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Chapter 1
Introduction

Judith Felson Duchan and Dana Kovarsky

We begin this book with an overview of the issues and practices associated
with diagnosis that are raised by the authors of the chapters. Some of the ideas
expressed in the chapters and reviewed in this introduction are that diagnosis:

— is a way of experiencing, doing, and thinking that is pervasive in

western culture.

— is constructed by lay people as well as professional experts.

— is socially situated and culturally sensitive.

— is a process and product of social interaction and social discourse.

— can have a life altering impact on those diagnosed.

This book is about diagnosis, an activity that we associate with professional ex-
perts, but one that is practiced by lay people as well. People, whether trained as
diagnosticians or not, frequently engage in diagnostic reasoning as they come to
grips with their own ailments or the symptoms of others, and even when they
write letters of reference, or evaluate a “sick media.”

The authors in this volume show how diagnoses are fundamental to western
culture. They demonstrate this in various ways. One of the most powerful state-
ments made by the authors has to do with the impact of diagnoses on themselves
or their families. Yet another focus of the volume is on how professional diagno-
ses are formulated in relation to their historical, institutional and discursive con-
texts. The pervasiveness of diagnosis is further underlined by other authors who
show how diagnostic thinking is used to create meaning in everyday life con-
texts. The breadth and scope of the studies, when taken together, make the over-
whelming case for the omnipresence and powerfulness of diagnostic thinking in
all aspects of the culture.

We begin with authors who are concerned with ways people experience di-
agnoses. Members of the culture who are recipients of a diagnosis interact with
professionals during the diagnostic process. Various chapters explore how in-
dividuals may redefine themselves according to their diagnostic classification,
and how they interact with others when dealing with the diagnosis as an event in
their lives. The enabling and disabling aspects of diagnostic practices are treated
by the authors of this volume in relation to behavioral and communication dis-
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orders (Galasso, chapter 2), Alzheimer’s disease (Bokhour, chapter 3), and can-
cer (Ucok, chapter 4).

The authors in the second section of this book analyze cultural practices in-
volved in doing diagnoses. They examine diagnostic situations involving pro-
fessional experts such as physicians (e.g., Heritage, chapter 5, and Kovarsky,
Snelling, and Meyer, chapter 9), speech-language pathologists (Duchan, chap-
ter 10), psychotherapists (Morris, chapter 7), and medical students (Glenn and
Koschmann, chapter 8). Some chapters talk about the processes of arriving at
a diagnosis (Glenn and Koschmann and Kovarsky, Snelling, and Meyer), while
others describe the interactional or historical contexts in which the diagnoses are
constructed (Duchan and Heritage), and still others treat diagnosis in a more gen-
eral way, as a means for formulating a problem (Morris).

In a third section of this volume, the authors show how diagnostic thinking
can extend to situations that are not ordinarily thought of as involving diagnoses.
The authors in section three examine the use of a diagnostic logic in the constru-
al of everyday contexts such as the interpretation of letters of recommendation
(Trix, chapter 12), the structuring lay group discussion about menopause (Suo-
pis and Carbaugh, chapter 13), and in diagnostic talk about communication it-
self (Nelson, chapter 14).

The book contains several themes that hinge on the idea that diagnoses and
diagnostic thinking are cultural constructions that pervade today’s society. The
authors in all three sections of the book show that these diagnoses do not exist as
a piece of objective, decontextualized, problem solving done only by health pro-
fessionals, but are deeply embedded in cultural practices of everyday life.

1. Cultural ideas and assumptions underpinning diagnoses

Diagnosis, as typically defined, is the process of determining the nature and cause
of a disease by its symptoms. The result of the process is also called a diagnosis.
The acts of doing and receiving a diagnosis carry with them a number of cultur-
al practices, described in detail in this book. Among them are the assigning and
enacting of expert roles involving the professional diagnostician, the stigma as-
sociated with being diagnosed, the importance of diagnosis for entitlements to
goods and services, the powerful effects of diagnosis on one’s personal identity,
the role of interaction in accomplishing a diagnosis, and the general spread of di-
agnostic reasoning practices into a variety of aspects of social life. In short, the
chapters in this volume reveal the pervasiveness of diagnosis as a communica-
tive practice across a variety of culturally situated activities.
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1.1. Diagnosis as a culturally constructed practice

From going to church to visiting the doctor’s office to using the Internet, culture
comes to life through the situated communicative practices of those who expe-
rience it (Carbaugh 1996; Duranti 1997). In this view, “culture can be seen as
a constructed reality that is inherited and built from symbols that shape our ac-
tions, identities, thoughts, and sentiments” (Maxwell, Poeppelmeyer, and Pol-
ich 1999: 145). Those communicative practices that help constitute culture are
grounded in what Bourdieu (1985) refers to as the habitus or the “inclination of
agents to evaluate and act upon the world in typical ways” (Hanks 1996: 239).
Rooted in previous experiences, values, expectancies, and ideas, the habitus can
be thought of as a generative system of perceptual and action schemes (ibid.:
239-240) that interactants draw upon and modify as they participate in social
activities like diagnosis.

The ideas associated with diagnosis are flexible and are likely to change with
the context. For example, as will be seen in the chapters in this volume, the enact-
ment of diagnosis will differ depending upon whether diagnosis is viewed from
the perspective of the diagnostician, the person diagnosed, or caregivers. What is
common to all of these diagnostic situations is that a problem exists, that it has a
physical or psychological cause (usually the source of the diagnostic name), and
that receiving a diagnosis can serve to explain the problem as well as predict its
course. Further, members of the culture see many diagnoses as socially stigma-
tizing (Kovarsky, Duchan, and Maxwell 1999). These common features are what
those carrying out diagnostic practices draw upon as they construct and seek to
make sense of their actions and interactions.

1.2. Stigma and entitlement associated with diagnosis

Diagnosis, whether lay or expert, often carries with it a stigma as is evidenced by
the conflict that some individuals experience between getting treatment and hid-
ing their condition. Polich discusses the terrible stigma in Nicaragua that arises
from the pervasive belief that deafness is caused by God’s vengeance on a fam-
ily for its sins (Polich, chapter 11).

In the US there is also considerable concern when children are “labeled” as
“emotionally disturbed” or “mentally retarded” or “learning disabled” for the
purposes of special education because of the stigmatizing consequences. Par-
ents in many cases fight to remove their children from special education in fa-
vor of placing them unassisted in regular classrooms. That is, the damage aris-
ing from a label is perceived by some as greater than the benefit obtained from
specialized services.
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Certain categories, such as “learning disability”” and “attention deficit disor-
der,” are quite politicized to the point where critics argue that they have no med-
ical or behavioral basis and are used to discriminate against some children for
sociopolitical reasons. Under the heading of Disproportionate Placement in Spe-
cial Education, records from the federal Office for Civil Rights show that African
American students have been enrolled in special education in disproportionately
high numbers in more than half the nation’s school districts (Eig 1991).

Diagnoses also serve as entitlements. They are required to obtain insurance
money, social security payments, or other public funds for medical treatment. In
addition, diagnoses are needed to receive such social benefits as services from
professional specialists, medical equipment, home remodeling, or income tax de-
ductions. A psychiatrist’s diagnosis in a courtroom can lead to psychiatric treat-
ment instead of the death penalty. Galasso (chapter 2) describes how diagnostic
labels applied to a child may be changed strategically by a parent in an effort to
obtain needed educational and medical treatments and resources.

1.3. The everyday nature of diagnosis

Ordinary individuals, including some of the authors in this volume, find them-
selves trying to make sense of expert diagnoses as they go about understanding
events in their own lives. As a parent and an author, Galasso searches for appro-
priate diagnostic terms that will explain her son’s behavior as she continuously
seeks to cope with the nature and consequences of his developmental disability.
Tied to her own expectations for motherhood and marriage, her own responses
to professional evaluation become a place for self-recrimination. She describes
having to learn how to turn off professional diagnoses in order to leave time for
other family concerns.

In the diagnostic process, authentic behavior that is tied to motivation or emo-
tion can become reconstructed as a symptom. For example, his alcoholism caused
him to hit his son, or his madness caused him to murder his friend. Such diag-
nostic explanations of an individual’s behavior can have both positive and nega-
tive effects. Treating behavior as a symptom can be dehumanizing — it’s not her
fault, we say, it’s her disease that caused her to do it. On the other hand, diagnos-
tic reconstruction of behavior can also be humanizing and liberating — he isn’t
bad after all, he’s autistic.

Antaki (1994: 1) characterizes such diagnostic explanations as a type of every-
day social reasoning “as people make sense of their worlds and (perhaps) impose
that sense on other people”. What counts as evidence (symptoms, for example)
and what counts as appropriate reasoning thus become keys to an understanding
of how diagnosis works as a cultural practice. For example, it is impaired speech
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rather than impaired hearing that historically has counted as evidence of deaf-
ness in Nicaragua (see Polich, chapter 11)

In chapter 12, Trix examines the appropriateness of the everyday use of diag-
nostic reasoning practices as they are manifested in letters of recommendation.
Perhaps more telling is that the understanding of diagnostic practice can help il-
luminate what does count as an explanation of a state or a behavior and what can
be ignored and rejected. That is, diagnosis as a situated, cultural reasoning prac-
tice privileges certain explanations over others.

Bokhour (chapter 3) adds yet another domain to be considered when exam-
ining the everyday nature of diagnosis — that of the “ward world.” She analyzes
the talk of professionals working in an inpatient Alzheimer’s unit by recording
meetings where they discuss the needs of a patient, Mr. Weinberg. Bokhour con-
cludes that the primary “world” driving the discourse is that having to do with
the exigencies of everyday caregiving on the ward.

1.4. Diagnosis and identity

A diagnosis represents a crucial moment in the construction of identity because it
invokes cultural premises about who we are and our potential relationships with
others (see Suopis and Carbaugh, chapter 13). In some instances, the impact of
a diagnosis on an individual’s sense of self is positive. In a case study of a trans-
gendered individual, one woman described her sense of relief at receiving a for-
mal, medical diagnosis of Gender Identity Disorder (Nichols and Kovarsky 2003).
Ucok, in this volume (chapter 5), presents a case of positive identity reconstruc-
tion in her description of an artist who, through interactions with others, trans-
forms her diagnosis of breast cancer into a new “aesthetic” self.

1.5. The talk and interactional dynamics of diagnosis

Conversation analysts, with their emphasis on the sequential, turn-by-turn orga-
nization of talk-in-interaction (Drew and Heritage 1992; Sacks, Schegloff, and
Jefferson 1974; Schegloff 1992), have examined the discourse that takes place
between diagnosticians and those being diagnosed (Frankel 1983; Gill and May-
nard 1995; Heath 1992; Heritage and Stivers 1999; Maynard 1992, 2003; Peri-
kyld 1998; Stivers 1998). Conversation analysis has been used to study discourse
associated with the delivery of a diagnosis (Gill and Maynard 1995; Perikyld
1998), the interactional work done to prepare the patient for the upcoming diag-
nosis (Heritage and Stivers 1999; Maynard 1992; Stivers 1998), and the manner
in which participants display moral authority and accountability to one another
(Perikyld 1998).
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In this volume, conversation analytic methods and philosophical underpin-
nings have informed the work of various authors, as they examine the talk asso-
ciated with doing diagnosis. For example, Heritage (chapter 5) uses conversation
analysis to show how physicians go about negotiating their authority and account-
ability in their discussions with their patients and Glenn and Koschmann (chap-
ter 8) use conversation analysis to examine how members of a diagnostic team
negotiate a diagnosis.

Past studies of the interactional dynamics of medical interactions have shown
the many ways that doctors control the content and structure of medical interviews
(Heath 1982; Mishler 1984; West 1984). In this book, Jones and Beach (chap-
ter 6) examine the ways that patients, operating in this authoritative discourse,
manage to solicit information from their physicians, Morris (chapter 7) reveals
what happens in interactions when patients do not do what is expected, and Suo-
pis and Carbaugh (chapter 13) show the interactional dynamics between lay di-
agnosticians in informal chat rooms.

1.6. The role of the expert

In the United States professional experts are the ones who are granted institution-
al authority to make official diagnoses. The selection and dispensation of treat-
ments are also typically seen as the responsibility of experts. The expert profes-
sionals’ reign over diagnosis and treatment is a complex political issue related to
the apportionment of autonomy and control over oneself and others. The abroga-
tion of autonomy among the diagnosed is especially profound in the US, a culture
that places particular value on self-determination. This view of professionals as
experts is not true in other countries. For example, Laura Polich (chapter 11) de-
scribes the role of the hearing expert in Nicaragua as having little influence on
the cultural view of deafness.

The idea of diagnosis is based on a premise that there must be something be-
hind (or underlying) the symptoms that one is suffering and that one needs spe-
cialized knowledge to find it (Duchan, chapter 10). The process of doing a di-
agnosis has been treated naively as involving a one-step logical inference, going
from symptoms to cause. However, as Glenn and Koschmann show in their anal-
ysis of the talk from a group of student diagnosticians who are working togeth-
er to diagnose a client (chapter 9), the act of diagnosing is not a straightforward
process. Rather, it involves weighing a number of factors; and in the case of team
diagnoses, it involves working with others to create and evaluate diagnostic hy-
potheses. The various diagnostic hypotheses of Glenn and Koschmann’s students
resulted in highlighting some symptoms over others, with different symptoms be-
ing better accounted for by different diagnoses.
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Selecting and carrying out treatments is also in the purview of the expert,
whose training and experience is regarded by some as a necessary requisite for
making informed treatment decisions. Expert diagnosis is closely associated with
treatment in that the existence of a treatment actually can locate the disease. Many
conditions become classified by experts as a disease once there is treatment for
them. That is, the treatment drives the diagnosis. The medicalization of conditions
such as hyperactivity and even the natural process of aging (Suopis and Carbaugh,
chapter 13) has occurred partly because there are now treatments for it. Finally,
as is seen in the chapter by G. H. Morris (chapter 7), an expert’s reformulation of
a problem in a psychotherapeutic context can serve both as a diagnosis, in that it
gets at the cause underlying the symptoms, and as a treatment, in that understand-
ing problems in a new way can offer new directions for solving them.

Nuances in the expert role are revealed by John Heritage (chapter 5), in his
examination of the ways physicians assume authority and are made accountable
for their diagnoses and prescribed treatments. He shows from his detailed anal-
ysis of medically-based interactions between physicians and their patients, that
the physician’s authority and accountability are dynamic constructs that are in
delicate balance. Similarly, Charlotte Jones and Wayne Beach (chapter 6) show
various ways patients violate physician authority during medical interactions by
doing things such as offering the doctor their own suggested diagnostic account
of their symptoms. They also analyze in detail the physician’s attempts to main-
tain control and their inability to respond to patients’ suggestions that occur at
the wrong time in the interaction. Together the findings of these authors show the
boundaries and interactional conditions of expert authority.

1.7. Diagnosis as objective science

Modern-day diagnosis is closely associated with the scientific method. Diagnoses
are regarded as scientific hypotheses that serve to explain disease. In this frame,
the best diagnoses are seen as those that are objectively verifiable and measur-
able, based in objective science. Other diagnoses, ones that must be inferred or
that are mere descriptions of symptoms rather than explanations of them are seen
as less valid, less believable, and in need of further verification.

Treatments for less objectively verifiable diagnoses may not be covered by
medical insurance. Nowadays, therapies given for non-diagnosed conditions are
questioned. But this was not always the case. Elocutionists of the 19™ century,
for example, who worked as private practitioners, did not see their task as one
grounded in objective science. Rather, as Judy Duchan points out in her chapter
on the history of diagnostic practices in the field of speech-language pathology,
therapists of yore carried out their therapies without a diagnosis. Their framework
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for practice followed an educational or curricular model rather than the biomed-
ical one that governs their practices today.

In the discursive practices of medicine, this scientific objective stance is re-
alized in what Mishler (1984: 122) has termed the “voice of medicine.” This
voice is characterized by “disinterested” observers who are operating in “ob-
jective space and time” according to “the principles of scientific rationality and
formal logic”. In an effort to facilitate diagnosis and treatment, this voice is re-
vealed through the use of medical terminology, the presentation of objective de-
scriptions of physical symptoms, and the classification of these symptoms with-
in a reductionist biomedical model.

One learns from those authoring the chapters in this book that trying to ad-
here to scientific objectivism in an effort to explain diagnostic practices distorts
both the process and product of diagnosis. Diagnosis, instead, is a situated prac-
tice, subject to the exigencies of historical conditions (Duchan and Polich), in-
stitutional practices (Bokhour), interactions of those in the diagnostic situation
(Jones and Beach), and the intersubjective lifeworlds of those impacted by diag-
nosis (Galasso; Kovarsky, Snelling, and Meyer; and Ucok).

2. Table of contents

This book examines the issues surrounding diagnosis by treating it as a cultural
practice that comes to life through a variety of discursive activities. In order to
see the various sides of diagnoses, we have selected authors from varying disci-
plines and life experience. The chapters include professionals who are engaged
in the practice of diagnosis, individuals who have personally received such pro-
fessional diagnoses, and scholars who are neither. The larger cultural sense of
making diagnoses and of being diagnosed is treated here as originating and be-
ing carried out in particular situations with particular others (Duchan, Maxwell,
and Kovarsky 1999).

2.1. Section 1: Experiencing diagnoses

In the first section of the book, the authors turn their attention to how diagnoses
are experienced in everyday life contexts. The cultural impact of diagnoses on
recipients is brought alive and concretized in the tellings of one individual who
is a parent of a child with a diagnosis (Galasso, chapter 2).

