to a life or death. Even had Jane
chosen silence as a form of resistance to breast-cancer storytelling cul-
ture, that silence would resonate with ambiguities of embodiment and
discourse. (p. 218)

As social actors in a particular location, social circle, and family at
a given time, perhaps some thoughts or conditions may not be re-
vealed without jeopardizing consistency with concurrent life narra-
tives and identities as a certain type of person—a “good” patient, a
“good” wife or child, a “survivor.” The nature of the dominant societal
narrative may preclude revelation of “inappropriate” perspectives or
actions regarding disease or disability. For example, a recent Miss
America (who happened to be deaf) confronted criticism for speaking
instead of signing. Such pervasive discourse may also hinder disclo-
sures regarding physical, emotional, or sexual abuse. Hunt (2000) re-
vealed the story of Isabela, a woman who felt unable to refuse her
husband’s advances until she developed cervical cancer. She silently
endured an abusive marital situation before her surgery for cancer af-
forded her a socially legitimate means of denying intercourse—pain.
Hunt (2000) explained that “she has turned her suffering into a form
of social empowerment … She has thus managed to preserve her so-
cial identity as dutiful wife, while resisting the cultural mandated
marital requirement for sexual submission” (p. 95).

Narratives implicitly get constrained by the choices that partici-
pants make, including the decision to omit details (e.g., smoking, drug,
or alcohol practices) that may be critical to an effective diagnosis or
treatment recommendation or details (such as knowledge of a sexually
transmitted disease) that may endanger the wellness or life of a sexual
partner. Withholding aspects of emergent narratives may also hinder
healing (see Carabas & Harter, chap. 7, this volume) or effective treat-
ment (see Beach & Mandelbaum, chap. 16, this volume).
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Although difficult in design, narrative and health communication
scholars should continue to pursue the implications of unspoken
undercurrents for health care participants (including social sup-
port members and health care staff), especially with regard to men-
tal, emotional, and spiritual health. Scholars have only recently
explored issues such as stress in health care settings, mental health
and wellness, and health and spirituality. For example, the recent
special issue of Health Communication on religious faith, spiritual-
ity, and health communication highlights the salience of spirituality
for health care participants (Parrott, 2004b). Yet, we continue to face
a theoretical, empirical, and practical void in understanding and
recommendations regarding these guarded, private matters, issues
that may never come to the surface of interactions between health
care providers and their patients or between family members.

Unspoken undercurrents and competing, clashing, and contra-
dictory narratives raise, for us, questions about the politics of story-
telling. Narratives often summon discourses of difference—in
particular gender, race/ethnicity, sexuality, and class—and rely on
these discursive affiliations to accomplish multiple forms of privi-
lege and exclusion. Narrative constructions carry abstract, sym-
bolic, structural, and normative force, cementing systems of
“advantage and disadvantage, exploitation and coercion, action and
emotion, meaning and identity” (Acker, 1990, p. 146). Narratives
emerge embedded in systems of representation (see Singhal,
Chitnis, & Sengupta, chap. 8, this volume), offering predictable yet
elastic, clear yet contradictory subjectivities, relations among them,
and attendant disciplinary practices (e.g., unspoken undercurrents
and competing narratives).

As this volume concludes, we issue a call for further attention to
narrative processes of ideological struggle and urge multiple, local
ways of explaining dominance and representing resistance. For in-
stance, how are societal and organizational narratives of gender in-
voked by individuals in particular situations, and how do these
performances craft particular subjectivities, preserving and/or al-
tering relations of domination? Gender, of course, exists as central
to how we live our daily lives, but never works alone. Gender inevita-
bly intersects with race, class, sexuality, organizational context, his-
torical context, and so forth, influencing what stories are told, who
tells the stories, and how audiences consume the stories. Narrative
scholars ought to explore how competing, clashing, and concurrent
narratives as well as unspoken undercurrents emerge as classed,
gendered, and raced discourses and issues, and the subsequent ma-
terial—psychological, and physiological outcomes.
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INTERSECTIONS OF NARRATIVE CO-CONSTRUCTIONS,
PHYSIOLOGICAL EXPERIENCES, MATERIAL

AND ENVIRONMENTAL CONDITIONS

As we reflected on Amber Marlowe’s story, we wondered at her willing-
ness to get up and leave a hospital while in labor. Sure, she was coura-
geous to stick to her principles, but we also marvel at her physical
ability to go somewhere else during labor. All too often, we fear, schol-
ars focus on the beautiful construction of the narrative—the moving or
inspiring story—without grappling with the physical realities of the
participants’ situations. Real people suffer through unimaginable diffi-
culties—limitations in movement or awareness; nausea; decreased
ability to see, hear, or breathe; loss of hair or other body parts; loss of
control over bodily functions.

