L.. Beard

Renée

I dent

©
>
o
=
o
™
«
=}
S
3
=
B
=
S
o

‘Managi ng Menory Loss,

daoxa ,.M.maw_ﬁ:n\m‘ﬁ.EoI u dianoy 1 m wio A Y syb 11 |V "SSald NAN
Y f: . oy ;



LIVING WITH ALZHEIMER’S

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use



This page intentionally left blank

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use



Living with Alzheimer’s

Managing Memory Loss,
Identity, and Illness

Renée L. Beard

N

NEW YORK UNIVERSITY PRESS
New York and London

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use



NEW YORK UNIVERSITY PRESS
New York and London
WWW.NYyUupress.org

© 2016 by New York University
All rights reserved

References to Internet websites (URLs) were accurate at the time of writing. Neither the
author nor New York University Press is responsible for URLs that may have expired or
changed since the manuscript was prepared.

Library of Congress Cataloging-in-Publication Data

Names: Beard, Renée L., author.

Title: Living with Alzheimer’s : managing memory loss, identity,
and illness / Renée L. Beard.

Description: New York : New York University Press, [2016] |
Includes bibliographical references and index.

Identifiers: LCCN 2015043570| ISBN 9781479800117 (cl : alk. paper) |
ISBN 9781479889808 (pb : alk. paper)

Subjects: LcsH: Alzheimer’s disease. | Alzheimer’s disease—Patients—Care.
Classification: LCC RC523 .B396 2016 | DDC 616.8/31—dc23

LC record available at http://lccn.loc.gov/2015043570

New York University Press books are printed on acid-free paper, and their binding materials
are chosen for strength and durability. We strive to use environmentally responsible suppli-
ers and materials to the greatest extent possible in publishing our books.

Manufactured in the United States of America
10987654321

Also available as an ebook

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use


http://www.nyupress.org
http://lccn.loc.gov/2015043570

This book is dedicated to

Margarita Wheeler, Jenny Knauss, Richard Taylor,
and all of those who are currently being denied
meaningful human interaction because of
inaccurate assumptions that such exchanges

cannot be of any benefit to people with memory loss.
This is also for anyone who has seen a glimpse

of what I saw in Margarita in someone else

and took the time to join them.
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Prologue

Lost in Translation

| enter the small waiting room in the memory clinic just before 9 a.m.
Shortly thereafter, Mr. and Mrs. R arrive to learn the results of the cognitive
evaluation they had each undergone two weeks earlier. Mrs. R is 67 years
old and Mr. R is 72 years old and they have both recently retired. As they
begin talking about the groceries that they need to get at the Safeway on
their way home, the ease with which they converse suggests a long and
intimate relationship. They seem nonchalant about the information they
have come to hear. Having observed their initial testing and learned from
them at that time that they simply “came in to get a baseline” in the event
of future memory troubles, their relaxed demeanor is as | would anticipate.
When | first met them and observed their evaluations, it seemed clear to
me that neither of them had any pathological memory difficulties. The fol-
lowing week, at the team conference, where cases are presented and di-
agnoses are determined at this clinic, | learned that Mr. R was very slightly
below average and that Mrs. R was normal. No medical labels, as such, were
used in reference to either of them.

Thirty minutes after their appointment time, Dr. K, a neuropsychiatrist,
comes rushing into the waiting room, apologizes, and signals to them that
they should follow her. She heads to her office at a pace quicker than Mr.
and Mrs. R, and the three of us make small talk as | walk behind her with
them. In the office, the doctor sits on one side of her rectangular desk,
Mr. and Mrs. R sit on the other side, and | pull up a chair between them
at the end of the desk. | imagine this will be a short and painless delivery.
Honestly, at the time | could not help but feel that their family conference
would not provide much by way of data for my research on how people
experience memory loss.

Dr. K hands Mrs. R a packet and begins, “I'm going to start with you, Mrs.
R, since yours is the clearest. Basically, you did very well. You are fine.” The
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doctor goes over her tests and reports that she did “average or above” on
all of them. Not five minutes after initiating the conversation with Mrs. R,
Dr. K says, “You have no cognitive impairment at this time. Do you have any
questions?” Mrs. R expresses her satisfaction and doesn’t ask any questions.

Turning away from Mrs. R, the doctor says, “Yours was really easy and
quick.” As Dr. K turns her head toward Mr. R, she continues, “Now I'll move
to Mr. R’s,” and | felt the customary weight in my stomach when watching
someone receive an Alzheimer’s diagnosis. The doctor’s severe tone told me
that this gentleman was about to get bad news. | was confused. Speaking
to Mrs. R, she says, “Now | will go over his results.” Dr. K draws a picture of
the brain [shrinking]" and talks about what happens when someone has
dementia. She is drawing it in front of Mrs. R and Mr. R cranes his neck to
seeit.

Mrs. R asks what causes it and the clinician dismissively replies, “That’s
what | was going to tell you.” Mrs. R apologizes and looking at Mrs. R, the
doctor continues, “It can be [caused by] shrinkage from early Alzheimer’s
disease or increased fluid. | don’t think it’s hydrocephalitis [fluid on the
brain], though, | think there’s some atrophy. In terms of testing, he had
some troubles, especially with memory. Basically, he did worse on the [neu-
rocognitive] testing with [the research assistant]. Counting backwards from
100 and the blocks ... he was very slow on those. On recalling animals, he
also scored low. He did not do terribly, terribly well. It's not dementia but
mild cognitive impairment. There are changes in his level of functioning.
The reason, we think, is early Alzheimer’s disease. Now, we don’t know for
sure, but there’s been no stroke, so we think it could be early AD. It’s not a
problem demanding major attention but we should do close follow-up.”

Dr. K continues, now addressing Mr. R, “You will need services in the
future. Let’s go over the legal and financial issues. | think anyone with
memory problems needs to talk about a DPA [durable power of attorney]
with health or medical conditions and finances. It takes a long time to go
through it all. [Nursing home] Placement is not needed at this point but |
would call Family Caregiver Alliance [a local nonprofit devoted to support-
ing long-term care providers] if you need that in the future. There are also
support groups. | don’t think you need it yet but in case you want to later,
call the Alzheimer’s Association. Regarding your PCP, see him 1-2 times a
year. You need to be watched and periodically tested to see if you can dial
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911.... People with conditions like this need to be checked.” Looking at Mrs.
R, Dr. K nods her head and raises her eyebrows to ascertain agreement. She
pauses, nods again, and then turns back to Mr. R and says, “You should be
tested to see if you can complete a list of things. These things are not for
now, if you follow our recommendations, you can live a long, long time
well. Day care is not significant for you now [but] ... Keep active socially
and be stimulated intellectually.”

Dr. K concludes, “So, having told you all of this, do you have any ques-
tions for me?” Both Mr. and Mrs. R are silent as they indicate no with a
shake of their heads, depicting the look of bewilderment I've come to rec-
ognize as the typical affect of people being diagnosed. Mr. R glances down
at his feet and in a deflated tone says, “I guess you've covered it all.” The
entire meeting for both cases has taken less than 20 minutes. They get up
to leave the office, solemnly thanking the doctor on their way out, and |
follow behind them. Mr. and Mrs. R walk, very slowly, back to the office
where they are to be asked if they consent to be participants in research.
They seem not to notice me trailing behind and | overhear Mr. R say, “Well,
you know, it’s not as bad as it could’ve been,” and | detect the sound of his
voice shaking as he chokes up.

x* % %

About two weeks later, I scheduled an interview to meet with Mr. and
Mrs. R. When I arrived at their home and told him that I wanted to talk
about their experiences at the memory clinic, Mr. R paused and then
said, “I remember it very well” I asked him what the doctor had told
him was going on and, without hesitation, he said, “Alzheimer’s” In fact,
they both thought that he had been diagnosed with early Alzheimer’s
disease [AD]. When I mentioned mild cognitive impairment [MCI],
neither Mr. R nor Mrs. R recalled ever having heard of it and certainly
did not think of these words as a diagnosis. The following excerpt sum-

marizes their impressions of the exchange:

RB: What stands out the most about your experience at the memory
clinic?

MR. R: It was like she was reading a death notice to me.
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MRs. R: But she was making it to me, like I was a caregiver of his,
which I'm definitely not. I may be some day, or he may be a caregiver
of me, but. ..

MR. R: You better not be a caregiver right now, we've got too many
plans! (Laughter).

RB: What were you told was wrong, was causing this?

MR. R: She said that I was going into Alzheimer’s. She talked as though
I am in the late stages with nursing homes, power-of-attorney, and
things. I mean, give me some hope!

MRs. R: And that was the feeling that I had too. I wondered, “What
in the world is going on here? She’s acting like he’s not a person
anymore.”