Barbara Bokhour also discusses the impact of diagnosis on the life of the per-
son diagnosed in chapter 3. She shows how a person’s diagnosed condition be-
comes the focus of a ward staff as they make decisions about their patient, Mr.



Introduction 9

Weinberg. Mr Weinberg has Alzheimer’s disease, and it is his disease, rather than
his personal concern that govern most of the discourse among professionals in-
volved in his care. It is a classic illustration of how the disease becomes the focus
of treatment rather than the person who needs support for his symptoms.

In chapter 4 Ozum Ucok also shows the objectifying nature of diagnosis by
examining how the discursive practices of medical diagnosis contribute to a di-
minished sense of self. However, in this chapter an artist with breast cancer is
able to reconstruct her negative sense of self by reformulating a new and positive
identity based on her aesthetics as an artist. Ucok traces these changes by ana-
lyzing the way the person describes pictures of herself.

2.2. Section 2: Doing diagnoses

In the second section of the book, the authors identify the procedures through
which diagnoses are created and negotiated. Although the content of the proce-
dures vary considerably with the professional area, the sequential practices of
the interaction are similar. Certain conclusions preside over other possibilities.
Interaction between experts and clients involves evaluation of clients’ behavior
and claims are then challenged or validated by the diagnostic process. This set of
procedures, and the ways of thinking that are associated with them, is described
by professionals as the “medical model.” The experts who operate according to
this model include not only medical professionals, but anyone who engages in
the practice of doing diagnosis.

The first three chapters of this section point to various ramifications of the au-
thoritarian nature of doing diagnosis according to the culturally defined medical
model. John Heritage, in chapter 5, poses the problem of how professional diag-
nosticians assume and carry out their authority in the diagnostic interview. He il-
lustrates the discourse differences between doctor-centered and patient-centered
styles, and shows how patients respond to doctor-centered discourse.

Chapter 6, by Charlotte Jones and Wayne Beach, focuses on various ways pa-
tients try to penetrate the authoritarian discourse of physicians. They examine,
for example, how and when patients ask questions, offer their own diagnoses,
and solicit diagnostic explanations from their physicians. They also identify and
compare the communicative dynamics of successful and unsuccessful efforts of
patients to achieve their personal agendas as they contend with the authoritarian
dictates of diagnostic interactions.

In chapter 7, G. H. Morris shows a rare instance in which the authoritarianism
of professional interactions fails. By examining the intricacies of this counterex-
ample, he shows how diagnostic interactions require mutual cooperation between
the expert and those being diagnosed. In his analysis Morris examines what hap-
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pens when the efforts of a psychotherapist run amok as he seeks to formulate a
diagnosis with his clients. The husband strenuously disagrees with the therapist’s
assessment thereby blocking the possibility of the couple working with the thera-
pist to gain insights into possible sources of their difficulties.

In a context once removed from face-to-face, doctor-patient interaction, Phil
Glenn and Timothy Koschmann (chapter 8) examine the process of training med-
ical students to achieve diagnosis. They examine the discourse of the medical
students as they offer diagnostic hypotheses about a particular patient. The au-
thors then go on to describe what group members do with the offered hypothe-
ses to arrive at a final diagnosis.

Dana Kovarsky, Linda Snelling, and Elaine Meyer in chapter 9 challenge the
commonly held notion that diagnosis and treatment requires an objective dis-
course stance from the physician. They compare the objective and subjective voic-
es of physicians interacting with one another as they evaluate what caused the
death of children under their care. These authors conclude that, when supported,
physicians readily talk about subjective concerns as well as objective ones, and
that each kind of discourse enriches the other.

Chapter 10, by Judy Duchan, steps out of here-and-now time to examine some
historical contexts for doing diagnoses. Her focus is on the diagnostic practices of
speech therapists in the 19" and 20" centuries. She shows that early therapies of
elocutionists were not based on diagnostic classification and that it was only when
the biomedical model was gaining momentum in the US in the late 19" and early
20™ centuries that diagnosis was seen as inimical to speech therapy practices.

Deafness is the topic of Laura Polich’s chapter 11. Historically tracing the atti-
tudes and services provided to Nicaraguans who are deaf, Polich reveals the pow-
erful impact of cultural attitudes on formulating and interpreting diagnosis.

2.3. Section 3: The spread of diagnostic reasoning

Diagnostic reasoning is also evidenced in other types of everyday discursive ac-
tivities. These are discussed in the chapters comprising section three of this vol-
ume. Frances Trix (chapter 12) shows how letters of recommendation are struc-
tured along the lines of diagnostic thinking. In this chapter she examines the
discourse of written letters of recommendation for those seeking medical school
faculty positions. Her analysis illustrates how diagnostic thinking is part of the
reasoning practices of the authors of these letters.

In chapter 13, Suopis and Carbaugh explore women’s everyday ways of speak-
ing about menopause as they seek to formulate their own diagnoses and treat-
ments. The authors document the spread of diagnosis into cultural domains once
considered natural conditions of life by analyzing personal impact statements in
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which women identify themselves and explain their symptoms to one another.
Their medicalized view of menopause reflects a cultural change from previous
eras when menopause was seen as a natural condition of aging rather than a di-
agnosable entity.

Finishing off this volume, Christian Nelson (chapter 14) reveals how diag-
nostic reasoning is attached, through metaphor, to the very fabric of communi-
cation itself.

When taken together, the chapters in this book point to the pervasiveness of di-
agnosis in Western culture. By examining the institutional, historical, discursive,
and personal contexts of diagnosis, the authors explore the many cultural practices
associated with diagnosis and thereby uncover the central role diagnosis plays in
the daily and long-term management of all of our lives and social identities.

The insights of these authors, when taken together, offer potential readers an
unusual picture of how diagnoses exert powerful influences on many aspects of
society. The information the authors offer will be relevant to readers from a num-
ber of disciplines, beginning with academics, professionals, and students in the
health care professions who ground their practices in diagnostic outcomes. The
material is also central to concerns of researchers of speech communication, lan-
guage, discourse, social interaction, and disability studies. Finally, the book pro-
vides all readers with a glimpse into how they, too, may be unwittingly engaging
in diagnostic practices in their everyday lives.

It is our hope that this text will provide its readers from different academic
and professional orientations, with a common ground for collaboration, and that
those who read this book will continue the interdisciplinary conversations be-
gun by its authors.
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Section 1. Experiencing diagnosis






Chapter 2

Diagnosis as an aid and a curse
in dealing with others

Mary L. Foster-Galasso

In this chapter Mary L. Foster-Galasso ruminates over the efforts of her family to
cope with her son’s diagnosis of a developmental disorder. Galasso explores the
differential, strategic use and impact of diagnostic terms like “autism,” “PDD-
NOS (pervasive developmental disorder, not otherwise specified),” or “seizure
disorder.” She sees these diagnoses as a gateway for navigating social institu-
tions and everyday interactions: “being used as a gateway, it all depends on
what gate we’re trying to open, and how rusted the hinges are”. For example,
she used the label “autism” when securing a classroom aide, and the label “sei-
zure disorder” when negotiating medications with a physician. Finally, Galasso
notes how she herself gets diagnosed as a “Bad Mom” in situations where her
son does not conform to others’ expectations. Her chapter shows that diagno-
ses, for those living with them, are dynamic, influential, situationally sensitive,
and co-created constructs to be fought for and fought against.

My son Calvin (name changed to protect his privacy) is eleven. Back when he
was about seven, we were shaking hands and saying, “Peace be with you™ at a key
point in the Catholic Mass, when Calvin suddenly shattered our family’s peace
by asking the older woman beside him — in his too-high-pitched, just slightly off
“normal” voice, and of course standing just a tad too close, so he could practical-
ly look up her nostrils — “Why do you have that big moustache?”

I tried to hush him and look apologetic, but neither my husband Gary nor I
could say more, because the congregation is totally silent in the next part of the
Mass. By the end of the service, I thought the incident was all over. But it wasn’t.
As soon as the final notes of the recessional hymn died away, she was waiting for
us, blocking our path to the aisle, her large body a mass of indignation. Display-
ing her wounded feelings, and just waiting to give us a piece of her mind. “I’ve
been watching you at church. You can’t control that little rascal.”
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I tried to make excuses. “I'm sorry about what Calvin said. He has a problem
with what to say, because he’s got a type of autism.” I knew it wouldn’t do any
good to force him to apologize, since then he’d just get fixated on the moustache
and never stop talking about it, either to her or to us.

At that stage I was as annoyed at Calvin as she was, but he hadn’t intended
to hurt her feelings. Paradoxically, I was pretty annoyed at her, as well, for put-
ting us on the spot. I almost wanted to ask her if she knew anything about hair
removal products.

“... he’s got a type of autism.” I'd used a diagnosis word, offering it up like an
appeasement, or perhaps a hope for some shared understanding. Understand us
better, maybe even pity us if you want, but step aside and let us get into the aisle
and out of here. Now.

The diagnosis word had its effect; one I hadn’t intended: “Well, you know,
there are places for people like him.”

Maybe I had offered up the word as part of a sincere attempt to mend fences
and educate my fellow parishioner. Or maybe I had held up the diagnosis as sort
of a magic charm or shield to ward off further unpleasant discussion so we could
dash out the door and off to lunch. Either way, it hadn’t worked. With the weird
power of words, my son had turned instantly from a “little rascal” into part of a
group: “people like him,” “people” who need special separate “places.”

The ironic part is that Calvin doesn’t have a diagnosis of autism at all, and never
has had one. Not technically, anyway. When he was first tentatively diagnosed in
Hawaii at age two (tentatively, because everyone we saw at three different med-
ical centers seemed hesitant to label a child this young, especially one who had
also had tubes placed in his ears and could have been suffering from the effects
of earlier hearing impairment), speech and medical professionals used the terms
“autistic-like” or “autistic symptoms” quite a lot — but didn’t write them down.
We did finally see a written tentative diagnosis of “PDD nos”: Pervasive devel-
opmental disorder, not otherwise specified. Back at our remote home in the Kwa-
jalein Atoll of the Marshall Islands, we studied photocopied pages of the then-
current DSM, underlining key words and comparing diagnostic criteria from one
pervasive developmental disorder to another. We grasped the basic point: Calvin
showed some of the defining criteria for an autism diagnosis, but not all. We tried
to ignore an even more basic point: by whatever name that was used his develop-
ment was not “normal” at all, and probably never would be.

In our newness to the world of developmental disorders, we, too, quickly
breathed a sigh of relief. At least he isn’t autistic, my husband Gary and I told
ourselves. At least not that. We had yet to learn that a developmental disorder
by any name or any amount of severity is a little bit like being just a few sec-
onds pregnant or just a few seconds dead: life had changed, and it wasn’t going
to change back miraculously.
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At least not autistic. At least not that. So how come about five years later in
Maryland we were voluntarily using the term “autistic” to an upset stranger? For
starters, because “PDD nos” means nothing to people outside of certain fields.
People do have at least some ideas about autism. Admittedly, these ideas are usu-
ally based on television or movie portrayals of savants or “miracle cures,” but at
least they’re — generally — sympathetic ideas. “PDD nos” generally just invokes
a response like “huh?” (I've even received this response from a well-informed
parent of a grown autistic child: the term just wasn’t current in her area when her
son was being diagnosed.) Or, perhaps more often, instead of a “huh?” response,
it confuses the hearer because of somewhat sound-alike terms like “ADHD” or
“ADD.” The hearer then offers some comment such as, “My nephew has that, but
he doesn’t act this way. Maybe you need to change ...” Into the dots, any num-
ber of well-meaning suggestions about diet, bedtime, discipline, and rewards get
inserted. One is supposed to stand and listen gratefully to information already
known and with very limited relevance (any relevance having already been test-
ed and tried, probably numerous times).

So we said “autism.” Not really a lie, in any case, since “PDD nos” is part of
the spectrum of pervasive developmental disorders that includes autism. Besides,
at that time Calvin was far more like a high-functioning autistic child than he was
like one with any other diagnosis we had seen, so it made sense in talking to an-
other layman to use this diagnostic term.

Talking to medical, speech, and educational professionals is another matter,
and requires different terminology. It is very much a matter of the situation con-
trolling the choice of words, or at least heavily influencing the choice. It can help
level the “me rushed and overworked doctor/you poor ignorant parent of patient
who will try to get me further behind in my schedule” playing ground a bit by
using “PDD nos” right away with a new pediatrician. On the other hand, it might
annoy a new neurologist — that’s the neurologist’s call to make, not the parents’,
so it has to be couched a bit differently for the specialist. When dealing with a
busy neurologist who is having an initial appointment with Calvin, I’ve been
known to say something like this: “Here’s his foot of medical records from over-
seas, and here’s a ten page summary of them that I prepared. The term neurolo-
gists and developmental pediatricians have used most to describe him in the past
is pervasive developmental disorder.”

In other circumstances, when the goal is not a long-term relationship, my
husband Gary or I may find it makes more sense to use some of the other terms
or labels Calvin has carried with him in the past or still carries: “motor ataxia,”
“ADHD,” “seizure disorder.” Particularly back when Calvin was on seizure med-
ication, it was important to emphasize the seizure disorder part if Calvin saw a
different pediatrician while we were on vacation. We learned that point very well
one time when a different doctor put him on an antibiotic. His seizure medication
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suddenly got toxic and he panicked because he saw two of everything. (We had
told the nurse what medications he was on, and she had written it down, but we
hadn’t discussed them with the doctor.) Gary became my hero then, as in many
other times in the past, when he held Calvin for two hours straight until the dou-
ble vision had fully worn off and Calvin had drifted to sleep.

Whether to use a diagnosis, and if so, which one? A lot depends on the pur-
pose of the conversation or interrogation. Is it a gateway to something we need,
or not? A general school report to keep Calvin’s special education services go-
ing, for example, may only need the special education catch-all label, “multi-
handicapped.” On the other hand, a request to have the county school system’s
one and only autism specialist come out and evaluate his classroom situation as
part of a desperate effort to get funding for a classroom aide may require at least
the “PDD nos,” and we may briefly wish for a “code 14,” or whatever the current
number is, autism label instead.

Discussions with the county science fair coordinator when Calvin was sched-
uled to participate in the county fair required yet another approach. We wanted
Calvin accompanied rather than left alone to possibly panic and wander away
in the large, noisy crowd, yet we also did not want the judges to be aware of the
situation. Here the label we found most effective in discussing the problem with
the coordinator was “high-functioning autism,” since many lay people understand
that people with autism can have trouble with noise and crowds and unpredictable
routines, yet also be gifted in some areas and be able to compete in them.

So, if the diagnosis is being used as a gateway, it all depends on what gate
we’re trying to open, and how rusted the hinges are. Calvin, for example, was the
first child we know of with his level of symptoms to be included at his particu-
lar home school, a school his sister attended for six years. When we held our first
meeting with the now-retired principal, in preparation for Calvin’s move from the
wing environment he’d attended for five years at a school further away, the first
words out of the principal’s mouth were, “Why are you bringing him here?” The
goal then in discussing the diagnosis had to be to emphasize the positives, to show
how much Calvin had learned and how cooperative he was. Two years later, when
Calvin fell apart under the pressures of departmentalization (i.e., having different
teachers for all major academic subjects), we had a new goal with a new princi-
pal: to show that Calvin could still learn and thrive, but needed a classroom aide
to make it possible. There we needed the county’s autism specialist to emphasize
the negative effects for Calvin of departmentalization and to write the report to
help secure funding for an aide. In each case the gates swung open, but it took
different approaches, labels, and terms to make it possible.

It also depends on whether the gate is one that we just want to get through, get
shut, and leave behind as quickly as possible. For example, when Calvin was four
he fell and cut his forehead late one night on the brick fireplace. I was exhausted
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when I drove him to the Air Force base emergency room. We knew long waits
happened, but we weren’t prepared for what happened after the long wait.

The emergency room doctor was accompanied by a physician’s assistant. He
needed to train the young man. To do that, he had to work through the procedure
very slowly, explaining each step in excruciating detail as he went along. Strap-
ping my son down to a papoose board. My son who generally hated to be held
or hugged. Covering his tactilely sensitive face with a cloth and running iodine
solution or something that looked like it, all over his face, so it dripped in places
where I knew he couldn’t tolerate even a bead of sweat. Taking what seemed all
of eternity as he explained the ins and outs of stitching to the trainee.

I'kept saying, “Calvin is autistic. He hates what you’re doing to him. He thinks
you’re torturing him. You are torturing him. Please get this over. Please.”

They acted as if they didn’t hear me, just kept talking to each other as they
discussed the fine points of stitching. When days later it was time to get the stitch-
es removed, I snuck into Calvin’s bedroom in the dark and, using a small flash-
light and small sharp scissors, cut the stitches out myself. I wouldn’t have brought
him back to them.

The scar is just a little one, but it’s something we don’t forget. Despite all their
fine stitching discussions and the slow work pace, it still left a scar on his fore-
head. No big problem, but it left an invisible scar for me, as well. And in this case
diagnoses — any diagnoses — did us no good at all.

But when I see Calvin thriving with a classroom aide — a classroom aide he
struggled without for years — I see the good that proper use of diagnosis can do.
Proper use of an appropriate diagnosis by concerned professionals has made suc-
cessful inclusion possible, and made us eternally grateful to them, although we
all regularly continue to irritate each other.

There’s no final happy ending, at least none that we can visualize yet. Daily,
it’s still a matter of pushing open stuck gates, and it’s still a complex matter of
mixed motivations. When I decide Calvin has done all the math he can do for the
night and — invoking his diagnosis and IEP — draw a line halfway down the math
page and stop him there, am I doing it for him? Or for me, because I'm sick of
the math too, sick of the constant stream of homework, and want to go work on
a short story while he plays Nintendo? Or maybe actually talk to my husband or
teenage daughter for a change before I completely lose contact with their lives?