In her compelling study of a neonatal intensive-care unit, Renee
Anspach tells the story of a premature infant who suffered a massive
infection, seizures, internal bleeding, and decreased blood pressure.
Doctors discussed the prognosis as well as possible courses of action,
and they ultimately presented the understandably devastated parents
with the news that their baby would likely die in spite of treatment. Ac-
cording to Anspach (1993), “Then, after several moments, she [the
mother] asked, ‘Is there nothing else you can do?’ ” (p. 95).

At such a point, the parents and doctors could opt to press on, to ex-
tend the health saga of this baby, its parents, and staff members. Each
decision becomes consequential to how the drama will unfold as well
as to the physical condition (and potential suffering) of the child. This
case underscores the inherently physiological dimension of health
narratives, even though our commitment to quest narratives (see
Frank, 1995) could prompt us to gloss discomfort as we aspire to
grander growth from medical situations.

In the passage at the beginning of this chapter, Dana Reeve (1999)
wrote of the “whole new dimension of life” (p. 4) sparked by her hus-
band’s riding accident. Scholars note the preference for positives in
breast cancer storytelling as opposed to complaints about the indigni-
ties of medical procedures and treatment protocols (see Couser, 1997;
Ehrenreich, 2001; Langellier & Peterson, 2004). Yet, in aspiring for the
“deeper meaning” of health setbacks, do we suppress voices that yearn
to express frustration about pain or limitations? Do we construct a so-
cietal preference for muting attention to the countless challenges that
accompany disease and disability?

Certainly, some of the chapters in this volume (such as Beck, chap.
3; P. M. Japp & D. K. Japp, chap. 5; Carabas & Harter, chap. 7; O’Hair,
Scannell, & Thompson, chap. 19; Sharf, chap. 15; Sunwolf, Frey, &
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Keranen, chap. 11) refer to physical struggles, as do other narrative
scholars. Yet, as we considered this book, we believe that we could
have pushed even harder to include the implications of physical chal-
lenges and constraints on narrative co-constructions. Further, we hold
that future work would be well-served by featuring the implications of
those challenges and constraints on caregivers and social support sys-
tem members as well. How do people who suffer from such afflictions
co-construct such experiences with loved ones in light of other rela-
tional realities?

Intersections between narrative co-constructions and physiological
experiences also must be expanded to include environmental and ma-
terial conditions. In 1994, Dana Cloud challenged communication
scholars to recognize that symbols are not the only thing that matters.
Of course, as chapters in this volume attest, discourses do matter—
they have material effects and serve material interests in the world
(see, e.g., Buzzanell & Ellingson, chap. 13, this volume). Moreover,
narrative theory provides a repertoire of tools for understanding how
political and economic power is mediated, reproduced, and resisted in
texts under study. Yet, material practices of exploitation and oppres-
sion and environmental conditions also intertwine with (and take on
meaning through) discursive formations that cannot be solely reduced
to the socially constructed. Cloud (1994) poignantly argued:

We ought not sacrifice the notions of practical truth, bodily reality, and
material oppression to the tendency to render all of the experience dis-
cursive, as if no one went hungry or died in war. To say that hunger and
war are rhetorical is to state the obvious; to suggest that rhetoric is all
they are is to leave critique behind. (p. 159)

Communication scholars must come to terms with the material world.
We agree with Cheney (2000) who argued that our discipline often en-
gages in “symbol worship,” occasionally to the point of denying that
there are any other experiences. For example, employees develop ill-
nesses because of exposure to chemicals in the workplace (see Gaither,
2004, for a discussion of a pending class-action lawsuit against IBM),
toxic asbestos fibers (The Gazette, 2003), research animals and latex
gloves (Farrar, 2004). Foregrounding intersections between the physi-
ological, material, environmental, and symbolic would be a welcome
development in narrative theorizing specifically and communication
research more generally.

EXPLORATIONS OF CHAOS STORIES

Amber Marlowe’s story was easy to tell—it turned out well, and she is a
proud mother for the seventh time. Her 11-pound, 9-ounce little girl
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looks quite healthy in the Associated Press photo … How would the
public ‘retelling’ of this narrative differ, though, if we altered the out-
come—if the baby had died en route to another location?