MR. R:Ileft thinking, “This is the beginning of a quick end. I just hope
I make it to the check-up next year”

A few months later, Mr. and Mrs. R would narrate a decidedly differ-
ent anticipated future than the one suggested here. Shortly after this
exchange, they sought a second opinion from Mr. R’s primary care doc-
tor. When I visited with them a month later, Mr. R was almost giddy as
he told me that his PCP had assured them that nothing was wrong with
him and that his memory loss was the result of normal aging. Mr. and
Mrs. R consciously chose to dismiss the news rendered by Dr. K, the
specialist clinician. Of course, very few people ultimately seek second
opinions after seeing a specialist.
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The Meaning of Memory Loss

Illness, Identity, and Biography

The first case of Alzheimer’s disease (AD) was observed by German
psychiatrist Alois Alzheimer in 1906. Alzheimer’s is a progressive brain
disease that affects memory and other functions of daily living. The
leading cause of dementia, AD is currently constructed as a problem of
epidemic proportion. Historically, such perceptions were not the case.
Scientific debate about the qualitative difference between age-related
memory loss and Alzheimer’s persists,' as does skepticism regarding
the efficacy of treatment alternatives.? Yet the overwhelming majority
of research efforts and monies remain narrowly focused on cause and
cure. Together with the related focus on prevention, while laudable for
its potential long-term benefits, the everyday lived experiences of AD
are erased for those currently diagnosed and their family members alike.
Contemporary epidemiological projections engender a crisis rhetoric,
or “apocalyptic demography;” that may contribute to mis-/overdiagno-
ses of Alzheimer’s and its potential precursor,* and/or the conflation of
memory loss and AD, as suggested in the prologue.

It’s hard to believe that in the 1980s, when I had my first job in a
nursing home, people with memory loss were said to have “Oldtim-
ers”; something so common that while certainly undesirable, it was
a far cry from the death sentence it is today. Most people that I have
talked to about my research over the past two decades have either
known someone with Alzheimer’s or vehemently declared that they
themselves had it. Why the relatively recent preoccupation with a con-
dition that was discovered over a hundred years ago? And why do
Americans assume that people with AD and their families warrant
such pity? How did we get to a place where Alzheimer’s is assumed to
render meaningful interactions and moments impossible? Who tells
us this and why?
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While Alzheimer’s is seemingly ubiquitous in contemporary Ameri-
can society, it unfortunately reveals itself far less through the life stories
of real people with the condition than the rapidly escalating appear-
ances in the public media, Hollywood movies, or on television programs
and best-selling book lists that reinforce an almost universally pejora-
tive view of the condition. Where are the real-life stories of people with
Alzheimer’s? And what can they add to the cultural dialogue that so
influences their experiences? This chapter addresses what it means to be
ill in a general sense in a health-obsessed society, what it feels like to be
seen as old in a youth culture, how social perceptions of dementia shape
notions of self-worth in what bioethicist Stephen Post calls a hypercog-
nitive society, and how the story we tell about ourselves is threatened if
we are presumed incompetent by others.

Although Alzheimer’s disease was discovered well over a century ago,
only since the 1980s has it been a topic of global health interest. In large
part, the relatively recent surge of attention has been the result of clini-
cal expansions—initiated by the National Institute on Aging (NIA) and
the U.S. Alzheimer’s Association in the late 1970s—to include what was
previously called senile dementia (colloquially known as Oldtimers)
under the rubric of Alzheimer’s. This historical shift in the biomedical
conceptualization of AD transformed senility, formerly viewed as a com-
mon component of aging, into dementia. The processes through which
AD became identified as a distinct entity and attempts were made to
categorize it as dementia generated both the widespread popularization
of AD and a subsequently massive increase in research monies (includ-
ing the notable 1974 establishment of a National Institute (on Aging)
devoted—at least initially—to its cause). Labeling senile dementia as a
specific disease category reversed the notion of cognitive decline as an
inevitable part of aging and brought both aging and memory loss more
squarely under the purview of medicine.

Since this redefinition significantly increased the numbers of indi-
viduals reported to have AD, back in the 1980s Alzheimer’s became the
fourth or fifth leading cause of death in America—® seemingly over-
night. The U.S. Alzheimer’s Association currently purports that 5.4 mil-
lion Americans have a diagnosis of AD and their annual report claims,
“Over the coming decades, the aging of the baby boom generation is
projected to result in an additional 10 million people with AD. Today,
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someone in America develops AD every 68 seconds. By 2050, there is
expected to be one new case of AD every 33 seconds, or nearly a mil-
lion new cases per year, and AD prevalence is projected to be 11 million
to 16 million.”® Global projections suggest that the estimated 46.8 mil-
lion people living with dementia in 2015 will nearly double every twenty
years to 74.7 million in 2030 and 131.5 million cases by 2050.” The prob-
lem with these estimates, it should be noted, is that they are taken di-
rectly from AD societies, and critical scholars suggest, “It is evident that
these figures are designed to incite political action and increase funding
for AD research”® Furthermore, “While projections are useful in high-
lighting the scale of the problem were risk factors to remain stable over
time, this is clearly an untenable assumption.”® AD incidence and preva-
lence rates cited in medical journals and by governments are nonethe-
less drawn from sources with such potential conflicts of interest. In fact,
there is reason to believe that dementia prevalence has remained stable
or even declined in the past twenty years.'°

Since age is the only known risk factor for Alzheimer’s, prevalence and
incidence rates have been predicted to double roughly every five years
after the age of 60 and claims at the turn of the century stated that 50
percent of people over 85 were affected.'’ A more recent framing by the
Alzheimer’s Association reports that 32 percent of Americans over 85 cur-
rently have AD.'? If one out of every three of us in that age group has it,
can it be based solely in biology? Despite what anthropologist Margaret
Lock refers to as “Entanglements of Dementia and Aging,” Alzheimer’s
has been effectively presented as a global public health issue. Perhaps as
a result, even minimally efficacious medications have been championed
despite the current lack of a cure or even moderate symptom reversal. A
major effect of this biomedical shift, however, has been the steadfast effort
to detect Alzheimer’s as early as possible, ideally in its presumed preclini-
cal period. The medical impetus to diagnose people with memory loss
as soon in the disease trajectory as conceivable generates enthusiasm for
classifying preclinical AD, or what is called mild cognitive impairment. As
a classic case of “diagnostic expansion,”** this emphasis on early diagno-
sis designates AD as a “spectrum disorder”” Drawing on seminal medical
sociology, in this book Alzheimer’s is shown to be a social artifact and an
extension of the medical gaze that relies heavily on the technologies of
self'* commonly accompanying the rise of surveillance medicine.'®
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Significant dissent regarding the conceptual basis, the diagnostic
algorithms, and the relationship between MCI and similar terms has
existed since Alzheimer’s was coined over a century ago, and current
practitioners vary widely in their disclosure of MCI to so-called pa-
tients. Notwithstanding disputes over terminology, however, a phase of
observable cognitive impairment is believed to exist prior to a person
exhibiting signs meeting clinical criteria for dementia. Importantly, this
potential precursory period is seen as the best time to target pharmaco-
logical interventions. This also means, of course, that clinical trials and
illness narratives alike can commence much earlier in the course of cog-
nitive decline than ever before, offering both hope and hype of delaying
if not preventing Alzheimer’s and understanding the earliest points of
transition in first-person experiences of the illness.

Despite this scientific uncertainty and dispute involved in diagnosing
the potential precursor to Alzheimer’s in theory, in practice MCI is rou-
tinely diagnosed in American specialty clinics. This has resulted in the
identification of individuals who have minor memory loss and thus are
quite cognizant of and able to articulate their experiences. In the case of
Alzheimer’s, and any condition thought to have preclinical stages, indi-
viduals who seek medical attention for memory loss—even in an effort
to get what is referred to as a baseline, as the prologue demonstrates—
are immediately suspect.'® In practice, most seniors seeking cognitive
evaluation at specialty clinics are in fact diagnosed with AD, and the
older one is, the greater one’s potential for becoming an Alzheimer’s
patient.

Disparities between so-called lay and expert knowledges have long
been of interest to the social sciences. Medical sociologists have histori-
cally conceived of the interface between doctors and patients as what
Monica Casper and Michael Berg referred to as a molding process
through which a person and his/her situation are constructed or recon-
structed to render them manageable.'” Such processes engage larger
debates about expert and lay knowledges, and the boundaries delineat-
ing and defining them. The data I present in this book highlight the
mechanisms through which such molding transpires. Molding is even
at times perceived by patients as advantageous in the medical evalua-
tion and subsequent encounters surrounding AD. Yet various points of
patient resistance were also discovered.
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The U.S.-based Alzheimer’s Association estimates that half of those
with AD are in the early stage.'® Through the quest for earlier diagnoses,
biomedicine generates patients who can and do advance different views
and experiences of medical encounters and everyday life with Alzheim-
er’s. In this way, patient subjectivity has the potential to shape clinical
practice and social discourse (and vice versa). To examine this dynamic,
I gathered expert testimonials from both the clinical and advocacy
realms. The primary goal of this book is to investigate the diagnosis of
memory loss and subsequent receipt, that is, the managing of memory,
as an emergent sociocultural phenomenon with economic, medical, po-
litical, and historical rationalities operating. My research uncovers the
social processes through which forgetful older members of society are
transformed into Alzheimer’s patients. That is, how seniors are social-
ized by medical structures and the mass media into seeing their forget-
fulness as symptoms of a disease, and the costs as well as benefits of this
process for those most deeply affected.