And should the choice be there? Should Calvin see that he’s doing less math
than the others? On the other hand, since some days he’s readily able to do it all,
would it be self-defeating to have that math sheet halved every day, with only the
top part coming home?

Ultimately, I’ve decided that, mixed motives or not, and mixed effects on Cal-
vin’s sense of empowerment or powerlessness or not, the bottom line is that my
husband Gary and I know when we’ve done all we can for the day. I know we’re
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happier and healthier as a family when one of us draws a line, both actually and
metaphorically. It need not always be the same one of us drawing the line, just
whichever parent is most sane and clear-headed on any given day. But the line
has to be drawn, since we turn into a miserable mess of a family when one of us
doesn’t do it. When we don’t draw a line, when we play into others’ expectations
too much — be they doctors or teachers or grandmothers or church school teach-
ers or piano teachers or karate instructors; or, on a really rotten day, all of the
above — that’s when I wind up acting like a shrew. For make no mistake: no one
can be worse to a child with a diagnosis than his own mother.

Against every standard, every situation, the “mom” gets evaluated right along
with her son. Implied diagnoses of “lazy,” “disorganized,” “failure,” “ignorant,”
“inappropriate,” “distracted,” “unmotivated,” etc. leave their scars, too. Maybe not
a scar; instead, maybe a brand across the forehead that says, “BAD MOM.”

Does Gary get a “BAD DAD” label, as well? I don’t think so, not even if he’s
the one dealing with a particular school issue. Rightly or wrongly, I feel that more
expectations and disappointments are piled on the mom. But maybe I'm wrong.
Maybe men just are less ready to shoulder every sack of guilt that’s shoved their
way. All I know is that I feel the “BAD MOM” label and don’t wear it particu-
larly well.

If Calvin doesn’t remember how to tell the time for the neurologist (who doesn’t
need to be doing a form of ad hoc achievement testing on him at the end of a
long school day, after he’s waited an hour in her waiting room); if he doesn’t eat
nicely on the meal out with his grandmother (who without warning has changed
the outing from one to Burger King to one to a seafood restaurant); if he doesn’t
graph his x and y coordinates neatly on his math homework (although with mo-
tor ataxia he’s doing the work as fast and neatly as he can): I get the evaluation. It
may be a sigh or sniff of disapproval, or a small undermining glance at the end of
an already too-long day. It may be an exhortation to review this or that with him
in the car while driving (although the traffic is already more than enough, thank
you, without adding distracting drills and new failure opportunities to it, too). It
may be a nice but ultimately nonsensical note from a teacher saying that Calvin
might want to redo this graph before report card time (although why should he
put in more hours doing something no better than he has already done it?).

In any case, I'm the one getting and interpreting the feedback, and then strug-
gling, often unsuccessfully, not to pass along the hurt as sighs, sobs, or cutting
words to my son. The diagnosis and evaluation become a bad additional child
for me to deal with.

It is easy under the circumstances to lose sight of the fact that the diagnosis is
a multi-purpose, artificial, variable, situational, thing: not alive and not my first
concern. Once it becomes important in and of itself, then I’'m not just the mother
who wants to scream “buy some hair removal cream” at a stranger; I'm the per-
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son who winds up tearing apart my little boy’s sense of competency and his self-
image as a loveable person. If this goes on long enough, I can even pick up a few
new diagnoses of my own, or at least blow my blood pressure and marriage sky
high. At least I always feel in danger of both.

It has taken a long time, but now I choose: what to tell others, what to accept
as Calvin’s burden and my own, what to discard as not his burden and not my
own. I still make mistakes — horrible mistakes — but am determined to no lon-
ger keep Calvin up until past eleven p.m. because some medical professional has
volunteered that we need to review time-telling. I no longer ruin a weekend be-
cause some childless math teacher thinks Calvin might, “if he gets bored,” like
to plot sixty-seven ordered pairs of x and y coordinates over the weekend. And I
no longer even bother to argue with family over why it won’t be possible to add
more stops or visits to an already overstressed day or visit. When I slip and re-
gress, Gary is there, to step in and save us all. I hope this doesn’t change, but I
also hope I won’t slip and need catching so often, either. Like Calvin’s diagno-
ses, I'm evolving, too.

And the diagnosis does evolve. Lately more and more I hear, “Asperger Syn-
drome” or “Asperger’s Syndrome” applied to Calvin. Like all the others so far, it
fits Calvin very well in some ways but not at all in others. Because it is a new one
to many people, it doesn’t have as many connotations — sympathetic or negative
— attached to it by the general population. It won’t do as a plea for understanding
and tolerance from laymen. But, on the other hand, it won’t automatically invoke
responses like, “Well, you know, there are places for people like him.”

Still generally conversationally neutral, it neither opens or shuts gates, except
in very specialized contexts.

But that, like many other things involving diagnosis, is fast changing. Within a
week after first writing the words above, I encountered two uses of the diagnosis
“Asperger’s” around here — and from laymen, not professional diagnosticians.

The first was in the local advertising paper, “The Penny Saver.” A communi-
ty ad there stated that a group was forming locally for parents of children with
Asperger’s who were being homeschooled (i.e., taught at home). When we first
came to Maryland, the only group we knew about that seemed to be dealing with
Asperger’s was the local Autism Society. Now there is a separate support group,
at least for homeschooling.

The second encounter was a personal one that startled me. I need to explain
first that Calvin takes the same thing to school in his lunchbox almost every day,
and has done so for years. One custard style strawberry yogurt (only one brand
acceptable to him), one orange juice box (no calcium supplements allowed), one
chocolate pudding cup, one apple, one carrot stick. Day after day.

Lately it’s a lunch that has been hard to come by. More and more yogurt man-
ufacturers seem to want to go away from plain old strawberry to more fancy fla-
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vors with sprinkles and mixed tastes (strawberry banana, watermelon, etc.). My
son won’t even accept strawberry vanilla, let alone any other changes. And the or-
ange juice box makers seem intent on adding calcium to aid in strong bones and
teeth. Which is fine, except that it won’t do my son’s bones and teeth any good,
since he can taste the subtle flavor change and doesn’t want to have anything to
do with even a sip of the “improved” juice.

There is a store close to my house where I’d loved to shop, but which after a
while I had to keep bypassing to venture farther and farther afield in search of the
components for Calvin’s lunches. One day, while picking up dry cleaning at the
shop next door, I made up my mind: why not go see the manager of this closest
store and explain what I needed? I was reluctant to face another personal discus-
sion with another stranger, but Calvin really needed to have a lunch he would eat.
Besides, I was sick of wandering from store to store! So I put the dry cleaning in
the van, went next door, and asked directions to the store manager’s office.

The manager listened carefully and wrote down what I wanted. Then he said
(quote approximate), “Did you see the special on insulin and autism the other
night?”

I braced myself for another discussion of another miracle cure, but then sud-
denly came the unexpected: “My daughter has Asperger’s. They call it perva-
sive developmental disorder sometimes, and sometimes other names. It can be
hard.”

I felt like hugging him, and we wound up discussing that television special,
and whether karate was good for our kids, and just what our kids’ lunches were
like. Several days later I came back. The shelves still had nothing but calcium-en-
riched orange juice boxes, but the dairy cases were now overflowing with straw-
berry yogurt. The right brand.

One problem: the wrong type. Not the custard type. With kids with this diag-
nosis, product consistency counts, too.

I bought a cart of it, anyway. Will be eating it for lunch and breakfast for a
while, myself. And then I’ll go see the manager again, and thank him, and this
time bring the actual custard type package to show him.

That kind manager soldiers on. He’ll contact the supplier again; I’'m sure of it.
And it is comforting to know that the diagnosis of Asperger’s Syndrome means
something to him, although I wouldn’t wish it on him or anyone to come by his
knowledge as he has had to, in trying to understand and help his daughter.

Which brings up one more subject about diagnosis: how do we even begin
the process of getting and initially understanding a diagnosis? How do we first
take it home and integrate it into our lives, without letting it become that bad ad-
ditional child who turns family members into monsters and home life into hell?
When we open our gate or door, and all the various strange-sounding diagnoses
crowd around it, clamoring for admittance like children in costumes out trick or
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treating at Halloween, how do we judge who gets in initially, and of this admit-
ted group who finally gets invited to stay?

After all, we have our own gateways, too. This element of choice is particu-
larly there for parents of children on the high-functioning end of things. Friends
have told me of their own high-functioning child: “I think his cousin has it too,
but they never got a diagnosis.” Friends have also remarked, especially regard-
ing those ambiguous children who seem to stand on the border between “nor-
mal” and “abnormal,” on how many different diagnoses they’ve obtained from
different doctors. If each diagnosis is slightly — or more than slightly — different,
and if for some rare families even any diagnosis at all seems optional, then is it
really necessary to invite any of the available diagnoses to stay and become part
of the family? And if you are going to let one through the gate, then how many
should you “shop about” for before making a choice?

We could have told the woman in church nothing. We could have believed
there was nothing to tell her. I think we would have been wrong, but this has been
done, more times than probably anyone knows. Children with high-functioning
autism or Asperger’s have been characterized as “odd” or “eccentric.” As mov-
ing time approaches yet again, I'm facing the temptation to “lose” some of Cal-
vin’s records rather than acquire some more. But then I remember our long fight
through diagnoses to get the classroom aide that Calvin needed, and imagine life
without the help the diagnosis has made possible.

Even if it weren’t for that help now, the other problem is the children don’t stay
children. At some point they become adults who may not be able to function on
their own and may desperately need the support of others who are not their fam-
ily members. After all, none of us can shoulder the lives of our children forever.
That undiagnosed cousin of a friend’s autistic child may wind up with a sad life
of problems with the law or drugs or homelessness — preventable problems with
the right supports at the right times. Supports perhaps dependent on first obtain-
ing a diagnosis.

But that eccentric child may also wind up surviving, possibly even thriving,
without a diagnosis. It’s a long-shot, but happens. Besides, any child can also
wind up with a sad life in the future, and in the immediacy of the childhood-rais-
ing years, it’s probably a lot more comforting for a parent to have a “little ras-
cal” rather than one of a group: “people like him.” This isn’t just a matter of a
salve for a parent’s feelings: besides the obvious fact that a parent who is less de-
pressed is better able to parent, it can be just generally much more pleasant to be
a “little rascal” than one of “people like him.” Rascals still get invited to birthday
parties, last time I checked, and sleepovers. They may behave badly or strangely
and get only invited once, of course. But fear of the unknown may keep the child
with a diagnosis from ever being invited at all. Some parents’ choices are not so
cut and dried as many professionals might believe, and the final decision has, in
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my opinion, far less to do with a parent’s intelligence or level of care for his or
her child than it does with previous experiences and the attitude of the commu-
nity around the family. People open their personal defensive gates to what will
aid their family, and try to avoid whatever will lead others to slam gates in their
faces, and most especially in the face of their child.

My early experience with opening gates and trying to find a diagnosis for Cal-
vin probably will be of little use to others: it’s not something we could reproduce.
We were living on a remote island in the Pacific, my husband stationed there as
the communications officer, when we realized that Calvin was not developing
“normally.” He was, however, still within the realm of what our physician or many
physicians would see as normal, believing, as one doctor told us, it was “far too
early to label” a young child, since each could behave so differently at a medical
appointment. Nonetheless, my widowed mother had come to visit us for a few
weeks and had convinced me that something must be wrong with Calvin’s ears,
because he seemed not to pay attention or follow any simple commands. She was
used to babysitting my sister’s child, who was one year younger; based on differ-
ences she saw in the two children’s behavior, she was very concerned.

Although the general practice physician on the island found nothing wrong at
that time with Calvin’s ears, [ became determined to get another opinion. There
was one problem: the nearest second opinion was two thousand miles across the
water away.

At the end of a soldier or civilian employee’s first year in the Marshall Is-
lands, he or she gets a trip to Hawaii so that the person (and family, if there is
one) can keep from becoming what is locally known as “rock happy’: i.e., they
need to reconnect with traffic and fast food restaurants and find a place that sells
batteries for wrist watches, etc. We wound up in Hawaii expecting to do all these
things and much more. But first, we thought, we’ll take Calvin for a visit to some
pediatricians. They’ll find out what’s wrong with his ears — why he’s not speak-
ing and following directions — and then we’ll get this vacation going. We'll see
the sights.

We hadn’t even thought about the way Calvin spun the wheels on toys, stared
into lights and ceiling fans, and kept a pencil flapping in each hand. But the doc-
tors we saw in Honolulu certainly did, although most seemed reluctant to say
what they thought. Ultimately, two trips to Hawaii later, they did find a problem
with his ears also, but they suspected much more.

We ended up communicating with a lot of soda machines and cafeterias in
three different hospitals and clinics, and taking turns spending time with our five-
year-old daughter either in a small park near some of the hospitals, watching her
swing on the banyan tree vines, or in the little cemetery across from Straub Clin-
ic, walking with her among the gravestones. One would stay with our daughter
while the other stayed with Calvin. And that was it for our vacation, and for sev-
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eral follow up trips back to Hawaii as well. We got a lot of sympathy and paper-
work out of these trips, but not an actual diagnosis or a plan, other than to get
back to the mainland, find Calvin a neurologist, and get Calvin into special edu-
cation. Which actually wasn’t such a bad plan at all, come to think of it.

Sometimes I think back to those days when we were stumbling around Ha-
waii, searching for that first diagnosis, desperately wanting to know what was
wrong. The concept of “diagnosis” didn’t create the problem; we were searching
for a “diagnosis” because there was an underlying problem. We needed to know
what it was, we thought, so that we could eradicate it. We thought we could cure
it if we could just first name it. Names have power.

But we didn’t see the full shape of what we were trying to name. For example,
we saw Calvin’s lack of consistent interaction with us and others, but we didn’t see
the flapping pencils constantly clutched in his hands. To us, they didn’t matter.

The pencils still don’t matter all that much. We know if we’re missing pencils
and need one, to go check in Calvin’s room. The last time a doctor ever asked
us about them was nearly eight years ago, when a military developmental pedi-
atrician noted the flapping pencils and asked how we dealt with the “stimming”
(stimulation), which is the technical term for it.

Just a few days before, our new Brittany puppy had dealt with it herself. Rose-
mary was walking with Calvin in the backyard and decided to leap for the en-
ticingly whirring pencils. They were quite near his face (of course), and before
we realized what was happening she suddenly lunged upward and nailed his ear
with her sharp puppy teeth, neatly piercing the lobe. We spent the next few hours
at the emergency room.

That day soon afterward, when the developmental pediatrician was watching
the pencils flutter and asking about the “stimming,” Gary and I were worn out.
We’d also been waiting about two hours to see this new doctor, after an hour’s
early morning drive to get to the clinic. We laughed and said almost together that
we dealt with the stimming by “siccing” the family dog on him.

Then we saw the look on the doctor’s face and realized we’d better amend that
statement quickly, before we wound up as clients of social services.

The point here is not as sharp as the puppy’s teeth, but it’s just as basic: some
symptoms matter in one context but not in another. (It’s not a good idea to flap
things about your face around a hyperactive puppy, for example, but flapping a
couple of pencils in one’s bedroom may not be a big deal.)

Some symptoms are just part of the overall package. Sometimes the diagnosis
matters, and sometimes it’s just part of the overall package, too. Portions of both
get outgrown and changed, and others stay constant — although the interpretation
and significance of them to ourselves and others may change through the years.

Back when Calvin was two and three and we were stumbling around Hono-
lulu, even the best and most sympathetic doctors we saw gave us lengthy reports
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about symptoms observed, but didn’t give us much information to take home and
use — neither about diagnosis, nor about any other facet of what to expect, and
what to do about it. The communication disorder clinic gave us practical speech
help ideas, but nobody else actually said, “Here’s what you can do to help, and
here’s why.” As for searching out information on our own, nobody at that stage
would actually say a diagnosis, at least not on paper. But without a name, how
does one begin to search for information, especially when you live on an island
that is about two miles long?

What happened next is not something that can be duplicated. A crew member
on our military flight back to the island recognized the symptoms of Calvin and
of another child going to and from Hawaii for evaluation. He recognized them be-
cause his nine-year-old son with autism had had the same symptoms at the same
age. To protect his privacy, I'll call him Jeff, rather than his real name.

From then on, we’d get a call, or the mother of the other child would. An air-
man on the other end of the line, someone neither of us had ever met: “Jeff sent
a package for you.” We’d go to the island’s gathering center, the tiny snack bar,
and there it would be: books and magazines. We read and discussed and learned.
Because of Jeff, who lived in California and had not wanted to be on that partic-
ular flight at all. Being a religious man, he saw in us a reason why he had need-
ed to be there on that day. Being a very humane and wonderful man, he never
stopped caring. And we read and read and read some more, returned the books
and waited for the next call from the snack bar, the next stranger’s voice saying,
“Jeff sent a package for you.”

The first book the other mom and I read as we tried to come to grips with it
was Son Rise by Barry Kaufman (Kaufman 1995), his account of how he and his
wife developed a successful program that perhaps cured his son’s autistic symp-
toms. Thank goodness it wasn’t the last, or we’d still be stuck on the absolute
need for a “cure.” Both of our families all but locked ourselves in our respec-
tive houses with our respective kids for weeks. We all got stranger and stranger,
and soon realized that we couldn’t intensively work with our children the way
the author’s wife had. We didn’t question the author’s sincerity and success, but
soon realized we weren’t going to share that success, at least not through follow-
ing the same method.