Marlowe’s narrative might have been worded more like that of an-
other mother mentioned in the same article. In that case, a woman in
Salt Lake City was charged with capital murder after she resisted a
C-section. One of her twins died after she waited for 2 weeks before
consenting to the procedure. (According to the Associated Press arti-
cle, she subsequently bargained for a lesser offense, receiving proba-
tion as punishment.)

Consistent with a modernist, Western perspective of medicine, the
hospital (and, eventually, the legal system) privileged and legitimized a
singular “right” way to proceed. Although clear convictions about med-
ical alternatives certainly reduce uncertainty (see Babrow, Kline, &
Rawlins, chap. 2, this volume), stances that emphasize absolutism im-
plicitly diminish the credibility of narratives that feature confusion
about possibilities and frustration regarding medical failures.

“Jen,” a beautiful, young, hairstylist with two small children, used to
fix one of the co-editor’s hair at a local styling salon. Over the course of
a year, Jen spoke vaguely about a medical condition that annoyed
her—never offering specific details about the nature of the condition,
just casting it as an inconvenience, not life-threatening. Ultimately, Jen
elected to pursue an optional surgery to correct her condition. She
checked into a major regional hospital after interviewing physicians
and selecting an expert who had completed the procedure on numer-
ous other patients.

Unfortunately, the surgeon erred during the surgery, damaging her
colon and bladder. That mistake propelled Jen on a new path—a jour-
ney of survival amid constant pain, recurrent infection, frequent trips
to the emergency room, countless hospital stays, and additional medi-
cal procedures. She could not longer work, no more enjoy life in the
ways that she had prior to the first surgery. Subsequent surgeries and
treatments failed to heal Jen. Although she sued and obtained a siz-
able settlement, she suffered significantly, and sadly, she died in her
early 30s within a few years of that original medical mistake, still
searching in vain for a way to correct something that never should have
occurred.

Borrowing Frank’s (1995) terms, chaos stories receive far less at-
tention than restitution stories by scholars. In the former, individuals
(such as Jen) confront challenges without gaining positive resolution.
Blurring the boundaries of public and private spheres, people now
engage the media regarding personal matters, such as health. Yet, not
all voices get heard; not everyone attains a response; not all cries for
help get answered. Some launch like a “dud” firework that disap-
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points with a dull thud and a puff of smoke, only to disappear without
consequence. No article ever appeared in the local newspaper about
Jen, her struggle, her court case, or the medical mistake that devas-
tated her life. Perhaps worse, near the end, health care workers began
passing her around like a hot potato—dropping her in someone else’s
hands to avoid being held responsible for her current condition or
even her death.

As scholars, we bring little focus to such stories, perhaps because
they remain mere blips on our overall radar. Chapters in this book fea-
ture reflective and dedicated caregivers (Rawlins, chap. 9; Morgan-
Witte, chap. 10), concerned medical educators (Ragan, Mindt, &
Wittenberg, chap. 12), and committed family members (Bosticco &
Thompson, chap. 18; Keeley & Kellas, chap. 17), not disgruntled or
disenchanted health care providers or abusive parents or children.
The Romanian narratives emerged after being published in a book (see
Carabas & Harter, chap. 7); invisible diseases (or diseases that remain
unclassified as such) lurk under the social surface until a famous per-
son acknowledges the problem (see P. M. Japp & D. K. Japp, chap. 5).
Would anyone know (or care) about Cathy Hainer’s cancer if she wasn’t
Cathy Hainer, the USA Today reporter, especially because she failed to
win her battle with this dread disease? (see Beck, chap. 3).

Notably, chaos stories hold the potential to enlighten us about the
everyday challenges of actual people who face the physical, economic,
social, and sometimes political ramifications of enacting health and
wellness in contemporary society. We encourage future researchers to
pursue such stories as a means of understanding narratives as partial
and indeterminate, crafted by people who continue to struggle with a
multiplicity of issues and who still lack the resolutions that they seek
for their respective situations.

SUMMARY

We believe that this book constitutes a compelling contribution to the
literature on health communication and, in particular, health narra-
tives. As this body of research continues to expand, we trust that the is-
sues that have been detailed in this conclusion will be taken up by
researchers and, ideally, shared with actual health care participants,
people whose lives get crafted through the narratives that they co-con-
struct with others.

In closing, we add one more expression of gratitude to the research
co-participants who lent their voices to this work, and we thank the
individuals who shared their stories with us in public and private set-
tings, making them available as examples for this work. As we reflect
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on our journey, we remain quite aware of the trust that we hold with
regard to those narratives. Ethically, we recognize the inherent risk
in representing others’ voices in our research endeavors, and we truly
hope that we have presented them in ways in which others will be
comfortable.
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