Within the long tradition of illness narratives, illnesses are seen to
influence biographies and identities to instill meaning and give voice to
suffering. Anthropologist Arthur Kleinman is often said to have been
a seminal advocate for exploring narrative structures of illness. Klein-
man and others have examined folk illness beliefs and behaviors, or ex-
planatory models of meaning-making. Sociologists Anselm Strauss and
Barney Glaser pioneered the use of grounded theory to understand the
meaning and experience of chronic illnesses from the perspectives of
both diagnosed individuals and their family members. These methods
and an emphasis on the relationship between illness and identity within
context inform the analysis presented in this book. The findings revealed
here further sociological theorizing on identity and biography by argu-
ing that illness may be both chronic and terminal, demonstrating that
illness can be experienced as disruptive to and reinforcing of identities,
insisting that identity be seen as fluctuating rather than a fixed, linear
process, and revealing that even individuals with conditions that theo-
retically compromise their storytelling capacity can narrate their illness
experiences. Since recovery identities are unattainable for those with
AD, constructing Alzheimer’s as the quintessential postmodern threat
to self risks assailing both personal and social worth, which sociologists
have long claimed threatens a social death for affected individuals.
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The Study

As evident from the prologue, the future painted in medical encounters
for memory loss is often one of a demented individual whose complete
incapacitation is imminent. The clinical delivery of the information to
Mr. and Mrs. R was not qualitatively different from the roughly fifty
textbook cases of late onset (or typical) early-stage Alzheimer’s disease'®
I observed at the two specialty clinics during my eighteen-month study.
When I looked up the official diagnosis at the memory clinic, Mr. R’s
chart read: “Cognitive Impairment not meeting criteria for demen-
tia; mild neurocognitive disorder with undetermined etiology. Causal
factors: somewhat likely AD.” Officially, this gentleman had no diag-
nosis. Yet when I read the information I found myself uncertain about
what, exactly, was going on. If it wasn't dementia, how could it be that
Alzheimer’s was “somewhat likely” to be causing it? How certain could
the doctors be about knowing this? And, perhaps most pointedly, how
helpful was it for Mr. and Mrs. R to have this information?

Mr. R’s story highlights some important issues that will be taken
up in this book. The medical efforts to diagnose Alzheimer’s as early
in the assumed trajectory as possible—in an attempt to intervene and
stop decline—generate unintentional consequences that are germane to
medical sociology and have very real potential costs to individuals who
are so labeled. Most centrally, the medical or scientific consensus on the
etiology, the protocol for treatment options, or the ethics of diagnosing
MCTI?° remains lacking. Claims made by at least one leading neurologist
about “The Myth of Alzheimer’s” demonstrate that contestation over
Alzheimerss itself is noteworthy. Accordingly, Lock argues, “the assumed
‘factness’ of Alzheimer’s as a disease that inevitably causes people to be-
come demented is being questioned by a growing minority of experts.”*'
Although the concept of mild cognitive impairment is relatively easy to
grasp, the development of precise diagnostic criteria has been slow to
emerge despite neurologist Ronald Petersen’s coining the term in the
mid-1990s. In part, this is related to the dispute within the scientific
community regarding the exact nature of the state and whether or not
it constitutes pathology. Since the transition between normal aging and
dementia is largely thought to occur insidiously over many years, sci-
entists have recently begun purporting that this period of slow cogni-
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tive decline preceding the diagnosis of Alzheimer’s can be identified and
quantified via clinical guidelines. In 2011, after I conducted my study,
new diagnostic criteria were put forth jointly by the National Institute
on Aging and the U.S. Alzheimer’s Association that officially identify
MCI as the stage preceding AD.

While it is far too early to understand the implications of these new
criteria, MCI was initially introduced in the 1990s as a diagnostic syn-
drome that coincided with very early Alzheimer’s pathology. Despite
the lack of clinical consensus on causation, many scientists claim that
MCI should be considered a cognitive syndrome that implies a likely
predementia neurodegenerative process. Longitudinal studies report
vast differences in conversion rates from MCI to AD, and some even
reveal a full return of memory functioning; thus, the legitimacy of mild
cognitive impairment as a precursor to Alzheimer’s remains debatable.
Consequently, there are also disagreements about treatment protocol
and serious ethical considerations when employing MCI as a clinical
diagnosis. In fact, a major difference between the two sites I studied
in this research was the fact that one (the psychiatrically based cen-
ter) did not recommend medications at all for MCI and the other (the
neurology based clinic) routinely did so. The lack of consensus regard-
ing the efficacy of treatment options led clinicians to place more or
less emphasis on medications even within sites. Disparities between
specialty clinics and general practitioners can be assumed to be even
greater. The ethical matters involved in this debate relate to the psy-
chosocial consequences of diagnosing individuals with mild cognitive
impairment in the absence of scientific or clinical consensus regard-
ing etiology and treatment options. The magnitude of this potential
threat of a preclinical diagnosis is evident in the opening story. Earlier
diagnoses extend and arguably intensify both the medical gaze and the
phenomenological experiences of memory loss. The potential effect of
diagnosing someone with an unknown, untreatable condition has yet
to be studied, and consequently social scientists, medical practitioners,
and medical ethicists alike caution against too readily diagnosing the
earliest stages or identifying biomarkers of memory loss.>” Given the
conflation of terms such as dementia, memory loss, mild cognitive im-
pairment, and Alzheimer’s disease portrayed in Mr. R’s story, the ethical
implications are evident.
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Another problematic of interest to medical sociology highlighted by
the opening story is that this lack of consensus provides clinicians with
a good deal of discretion in diagnosing and treating mild cognitive im-
pairment.”® This high level of clinical judgment in the diagnostic pro-
cess generates wide variability among practitioners as well as between
specialty clinicians (neurologists, neuropsychiatrists, and psychiatrists)
and general practitioners. Without knowledge of the scientific debates
within which MCI exists, Mr. and Mrs. R clearly thought that Mr. R
had Alzheimer’s and was on the doomed trajectory of someone with
a progressive, degenerative illness. The fact that Mrs. R's mother had
lived with Alzheimer’s for fifteen years led them to have a very specific
perception of what their future would look like. After his general prac-
titioner assured him that his current memory loss was age-related, Mr.
R proudly showed me the letter to that end from his physician. Mr. R’s
doctor held a view common among general practitioners. In one survey
of general practitioners, 34 percent saw no benefit to an early diagnosis
and 66 percent said they in fact foresaw negative consequences from
making an early diagnosis.**

This leads to a related problem of concern to medical sociology. In
some cases there is an inconsistency between the way memory special-
ists and general practitioners define pathological memory loss. The lack
of clarity regarding the existence of MCI and subsequent ethical con-
siderations significantly confounds the experiences of people seeking
medical care; particularly when, never having heard of mild cognitive
impairment, individuals seeking medical care for their memory (and
perhaps even clinicians, if inadvertently) conflate it with Alzheimer’s,
a condition saturating the public media and lay discourse. Alzheimer’s
disease, for better or worse, is a household term with a very specific con-
notation. Like Mr. R initially did, the vast majority of individuals that I
observed being diagnosed with MCI fully believed that they either had
or would soon have Alzheimer’s. Largely, this is due to the fact that Al-
zheimer’s was mentioned during every MCI diagnosis observed in this
study. Clinicians were repeatedly heard saying, “It might be caused by
early Alzheimer’s disease,” or “It could end up being Alzheimer’s, so we’ll
track it carefully” There is considerable dispute regarding the dispari-
ties between identifying and treating memory in specialty and general
practice.”® And although they play a major role in the “success” of earlier
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diagnoses and clinical trials,?* memory clinics have long been accused of
being short-sighted in their dealings with patients,*” especially regard-
ing the psychosocial aspects of the illness.

The lack of medical consensus, practical latitude in diagnosing, and
subsequent differences between the way specialty medicine and general
practice define MCI are directly related to the social aspects of health
and illness so fundamental to medical sociology. These factors neces-
sitate that the operationalization of memory loss in particular, be ex-
plicitly addressed in this study. Conceptually, Alzheimer’s disease and
mild cognitive impairment are used interchangeably in this research.
Despite the fact that MCI is technically, and debatably, considered a pre-
cursor to AD, as the prologue shows, the findings from this study will
demonstrate that in daily life diagnosed individuals interpreted MCI as
AD, since it was the only known entity to which they could relate their
symptoms. I am thus arguing that phenomenologically the participants
in this study interpreted their experiences within a framework saturated
by AD. That is, lay interpretations of MCI diagnoses both reflect and
reinforce contemporary clinical constructions of AD. Alzheimer’s and
the subsequent social perceptions of it have become a common cultural
trope within American society over the past few decades. Therefore, the
clinical employment of a term at once foreign to respondents as a di-
agnostic category and yet common as everyday words (mild cognitive
impairment) can in everyday life lead those diagnosed to conflate MCI
and AD. For this reason, they experienced an MCI diagnosis in a man-
ner remarkably similar to those in the study who were told they had AD.

Although the biomedical world clearly differentiates Alzheimer’s
disease from mild cognitive impairment for various reasons, including
having distinct study samples, the diagnosis of MCI is understood by
patients as a distinctly Alzheimer’s-oriented condition. In the quest to
understand the disease processes in clinical practice and research, the
boundaries between early Alzheimer’s and mild cognitive impairment
become indecipherable. Thus, the loose biomedical concepts have criti-
cal implications for the everyday lives of the individuals diagnosed and
for society broadly.