Fortunately, the second book we read was Emergence: Labeled Autistic
(Grandin & Scariano 1996). We needed to learn, and did from its high-func-
tioning autistic author, Temple Grandin, that a diagnosis didn’t mean eradicat-
ing a problem, but rather as much as possible, adapting a way around it. Tem-
ple’s descriptions of her childhood and of what treatments had been valuable to
her and which had been less helpful or perhaps useless helped us learn how to
evaluate choices. Her book also led us to many other helpful sources. Today I
am in awe of her later book, Thinking in Pictures (Grandin 1996), which I see
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as true literature that reaches far beyond the interests of the communication dis-
ordered community alone.

More and more, we started to learn to adapt rather than try to “cure,” but the
actual process of doing that never completely ends. And part of us still wants
desperately to be able to write our own sequel to Son Rise, report our own mira-
cle cure. Because none of this is really linear. Some changes are straight-line, of
course: skills mastered, new developmental stages reached. But at each stage the
same issues are broached over and over. At each stage the problems are, after all,
still pervasive. They pervade everything, locking into speech patterns and under-
standing of conversations and school lectures, infiltrating body language, motor
skills, food choices, and sensitivities or lack of them. Pervasive. That is a large
part of what the diagnosis means, whatever the technical wording preference of
the day. When I first read the term, “Pervasive Developmental Disorder,” the word
“Pervasive” seemed the least important word in the name. Now I know better.

Remarks still come out at church at times — the latest victim a five-year-old
who had his hand up his nostril right before extending his little hand to Calvin in
the sign of peace. Calvin was blunt, and loudly determined not to shake a “dirty”
hand. Fortunately, the other child’s mother just laughed. We didn’t; instead, we
came down on our eleven-year-old for his insensitivity. Did it help? Who knows?
We made ourselves and our son feel terrible, and embarrassed his teenage sister
no end, but to what purpose if the behavior doesn’t change? And many an adult
avoids shaking hands at times, also. After all, when is the last time anyone really
wanted to shake hands with someone who had just been picking his nose?

Behaviors do change: some of Calvin’s get better. As we get older and more
tired, some of ours, especially mine, get worse. And some things never change.
Underlying love. Underlying differences. Theyre still locked together, sometimes
battling for control, sometimes peacefully coexisting.

Recently Calvin’s neurologist remarked that his hand tremors and motor over-
flow are as bad as ever, yet his drawing is getting lovely and detailed. She’s right.
Calvin is still Calvin, but he rises to the occasion — in his own tactless way, and
often against the prevailing odds. With his family and friends and the profes-
sionals who care about him functioning as both his best allies and his own worst
enemies, he soldiers on, ready to face more mismatched diagnoses and achieve
small and large miracles along the way.

Postscript, three years later

Calvin is fourteen now. Two years ago we moved back to the family farm where
I was raised in Louisiana. No one packs a lunch to school here, so Calvin has
learned gradually to eat what he can stand from the school lunch, just as his sister
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does. No more yogurts and orange juice boxes. After some initial struggles to get
an aide, Calvin has one again, and he continues to make progress in school.

“Asperger’s Syndrome” or “Asperger Syndrome” has become much more
widely known, and at a conference last fall in Washington, D.C., I was able to
buy four books specifically about this diagnosis. I also heard one speaker at the
conference say that Asperger has become the new “buzzword” diagnosis for par-
ents who don’t want to say that their children have mental problems. I can’t ad-
dress that issue, but I do know that the Asperger diagnosis probably fits Calvin
better than any other he has carried.

We still face the same issues but now with two added complications: Calvin’s
puberty and our own sense of rapidly dwindling free and appropriate education
time for Calvin. What will happen when he turns twenty-one? What will his adult
life be like? Those issues loom larger and larger now.

As for me, I need the facial hair removal products almost as much and get ir-
ritated just as easily as that woman at church did seven years ago. I count on Gary
more and more to be the one who provides balance and stability to our lives. I
look at our whole family — daughter a year away from high school graduation
and college, Gary and I forty-nine and fifty, and Calvin, with his future so uncer-
tain. I fear for us all, especially Calvin. He is so desperate to achieve his dream
of being a scientist and still so incapable of managing any form of research and
analysis without support.

During math Calvin turns intently to his resource teacher and asks her, in a
voice that tears at her heart, “Am I doing good?”” The honest answer she doesn’t
give him is both yes and no: yes because he’s come so very far; no because he
still has to have one on one support to continue learning at all.

The days continue to be a roller coaster of events and emotions. On one day,
Calvin may play the piano at a school assembly; on the next, bullies may lock
him in a room, causing him to fall apart while his classmates listen from the oth-
er side of the door and make no move to get an adult.

But there are triumphs, too. As I finish this last paragraph, it’s a beautiful May
Saturday afternoon on the farm. Gary and Calvin just returned yesterday from
a student Junior Beta Club (honor society) state convention. Calvin spent Thurs-
day night in a strange motel room with Gary and four other boys. At the dance
he danced along with eleven thousand other teenagers in a coliseum he had nev-
er stepped into before. And in that crowded coliseum, where once he would have
broken out in a sweat and kept his hands clamped over his ears while he screamed,
only the dozen children from his own school knew he had any diagnosis at all.
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Chapter 3

A diagnosed life in an institutional setting:
Can the dancer walk?

Barbara G. Bokhour

Adding to Galasso’s experiences is this second depiction of the profound impact
of diagnosis on those diagnosed and on those who interact with them. Here Bok-
hour shows how staff in an institution lose sight of an individual, and treat him
as a generic patient with a particular diagnosis. The recipient of a diagnosis
is Mr. Weinberg, a man with Alzheimer’s disease. Bokhour’s discourse analysis
of staff discussions depicts how treatment of Mr. Weinberg was related more to
what they felt should be done with a person with his diagnosis, ignoring their pa-
tient’s life world. That is, the professionals did not fully address such factors as
Mr. Weinberg’s concern about swelling in his feet and his anger at having been
restrained from walking independently. Rather they focused on his inability to
walk safely, and most of their talk about the patient had to do with their execu-
tion of typical treatment practices for patients with Alzheimer’s disease.

Individuals who are diagnosed with Alzheimer’s disease enter into a life that
is largely defined by inevitable decline and eventually death. Those living with
the disease experience ongoing assessment and treatment from a variety of pro-
fessionals, often in constrained institutional settings. The professionals in these
settings are influenced by bureaucratic and biomedical frameworks, and conse-
quently the framework of individual lives is often neglected. Institutions, Fou-
cault (1977) argues, are central in the discursive construction of their objects and
in the case of medicine those objects are the patients. That is, the organization of
the institution — its space, professional staff and bureaucracy — places or “disci-
plines” bodies into categories most relevant to the functioning of the institution.
For medical institutions, the biomedical model, rooted in the scientific approach
to the human body, provides a driving objective framework for categorizing those
who are ill. In constructing the individual as “patient,” medicine subsequently
transforms people into objects of medical practice (Cassell 1991; Mishler et al.
1981). Cecil Helman (Helman 1991), depicting his experience as a medical stu-
dent, poignantly marks the obscuration of the individual in favor of emphasis on
the patient as an object of medical practice and the institution.
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The intern in a medical ward takes me aside, and points. “There’s an interesting
spleen over there,” he says, “third bed on the left.” I walk along the ward among
the rows of beds, and follow his finger. And there it is, just as he said, lying in the
third bed on the left — an enormous, black and gelatinous thing, five foot long or
more, moist, oozing off the sides of the bed. Nothing but a huge black spleen ly-
ing on a hospital bed. But then you blink and rub your eyes, and look again, and
the spleen has gone, buried beneath the striped pajamas of a little worn grocer
of a man, sleeping in the bed. A small, sighing man with a sore stomach, and an
ominous zig-zag chart, like a range of high mountain peaks, pinned to the foot
of his bed. (Helman 1991: 120)

Helman’s story reflects three models of patients: one as a medical object — the
diseased body part; another as a person who is a patient — the body as a self with
a social history of a “grocer man”; and yet a third as an institutional object in-
scribed on a chart. The intern clearly directed Helman toward the diseased body
part, thus focusing on only the medical aspect of the patient. The chart, a way
for the institution to hold the medical staff accountable, is the graphic inscrip-
tion of the medical work that was constituted by doing the proper tests, diagnos-
ing disease, and curing patients. The individual, a grocer man with a sore stom-
ach, is edited out of any official account and is evident only in the observation of
the individual intern. The objective data remains, pointing toward a diagnosis of
something wrong with an “interesting spleen.”

Inrealizing the culture of medicine, professionals construct patients as differ-
ent types of objects that correspond with different aspects of the world of med-
ical practice. Mishler (Mishler 1984) identified two worlds that physicians and
patients attend to in medical consultations: 1) the medical world, in which the rel-
evant information is related to the biomedical aspects of the work that physicians
do with their patients, and 2) the lifeworld, in which the relevant information is
related to the meaning of illness in the lives of those patients. Thus patients may
be constructed as objects in the following ways: 1) the patient as a diseased ob-
ject — the diagnosis itself — existing as part of the medical world; and 2) the pa-
tient as an individual who may be understood in relation to a broadly conceived
lifeworld. Patients, however, may also be constructed as institutional objects: part
of both the larger framework of the medical institution and the more constrained
context of the “ward world” (Bokhour 1998).

Individuals suffering from diseases such as Alzheimer’s may subsequently be
defined as the diagnosis itself, thereby limiting the ways in which others interact
with them, view their potential and make decisions on their behalf. Using a dis-
course analytic framework, this chapter examines the ways in which a group of
professionals negotiates the assessment of such a diagnosed patient living on an
inpatient Alzheimer’s unit and in doing so redefines his life. More specifically, it
will examine the ways in which the institutional framework and shared cultur-
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al models of patients as objects influence the manner by which patients are con-
structed linguistically in communication between team members. In the discourse
of the team members we will begin to see how one patient, Mr. Weinberg,' dis-
appears and the diagnosis takes his place as the team assesses his changing abil-
ity to walk independently as Alzheimer’s disease progresses through his body
and his mind.

Mr. Weinberg was one patient among many on a specialized treatment unit at
a Veterans’ Administration Hospital. This chapter closely examines the discourse
of an interdisciplinary team of professionals as they discuss Mr. Weinberg’s care
in bi-weekly meetings. A more exhaustive description of these meetings will fol-
low. The present analysis distinguishes between talk that constructs individuals
who are suffering from Alzheimer’s disease as medical and institutional objects
and talk that constructs patients as individuals. Throughout the team’s discus-
sions, their concerns about Mr. Weinberg as an institutional object manifested
themselves in two ways: first, in terms of the bureaucratic responsibility of the
team to account for his care according to the rules and regulations of the insti-
tution; and second, with respect to the everyday pragmatic management of pa-
tients in the ward world of the unit. Constructions of the patient as an individual
did enter into the discourse at times, but these were most often silenced by the
other, more dominant framings of the patient. Constructions of Mr. Weinberg as
an individual and as an object of the institution were often in tension with one
another, a tension that was reflected both in the discourse of the meetings and in
follow-up interviews.

1. Theoretical framework for discourse analysis

In this chapter I rely on a broad conceptualization of discourse analysis in which
the construction of meaning through language is best understood in the discur-
sive context of institutional practice. According to Gee (Gee 1992, 1996) individ-
uals’ language use is constrained and facilitated by the cultural models shared by
participants in a particular institutional context. These models are part of what
Gee calls “Discourses” (Gee 1992, 1999) with a capital “D”: the elements en-
compassing a community of practice that contribute to both the linguistic and
non-linguistic activities of its members:

Discourses ... are ways of behaving, interacting, valuing, thinking, believing,
speaking, and often reading and writing that are accepted as instantiation of par-
ticular roles (or “types of people”) by specific groups of people, whether fami-
lies of a certain sort, lawyers of a certain sort, bikers of a certain sort, African-
Americans of a certain sort, women or men of a certain sort, and so on through a
very long list. Discourses are ways of being “people like us”. They are “ways of
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being in the world”; they are “forms of life”. They are, thus, always and every-
where social and products of social histories. (Gee 1996)

In other words, the ways in which we use language and interact in our lives
always occur in relationship to the Discourses of which we are members at any
given time. The Discourse in which the professionals and Mr. Weinberg were lo-
cated was the practice of medical professionals in the context of a long-term care
facility for persons suffering from Alzheimer’s disease. The Discourse includes
all of the physical space: the units in which the patients live, their rooms, the liv-
ing space, and the nurses’ stations. It encompasses the activities of the doctors,
nurses, therapists, patients and families, and even the maintenance staff. It is also
comprised of the written documents, manuals and records of patient care, and
clearly, the explicitly discursive activities: the language used in interactions be-
tween professionals and patients, professionals and families, patients and fami-
lies, and amongst professionals. In other words, to understand these discursive
interactions, one must consider the entire situation; discourse with a small “d”
can only be understood as fully situated in Discourses.

This approach to discourse focuses on what Hanks (Hanks 1996) calls com-
municative practices extending the focus of analysis beyond the linguistic systems
used by individuals to communicate with others to the participants’ shared ori-
entation to the social world and their shared categories. Groups of individuals in
institutions such as hospitals can then be understood as an interpretive commu-
nity, in which members share meanings and values to varying degrees. No single
individual in the community holds all the pieces of these interpretive schemes in
his or her head. Rather these schemes, or cultural models (D’Andrade and Strauss
1992; Holland and Quinn 1987), are socially distributed; different members have
different bits and pieces of the models and the overall or master model is com-
posed of all these pieces in concert (Gee 1999).

The following analysis explores how the different cultural models of patients
are displayed and negotiated in semiotic activities in the discourse of team meet-
ings. Though primarily concerned with the linguistic aspects of the discourse, it
interprets their meaning in the context of ethnographic observation, knowledge
of the institutional framework of the interactions, and the participants’ reflections
upon their own communicative practices.
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2. The data
2.1. The setting

The case discussed is drawn from a larger study of communication in health
care teams conducted at a long-term care center at a Veterans Affairs Hospital.
The Department of Veterans Affairs fully funds this center, which specializes in
serving aging veterans who suffer from Alzheimer’s disease or progressive de-
mentia and serves as a center for research as well. During the study, the patients
on four in-patient units (of approximately 25 beds each) were treated and cared
for by comprehensive interdisciplinary teams, each comprised of a physician, a
nurse manager, a nurse practitioner, several staff nurses, an occupational thera-
pist, a kinesiotherapist, a dietitian, a pharmacist, a social worker, a dentist, and a
recreational therapist. These health care providers were involved in both routine
care and efforts to maintain patient quality of life. Communication between pro-
fessionals is central for achieving a goal of acting in concert for the benefit of the
patients, and this occurred formally in interdisciplinary team meetings.

2.2. Team meetings

Team members participated in bi-weekly interdisciplinary team meetings, in
which they evaluated patients’ problems and goals and established treatment
plans. During these meetings professionals discussed the treatment they were
providing patients and also assessed the status of individuals as they progressed
through the course of the disease. Such meetings are mandated by both the Vet-
erans Administration and the Joint Commission on Accreditation of Healthcare
Organizations, which is the agency responsible for regulating and monitoring all
health care facilities in the country (JCAHO 1996).

The team members met on a bi-weekly basis in a conference room. Sitting
around a table, the team members reviewed the treatment plans of four to five pa-
tients in a forty-five minute period. Each patient was discussed in the meetings
on a quarterly basis, although patients who had been recently admitted were dis-
cussed once a month. The meetings proceeded in a standardized format with ei-
ther the nurse manager or nurse practitioner acting as the team leader. The dis-
cussions were largely focused on writing an initial treatment plan or revising a
printed out copy of an existing Interdisciplinary Treatment Plan (ITP). These
written plans noted the patient’s name, social security number, date of admission
and religion and provided an identifying ward number. Listed below this orient-
ing information were the “problems-needs-concerns” related to the patient. As-
sociated with each inscribed problem was a “goal” and an “intervention” with a
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record of the staff person responsible for implementing the intervention. Prior
to the meeting, each team member was supposed to review the I'TPs for the pa-
tients who were to be discussed, and they were also to have these I'TPs in front
of them throughout the meeting.

2.3. Data collection

Team meetings were audio and videotaped and then transcribed verbatim.
Pseudonyms were substituted for the names of all the participants and patients.
Team members were interviewed twice: the first time they were asked about
general practices in team meetings; and the second time they reflected on spe-
cific discussions in team meetings while reviewing them on videotape. In addi-
tion, the investigator conducted ethnographic observations of Mr. Weinberg’s
Alzheimer unit over a period of three months. The data I discuss here comes
from a number of sources: one review of Mr. Weinberg’s case in a team meet-
ing, my interactions with Mr. Weinberg, and team members’ comments in fol-
low-up interviews.

3. Who was Mr. Weinberg?

At the time of data collection Mr. Weinberg had just been admitted to the unit.?
His wife no longer felt able to care for him on her own. I had several interactions
with Mr. Weinberg in his first few days at the Alzheimer’s unit. Unlike many of
the other patients, Mr. Weinberg was still able to walk independently and to hold
conversations, although he was often confused during these interactions. On one
occasion, Mr. Weinberg began a conversation by telling me how he and his wife
were supposed to go dancing that evening. He said that they were excellent danc-
ers and had even won some competitions. He spoke in animated tones as he relat-
ed his escapades on the dance floor. Dancing had apparently been a very mean-
ingful activity for him in his life and an important aspect of his marriage. He
asked me if I knew where his wife was and how to get to the dance hall. He did
not know who I was, nor did he seem to realize that he was in the hospital and
not on his way to a dance competition. Throughout the conversation I listened
and tried to respond to his questions: I did not know where his wife was or when
she was coming. I did not know where the dance hall was. As he recounted his
stories about dancing, I nodded and said “wow” and “that’s great.”

Another day, I found him amongst most of the other patients in the day room,

sitting in a large chair, restrained from getting up independently by a tray table
(imagine an oversized child’s high chair). He was banging on the table, angry that
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he was unable to move around on his own. His frustration was evident and yet
the nursing staff, busy with other patients, was unable to attend to him. This in-
cident and others like it made it clear that Mr. Weinberg was searching for ways
to make sense of a confusing situation in a new place. He sought assistance to go
to the bathroom, even though he wore adult diapers. He tried to figure out how to
leave this “place,” which he was unable to remember was a hospital.

Based on these brief interactions with Mr. Weinberg, I began to form a pic-
ture of an individual whose life had been quite full. He was married to a woman
whom he apparently loved very much. They had always danced together. He had
been a very independent individual and was now searching for a way to maintain
his dignity. His attempts to attain some level of independence and control in his
environment were evident in his search for the exits so that he could leave, and
in his attempt to locate a bathroom so that he could take care of his most basic
needs. As the forthcoming analysis reveals, the discourse of the team meetings
even more distinctly omits a view of Mr. Weinberg as an agentive individual.

4. Constructing mobility

Being unable to walk is a difficult issue for anyone with a chronic disease. It tru-
ly sets the afflicted individual apart from others and distances the self from the
person one was before the onset of disease. For Mr. Weinberg this was a particu-
larly troubling circumstance because he could no longer participate in an impor-
tant lifeworld activity, dancing with his wife. The issue of whether or not a pa-
tient could walk was central to much of the assessment and care of the patients
on the units. As Alzheimer’s patients decline, they gradually lose their abilities
to do many things and the loss of the ability to walk is an important marker in
this decline. Patients like Mr. Weinberg were viewed in the light of this progno-
sis of inevitable decline. As we will see below, the discourse reflects this view
of each individual as the diagnosis, the generic Alzheimer’s patient, and deci-
sions about care, assessments of abilities are often driven by this overall gener-
ic perspective.

Two contradictory constructions of Mr. Weinberg’s mobility were reflected in
the discourse of the team meetings. First, from an institutional perspective, some
team members — and particularly the physician — were concerned about the ex-
tent to which Mr. Weinberg needed to be restrained with a “posey’” or a tray ta-
ble on the geri-chair to avoid injury. In this framework, Mr. Weinberg is an in-
stitutional object; he fits generically into a category of Alzheimer’s patients who
characteristically lose the ability to walk. Unaware of their limitations, these pa-
tients often attempt to walk on their own, creating a situation that is unsafe. Con-
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sequently, the institution must protect him (and itself from a potential lawsuit*)
by restraining him.

The concern was thus pragmatic: how could the team manage Alzheimer’s pa-
tients on the ward? However, by depicting Mr. Weinberg as someone who needed
to be restrained, they constructed a patient with little, if any, individual agency
left. He became an object to be controlled and manipulated to fit into the context
of the ward world. As plans were discussed to stop his efforts to walk, he lost his
freedom, his independence and, in a sense, his individuality. He became another
one of “the guys” strapped into a chair, passing time until he died.

Other aspects of the discourse, however, constructed Mr. Weinberg as an in-
dividual: Mr. Weinberg, who had a recent history of being able to walk indepen-
dently, could still walk at that time and could potentially continue to walk in the
future. Whether or not an individual with Alzheimer’s disease can walk has sev-
eral implications. Not only is a decline in walking a marker of the progression
of the disease, it impacts on an individual’s independence and sense of dignity.
Thus, being able to walk independently was a crucial issue to Mr. Weinberg as
an individual on the ward and in his social world. At the very least, individuals
who were able to walk had the capacity to wander about the ward, to sit where
they wished, to look out the window, and to engage others by walking to them. In
other words, if Mr. Weinberg were perceived of as someone who could not walk,
he would be construed as an Alzheimer’s patient — that is, an inevitable, passive
recipient of care, confined to a chair. On the other hand, if Mr. Weinberg were
framed as a walking patient, he would maintain some level of independence, and
he would be more active in his own care.

One important question emerged from the discourse: could Mr. Weinberg walk
or not? The team vacillated between talking about him as being able to get up and
walk (although his safety would be in question), being unable to walk at all, be-
ing able to walk again, and having been able to walk in the past. One might think
that the team was confused and contradicting itself, or that the separate members
simply viewed the situation differently. I will argue, however, that the shifts in
the discourse on opinion regarding Mr. Weinberg’s ability to walk were linked
more with how team members constructed the problem and Mr. Weinberg. That
is, if one viewed Mr. Weinberg as an Alzheimer’s patient whose ability to walk
would decline inevitably over the course of the disease, the goal would be simply
to keep him safe, and subsequent discussion would focus how to restrain him. If,
however, one viewed Mr. Weinberg as an individual who had walked quite fre-
quently and well until his recent admission to the hospital, the goal would be to
get him walking again.
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4.1. Walking and restraint in the second review

Let us turn now to the specific discourse about walking in the second review of
Mr. Weinberg. As the meeting progresses it becomes clear that the question of
his walking engenders two lines of discussion: 1) how well, if at all, is he able to
walk and 2) if it is necessary to restrain him in his chair.

4.1.1.  Does he have an unsteady gait?

The discussion about Mr. Weinberg’s walking begins in line 204, when the nurse
practitioner introduced the problem, as listed on the ITP.

o
204 NP: unsteady gait/
205 7 hmhm//
206 ()
207 OT: That’s really declined I think//
208 um even since last—
209 he’s no longer ambulation ad lib,
210 um, he’s not steady enough for that//
211 he is participating under interventions in the Merry Walker study/
212 um,
213 NP: okay/
214 ()
215 OT: and we are (..) [all working]
216 KTA: [yeah],
217 OT: to get him stronger and increase his endurance//

The nurse practitioner introduced the issue of Mr. Weinberg’s walking through
the use of jargon, “unsteady gait,” and the without the use of a sentential subject.
Her rising intonation functioned as an invitation for someone else to address the
problem. The occupational therapist (lines 207-216) responded by presenting a
picture of Mr. Weinberg as getting worse. He began by referring to the problem
(“That’s really declined”) and only introducing the patient (“he”) later in 1. 209.
When he did introduce the patient, he used stative verbs (“he’s”), thereby diagnos-
ing the patient in terms of categories that are sanctioned by the Discourse, such
as “ambulation ad lib.” Mr. Weinberg’s act of walking was thereby codified into
generic categories that could be applied to any patient on the unit. The occupa-
tional therapist ended by stating that the intervention would be for team members
to work “to get him stronger and increase his endurance.” Note the placement of
Mr. Weinberg in the passive position, with the team as the active agents. In 1. 216,
the kinesiotherapist echoed this concern and supported the intervention.

Mr. Weinberg was presented as a set of problems and interventions and was
diagnosed as no longer ambulating “ad lib”. At the same time, however, the oc-
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cupational therapist raised an issue that was important to Mr. Weinberg as an
individual: his ability to walk. The OT shifted from speaking of the problem of
unsteady gait to speaking of Mr. Weinberg as “participating under interventions
in the Merry Walker study,” thereby ascribing some agency to him. Thus Mr.
Weinberg was portrayed as someone who was capable of walking with assistance
at that time and who, with help, would be able to walk independently again.

The issue of his walking was not taken up again until the physician refocused
the discussion on the question of using a posey to restrain Mr. Weinberg.

(2
218 MD: and what are we going to do about the posey//
219 ?LPN: does he do?
220 OT: He doesn’t wear it at all [times],
221 7 [no]//
222 LPN: PRN [that’s crossed off um/|
223 MD: [Does he need it at all/
224 no we cannot do that//]
225 LPN: [what’s it gonna be/]
226 NP: [yeah we can’t do now] posey that’s PRN//
227 ()
228 um/
229 OT: [what behavior does he do that he requires],
230 MD: [{ I
231 LPN: that would be at night//
232 um
233 7. to prevent [falls/]
234 OT: [so should] we [put that under]—
235 LPN: [well {why don’t we} just check it off]
236 and monitor him for a [couple of weeks] //
237 NP: [right] //
238 LPN: see if [it’s really necessary]//
239 7 [{ H/
240 7 oh I'm just/

When the physician asked, “what are we going to do about the posey,” the
nurse responded by asking for it to be used “PRN” or as needed. The physician
replied, “No we cannot do that,” and was subsequently supported by the nurse
practitioner. In a follow-up interview, it was discovered that when the physician
states that they “cannot do that,” he is referring to external guidelines established
by JCAHO (JCAHO 1996). These guidelines require specific reasons for restraint
to be identified in the treatment plan, in order that a team may not use restraint
whenever they deem it practical.® Thus the discussion truly revolved around the
team’s accountability to the institutional and governmental regulations regard-
ing the use of restraint with patients, a practice that was common for those with
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Alzheimer’s. The concern only shifted away from the diagnosed patient back to
Mr. Weinberg’s role as an actor when the occupational therapist asked what “be-
havior does he do” to require the posey. Here, the evidence being requested was
based upon how Mr. Weinberg acted as an individual: the issue at hand was re-
focused on the person (rather than the institutional object) to be restrained. The
nurse and another team member responded that the posey would be used at night
“to prevent falls.” Thus the team members responded by providing an institu-
tionally sanctioned rationale for using a posey; a rationale that could be used for
any patient.

The OT further deflected his attempts to understand Mr. Weinberg as an ac-
tive agent when he shifted to the task of writing the treatment plan in line 234.
There was no discussion about why Mr. Weinberg might fall at night or if there
was an alternative way to manage the problem. Rather, the discussion continued
about how to codify the problem and its solution for the ITP:

(3)
241 LPN: make sure we have a monitor for a couple of weeks/
242 NP: oh RN monitor?
243 MD: RN monitor?
244 LPN: not an RN mon-
245 well, yeah we could do that or just visual, you know/
246 He’s in the dorm he’s right,
247 He does try and- you know he does,
248 NP: he does try to get, yeah//
249 NP: so maybe [we should put { H/
250 OT: [so we should put unaware] of--
251 not only unsteady gait but unaware of you know
[ gait impairment//]
252 MD: [unable to walk/]
253 LPN: yeah//
254 cause he likes the table down also//
255 he really thinks he can get up and go but he can’t//
256 MD: so he needs to be in a geri-chair with table top up/
257 LPN: yes//
258 MD: at all times/
259 LPN: yes//
260 5)

The nurse described Mr. Weinberg’s efforts to get out of bed (246-248) and
then went on to personalize his concerns by addressing what he “liked” and
“thought” (254-255). Although she appeared to be ascribing some level of mind-
fulness to Mr. Weinberg, in line 255 the nurse went on to discount his cognitive
abilities by stating that he “really”” thought he could “get up and go” when, ac-
cording to her, he could not walk. She thus repositioned him as an individual for
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whom the team needed to think. She positioned the team as the experts on the
diagnosis of Mr. Weinberg’s abilities as a generic Alzheimer’s patient. Because
the team was more cognizant of Mr. Weinberg’s limitations than he was, it was
responsible for taking control of the situation by restraining him in a geri-chair.
Mr. Weinberg’s capacity to understand his own ability to walk, however, was not
taken up as a topic of discussion. Instead, the team returned to its deliberations
regarding the correct way to write the I'TP, the assigned institutional task. In this
manner, the patient was completely removed from the discourse, and, as one so-
cial worker commented, the team meeting became “all about the paper.”

4.1.2. What does Mr. Weinberg ‘need’?

The construction of Mr. Weinberg as a passive object was reinforced when the
physician stated “he needs to be in a geri-chair with the table top up” (line 256).
The verb “need” has an interesting status in this case, functioning more as a mod-
al verb than an active verb. Although at first glance it appears that “need” is act-
ing as a main verb with the subject being “he” (i.e., Mr. Weinberg), it is in some
senses functioning as a modal. That is, the sentence effectively means “It needs
to be the case that Mr. Weinberg sits in the chair with the table top up.” In this
case, Mr. Weinberg is no longer the subject; rather, he is the object and the ac-
tive agent is linguistically absent. Who exactly is establishing that he should be
in the chair is not indicated. In fact, here “need” may be understood not in the
epistemic sense, in that it is necessary for Mr. Weinberg to sit in the chair with
the tray table up, but rather in the deontic sense, in that the physician has ordered
it to be the case. Thus, although the team appeared to be addressing what Mr.
Weinberg really needed, they continued to treat him as a passive Alzheimer’s pa-
tient, whose actions were controlled through the discourse.

Determining if and how to restrain patients was clearly within the purview
of the team’s authority. Hence, the discussion took on an institutional life of its
own, furthering the interests of the team as the authoritative decision-maker in
determining Mr. Weinberg’s fate. The OT’s shift to writing the report re-estab-
lished the task as an institutional one. Further, his request for the physician to
write the order highlighted the importance of the physician in the institutional
decision-making process.

4.1.3.  And the discussion goes on

The issue of Mr. Weinberg’s ability to walk could easily have been dropped at this
point. Instead, in line 269, the social worker reintroduced the topic and brought
his wife into the discussion:
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@

269 SW: you know, I don’t know/

270 has she talked to [you about that/]

272 LPN: [well you know/]

273 SW: she’s identified all his problems as [related to that//

274 is there something we can do/?]

275 LPN: [okay well/

276 I don’t know if there’s a place where they can get a] personal chair
or have

277 [somebody { }]

278 OT: [she’s um] She’s she’s currently thrilled with the--

279 she [was up yesterday with the uh, merry walker]

280 LPN: [uh, wonderful]

281 OT: [study]

282 SW: [oh, I know that]

283 But I mean his normal life is in that chair that she feels is causing
him to be

284 unable to walk and his feet to swell and//

285 his feet don’t touch the floor/

286 she’s very upset//

287 and [ was just wondering if there [was anything that could be done]/

The social worker introduced Mrs. Weinberg as a relevant actor in the discus-
sion by requesting that action be taken on a problem that had been identified by
her rather than by team members. That is, it was Mrs. Weinberg who identified the
issue of the swelling in Mr. Weinberg’s feet and attributed it to the kind of chair
he sat in. The social worker allowed Mrs. Weinberg’s voice to be heard in a dis-
course dominated by the medical professionals, thereby creating a dilemma for
to the team: how to assert its authority under the guise of honoring her request.

The introduction of the problem of the chair by the social worker gave rise to
a rather lengthy debate in which the team negotiated the nature of the problem
as well as the treatment solution. In the extended interaction that followed, the
team alternated between two constructions of the problem: one in which the team
needed to determine what type of chair Mr. Weinberg should sit in for safety, and
a second in which the team needed to find ways for Mr. Weinberg to walk inde-
pendently on the ward. Each of these alternative conceptualizations of the prob-
lem constructed Mr. Weinberg as a different type of object, and each had a dif-
ferent status as actionable by the team.

Discussion of the first dilemma — what Mr. Weinberg should sit in — focused
on the need for the chair to have some restraint on it for his own safety and to re-
solve the medical problem of the edema in his feet. The proposal of a safe chair
with a posey or tray table continued to position Mr. Weinberg as a generic patient
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who must fit into the unit. Pragmatic concerns of the ward world dominated, and
thus he was to be maintained safely and kept out of trouble.

The second problem was Mr. Weinberg’s ability or inability to walk. These
segments portrayed Mr. Weinberg as an agentive individual with a unique social
history and relevant personal attributes. These two types of problems — those in-
volving the chair and those concerning his ability to walk — were interspersed
throughout the discourse. When the discussion focused on one problem, often
someone on the team would redirect the discussion towards the other. In other
words, the team members alternated in their discourse between a model of the
patient as an institutional or medical object and a model of the patient as an in-
dividual.

In line 288, the team sought to solve one of Mr. Weinberg’s problems by de-
termining what type of chair he should sit in:

(5)
288 LPN: [{get him a different chair}],
289 NP: [should we get a PT consult]?
290 SW: adifferent chair/
291 LPN: we can have one fitted I I [think { }]

292 NP: [for a wheelchair/]

293 SW: It would mean a lot to her//

294 I don’t know if it would really [make that much difference for him but,]
295 OT: [um]

296 SW: [butI don’t know/]

The nurses and social worker attempted to solve the problem by getting a fit-
ted wheelchair for Mr. Weinberg. Comments such as “we can have one [a chair]
fitted for him” served to reinforce the notion that he was a passive recipient of ac-
tions taken by the team. Moreover, Mr. Weinberg, viewed as unable to walk, was
considered to be a good candidate for a customized wheelchair in which he could
spend his days comfortably. If he were comfortable in a fitted chair, the staff could
simply place him in it and avoid dealing with the complications of an unhappy wife
and perhaps an agitated patient. It would further allow the team to avoid the chal-
lenges of seeing Mr. Weinberg as an individual with the potential to walk.