When individuals are diagnosed with mild cognitive impairment the
primary organization established to assist those with memory loss sug-
gests the world they are entering; the Alzheimer’s Association®® bears
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the name of the very disease that they fear might afflict them. Estab-
lished in 1980, shortly after the founding of the National Institute on
Aging (NIA), by researchers and family members of those with AD, the
Association is entrenched in the biomedical knowledges and practices
to which newly diagnosed individuals have recently been introduced
in the specialty clinics where they were evaluated. For individuals di-
agnosed with AD and MCI alike, the Association supports a distinctly,
if not surprisingly, disease-oriented approach. Within the Association
mild cognitive impairment, to the degree it is addressed at all, becomes
Alzheimer’s disease in an effort to fit the condition into the organiza-
tion’s existing culture (including, of course, well-intended efforts to pro-
vide services to constituents in need). Here too MCI is embedded in an
Alzheimer’s discourse.*

The remainder of this book describes in rich ethnographic detai
what this Alzheimer’s discourse is, how it reflects and reinforces con-

130

temporary cultural values and assumptions about aging and memory
loss, and the everyday effect of such rhetoric on individuals currently
being diagnosed with either Alzheimer’s or mild cognitive impairment
in America.

In chapter 2, “History and Technoscience,” I challenge readers to
interrogate where our understanding of Alzheimer’s comes from, how
definitions have changed over time, the influence of scientific quests for
earlier diagnosis on affected individuals as well as society, and whether
or not efficacious treatments actually exist. Despite these factors and
the fact that the condition cannot be definitely diagnosed except upon
autopsy, in excess of 2.6 billion National Institutes of Health dollars were
dedicated to AD between 2010 and 2015 alone.*!

The chapter examines the historical background of memory loss, in-
cluding the German psychiatrist whose 1906 patient became the first
case of Alzheimer’s disease. I outline the new guidelines for diagnosing
Alzheimer’s proposed in 2011, and delineate their potential bioethical
implications. Tracing the nascent memory sciences and the technologi-
cal innovations that now enable earlier diagnosis of the condition dem-
onstrates the virtual monopoly biomedicine has over AD. Sociologically
speaking, diagnosing Alzheimer’s as early in the trajectory as possible
generates a group of patients who are both able to discuss their experi-
ences and to practice technologies of the self, thus providing a lens for
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investigating the effect of this trend on illness narratives. This history
allows for an examination of how AD is handled in biomedicine and the
way the Alzheimer’s Association has used the knowledges and practices
based on this epistemology, which are taken up in subsequent chapters.

Chapter 3, “Constructing Facts in Clinical Practice,” draws on eigh-
teen months of observation in specialty clinics and interview data with
practitioners to delineate the information doctors consider relevant to
making a diagnosis, how those data are gathered and interpreted in clin-
ical practice, what happens when clinicians disagree, how those seeking
evaluation are told of their results, how the answers to these questions
differ according to whether evaluations are conducted by a neurologist
or a psychiatrist, and whether or not anything is really being done to
help patients after they are diagnosed.

By investigating the daily work practices of clinicians performing
cognitive evaluations and diagnosing Alzheimer’s in two specialty clin-
ics,** I engage the tropes of trust and uncertainty that clinicians use to
understand how cultural dynamics such as organizational ethos and
work practices influence the social fabric of cognitive evaluations. By
way of comparison between neurology and psychiatry, I trace the dis-
tinct institutional and organizational protocol employed to accomplish
these tasks at each site. Despite the seemingly obvious disciplinary dif-
ferences, the data reveal codified routines that support a common goal,
that of moving individuals from the category of what I refer to as “po-
tential patients” to that of patients, and ultimately research subjects, by
establishing trust and highlighting uncertainty. Work practices support
the routine collection of information, standardized symptom classifica-
tion techniques, and assumptions of patient incompetence while dis-
couraging qualitative, narrative data. Understanding these clinical work
practices allows me to examine why practitioners do what they do and
analyze any interesting differences between what they say they do when
being interviewed by me and what I observed them actually doing in
practice. Most importantly, these data allow me to understand the effect
of clinical practice on the subjective experiences of cognitive evaluation
and diagnosis in the following chapters.

In chapters 4 and 5, “Being Cognitively Evaluated” and “Hearing ‘the
A Word,” I utilize observation and narrative data to provide an intimate
portrayal of patient perspectives at the two specialty clinics. You are told
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to count backwards from 100 in increments of 7. The clock starts ticking.
You go blank. Is it Alzheimer’s or general test anxiety? Do you have de-
mentia or are you distracted? After hours of testing, you hear the words
Alzheimer’s disease. How does it feel? What are your first thoughts?

Chapter 4 depicts the subjective experience of being cognitively
evaluated for and diagnosed with Alzheimer’s at these specialty clinics,
which I argue amounts to a degradation ceremony. Drawing on medical
sociology’s long history of research on the effect and socially contingent
nature of various medical conditions, technologies, and the sciences
more broadly, I demonstrate the myriad factors influencing the interac-
tions between science and its technologies on the one hand, and people
seeking medical care on the other. The common experience of cogni-
tive evaluation is one of feeling exposed, confused, and overwhelmed.
Everyday personal struggles to manage awkward and foreign symptoms
are mirrored by the environment in which patients find themselves
evaluated and the highly standardized battery of tests and clinical in-
teractions they experience. Individuals being evaluated thus utilize
various strategies to minimize social awkwardness and normalize clini-
cal interactions. Accounts of diagnosis in chapter 5 suggest that while
potentially removing personal blame and/or responsibility, designating
a brain demented also threatens the individualism and autonomy of
those diagnosed. Accepting what American sociologist Everett Hughes
(1958) called the master status of Alzheimer patient is a clear threat to
one’s social status, thus ultimately designating the patient an outsider, as
Howard Becker (1963) noted. Building on seminal social theorist Erv-
ing Goffman’s work on impression management and stigma avoidance, I
depict a proactive side of people with Alzheimer’s disease (PWAD) that
is all too often assumed to be lacking. Indeed, individuals work to pres-
ent themselves favorably by employing deliberate strategies to manage
their identities during cognitive evaluation and the diagnostic disclo-
sure. Given the diagnostic advantages and disadvantages revealed, an
AD diagnosis serves both a social function and a personal one, neither
of which is without detriment.

In chapter 6, “Everyday Life with Diagnosis,” I explore how diag-
nosed individuals resist seeing their lives as being over in the face of
society telling them otherwise and how the diagnosis changes people,
who might live with the condition for another twenty years or more. I
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present postdiagnosis interviews conducted with seniors to learn how
it feels to live with Alzheimer’s, whether one can still act strategically in
social interactions, if the diagnosis provides any advantages, and if and
why people with AD might choose to try and pass for normal.

This chapter explores the experiences of those who joined support
groups and research studies as a result of their interactions with the spe-
cialty clinics and the Alzheimer’s Association. Investigating how indi-
viduals make sense of their everyday experiences after being diagnosed,
I reveal that—in contrast to unilateral fatalistic public perceptions—
persons with AD strategically employ the diagnostic label (or not) as
they see fit. Study respondents with AD/MCI are not passive recipients
of the disease label; rather they deliberately, if hesitantly, embark upon
the path of becoming Alzheimer’s patients. The diagnosis causes in-
creased tension over the management of self and others, which in turn
prompts interactional problems and requires further management, pro-
ducing a spiral of dilemmas. Participants heed the advice of clinicians
and utilize Alzheimer’s Association services largely in an effort to man-
age the uncertainty of their everyday lives. Since the questions that are
asked both in science and in practice influence the possible answers that
can be found, diagnosed individuals undergo considerable socialization
into medicalized interpretations of their experiences. Most of the for-
getful respondents in this study ultimately help accomplish the goal of
modern medicine—as an exemplary technology of self—by being active
participants in their care, as support groups and research studies model
how to monitor and control both themselves and each other through
a biomedical lens. Yet involvement with support groups and research
also allows respondents to feel proactive and do something in the face
of memory impairment. Although the support groups are based on
middle-class ideals and the subjects in research studies are often affluent
Caucasians, participation in these arenas can provide a sense of collec-
tivity reported by other disease-based social movements. This positive
spin allows respondents to normalize their often erratic behaviors and
experiences, which is a crucial step in solidifying Alzheimer’s identities.
By placing hope in finding a cure and by participating in research, pa-
tients support and potentially shape biomedicine.

Chapter 7, “Advocating Alzheimer’,” based on participant observa-
tion at dozens of Association-sponsored conferences and interviews
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with staff at the U.S.-based Alzheimer’s Association, is an organizational
analysis examining the inherent tensions of serving both patient and
caregiver populations, the dilemma of garnering adequate sympathy to
encourage philanthropy without exploiting constituents, and the one-
sided portrayal of those with the condition that Association staff per-
ceived to be necessary.

I explore the role of the leading national advocacy agency dedicated
to serving people affected by Alzheimer’s, focusing primarily on the ef-
fect of organizational dynamics and what Goffman (1974) called fram-
ing contests on the approach to the diagnosed individuals themselves.
I draw on seminal social movement literature to demonstrate how its
founding by bench scientists and caregivers places the Association in
a tenuous position for incorporating the relatively new constituency
of persons with early-stage Alzheimer’, who can and will advocate on
their own behalf, into an organization based on biomedical principles
too often assuming their incompetence. By tracing the steps leading to
the 2008 appointment of the Association’s first board member with de-
mentia and the 2014 establishment of Dementia Alliance International,
including the perhaps unobvious role of the contentious on-line forum
called DASNI (Dementia Advocacy and Support Network Interna-
tional), I elucidate the challenge of trying to serve competing interests
and the unique role of activism played by persons with young-onset AD
and scholars within the academy itself.