In line 297, the discussion of a fitted chair was interrupted by the nurse prac-
titioner’s testimony that Mr. Weinberg had exhibited some ability to walk. Since
wheelchairs, particularly customized ones, were typically given to patients who
were unable to walk at all, evidence that Mr. Weinberg could walk would con-
tradict the need for such an extravagance:

(6)
297 NP: [He walked] a little bit [for me yesterday]//
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[he did walk//]
[you know I]
yeah he walked to the bathroom with me this morning//
hunchbacked/
as long as he has something/
[every rail to the toilet]
[and he held onto, yeah right]
he had {elimination} this morning he said he had to go/
[and did back] and as long as he does it, it’s you know/
[right]
watch him he did fine//
[right]
he’so,
yeah//
()

that’s because he was two hours in the merry walker that ***he
was able to do that [today]//

[{I bet}]

[(laugh)]

[(inaudible comments)]

[he used to walk really well/]
um um/
[he used to walk alone at home/]
[well we took him off trasadone]

[why don’t]

[he did walk at home//]

[I can’t believe that he { } could walk at home]//
[put a]—

He used to go to day care [everyday and { H

[I think we should do],
I think we should do/
uh he is a candidate uh-
I mean I hate to— if he can walk I [hate to]
[no]
put him in a custom wheelchair that—
that’s true//
{ }
I mean it’s sort of like if we're trying to/
Are we— is that [the next review or]?
[trying to get him walking]//

In this segment the discourse shifted from a generalized discussion of “the
patient” on the ward, to a storied account (Antaki 1994) of Mr. Weinberg’s abil-
ity to walk at home and, with physical support, on the ward. The nurse offered
evidence of Mr. Weinberg as a capable individual through the description of an
actual event in which Mr. Weinberg had managed to walk to the bathroom. Note
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that the “Mr. Weinberg” described here is assumed to have an active role: “he
walked to the bathroom;” “he said he had to go;” and “he does it.” Through the
use of these subject-predicate combinations, Mr. Weinberg was animated as an
active participant in the Discourse rather than simply as a passive object. More-
over, his actions counteract his construction solely as an immobile and declin-
ing Alzheimer’s patient.

The social worker further supported these observations with the revelation
that “he used to walk really well” before he was admitted to the hospital. Her
comment highlighted the fact that the walking problem was a new one that had
only emerged after Mr. Weinberg arrived on the ward. Once again, Mr. Wein-
berg was portrayed as an active agent: “he used to walk really well;” “He used
to walk at home;” “He did walk at home;” “he used to go to day care everyday.”
Such an active construction of Mr. Weinberg served to remind the team that he
was an individual with a unique history and unique needs.

One might point to such discussions then as counter to the earlier claim that
his individuality was lost in the discourse. The team clearly had knowledge of
the uniqueness of the individual patient and even seemed at times to value that
information. However, such knowledge was most often peripheral in the dis-
course. Note that these individual life account segments lasted for only a few ut-
terances. The team did not take them up as actionable items; there was no pur-
suit in the discourse about why Mr. Weinberg had declined so rapidly after resid-
ing on the unit for only four weeks or what approach could change this pattern
of deterioration.

The occupational therapist moved to reopen the discussion of the chair by
marking the contrast between the two ways of framing the problem. He contrast-
ed the team’s actions (“‘to put him in a custom wheelchair”) with Mr. Weinberg’s
(“if he can walk™). His hesitation in the next few lines — “I mean it’s sort of like
if we’re trying to/Are we” — indicated his uncertainty that the problem would be
solved by putting Mr. Weinberg in the wheelchair. The hesitancy expressed by
the occupational therapist, coupled with his apparent lack of certainty, reflected
the conflict between the two constructions of Mr. Weinberg. If the team were to
try to get Mr. Weinberg walking again, this would conflict with the goal of put-
ting him in a wheelchair. If, on the other hand, decline was inevitable, the issue of
walking would be essentially irrelevant and the only relevant action for the team
would be the management of Mr. Weinberg as an object in the ward world. Plac-
ing him in the wheelchair was an action the team could take, while the prospect
of improving his ability to walk was doubtful at best, and thus the team may have
felt powerless with respect to the disease. The occupational therapist’s hesitancy in
this segment indexed his understanding that perhaps the team as an institutional
entity did not have control over this issue; the decline of patients diagnosed with
Alzheimer’s is inevitable and not manageable in the medical model. Thus, with-
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in the confines of this institutional setting, there was no reasonable course of ac-
tion to pursue with respect to restoring Mr. Weinberg’s ability to walk. The prob-
lem of the chair, on the other hand, was clearly actionable in the eyes of the phy-
sician: the team could manage this problem by placing Mr. Weinberg in a chair
and keeping him safely secured. Unlike the problem of how to support Mr. and
Mrs. Weinberg’s desire for him to walk despite his unsteady gait, the problem of
the chair allowed for a pragmatic solution to be instituted by the team.

In line 338, the physician refocuses the discussion on the problem of the
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Or don’t don’t we have some some uh, { } uh, foot rest or
something which can be added uh, for for short people?
on the geri-chair?
is there something that we can actually add,
we don’t actually have ‘em//
I’ve asked um the carpentry to build some and they built them and
they disappear as quickly as we put ’em out//
um,
but for him we can, I can ask them to get one as soon as possible
and we can try again//
okay [so you wanna put footrest/]
[whatever we could try would help]//
footrest/
foot rest/

let’s try sitting in a wheelchair/
instead of a geri-chair/
I think that would be fine too/
[There’s no reason why we { }]
[You mean just one on the, from the unit rather than a custom
one?/]
Well if the wife’s willing to maybe—
if you said these things have to be purchased and special made
maybe they, if she’s
willing to/
but otherwise let’s try a regular wheelchair with him on a cushion
and,
just see a nice small wheelchair and [see how he does]//
[we can get him a] wheelchair
from PT if he needs one//
he’s eligible//
I mean, does he need a custom made?/
[well he’s short]
[he probably—]
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369 LPN: I don’t think [anything would fit him { }//]

370 SW: [so maybe we should try it]//

371 MD: do we do we have uh, restraint for the wheelchair
so he can [sit in there safely/]

372 LPN: [yeah, they would]
they would put a little, there’s a strap on some of them//

374 MD: [okay so they]

375 DT: [isn’t there a] wheelchair clinic?

376 MD: [so they/]

377 OT: [yeah there is/]

378 LPN: [yeah]

379 7?KT: [yes]

The physician raised the possibility of getting a footrest for the chair. However,
he then went on to refer to this as a solution for “short people.” The use of the term
“people” indexes his attention to the generic patient, rather than to Mr. Weinberg
as a particular person. In keeping with this, the rest of the team followed by con-
tinuously referring to Mr. Weinberg as a passive object. The team members were
the only ones with active roles (“we have footrests’), who were “trying” various
solutions: “let’s try sitting in a wheel chair,” and “let’s try a regular wheel chair
with him.” Mr. Weinberg, by contrast, was described with stative verbs (“he [is]
eligible,” “he [is] short”). By designating Mr. Weinberg as short and as eligible
from a bureaucratic standpoint, the team codified Mr. Weinberg into institution-
al categories. Thus the team control from an institutional standpoint and is able
to take action on the problem at hand, thereby reaffirming its own authority. Mr.
Weinberg became once again an institutional object that could be — and in fact
needed to be — controlled.

Nevertheless, the occupational therapist (1. 381) interrupted again and rein-
troduced the issue of walking:

(®)

380 OT: { } the point that I made before though was uh, you know,

381 do we wanna do everything at once or do we wanna do this sorta
systematically//

382 and if we’re trying to get him up and walking does he really need—

383 MD: But he’s not going to walk all the time//

384 (.) [right]/

385 OT: [But if] he can walk ad lib again (.) he can sit in a regular chair//

386 if he, if he gets his endurance back there’s no reason he can’t sit in
a chair like this//

388 MD: a regular chair//

389 OT: right//

390 NP: But then isn’t it hard for him to get up when he’s sittin’ low in a

chai- in a [regular chair]
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392 LPN: [If you hold] the chai-

393 no, this type of chair he could get up by himself//

394 the [wheelchair]

395 NP: [right, right]

396 LPN: he can’t because he moved and the merry walker//

397 but he can lift himse- he can do this and get himself off the chair//

398 OT: I think he’d be safer,

399 I mean proceeding in a regular chair than

400 LPN: that’s what he wanted to sit in [when we got back]//

401 OT: [than he]
would be in a wheelchair//

402 just in terms of [his judgment and his mobility]//

403 MD: [so what, do we have do we have regular chairs]?

404 NP: [maybe we should wait/]

405 LPN: yeah, there’s these//

406 MD: [these]//

407 LPN: [you know with no strap]//

408 MD: can we put strap on?

409 or//

410 OT: not for right now/

411 he’s [just]

412 LPN: [no]

413 OT: he doesn’t have the balance and he doesn’t have the endurance to
be able to do that//

415 [right now]//

416 LPN: [he can’t] get up and do it by himself yet//

417 ()

418 OT: I mean I don’t want to/

419 I mean I don’t want to//

420 I'm not trying to say I ne- he I think he should not be

421 LPN: why don’t we just use a chai- [a wheelchai-]

422 OT: [given a wheelchair] but//

424 NP: well since his| { H/

425 OT: [I’'m just ] asking us to consider it//

At the beginning of this passage, the occupational therapist maintained a lin-
guistic stance in which the team was the active agent (“do we wanna do every-
thing at once”; “if we’re trying to get him up”), with Mr. Weinberg as the object.
By using the inclusive pronoun, “we,” he attempted to align the team’s perspec-
tive with his own, seeking to solicit support for Mr. Weinberg as a walking indi-
vidual. The physician interrupted and disagreed with the occupational therapist
by stating that Mr. Weinberg was “not going to walk all the time.” By arguing that
Mr. Weinberg would not walk like a normal person, he refocused on the chair as
the issue at hand. Meanwhile, the occupational therapist continued to focus on
Mr. Weinberg as an active agent who “may be able to walk again” (1.386). Thus
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there exists a tension here between the two models of Mr. Weinberg: one as the
institutional object who sits passively in the chair and one who is an active walk-
ing and agentive individual. Furthermore, as the occupational therapist pushed
for a more individualistic construction of Mr. Weinberg, his hesitation may have
marked his attempts to counter the perspective of the physician who had greater
authority in the team structure. This hierarchy is embedded in the Discourse, in
which “who one is” is situated in a broad historical and institutional context; oc-
cupational therapists typically have little power, while physicians typically func-
tion as the highest authority in Discourses of medicine.

The occupational therapist responded to the physician’s claim by connecting
the issue of walking with the selection of a chair: “if he can walk ad lib again, he
can sit in a regular chair.” In doing this, the chair became a concern tied to Mr.
Weinberg’s personal circumstances. Instead of worrying about the medical and
safety implications of a walking Alzheimer’s patient, the team discussed the op-
tions in terms of what Mr. Weinberg would be able to do in each type of chair.
If he was sitting in a “regular chair,” “he could get up at walk by himself.” The
LPN, marking Mr. Weinberg as an active, mindful agent, supported this option
by stating: “that’s what he wanted to sit in when we got back.” The occupational
therapist followed by attributing some ability to make judgments to Mr. Wein-
berg in line 402. Between the comments of the LPN and the occupational ther-
apist, this excerpt represents a rare instance when Mr. Weinberg was seen not
only as an active patient, but also as a thinking, agentive individual with partic-
ular wishes and some capacity to judge his own abilities.

The LPN and the physician then raised the issue of whether or not a strap
should go on the chair to ensure Mr. Weinberg’s safety. The occupational thera-
pist responded by focusing again on Mr. Weinberg as an individual with particu-
lar issues related to balance and endurance and indicated that these are problems
that might improve over time. He then made a plea for the team ““just to consider”
giving Mr. Weinberg a regular chair. Thus the discussion continued to reflect a
tension between the two constructions of Mr.Weinberg. Those interactional mo-
ments in the team discussions when he was treated as an active agent with a rel-
evant personal history were notable because they interrupted a more dominant
discourse in which he was regarded as a passive object whose own perspective
did not have to be privileged.

4.14. So what should we put down?

At this point in the team meeting, the nurse practitioner moved the discussion away
from the functional problem of walking and re-instantiated the medical problem
of the chair in line 426. Another nurse then repeated her opinion that “the hang-
ing edema” was the primary problem motivating the use of a regular wheelchair



A diagnosed life in an institutional setting 53

capable of supporting his feet. Only then, based on this medical evidence rather
than evidence regarding his ability to walk, did the team agree to put Mr. Wein-
berg in a regular wheelchair with legs that could support his feet.

©)

426 NP: so the problem now is that his feet are too short in the geri-chair//

427 LPN: it’s, the hanging edema//

428 yes//

429 NP: So maybe we have to adjust and use a wheelchair just for ***now
and then hopefully he’ll start walking,

431 and he may not need it again//

432 (.) what do you think//

433 @)

434 OT: Just put him a regular [wheelchair]//

435 LPN: [regular wheel]

436 OT: [not a custom]

437 NP: [we’ll try it]//

438 OT: wheelchair yet//

439 LPN: no no, [just]

440 OT: [okay//]

441 LPN: a [regular wheelchair up on the floor]

442 NP: [alright]

443 LPN: we gotta make sure we got the legs that move up {and so we gotta
[check}]

The nurse practitioner followed the other nurse’s concern about “hanging ede-
ma” by publicly drawing a conclusion from the current discussion: “so maybe we
have to adjust and use a wheelchair just for now.” Here, the “we”” who would have
to “adjust” was the team and not Mr. Weinberg. How Mr. Weinberg would adapt
was not even addressed. In short, he was managed pragmatically according to
ward world ways of categorizing patients — ways that were closely related to his
medical diagnosis of Alzheimer’s disease — and the needs of the staff. The occu-
pational therapist had some impact on the institutional decision making process
in that the team was not, for the present, going to order a custom wheelchair.

As the discussion continued, the focus shifted to determining how to write
the problem on the ITP. Thus the team focused on the written instantiation of Mr.
Weinberg, transforming him into a truly institutional object, one which must be
accounted for through documentation:

(10)
444 NP: [so we’re] gonna take the gerichair out then/
445 [or what]//
446 MD: [yeah]//

447 NP: okay//
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448 MD: wheelchair/

449 wheelchair when/

450 7 { }

451 MD: when unable//

452 OT: when out of bed/

453 LPN: [can we put—]

454 MD: [with ] a belt restraint//

455 LPN: we’ll put that//

456 [belt ]

457 MD: [yeah]

458 LPN: restraint on the wheelchair//
459 ()

460 NP: wheelchair with belt restraint//

461 (.)

462 7 okay//

463 NP: alright//

464 so what’s the status//

465 (...)

466 OT: declined//

467 NP: yeah//

468 4)

469 alright/

470 OT: hopefully to get better for the [next review (laughing)]
471 LPN: [(laugh) next review]
472 OT: [(laughing) we can say improved]/
473 NP: [to be] improved//

474 LPN: [right]
475 OT/OTH: (still laughing)

In this segment, while the team was focused on the task of writing the ITP,
Mr. Weinberg was not mentioned at all, not even pronominally. The ITP they were
constructing would say “wheelchair when out of bed,” and the physician raised
the issue of “a belt restraint” again. When queried about the health status of the
patient, the OT said “declined” and added that Mr. Weinberg would “hopefully
get better for the next review.” The banter and laughing that accompanied this
remark and the next two utterances reflected the team’s concern that Mr. Wein-
berg had gotten worse since admission and the lack of consensus regarding an
approach to foster improvement. While such decline is inevitable in Alzheimer’s
patients and it is common for it to progress rather quickly after patients are ad-
mitted, it is clear that this decline is uncomfortable for the team members. The
laughter also highlighted the tension between the two different constructions of
Mr. Weinberg evident in the discourse. Moreover, it may have served to temper
the conflict between the occupational therapist, who is lower in the hierarchy of
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the institution, and the physician, who ultimately has the power to make deci-
sions on behalf of the team.

The banter may also serve to alleviate some of the tension between the two
models of Mr. Weinberg present in this discussion — as one who could potentially
“improve” and as one who will inevitably decline. In the first model, Mr. Weinberg
continues to have the potential to change and improve as do most people who are
well. In the second, he is the generic Alzheimer’s patient. The tension revealed in
these different perspectives raises an important question with respect to what it
means to “help” patients who are dying: Is the goal of treatment to maintain and
perhaps even improve their functioning, or is the objective to manage and ware-
house patients with the least possible risk of injury as they inevitably decline? If
the latter is the goal, the concern shifts to seating Mr. Weinberg safely, and he is
more readily transformed into an institutional object.

4.2. So who is Mr. Weinberg?

The discussion yielded a picture of Mr. Weinberg as someone who could not safe-
ly walk and who, therefore, needed to be confined to a wheelchair or geri-chair
in order to be safe. He had also gotten worse since he had come to the hospital.
Although the nurse revealed that he wanted to sit in a regular chair, and that he
liked the tray table down, there was little additional information about how Mr.
Weinberg acted when he was restrained in the chair. In fact, Mr. Weinberg had
been yelling and pounding on his tray table at times, apparently angry at being
restrained. By ignoring Mr. Weinberg’s negative perspective on being restrained,
the team denied him any agentive role. The final picture that emerged from the
team meetings was one of a patient who could not walk independently and who
needed to be seated and restrained in a wheelchair with his feet up in order to
prevent edema. The team had in essence diagnosed him as a “non-walker.”

In other words, Mr. Weinberg was transformed into a prototypical Alzheim-
er’s patient on the ward. Despite the underlying tension between the two versions
of Mr. Weinberg, the final construction yielded an objectified patient who fitted
in well within the existing institutional structure. As the “institutional patient”,
his problems were to be solved by a team with the institutional authority to diag-
nose and treat individuals diagnosed with Alzheimer’s disease.

In sum, Mr. Weinberg was constructed in two ways. First, as a patient who
could improve and potentially walk again, Mr. Weinberg maintained a status as
an individual who had some agency. Second, as a patient who was to be the re-
cipient of the team’s actions of placing him in a chair, he loses any potential for
agency and declines into a purely institutional object. Overall Mr. Weinberg was
more frequently portrayed as an individual with a social history and lifeworld
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relevant to his diagnosis and treatment in this second team review than anywhere
else in all three meetings. However, for the most part, the discourse that served
to individualize his condition and personalize his treatment was interrupted and
rejected in favor of a more institutionally sanctioned perspective of Mr. Wein-
berg as a passive institutional object.

5. Walking and restraint in follow-up interviews

In follow-up interviews, seven team members were shown a videotape of this dis-
cussion about Mr. Weinberg. The author requested that the participant stop the
tape at points they deemed relevant to the treatment of Mr. Weinberg or impor-
tant to the treatment discussion. In general these viewers believed that the dis-
cussion about Mr. Weinberg’s walking and the use of the posey was a produc-
tive, exemplary use of an interdisciplinary approach to making decisions in team
meetings. However, their comments reflected tensions between the underlying
models of patients — a tension between viewing patients as individuals with val-
ued lifeworld concerns of their own and viewing patients as institutional objects
in potential need of restraint.

Team members discussed some of the conflicts that arose in working with Alz-
heimer’s patients with respect to issues of freedom and dignity versus restraint and
safety. Nancy, the nurse practitioner, described this tension between restraint and
freedom. On the one hand, she argued that freedom was essential, in that “you
can’t tie them [patients] up.” On the other hand, restraint was needed to keep the
patient safe. She repeatedly contrasted the problem of restricting an individual’s
freedom with protecting patients from the possibility of falling and injuring them-
selves. Her concern for patients’ safety was cohesive with the goal of institution-
alization of Alzheimer’s patients — to keep them from harming themselves. She
stated that patients who are unsteady walking “should be protected,” indicating
a real concern for the individual patient. This issue of patient safety, moreover,
had become quite relevant because JCAHO (the regulating agency) was coming
to review the program. JCAHO guidelines require long-term care facilities to re-
frain from using restraints unless it is clearly indicated for patient safety. In fact,
it was this pending arrival of JCAHO that had sparked prior discussion among
the team about the appropriateness of using a posey; prior to this, the nursing
staff would use a posey whenever they deemed it was necessary. Thus, the issue
of safety and restraint was, for Nancy, an issue of institutional accountability as
well as an issue of concern for individual patients.

When the physician, Dr. Pressman, reviewed the taped meetings, he raised
the specter that restraints were being used more for the benefit of the staff than
the patients. Although he noted that JCAHO regulations sought to ensure that
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restraints were not used for the “convenience of the staff,” he believed that re-
straints such as tray tables were being “overused” by the staff for their own ben-
efit. Dr. Pressman did not raise the issue of Mr. Weinberg’s individual freedom.
Rather, it was the institution’s adherence to guidelines that was at stake in the
team’s deliberations over restraints at the meetings. Earlier in the interview when
Dr. Pressman had been discussing the dignity and free will of individuals diag-
nosed with Alzheimer’s disease, he had confided that the issue of restraint cre-
ated a dilemma. The safety of patients was a good reason to use restraints, but
it was nonetheless difficult to strike a balance between freedom and “prevent-
ing injury.” Issues of legal liability compounded this dilemma: to what extent
would he, the team, and the hospital be held accountable if the patient were to
fall? Irrespective of how much one wanted to grant patients individual autono-
my, there would always be issues of safety that would transform individuals into
objects of the institution.

Other team members also commented on the tension between allowing in-
dividual freedom and maintaining safety of patients. Although the written plan
specified that Mr. Weinberg should not be restrained in a geri-chair, both the oc-
cupational therapist (Sam) and the nurse (Paula) noted that the following week
Mr. Weinberg had been secured in a chair with the posey. In addition, Sam not-
ed that the nursing staff had “convinced” a covering physician to increase his se-
dating medications. The occupational therapist believed that Mr. Weinberg’s in-
creased self-sufficiency was viewed as problematic by the staff. He characterized
the staff as not being “tolerant,” thereby highlighting the conflict between using
restraint for the convenience of the staff and the removal of restraint in order to
facilitate independence. The conflict between conceptualizing patients as insti-
tutional objects and agentive individuals was stressed in the occupational thera-
pist’s discussion of Mr. Weinberg.

Citing “controversy on the use of poseys,” Paula noted a conflict between
some professionals’ goal to help maintain patients’ independence and the staff’s
goal to keep patients safe and easy to control. After noting that restraint might
be necessary for some patients, she directed her remarks toward Mr. Weinberg,
arguing that since he was now “standing and starting to walk around,” he should
not be restrained. She further generalized her perspective to patients who could
walk: they should be able to get up when they desired to do so. She thus placed
higher value on Mr. Weinberg’s ability to walk than on the convenience of re-
straining him.

In sum, the team members were not impervious to the conflict inherent in the
discourse of restraint. They recognized the ongoing tension between different
models of care and patients. If the goal of the team was to facilitate the indepen-
dence and individual agency of patients like Mr. Weinberg, restraint was some-
thing to be avoided. If, however, the team’s objective was to avoid injury and to
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maintain patients on the ward in a generic manner, restraint became not only
possible but also preferable. Whereas in interviews the team members invoked a
perspective in which patients were to be cared for in a way that encouraged in-
dependence and preserved their dignity, the discourse of the team meetings re-
flected an opposing value orientation: the view of the patient as an institutional
object continued to take precedence.

6. Discussion

Throughout the discussion of Mr. Weinberg’s walking, the team constructed him
primarily as an institutional or medical object. Mr. Weinberg becomes, for the
team, the generic Alzheiemer’s patient and the diagnosis in essence comes to life
in place of Mr. Weinberg himself. In this way the team’s cultural practice takes the
diagnosis and uses it to further assess, or diagnose, Mr. Weinberg’s capabilities or
inabilities. These constructions reflect cultural models dominant in the culture of
institutionalized medical practice and these are reflected in the Discourse of the
Alzheimer’s treatment unit. Their roots may originate in a broader Discourse of
medicine or from other Discourses associated with health care, but they co-exist in
tension with an alternative model of patients as individuals with unique needs.

Determining what type of chair to place Mr. Weinberg in reflects the way that
the “total institution” (Goffman 1961) defines the limited range of opportunities
for patients. The categorization of his walking was limited, from an institutional
perspective, to a determination of the type of chair in which he could be placed.
He was transformed into an object to be placed into an appropriate chair by agen-
tive others — the authoritative team. He was stripped of a valued freedom to move
about, freedom taken for granted until removed by others. In Goffman’s (Goff-
man 1961) terms, the institution degrades the individual such that he becomes
an other, one who is different from the staff. In this instance, the “other” is the
diagnosis, the Alzheimer’s patient. In this way, the institution distinguishes be-
tween inmates and staff; Mr. Weinberg as the inmate is stripped of the freedom
to determine where to sit; the staff would never consider this restriction to be ap-
plicable to them. It is the institution that constrains and facilitates certain ways
of acting and talking, particularly in such ritualized contexts as team meetings.
Moreover, the meetings serve explicit institutional requirements and are the in-
strumental means through which the team is held accountable for its actions. The
discussions were driven by the institutional framework and consequently took
on the form of objectification more often than might have been seen in other as-
pects of the Discourse.

The option of placing Mr. Weinberg in a “regular chair” was considered brief-
ly, but discarded quickly in the ensuing team discussion. If the discourse had
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shifted towards placing Mr. Weinberg in a regular chair, it would have required
the team to situate him as an active, agentive individual with critical judgment,
wishes and abilities rather than an anonymous patient declining into passivity.
A patient who was agentive and willful was viewed as problematic in the ward
world, as he might have threatened the ongoing pragmatic management of pa-
tients on the unit, and would have further challenged the relevant categories set
up in the institutional framework. When Mr. Weinberg was willful and yelled
to be let out of the geri-chair, he was seen as problematic for the ward and was
consequently sedated. Such action does not facilitate his personhood. If the team
had considered him as an agentive individual, the institutional categories would
no longer have been sufficient, and the team would have had to reach beyond the
Discourse and the dominant models of patients as diagnoses in order to come up
with new approaches to solving problems. Such a change would have challenged
the authority of the team and the institution to manipulate patients as objects of
the ward world, as diagnoses with immutable trajectories.

The assessment of an Alzheimer’s patient’s ability to walk depends upon the
context in which such a judgment is rendered. In the context of the institution and
the ward world, Alzheimer’s patients need to be manipulated and restrained in
various ways to keep them safe. Within the context of the lifeworld — a context
in which issues of individual experience and agency are important — assessment
must be altered to reflect the definition of a patient as a unique individual with
personal concerns that may require distinctive particular solutions.

The discourse of the team meetings was “multivoiced” (Bakhtin 1981; Wertsch
1981), with different voices representing varying models of patients and construct-
ing different versions of ill patients in order to diagnose and treat them. These
voices manifested themselves as the tension between patients as objects of the
institution and individuals as active participants in the lifeworld. Although it was
the former perspective that dominated the discourse of the meetings, the team
members acknowledged the potential conflict inherent in these different ways of
constructing patients.

Although the dominant cultural models — and the discourse analyzed here —
construct Mr. Weinberg as first a medical diagnosis and then an institutional ob-
ject, these models do not exist in a vacuum. Shore (1996) argues that communi-
cative practices emerge not out of unilateral cultural models, but out of the “prob-
lematical and always partial resolution of dilemmas proposed by the existence
of competing models” (Shore 1996: 302). Thus the actions of the team members
proceed from both the dominant cultural models and competing models. Through
the negotiation of these alternative understandings of patients, compassionate as-
sessment and treatment emerges.

When the health care professionals experienced patients as individuals with
unique features, histories, and personalities, they employed a model of patients
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that lies in tension with the dominant models sanctioned by the Discourse, those
sanctioned by the institutional framework and its associated practices. Certain
professionals voiced a model of patient as person more often than others, raising
conflicts with those who were more reliant on objectifying models. The tense ex-
changes between the occupational therapist and the physician highlighted yet an-
other dimension of the Discourse, the rigid hierarchy inherent in medical settings.
But these tensions also existed in the interviews — each individual practitioner
found tension in their own voices between these different models of patients.

We see these tensions between conflicting ways of thinking, believing, acting,
and speaking in the actions of professionals on the wards as well as in the meet-
ings. It is out of such tensions that change becomes possible. Fairclough (1992)
argues that discourse is a tool for social change. Through discussions such as
the one about Mr. Weinberg’s walking, individuals within the Discourse can be-
gin to change the ways in which other members of the Discourse experience and
think about the objects of their care. In other words, the language is not simply a
reflection of dominant institutional procedures, but it also serves as a means by
which professionals instantiate alternative models of clinical practice, providing
the opportunity for dominant models to be revised. Changes in the institution and
institutional structure can be motivated by the different ways in which members
“push” different ways of conceptualizing and constructing patients. The discourse
may yet shift from one grounded in diagnosis toward one in which individuals
suffering from illness emerge as central to all decisions.

Although the dominant cultural models led to an assessment of Mr. Weinberg
primarily as medical diagnosis and institutional object, alternative constructions
of him in his lifeworld did emerge. Jewson (1976) observed that throughout the
history of medicine the “sick man” has gradually disappeared. While aspects of
the discourse surrounding the care of Mr. Weinberg did support this ironic dis-
appearance, there is reason to believe that all is not lost. If we can look beyond
the view of Mr. Weinberg the seated generic Alzheimer’s patient to be manipu-
lated for safety, we may yet locate Mr. Weinberg the dancer.
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Notes

1. This name and all others in this manuscript are pseudonyms.

2. The description that follows here is based upon a period of participant observation
of the units during which time I was fortunate to have some interactions with Mr.
Weinberg. As I write about the construction of patient in the discourse of the teams,
it is important to note that my description of Mr. Weinberg is a construction in itself
based on the perspective of a single researcher with a research agenda.

3. A posey is arestraint device that looks something like a harness. Typically it consists
of a vest made of a fabric mesh and attached to the vest are four fabric belts that can
be tied together and tied onto a chair or a bed. This prevents individuals from getting
up independently.

4. The physician noted this in his follow-up interview when he said that the staff mem-
bers “don’t want to be blamed for a patient’s injury.”

5. The “Merry Walker study” is a study that the occupational therapist was conduct-
ing at the time with patients on the unit. The Merry Walker is a walking device that
looks much like a typical walker with wheels, except that it also has a seat attached
to it. Thus, when someone walks with the Merry Walker, he can sit down easily and
safely when he gets tired. It is important to note here that Mr. Weinberg is also being
constructed here as a research subject. This status again brings into question the role
of the institution in caring for individual patients as opposed to being a site for re-
search which could potentially help all Alzheimer’s patients. Foucault (1975) argues
in The Birth of the Clinic that with the shift to treating patients in the modern clinic
or hospital came the ability of physicians to learn about diseases as decontextualized
from bodies, as bodies who are inhabited by the disease would be gathered together
in one place where they could be examined and studied. Here we have an instance
where patients are now research subjects, and clinicians are able to use them as re-
search objects to further their own knowledge.

6. JCAHO sets the following guideline as the standard for the use of restraints: “The
organization uses a system to achieve a restraint-free environment.” Moreover, re-
straint is defined as “[a]ny method (chemical or physical) of restricting a resident’s
freedom of movement, including seclusion, physical activity or normal access to the
body.” JCAHO 1996, TX.8)
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Chapter 4
From diagnostic to aesthetic:
Moving beyond diagnosis®

Ozum Ucok

Ozum Ucok, like Barbara Bokhour, shows how the discursive practices of medi-
cal diagnosis can contribute to a diminished sense of self. Here the initial diag-
nosis and treatment of an artist with breast cancer reduce her to a physical ob-
ject. Ucok goes on to trace how the artist’s identity is reformulated post surgically
through the development of another aesthetic sense of herself. Early discourse,
immediately following the surgery, focused on what was wrong with the artist’s
body and the objective success of surgical treatment, while later discourse re-
flected the emergence of a more positive, reintegrated sense of self.

Diagnosis represents a linguistic moment of great import in disability: It articu-
lates the key distinction between being abled and disabled; it labels the condition
for the purposes of medical, educational, and legal institutions; and fuses iden-
tity and disability in the social experience of the individual and those in contact
with him or her. (Barton 1999: 260-261)

The above quotation points to the impact of diagnosis on the positioning of
individuals in terms of social capacity. Diagnosis not only serves to identify the
nature of a disease or disorder and suggest potential courses of action, but trans-
forms an ordinary adult into an ill patient (Charmaz 1989). A physician’s valida-
tion of illness through diagnosis puts a person into the “sick role”” (Parsons 1953).
Thus, being diagnosed with a serious illness like cancer carries significant im-
plications on issues of identity and self. From the moment of diagnosis, there is
the potential for identity disintegration and transformation:

Chronic illness can not help but separate the person of the present from the person
of the past, and affect or even shatter any images of self held for the future (espe-
cially if the illness is severe or debilitating.) ... the who I was in the past and the
who I hoped to be in the future, in whole or in part, are rendered discontinuous
with the me of the present. New conceptions of who and what I am, past, present,
and future must arise out of what remains. (Corbin and Strauss 1987: 272)

It is this potential for “identity reconstitution” when the person begins to re-
integrate the self and regain a sense of wholeness (Corbin and Strauss 1987) that



66  Ozum Ucok

will be discussed. With a diagnosis of cancer and the chronic illness that often
ensues, people work toward regaining a sense of balance and control over their
disrupted lives. Selma R. Schimmel, a cancer survivor and the creator of a na-
tion-wide radio talk show on cancer, wrote about the impact of diagnosis on the
lifeworld of the individual:

Before cancer or a life-threatening illness, we kind of tap dance through life ...
When we get cancer, the dance changes ... And then you realize that areas of your
life need reprioritizing. The diagnosis adds new stress to your personal, profes-
sional, and financial responsibilities. Issues of mortality come to mind, and, in
addition to your emotions, you must also deal with everyone else’s. And somehow
in the midst of this emotional upheaval, you still have to keep a clear head in or-
der to make decisions about your medical care. As your health takes center stage,
your days may be a series of doctor’s appointments, consultations, and continued
medical evaluation. You’ve become a cancer patient. (Schimmel 1999: 3—4)

In a similar vein, one artist explained changes in her life from the moment of
diagnosis onward: “When I was diagnosed with my breast cancer in 1992, I was
forced to stop and reconsider my life. The first change I made was to drop out of
the fashion business and paint full time. I began to paint with obsessive urgency
as if making up for lost time” (Ades 2000: Artist’s Statement, para. 1).

The personal reflections of Schimmel (1999) and Ades (2000) emphasize the
impact of diagnosis and chronic illness on everyday life. This chapter focuses on
the transformation and reconstitution of self after a diagnosis of breast cancer. As
opposed to viewing the self as a constant set of attributes that are internally cir-
cumscribed within a biological organism, the position taken here is that questions
of identity can be studied fruitfully as they arise in social interaction (Carbaugh
1996). From the work George Herbert Mead (1934), Kenneth Gergen (1991), and
others (Blumer 1969; Burkitt 1991; Harre and Gillet 1994), the notion of a social-
ly situated, mutable self that is subject to change through interactions with others
and the vicissitudes of human experience has emerged (Winkler 1999).

Similar to Charmaz (1987), consideration is given to the notion of self in chron-
ic illness as “an emergent structure or organization” that “may shift or change
as the person reflexively interprets the identifications and images that self and
others confer upon him or her” (p. 284). Although a number of authors have ex-
amined the transformation of self in the experience of illness (Charmaz 1985,
1991, 1994a, 1994b, 1995; Corbin and Strauss 1987; Denzin 1987a, 1987b; Fal-
lowfield and Clark 1991; Frank 1991; Orona 1990; Radley and Green 1985; Yo-
shida 1993), the construction of an aesthetic self in response to a chronic illness
has not yet been addressed. This chapter describes the emergence of an aesthetic
self through aesthetic discourse as a means of reunifying body and self, and fa-
cilitating integration and wholeness of being in illness.
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The remainder of this chapter is organized as follows. First, there is a dis-
cussion of people’s responses to diagnosis. Next, excerpts from the Stephanie
Project — a visual and verbal documentary of a woman’s experience with breast
cancer — are analyzed with an eye toward the transformation of self. It will be ar-
gued that the construction of an aesthetic self served as a turning point for moving
beyond initial diagnosis and identity disintegration. Contrary to diagnostic dis-
course that focused on what was wrong with the body, aesthetic discourse helped
transform one individual’s way of seeing her own body as beautiful.