In chapter 8, “Forget Me Not,” I reiterate how my respondents main-
tain a sense subjectively of who they have always been and work to incor-
porate Alzheimer’s experiences into their prediagnosis identities. After
delineating the experiences of evaluation cum degradation ceremony, I
map the identity changes that commence with diagnosis and the many
turning points before Alzheimer’s identities are accomplished, the vari-
ous phases in this transformation from a forgetful person to an AD pa-
tient who has synthesized his or her interactions with specialty medicine
and the Alzheimer’s Association, including both interactional tensions
and opportunities afforded. In understanding the processes through
which illness realities are socially constructed, it becomes evident that
there is nothing intrinsic to the feelings expressed by these respondents
that necessarily and inevitably lead to a definition of forgetfulness as a
disease. Instead, these identities must be reinforced by biomedical clas-
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sifications and activities based on them. Diagnosing Alzheimer’s as early
in the trajectory as possible generates a group of patients who are able
to discuss their experiences, thus providing a lens for investigating the
effect of this trend on illness narratives.

I then bring the book to a close by asking readers to critically evaluate
whether or not Alzheimer’s is really a disease or whether we would all
get Alzheimer’s if we lived long enough, and who stands to lose depend-
ing on the answers; how our views on this have changed over the years;
and what the answers to these questions mean for diagnosed individu-
als and their family members alike. Given the central place of memory
in the lives of (many) Americans in modern times, I question whether
or not memory loss being seen primarily (or exclusively) as a medical
problem is good for seniors (with or without reports of memory loss),
is good for any of us as we ourselves are aging, and is good for society
at large.

Based in the theoretical frameworks of symbolic interaction and
social construction, in this final chapter I reexamine the book’s two
overarching themes: the biomedicalization of memory loss and the so-
ciology of illness narratives. Given the stronghold memory has over
our personal lives and social worth in contemporary American soci-
ety, I contemplate how our current preoccupation with memory loss
and its construction as a medical problem shape phenomenological
experiences of Alzheimer’, the values of society members not directly
affected by the condition, and our overarching cultural views on aging.
Contributing to conversations that are currently taking place in aca-
demia and popular culture alike, I interrogate what contemporary con-
structions of memory and so-called memory problems tell us about
the role of allopathic medicine in aging processes in contemporary
U.S. society.

This book aims, first and foremost, to lay out alternative and diverse
frameworks for understanding the experiences of people currently being
diagnosed with AD; second, to delineate how the medicalization of se-
nility and the dramatically changed sociohistorical context of the disease
influence psychosocial experiences; and third, to map out the potential
consequences of diagnosing and thus socializing forgetful people into
exclusively medicalized interpretations of their experiences. As the story
of Mr. and Mrs. R shows, I answer these questions through empirical
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data from interviews with doctors, Alzheimer’s Association staff, family
members, and most importantly, seniors living with memory loss. I will
depict an entirely different perspective on what it currently means to
be living with Alzheimer’s in U.S. society—one that not only debunks
notions of lives devoid of all meaning and selves lost but also offers an
alternative model of perseverance in the face of the adversity such social
assumptions engender. My attempt to counteract contemporary mis-
conceptions of Alzheimer’s revolves around three basic claims. First, a
medical/scientific consensus on causation, viable treatment alternatives,
or the ethics of diagnosing mild cognitive impairment (and in some
cases even AD) does not exist. Second, since this disagreement leaves
practitioners without standardized protocol to follow, there is heavy reli-
ance on clinical judgment regarding whether, when, and how to diagnose
MCI (and to a lesser extent, AD). Last, there is significant dispute within
specialty medicine and especially between specialty and general practi-
tioners on what constitutes pathological memory loss.

I engage with recent critique of the dominant dementia framework
as a lens through which to consider the advantages and pitfalls of con-
ceptualizing Alzheimer’s as we do in contemporary times and how our
cultural values both reflect and reinforce the biomedical paradigm. By
showing how experiences of dementia are larger than what humanities
scholar Anne Basting refers to as “tales of tragedy” suggest, the para-
doxical narratives of both resistance and reinforcement portrayed in this
book expose the social nature of memory and how self is relational. In
this way, I use AD as an exemplar of more general and processual social
phenomena common to many modern Western societies: ageism and
biomedicalization. Drawing on these critiques as well as recent contri-
butions to the sociology of aging, I map out how and why contempo-
rary social constructions of Alzheimer’s are based on the dominance
of cognitive hierarchies across the lifespan, fueled by the youth-based
and memory-obsessed media, and American anxiety about decline and
aging in our hypercognitive society. To that end, this book contributes
the first empirical illness narrative, or counternarrative as I see it, of
dementia to the burgeoning accounts that exist of the myriad ways of
aging. By challenging our societal fear of Alzheimer’s and of aging more
broadly, I hope to make unique contributions to some of the most salient
and enduring public, existential, and sociological debates of our times.
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History and Technoscience

From Senility to Alzheimer’s

The history of Alzheimer’s disease is a long and interesting one.
Based on an extensive literature review and both collection and pre-
sentation of data at numerous domestic and international scientific
conferences devoted to Alzheimer’s, this chapter delineates the devel-
opments and technoscientific innovations that inform contemporary
biomedical knowledges and practices concerning memory loss. I will
present the first two cases of what became known as Alzheimer’s dis-
ease and introduce the terms senility, Alzheimer’, and mild cognitive
impairment, including how they are currently conceptualized and
approached. I will address how President George Bush’s Decade of the
Brain (1990s) affected the brain and memory sciences, including the
generation of three central areas of technoscience: diagnostics, imaging,
and therapeutics. Contextual factors such as historical developments,
the technoscientific innovations during the Decade of the Brain, and
the new diagnostic criteria proposed jointly by the NIA-Alzheimer’s
Association in 2011 together shape contemporary conceptions of AD in
America. Persistent—often heated—debates ensued.

The Cases of Auguste D. and Johann E

In 1910, the eponym Alzheimer’s disease was first used by Emil Krae-
pelin, a German psychiatrist who was compiling the eighth edition of
his Handbook of Psychiatry, a precursor to the Diagnostic and Statis-
tical Manual (DSM). In 1906, German psychiatrist Alois Alzheimer
described the first case of the condition that came to carry his name.
Auguste D,, a 51-year-old German housewife, presented at an asylum in
Frankfurt with jealousy, paranoia, difficulty remembering, and nervous
pacing.! She died after four years of progressive decline. Upon autopsy,
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her brain was found to have innumerable concentrations of tiny clusters
and dead neurons in the cerebral cortex (these are called amyloid, or
neuritic, plaques and neurofibrillary tangles, respectively). Discovery
of the brain tissue from Frau D. at the turn of the twenty-first century
confirmed that she was in fact the first documented case of AD. Dr.
Alzheimer’s second case, Johann F,, a 56-year-old man who was forget-
ful, could not find his way, and was unable to perform simple tasks,” was
observed from 1907 to 1910. He died within three years of presenting
symptoms and many amyloid plaques were found in his cerebral cor-
tex upon autopsy. Unlike Frau D., however, neurofibrillary tangles were
not detected. Since dementia was at the time considered a psychosis or
mind disorder, as opposed to an anatomical state, these cases were semi-
nal in establishing a biological basis for so-called insanity, given their
similarities. When Kraepelin made the assignment of AD based only
on the four cases that had been documented by 1910, it was despite the
different neuropathology of those cases and the noted skepticism of Dr.
Alzheimer himself.* This ambiguity regarding the “discovery” of AD has
resulted in a complicated and contested trajectory.

Although the specific proteins, the plaque (beta-amyloid) and the
tangle (tau), observed with AD have been identified, scientists differ
on whether plaques, or beta-amyloid, hold the cure, or whether they
support tangles as central to the pathogenesis of dementia. Accordingly,
the problem is either the accumulation of protein or too much phos-
phate attaching to the tau, respectively. The amyloid and tau hypotheses,
which remain predominant schools of thought, refer to themselves as
the Baptists® and the Tauists, although there are a small number of ag-
nostics as well. The overwhelming majority of AD research to date has
been informed by the Amyloid Cascade Hypothesis aiming to identify
drug treatments.

Despite the fragmented nature of scientific knowledge concerning
Alzheimer’s, the predominant conception of the disease process can be
outlined as follows:

The current model of AD pathogenesis begins with the deposition of
beta-amyloid plaques in the brain. ApoE4, a risk factor for AD, may
promote this formation or interfere with its clearance. Tau, a stabilizing
protein, may be threatened by the plaque deposition . . . [and] oxidative
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stress may further promote the aggregation of tau into neurofibrillary
tangles. . .. The loss of key neurotransmitters (e.g., acetylcholine) and the
breakdown in neuronal connectivity result in the clinical hallmarks of
dementia such as cognitive impairment and abnormal behavior.®

Neuropathologically, the Amyloid Cascade Hypothesis suggests that
beta-amyloid plaques deposit in the brain, causing neurofibrillary
tangles that result in cell death. Atrophy occurs as a result of both neu-
ronal and synaptic losses. This localization theory assumes that disease
located in certain regions of the brain leads to behavioral changes.

The Conceptual Background

While the link between AD neuropathology and dementia is strong for
people under 65, as in the initial cases, the vast majority of people cur-
rently diagnosed with AD are well over 65, where the combination of
aging and comorbidities makes an explicit connection to pathology elu-
sive.” Nonetheless, the aging of our population has fueled ever greater
clinical efforts to differentiate between normal aging and dementia.
Increased life expectancy resulting from improvements in diet, hous-
ing, public sanitation, personal hygiene, and the advent of antibiotics
as well as reductions in death rates from chronic diseases has exponen-
tially increased the number of older people with cognitive impairment.
Since the National Institute on Aging and U.S. Alzheimer’s Association’s
decision in the 1980s to redefine senility (until then a state presumed
to accompany old age) as Alzheimer’s rendered the condition largely
unique to later life, it is not surprising that prevalence rates have risen
with the aging of the baby boomers. Nonetheless, the quest to identify
cognitive impairment as soon in the disease process as possible is argu-
ably the most prominent concern at the current time, though another
common fear since this redefinition is that “the precise demarcation of,
particularly, early dementia from the cognitive, neurologic, anatomic,
and neurochemical changes seen in normal aging is difficult to define.”®
Based on this, the less fashionable “entanglement theory” suggests that
AD is processual and emergent.

Beginning at least as far back as the nineteenth century, the medi-
cal community was unclear whether senility was physiological or path-
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ological. Throughout the twentieth century there was a great deal of
uncertainty among researchers regarding whether senile dementia was
a disease or a normal accompaniment of aging.” Late nineteenth- and
early twentieth-century beliefs purported a view of disease as an inevi-
table part of old age'® and “senescence” (or senility) was deemed an or-
ganic consequence of aging at that time."*

Social scientists view diseases as socially constructed biomedical
phenomena.'? Historians, in particular, have long argued that the over-
emphasis on science and medicine results in health conditions being
viewed through too narrow a lens'? and a lack of acknowledgment of
the fluidity of clinical concepts and practices. Alzheimer’s is no excep-
tion. If the definitive discovery of AD as a disease category is impossible,
given an inability to differentiate dementing illness from normal aging,
then attempts to do so are arguably a mechanism for creating order in
the complex world of memory loss, revealing what sociologist Jaber Gu-
brium referred to as the social organization of senility.'*

With the advent of medical dominance in the twentieth century, how-
ever, the question of whether or not old age, and thus senility, could
be cured became a subject of intense debate. Therefore, when in 1906
Alois Alzheimer described a case of dementia in a 51-year-old woman, it
was done amidst an existing controversy about the relationship between
aging and senility. Specifically, the notion that these neuropathological
observations were found in a presenile brain was of great significance.
Clinically and pathologically, senile dementia and what became known
as Alzheimer’s disease were strikingly similar and Dr. Alzheimer himself
believed that the presentation of symptoms in Auguste D. was an ac-
celerated version of the well-known condition of senile dementia rather
than the discovery of a novel disease state.'®

Emil Kraepelin, a founder of modern psychiatry, however, was per-
suasive in his claim of the legitimacy of AD as independent from the
senile dementia of the time and entered it into his textbook of psychia-
try as a distinct entity named after its alleged founder. Historians have
suggested that Kraepelin may have rushed the definition of AD as a
separate disease category unrelated to age to promote his own interests
by demonstrating physical lesions upon autopsy.'® Since the ability to
distinguish between normal and pathological brains was an important
component in the establishment of AD,"” Kraepelin’s endorsement was
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a vital factor leading to the acceptance of these plaques and tangles as a
distinct disease state. The term Alzheimer’s disease, then, originally re-
ferred to dementia in patients with presenile onset of symptoms, while
senile dementia was used when symptoms began after 65 years of age,
and was not considered a disease per se.

As early as 1933, however, German neurologists reported that the neu-
rofibrillary tangles associated with AD were discovered in a majority of
normal senile brains.'® Allegedly, many older individuals experienced
a degree of memory loss, which was observable but did not necessarily
interfere with their daily living; that is, losses of memory function were
considered part of normal aging.'” A longitudinal study of older indi-
viduals depicted the following subgroups: those with preserved memory
function, or normal aging; mild memory problems, or benign forgetful-
ness; and more severe memory difficulties, or malignant forgetfulness.*
Experiences of benign forgetfulness, of course, were considered typical
in older adults.

By the mid-twentieth century, however, senescence and senility were
a unified construct and an interpretation of senile dementia as patho-
logical quickly overshadowed previous meanings.* In 1968, a study re-
ported that the same lesions observed in the brain of Auguste D. and
Johann F. were found in 62 percent of all autopsies,** which was inter-
preted as suggesting that Alzheimer’s was a far more prevalent phenom-
enon than previously believed (rather than a sign that the aging process
had been wrongfully medicalized). Throughout the 1970s and early
1980s, most scientists agreed that it was pointless and arbitrary to main-
tain a distinction based on age of onset alone.? In fact, reports showing
that the pathologies of presenile and senile dementia were not quali-
tatively different had existed for many decades.?* With the continued
discovery of pathological similarities between AD and senile dementia,
debate over terminology again ensued.

Over the next decade, leading researchers, including neurologists
Robert Katzman and Robert Terry, struggled to dispel the notion that
AD was a rare condition (based on the projections of unifying presenile
and senile dementias). In concert with the National Institutes of Health
(NIH), these researchers and a number of families afflicted by dementia
banned together in search of accurate diagnoses, treatments options,
resources for so-called caregivers, and ideally a long-term cure. The late-
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stage diagnoses customary at the time justified an approach devoted ex-
clusively to cause and cure. In 1980, the Alzheimer’s Disease and Related
Disorders Association (ADRDA) was formed to address these concerns.
In October of that same year, a letter to Dear Abby sought advice on
caring for a husband with probable Alzheimer’s and was referred to the
ADRDA, which made the association visible to the public. The follow-
ing year, the beloved Hollywood actress, Rita Hayworth, was reported
to have the disease. Together, these factors brought the scientific studies
highlighting the prevalence of Alzheimer’s to the attention of media and
lay audiences alike. Consequently, AD emerged as an illness category
and policy issue in the 1980s, more than seventy years after the first case
had been documented by Dr. Alzheimer.

In contrast to the strong link between AD neuropathology and de-
mentia observed in people under 65 years of age, the vast majority of
people currently diagnosed with AD are over 65, where establishing a
clear link becomes decidedly more difficult. Therefore, the definition
of dementia remains a site of considerable dispute,*® the issue being
whether senility is a pathological state (localized) or an acceleration of
essentially normal aging (entangled). Etiological questions of AD re-
main unanswered even today as there is significant evidence both for
and against aging as the cause of AD. The focus on rising prevalence
rates and population aging, however, prioritizes the influence of age. In
fact, age remains the only proven risk factor for Alzheimer’s. In contrast,
in the same way that neurochemical changes in an AD brain differ from
those of a non-AD brain, younger cases of AD have far more severe
lesions than older ones.>® As noted earlier, the first classification of de-
mentia by Kraepelin in 1910 was based on presenile cases and only this
(extremely rare) premature senility was originally designated as a dis-
ease.”” Thus in clinical practice, efforts to categorize disease and imple-
ment a model of staged, progressive illness helped to combat the lack of
normativity with dementia.*® Since the 1960s, however, these two disor-
ders began to be framed as a homogeneous entity. Given recent predic-
tions that roughly 65 percent of people over 8o would be diagnosed with
AD or predisease based on imaging,* the persistent questioning of the
scientific basis for unifying these two terms has met with strong resis-
tance underscored by their different rates of decline, neuropathologic
changes, and actual symptoms.*® As far back as the late 1980s, critics
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have claimed that the motivation to merge these two terms was a po-
litical one to increase medical legitimacy and, thus, federal funding.>! It
remains unclear whether early- and late-onset AD are the same entity,
entirely separate diseases, or exist on a continuum of the aging process.*?

Dementia’s paradigm has two main implications for patients and
practice: first, the narrow definition of cognition generated a need to
minimize or ignore any noncognitive symptoms, and second, dementia
needed to be considered irreversible to meet clinical criteria for neuro-
pathology.*® This view of dementia as essentially a disorder of cognition
involves clinical, conceptual, and social factors, with unforeseen conse-
quences, including giving preferential attention to intellectual deficits,
thus potentially generating both over- and misdiagnosis, assumptions
that those diagnosed will be depressed, leading to massive increases in
psychotropic treatments, and encouraging the proclivity to loathe the
forgetful that “is especially attractive in a hypercognitive culture.”** The
history of pathology and subsequent association between senility and
dementia added to theories of degeneration to create a view of a demen-
tia as a problem.