1. Responses to diagnosis

Diagnosis doesn’t come alone. It is accompanied by a broad spectrum of emo-
tions including fear, anger, disbelief, and loneliness (Varricchio 1997). Each of
these reactions is discussed briefly.

1.1. Fear and anger

Among the most immediate reactions to the diagnosis of cancer is fear: Fear of
dying, fear of the unknown, fear of pain, and fear of losing control (Charmaz
1991; Kahane 1990; Schimmel 1999).

I’'m afraid of everything. I am fifty-seven and newly diagnosed with prostate
cancer — I'm having surgery in a few days. I'm afraid I'm going to die before the
surgery, I’'m afraid I'm going to die during surgery, I'm afraid they won’t get all
the cancer, I'm afraid I’ll be impotent and incontinent forever, I’'m afraid I'll be
“cured,” then get it again. I'm even afraid that it won’t come back, but I'll live the
next twenty years afraid that it will come back. (Schimmel 1999: 93)

Sometimes, anger precedes fear as indicated by this cancer patient:

I'm too angry to be afraid. I've been mad at everyone and everything since my
diagnosis. I'm only in my early thirties. I eat perfectly, I work out everyday, and
gear my life toward staying healthy, but I still got “ball” cancer! That pisses me
off. (Schimmel 1999: 94)

1.2. Disbelief

Despite the intensity of the emotions experienced upon diagnosis, the “meaning”
of diagnosis might not be clear initially. Rather, the unexpected news and an im-
probable present might throw people in a separate reality where events seem un-
real (Charmaz 1991). This is well illustrated by the following lines from a can-
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cer survivor: “.. The diagnosis changes your life in a split second. When you hear
those words “You have cancer,” everything stops. Nothing feels real” (Schimmel
1999: 4). Similarly, Murphy (1987: 24) recounted his own experience of being
diagnosed with a benign spinal cord tumor:

... Many are unable to assimilate the full meaning all at once and may sit dazed
for hours until the heavy weight of truth finally sinks in. It took time for me to
realize the significance of what I have heard, enough time for my psychic de-
fense system to become mobilized and throw up a wall between me and an un-
palatable reality.

In response to these initial disorienting experiences, physicians may let their
patients discover the meaning of the diagnosis over time:

I said, “Well, what is this problem?”” And they put me in a hospital and took a lot
of tests, and they said, “Everything is fine Ron, but- so we’ve come up with mul-
tiple sclerosis, a possible multiple sclerosis.” I said, “What is that?”” And they said,
“You'll learn about it.” And I did. (Charmaz 1991: 18)

1.3. Loneliness

Feelings of loneliness and isolation also accompany the diagnosis of a life-threat-
ening illness. One cancer survivor recollected that her first feeling upon diagno-
sis “was total isolation. I didn’t feel like anybody knew what I was going through,
how I was feeling” (Schimmel 1999: 14). Another individual revealed that feel-
ings of separation continue as one goes through treatment:

You can’t just call up somebody and say “Gee, I am feeling rotten because I had
chemo today.” They have no idea what you're talking about. I went to a concert
when I still had the drainage under my arm from lumpectomy. I thought I was
the only person in the world that had cancer. I felt absolutely alone. (in Schim-
mel 1999: 130)

In response to reported experiences of loneliness that accompany the diagno-
sis of a life threatening illness, some patients take a more active role against iso-
lation. As Stephanie Byram, a breast cancer survivor explained: “When told they
have a life threatening illness, some people withdraw into themselves. I on the
other hand seek connections outside of myself both physically and spiritually”
(Byram and Brodsky 1996a: photo.10.html).

Sandstrom (1990) discussed how the diagnosis of AIDS resulted in especially
painful and extreme feelings of isolation. Upon revealing their diagnoses, many
people with AIDS were ostracized by parents, siblings, or colleagues. Further-
more, several of them were asked not to return home for visits. For people with
AIDS, support group relationships became the central source for emotional sup-
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port and the formation of social ties (Sandstrom 1990). Sandstrom argued that
people diagnosed with AIDS were able to construct identities linked to their lived
experience and to sustain a sense of self-worth by taking an active role in devel-
oping social relationships with others. On the other hand, those patients who ad-
opted defensive identity management strategies by disguising or restricting their
interactional involvements with others were less successful in building a positive
self-image. Thus, seeking and creating social connections allowed people to af-
firm and embrace their new identities and preserve a sense of dignity.

2. Diagnosis and transformations of self: The Stephanie Project

As discussed previously, the diagnosis and subsequent treatment of a serious
medical condition has a transforming effect on the self. The moment of diagnosis
may signal the transition to a “disabled” (Barton 1999), “marginal” (Sandstrom
1990) self through which the individual gets socially re-positioned as a medical
body. In keeping with this, the term “diagnostic self”” will be used to refer to the
transforming state of an individual post diagnosis; a “medical” self that may be
“disabled,” “diseased,” “differentiated,” and even “lost.”

Stephanie Byram chronicled her personal experiences with breast cancer over
time through photographs and a series of interviews (Byram and Brodsky 1996a,
1996b, 1997). The image of a diagnostic self revealed itself in her early photo-
graphs of her chest after surgery. She characterized the photograph in Figure 1
as one of her “least favorite”” and most “clinical” (see Figure 1):

Figure 1. Shock
Source: http://www.cmu.edu/cfa/design/people/sford/stephanie/high/shock.html

This is one of my least favorite photographs. It’s a very sterile photograph you
can’t see my eyes. The audience is not allowed to see any emotion from me, in-
stead the reason for doing that is that it forces or allows perhaps the audience to
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be voyeuristic in looking at my chest, in looking at something that might be very
uncomfortable to look at had my eyes been there. This photograph is very sterile
and clinical this is perhaps something you might expect to see in a medical text-
book. It’s not a passionate photograph at all. (public speech, January 16, 2001)

In exposing her chest after surgery, Stephanie emphasized the absence of her
eyes and related that to the sterility of the photograph. By cutting off the eyes and
depersonalizing the image, Charlee Brodsky, the visual artist of the Stephanie
Project, literally and figuratively framed Stephanie as a “medical body,” a speci-
men to be analyzed. In short, the whole person is reduced to a medical sample, a
diagnostic body. In reporting that she posed like this for women who had never
seen a mastectomy (Byram and Brodsky 1996: interview.1.html), this “clinical”
portrayal of self was intended to invite others to examine the body-as-object and
was represented by Stephanie as a “diagnostic self” that had experienced both
physical and emotional loss.

The construction of a diagnostic self, created by viewing the body in terms
of what is wrong with it (or what is missing), reveals itself in two themes in the
talk of cancer survivors: “divergence of self and body” and “loss.”

3. The divergence of body and self

Being diagnosed with a chronic illness shakes previous assumptions about the re-
lation between body and self (Charmaz 1995; Kelly and Field 1996); the sense of
wholeness of body and self is disturbed (Bury 1982; Brody 1987; Charmaz 1991,
19944, 1994b, 1995; Gadow 1982; Murphy 1987), the integrity of self is threatened
(Kestenbaum 1982), and the ordinary features of everyday life are disrupted (An-
derson and Bury 1988; Charmaz 1991; Davis 1972; Davis and Horobin 1977; Fin-
layson and McEwen 1977; Kelly and Field 1996; Lawrence 1958; Radley 1993).

In the verbal and visual documentary of her breast cancer experience, Steph-
anie Byram (in Byram and Brodsky 1997) wrote:

Cancer Destroys.

It ravaged my sense of Self.

My body betrayed me: it could no longer be trusted,
especially since I had treated it so well.

Suddenly, every body part was suspect.

I was no longer a whole.

AN AW~

These comments revealed the devastating effects of cancer on Stephanie’s self-
concept and her body. In lines two and three, she stated that cancer damaged her
sense of self by betraying her expectations and her trust. In doing this, Stepha-
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nie created a distinction between her body (“my body”) and her self (“betrayed
me”): the self and the body were no longer a single unit. The body was construed
as an object (“it”), rather than the subject of her being. And this objectified body
was not responsive to how it was cared for (line 4).

The divergence of the body and the self resulted in uncertainty and doubt;
the body was no longer reliable and the status of each body part was question-
able (line 5). Not only was the body objectified; it was also under suspicion. The
body was framed as a willful being that had betrayed her trust. In short, the body
was personified as a conscious object acting against Stephanie.

Consequently, in the final line, Stephanie explicitly stated that her sense of
self had been fragmented: “I was no longer whole.” Stephanie’s sense of being
as an integrated self had changed to the point where she no longer trusted her
body: “bodies change in chronic illness” and so do “‘self-conceptions which are
reciprocal to bodily experiences, feelings and actions ... self conceptions under-
go considerable transformation” (Kelly and Field 1996: 247).

Such identity changes have been noted by others. Charmaz (1995), for example,
cited the experiences of a woman with asthma: “... I felt like my body had betrayed
me ... like my body was sort of foreign territory — it was not the body that I knew”
(p- 662). The taken-for-granted idea of a body that serves the needs of the self is
altered dramatically. This conflicted separation of body and self continues as peo-
ple seek to distance their feelings about themselves from their bodies. Rather than
living with their bodies, they experience fragmented selves where the body and
self are separated. The diagnostic self of Stephanie described here was not only
fragmented, there was also a sense of loss on a variety of personal fronts.

4. Loss

After being diagnosed with a highly malignant and aggressive form of breast
cancer, and having surgery to remove both breasts, Stephanie experienced loss.
Even though the following photograph was taken seven years prior to a talk she
delivered to a local church group in Pittsburgh, she confided that it was still a
very difficult picture for her to see:

I look at my eyes and what I see is all of the- all of the feelings of loss that I was
going through at the time and in particular I was ruminating I guess on lost woman-
hood, lost sexuality and lost motherhood. The most obvious markers of my wom-
anhood were gone. I'd never be able to breast-feed a kid and my sex life would be
unalterably changed for the rest of my life. And this photograph captures for me
all of that. (public speech, January 16, 2001)

In recounting feelings that surfaced soon after her diagnosis of breast can-
cer and the immediate surgery that followed, Stephanie revealed how physical
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changes diminished her sense of self: she lost her womanhood, her motherhood,
and her sexual life.

Figure 2. Why am I so sad?
Source: http://www.cmu.edu/cfa/design/people/sford/ stephanie/ high/shock.html

The feelings of loss expressed by Stephanie were similar to those observed
personally at a meeting of the “Look Good Feel Better” project of the American
Cancer Society. At this gathering licensed cosmetologists helped cancer survivors
address problems with respect to hair loss, skin, and a variety of other image-re-
lated issues. The theme of a lost self emerged repeatedly through comments such
as “I don’t feel like myself” or “I feel like I am losing myself.”

With these experienced feelings of loss, some women refrain from looking at
their altered bodies after mastectomy, and avoid being seen by their intimate oth-
ers: “I tend not to look at myself,” “it upsets me that I don’t look like a woman any-
more,” “Oh, I don’t let him see me, oh no. I couldn’t. He’d be horrified. I always
undress in the bathroom now” (Fallowfield and Clark 1991: 66). In hiding their ap-
pearance from themselves and intimate partners, ill people may seek to reduce the
effects of surgery on themselves and their social identities (Charmaz 1995: 667).

By way of contrast, a physician’s post-surgery perspective may be viewed as
radically different from that of the patient: different in ways that only serve to
heighten the dissonance experienced after a mastectomy:

When I did wake up from surgery I thought the scars I would have from remov-
ing three tiny little growths would be minimal, that my breast would look pretty
much the same as it did before surgery .... Not so! I wasn’t prepared for the ugli-
ness of my breast or the dramatic change in its configuration. The nipple was in
the wrong place. I felt misshapen, mutilated. When Dr, Sachs told me after sur-
gery that the breast looked beautiful — from a surgeon’s point of view, I guess — I
decided from a woman’s point of view that the man was crazy. He found it hard
to understand my reaction. (Blumberg 1991: 27)
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In sum, the divergence between the objective body and the subjective self,
coupled with the experienced sense of loss and dissonance, are all part of the
transformation to a diagnostic self. However, the emergence of this diagnostic
self does not necessarily mark the end of an individual’s identity transformation.
In what follows, the manner in which Stephanie’s diagnostic self changed over
time to reveal a more positive sense of identity will be described.

5. Moving beyond the “diagnostic self”

The following image represented a significant turning point in Stephanie’s self-
perception. Through conversations with the photographer who took this picture,
she began to develop a new way of “seeing” her body: the image of a disfigured
body was transformed into an aesthetic body. In short, a positive aesthetic mean-
ing and sensibility was constructed through interaction:

Figure 3. Venus
Source: http://www.cmu.edu/cfa/design/people/sford/stephanie/high/venus.html

After learning my story, many people glance at my chest almost despite them-
selves, making me feel embarrassed and ashamed. Then we did the “Venus” photo.
Like a Michelangelo sculpture with the arms knocked off and the head missing,
I now see my torso as a work of art. Although I’'m missing some pieces, I no lon-
ger feel disfigured. This image was a turning point for me.

By pointing to a similarity between the representation of her body and Mi-
chelangelo’s famous sculpture “Venus,” Stephanie forged a link between the two:
both were missing pieces and both were works of art. By viewing her body as
artwork, she was now able to see it as beautiful sculpture.

Although art served as a catalyst for Stephanie’s transformation to a more
aesthetic self, this change did not happen in isolation. Rather, it was an interac-
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tional achievement built, in part, through her conversations with the photogra-
pher of the project:

I remember when Charlee (the photographer) and I did this photograph u:h we
had done a whole series of me turning around in a circle with this backlighting.
A:nd I remember her saying “Stephanie these are so beautiful these are just so
beautiful” and I was thinking yeah yeah yeah. Uhm you know because it’s my
disfigured chest. A:nd when we got the photographs back and started looking at
them she started pointing out the shadows and the softness and the grace and the
curves and all of the things that she as a photographer was seeing and I began to
internalize that (.) message so that rather than seeing my body as mutilated I be-
gan to see it as uhm a beautiful body. (public speech, January 16, 2001)

Stephanie’s body was situated as a beautiful object through the interactive
sharing of its aesthetic qualities; its shadows, softness, grace, and curves. In con-
trast to the traditional discourse of diagnosis with its focus on what is wrong with
the body, aesthetic discourse, through its emphasis on the pleasing, gracious and
artistic qualities of the body, framed a new way for Stephanie to see her body
as beautiful. “Through the discursive activity of aesthetic sensemaking ... the
viewer[s] [are] fashioning a self vis-a-vis the artwork-as-other” in which “they
position themselves in the face of the artwork they interpret” (Bruder and Ucok
2000: 355). The interactive nature of jointly viewing and reacting to artwork per-
mits the viewers to construct a mutual self-sense through their talk about art. The
interactive quality of the aesthetic experience permits “viewers [to] cooperate in
the mutual formation of their self-sense through art talk” (Bruder and Ucok 2000:
356). By viewing the photograph of Stephanie’s body together and constructing
an image of her body as beautiful, the interactants facilitated the transformation
of Stephanie’s sense of self.

This transformation of self manifested itself in interaction with others in dif-
ferent contexts:

Self-acceptance happened suddenly. Sitting in a hot tub, I revealed my new body
hesitantly to a group of women; none had seen anyone with a mastectomy. To my
amazement, no one fainted or looked shocked, no one pitied me. It was a simple
meeting of women comfortable with nudity, accepting their bodies and mine. I
began to realize how little I had lost. (Byram and Brodsky 1997: Breasts Equal
Sexuality, para. 2)

The perceived reactions of others in this intimate and public setting was a wa-
tershed experience for Stephanie. Doubts about her own body and the potential
negative reactions of others disappeared. This acceptance by other women fore-
shadowed other positive experiences:
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Later I discovered that I still lusted after the same men who were attractive to
me before my diagnosis. Unexpectedly acting on those feelings, I experienced an
awakening that liberated me from the stereotypes and fears of owning a “muti-
lated” body. My flat torso simply didn’t matter; the chemistry and intense passion
were the same. (Byram and Brodsky 1997: Breasts Equal Sexuality, para. 3)

During my interview with her, Stephanie revealed that incidents like those
mentioned above gave her the external validation she needed and allowed her to
believe that not having breasts was irrelevant to who she was and what she wanted
to do. Moreover, she wrote in her journal that her sexuality and self-esteem had
become more secure (Byram and Brodsky 1997). The nature of this reconstruct-
ed self became more apparent in the final text of the Stephanie Project (1997):

Cancer Builds

My body, soul, and mind do not function as separate parts.
Struggling for a sense of balance,

I pieced together a new Self, unified and wonderfully alive.

DN A W N =

Reflection has been my salvation.

In this excerpt, Stephanie explicitly mentioned construction of a new self
that was no longer disintegrated. Through reflection, her body, mind, and soul
had been unified and balanced. In the final line, Stephanie states “reflection” as
the source of her recovery. By keeping a journal, creating visual representations
of the processes she went through with her photographer friend, and reflecting
upon the nature of her disease, Stephanie was able to move beyond a diagnostic
self victimized by cancer