From a medical perspective, constructing old age as a period of pro-
gressive decline rendered dementia an inevitable and normal stage of
life.>> If AD wasn't seen to be pathological, the quest for a cure would
prove futile, therefore frustrating the ability to manage the condition
through biomedical efforts. Thus, a new disease category that was “un-
encumbered by debates about normalcy and pathology in old age, met
a number of needs.”** Conceptions of normal and abnormal health are
intrinsically tied to cultural and political constructions of moral order.*”
As such, aging and AD can be used as a way to investigate how morality
gets articulated through a picture of decline and impairment. The im-
mediate goal of medicine was less the treatment than the discovery of
the cause of AD. Proving a disease-state ostensibly renders aging more
manageable and fits within the existing worldview despite the glaring
descriptive tension®® when trying to distinguish AD from normal aging,
since all the symptoms of Alzheimer’s disease appear, to some degree, in
every brain.

Despite such disputes, the social construction of AD as a major threat
to health in—and treatable part of—old age unwaveringly achieved the
goal of expanding diagnostic categories of disease. It is important to
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situate designations of health, illness, and aging within the normative
narratives or moral order surrounding these phenomena. To understand
the history of the concept of AD, an examination of the larger milieu is
required.

State of the Science

Contemporary clinical distinctions between cases of Alzheimer’s are
made according to the age of onset (prior to 65 years of age is early-
onset AD and 65 or older is late onset, or “typical” AD).** Although
the occurrence of Alzheimer’s in individuals less than 65 years old is
extremely rare,*’ these familial (autosomalt dominant) forms of AD
typically follow a drastically accelerated version of the path found in
the more common onset of Alzheimer’s in the seventh or eighth decade
of life and are passed to roughly 50 percent of offspring.** Individu-
als with late-onset AD can survive over 20 years with the condition
whereas those with early onset live an average of only 3-5 years with
their diagnosis,*? as we saw with Frau D. and Johann F. According to the
Alzheimer’s Association, the average person can expect to live 8-10 years
with Alzheimer’s.*> Overall, individuals diagnosed with late-onset AD
can expect to live an average of 5 to 6 years less than their nonimpaired
counterparts and an individual with early, or presenile, onset will have
a life expectancy reduced by 15 years more than their contemporaries.**
While the vast majority of those diagnosed with AD will succumb to the
same major causes of death as the rest of us (e.g., heart disease, cancer,
or stroke), those who do not will ultimately asphyxiate, aspirate, or die
from infection- or pneumonia-related complications.

A multitude of hypotheses regarding AD etiology and pathogenesis
remain, including genetic factors or biomarkers (APP mutations, Prese-
nilin, APOE-4) and biochemical variables (inflammation, free radicals,
estrogen deficits, excitotoxins). Additional risk factors such as increased
age, positive family history, female gender, low educational level, head
trauma, diabetes, midlife hypertension, midlife obesity, smoking, de-
pression, and physical inactivity have also been noted.*> A focus on ge-
netic, biochemical, and other risk factors has been part of the impetus
to diagnose AD as soon in the process as possible, and particularly in
the preclinical stages of mild cognitive impairment. Understanding the
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genetics of AD is said to possibly yield valuable clues for the develop-
ment of new diagnostic tools for MCI*® and interventions to eradicate
onset of familial (early onset) Alzheimer’s. Recently, a new protein in
the brain that may play a role in the development or prevention of AD
has been discovered. The role of cerebral tans-activation response DNA
protein 43 (TDP-43) in the region of brain degeneration characteristic
of Alzheimer’s has begun to receive attention in the hope of understand-
ing the pathological significance of TDP-43 abnormalities in dementias.
While the mechanism causing the changes associated with TDP-43 are
unclear, this proteinopathy is thought to have great promise for develop-
ing disease-modifying therapies and differential diagnosis.*” The most
recent work in this area suggests that TDP-43 correlates with severe neu-
ronal loss ** in an entirely different way than through the “gold stan-
dard” amyloid and tau mechanisms that have long been the targets of
study in late-onset dementia—thus potentially redirecting the field.*’
Some researchers, however, are cautioning that clinical presentation in
AD is driven by pathological subtype, not by TDP-43,°° and we must
better understand how this protein accumulates in normal brain aging

before we go too far down the path of assuming a Kuhnian “paradigm
shift”*!

Mild Cognitive Impairment: A Self-Fulfilling Prophecy?

Since the mid-1990s onward, molecular approaches to AD began to
focus on prevention, namely, the identification of preclinical, even
presymptomatic, phases of dementia. Claims that a preclinical stage
of Alzheimer’s can be observed as much as ten years in advance of
decline and can be quantified have been taken at face value since the
turn of the century by all but a few noteworthy players.>* Accordingly,
Kral’s 1962 identification of benign senescent forgetfulness was not so
innocuous after all. A quarter century after that term was introduced,
the concept began undergoing numerous refinements, including age-
associated memory impairment (AAMI), age-consistent memory
impairment (ACMI), late-life forgetfulness (LLF), and more recently,
aging-associated cognitive decline (AACD) and age-related cognitive
decline (ARCD).*? In 1993, the International Classification of Diseases
(ICD-10) listed “mild cognitive disorder;” and a year later the Diagnostic
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and Statistical Manual (DSM-1V) cited “mild neurocognitive decline.”
In 1997, both “cognitive impairment no dementia” (as seen with Mr.
R in the prologue) and “mild cognitive impairment” entered the dis-
course in psychiatry and neurology.>* Shortly after neurologist Ronald
Petersen and his colleagues at the Mayo Clinic coined the term MCI
and suggested diagnostic criteria, the nascent domain of mild cognitive
impairment took off, theoretically replacing the concept “possible AD”
or “possible early Alzheimer’s” that was being used in specialty clinics at
the time. MCI was “generally considered as the clinical syndrome cor-
responding to the earliest stages of neurodegenerative pathology,” or
“a transitional zone between normal cognitive function and clinically
probable AD”*® Thus the term identified a population believed to be at
elevated risk of developing Alzheimer’s.

MCI quickly developed a life of its own and in 2003 the International
Working Group (IWG) on Mild Cognitive Impairment was held in
Stockholm, Sweden, to integrate clinical and epidemiological perspec-
tives in the area. The resultant IWG recommendations for MCI crite-
ria included: 1) the person is neither normal nor demented; 2) there
is evidence of cognitive deterioration shown by either objectively mea-
sured decline over time and/or subjective report of decline by self and/
or informant in conjunction with cognitive deficits; and 3) activities of
daily living are preserved and complex instrumental functions are either
intact or minimally impaired.*® MCI was envisioned in one of two ways:
based on a pathological model of cognitive change for seniors or early-
stage dementia. Medical initiatives to standardize diagnostic protocol
led to the development of research guidelines for cognitive evaluation,
resulting in the implementation of two commonly used rating systems
for the global staging of cognitive impairment, the Global Deteriora-
tion Scale (GDS) and the Clinical Dementia Rating (CDR) scale. The
mini mental state examination (MMSE) and mental status question-
naire (MSQ) are also used in some cases as a proxy for the global rating
systems. Thus, a diagnosis is made first with the clinical determination
of dementia and second, an assessment of etiology. MCI itself also has
subtypes: amnestic MCI (aMCI), which is memory impairment not
meeting clinical criteria for dementia, nonamnestic MCI (nmMCI),
which involves decline not related to memory (e.g., language, attention,
visuospatial skills), and multidomain MCI (mMCI), which never really
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caught on. Criticism that these subtypes were not rigorously tested led
to further controversy over defining and employing MCI in practice,
especially outside specialty clinics.’

Despite the quest for standardization, the consensus on whether,
when, and how to diagnose MCI has not been achieved either across
practices (specialty versus primary care) nor between disciplines (neu-
rologists and neuropsychologists, for example, or geriatricians and
general practitioners). Given the alleged difficulties in demarcating the
proverbial line of pathology, significant dissent regarding the conceptual
basis, the diagnostic algorithms, and the relationship between MCI and
similar concepts persists.*® Yet an enormous amount of scientific atten-
tion has been directed to discovering this prodromal state of Alzheimer’s
disease. Despite scientific controversy regarding the implementation of
such diagnostic classifications,> in practice this has meant further ex-
pansion of what counts as pathology.

While the clinical features of individuals with dementia are “unmis-
takable, the ability of these preclinical features to predict future disease is
less clear”®® Yet screening for “predementia” is becoming commonplace
in clinical practice. Consequently claims about conversion rates from
MCI to AD vary wildly, and unpredictably so, according to evaluation
site (community versus research setting or clinical- versus population-
based studies), criteria used (Mayo Clinic, IWG, neuropsychological
definition), and subtype. Early studies reported annual conversion rates
(ACR) as small as 9.6 percent over 22 years and as large as 100 percent
in 4.5 years.®® Whereas one review reports rates of AD conversion rang-
ing from 1 to 25 percent per year, another using pooled longitudinal data
found an overall annual rate of 14.7 percent.®” Looking back almost a
quarter of a century, an even wider range, from 0.4 to 36 percent con-
version per year, has been reported.®® Early studies also found that the
same numbers of MCI cases converted back to “normal” as they did to
AD and a general instability across time, with as much as 40 percent of
those with MCI reverting to normal.®

Furthermore, up to another 61 percent remained the same over 3
years.®® Recent research shows drastically smaller conversion rates,
ranging from o to 3 percent in 12 months to 5 to 10 percent over 10
years.®® One study found that larger proportions of study participants
improved or reverted back to normal than progressed to dementia (6—

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

32 | HISTORY AND TECHNOSCIENCE

53 percent) or remained stable (29-88 percent).®” A meta-analysis of 41
robust cohort studies between 3-10 years in duration reports a 5-10 per-
cent annual conversion rate, which is not only far smaller than those
previously reported by Petersen and his colleagues (at 10-15 percent) but
they also note that “most people with MCI [more than 60 percent] will
not progress to dementia even after 10 years of follow-up.*®

Beyond the seemingly compelling lack of evidence regarding the rate
of conversion, extensive disparities exist in terms of methodology (lon-
gitudinal, prospective, or retrospective), sampling (numbers of study
participants), age groups (i.e., whether or not individuals with EOAD
were included), sample size (including whether or not the sample is
comprised of individuals solely with MCI or includes unimpaired per-
sons as well), scales administered (GDS, CDR, MMSE, or other), fol-
low-up intervals (months or years), subtypes (whether they are analyzed
separately or even reported), and recruitment strategies (where, such
as research center versus general practice, and how, including media
advertisements versus general or specialty visits), making comparisons
virtually impossible and scientifically unsound. This is supported by
arguments that “[r]isk of progress is influenced by the definition and
subtype of MCI and the setting”®

This wide variation demonstrates the lack of consensus on conversion
rates from MCI to AD and clearly calls into question the utility of di-
agnosing MCI. While it is noteworthy that the trend reveals decreasing
claims of conversion rates in newer studies, what the data overwhelm-
ingly suggested as late as 2009 was that “MCI can no longer be assumed
to always be a simple transitional state between normal aging and de-
mentia.”’® The lack of anything even approaching standardization in the
design and implementation of these studies is mind-numbing. The very
language used to discuss MCI has been fragmented and consensus be-
tween specialists and general practitioners over whether to use the term
at all has not been reached. This lack of cohesion has implications not
only for science and practitioners aiming to identify and treat memory
loss, but for older individuals who may or may not be experiencing for-
getfulness that is pathological.

Notwithstanding such epidemiological disputes, however, in practice
the notion that a phase of observable cognitive impairment exists prior
to a person exhibiting signs meeting full criteria for AD prevails. In fact,
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the NINCDS-ADRDA criteria are purported to have an 8o to 9o percent
accuracy rate in diagnosing AD.”* Yet these figures come from special-
ized academic research centers and are largely based on patients diag-
nosed later in the disease process so they cannot necessarily be applied
to MCI. Nonetheless, Petersen claims that mild cognitive impairment is
“a clinical entity that represents a transitional state between the cogni-
tive changes of normal aging and the earliest presentations of clinically
probable AD”7? Thus, older individuals presenting with “subclinical”
cognitive deficit are approached as if they have quantitative anatomical
and structural changes distinct from either normal aging or Alzheimer’s.
The magnitude of these changes, however, is difficult to calculate due to
the variable selection criteria employed and nonrepresentative samples.
Consequently, ten years before the new guidelines were introduced, re-
searchers warned, “MCI has been defined by the tests used to measure
it, and the results of these measures have then been used as validation
of its definition: a nosological tautology and self-fulfilling prophecy.””?

Accordingly, initial conceptualizations included: MCI covers cogni-
tive change that is possibly pathological but unrelated to underlying
systemic disease, MCI is assessed in terms of memory and not other
cognitive domains, and neuropsychological testing procedures for MCI
are the same as those used for diagnosing AD. In addition to the lack
of standard diagnostic criteria, however, at least two conceptual issues
remain contested: 1) whether MCI should refer exclusively to impair-
ment of memory or not, and 2) whether MCI is a prodome of AD or
a clinically diverse group of individuals at increased risk of developing
any dementia.”* Although MCI as a separate nosological entity alleg-
edly allows “active rather than palliative care,” the demarcation between
normal aging and disease remains vague and the legal implications of
conceptualizing memory loss as abnormal is equally Byzantine. Due to
these factors, many vociferously argued that consensus on the criteria of
diagnosing MCI needed to include not only clinicians and researchers in
the field, but individuals studying bioethics, legal specialists, and those
concerned with classification systems.

Unfortunately, these pleas were not heeded when the proposal for
changing the diagnostic criteria for AD lengthened the disease process
even further. In contrast to the original criteria developed over a quarter
century ago, the revised diagnostic and research standards posit a con-
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tinuum of AD that extends the medical gaze to include two new phases
prior to Alzheimer’s: prodromal subjective cognitive impairment (SCI)
and MCL”® In April 2011 the National Institute of Aging (NIA) and the
U.S. Alzheimer’s Association jointly released new diagnostic guidelines
for AD that now officially identifies MCI, defined as a cognitive com-
plaint with objective cognitive decline but intact functional ability, as
the stage preceding AD. An even earlier so-called presymptomatic phase
is proposed, as indicated by biomarkers, that defines the period of dis-
ease before noticeable changes in cognition occur (SCI). While this later
phase is theoretical and not part of the diagnostic tools currently used,
some posit that SCI may be an indication of preclinical AD that occurs
before MCL.”® SCI is defined as a subjective cognitive complaint without
the measurable change in cognition required for a diagnosis of MCI.
Despite possible associations between SCI and MCI, of course not all
cases will progress to AD. In fact, a substantial percentage will actually
revert to normal, as we would expect the numbers to be even fuzzier
than those for MCI to AD conversions.

Due to the slow onset of AD, seniors already report difficulty dis-
tinguishing between age-associated memory loss and dementia. It
currently takes 2 to 5 years, on average, before a diagnosis of AD is es-
tablished.”” The expanded criteria and inconclusive conversion rates
potentially complicate the ability to identify pathological memory loss,
lengthen the time before most people seek medical attention, and ex-
pand the duration of the disease process. The revised diagnostic and
research standards posit a continuum of AD that extends what medical
sociologists and bioethicists refer to as the medical gaze to include two
new categories prior to formal diagnosis. Lock argues that this represents
a strategy of “subdividing and fragmenting what is subject to scrutiny to
make it manageable.””®

From the mid-1990s MCI was considered merely a potential precur-
sor and while diagnosed individuals scored below average for their age
and education on neuropsychological tests, they did not have any func-
tional impairment in daily living and were not necessarily expected to
convert to AD. This was the case at the time I conducted my research.
The new criteria inflate the already soaring numbers of seniors experi-
encing memory problems.” As others have noted, if you look at the list
of affiliates, almost all the authors of the 2011 guidelines are associated
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with American universities and/or drug companies or the Alzheimer’s
Association.®® Lock reveals that critics from within medicine, like neu-
roscientist Sarjay Pimplikar, caution against adoption of these recom-
mendations, especially those linked to biomarkers, because the required
PET scan studies expose people to radiation, the literature base has
demonstrated that 1 out of 3 normal brains have plaque, and the count-
less trials done have consistently failed to show cognitive improvement
even after plaques have been removed. Furthermore, the cerebrospinal
fluid studies are uncertain, painful, too risky, and can have side effects.
Likewise, neurologist Peter Whitehouse highlights the inherent, seem-
ingly irresolvable entanglement of aging and dementia.®' Based on her
extensive ethnographic study, Lock argues that this focus on biomarkers,
inextricably linked to the new guidelines, is “seductive hype” due to the
persistent failure to achieve the desired laboratory results and remain-
ing low efficacy of pharmacological treatments available rather than a
Kuhnian paradigm shift as it is presented. That is, in an effort to main-
tain their legitimate jurisdiction over AD, the new guidelines are a sym-
bol of their striving for radical change. Either way, these new criteria,
whether adopted or not, represent the power of the Amyloid Cascade
Hypothesis and how entrenched (most) bench scientists are in molecu-
lar approaches. This research project was conducted before the release
of these guidelines, and it will be some time before they reach practice
(if they do indeed achieve uptake outside specialty clinics), yet it is a
prime example of the larger trend in U.S. medicine of targeting preclini-
cal diagnoses and a classic example of what medical sociologists refer
to as diagnostic expansion.®” The new criteria codify MCI as a stage of
Alzheimer’s; making what social scientists, ethicists, and even pioneer-
ing neurologists have referred to as a “Hardening of the Categories,*?
indeed a self-fulfilling prophecy. The changes in the fifth edition of the
DSM-5, the new criteria proposed by the NIA-AA, and increases in bio-
marker testing “are likely to increase overdiagnosis because they permit
labeling of asymptomatic people as having pre-symptomatic Alzheimer’s
disease or dementia”**
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The Decade of the Brain

Perhaps no contemporary example better epitomizes the power of bio-
medical efforts than when President George H. W. Bush declared the
1990s the Decade of the Brain. The enormous amount of research on
Alzheimer’s disease that was conducted under this initiative began on
July 17, 1990 when the President proclaimed:

The human brain, a 3-pound mass of interwoven nerve cells that controls
our activity, is one of the most magnificent—and mysterious—wonders
of creation. The seat of human intelligence, interpreter of senses, and con-
troller of movement, this incredible organ continues to intrigue scientists
and layman alike.®®

In particular, President Bush noted powerful microscopes, advances
in brain imaging devices, and neuroscientific mappings of the brain’s
biochemical circuitry to demonstrate how the alleged new era of discov-
ery in brain research would fuel “our nation’s determination to conquer
brain disease”*

From 1990 to the end of 1999, the Library of Congress (LC) and the
National Institute of Mental Health (NIMH) sponsored an initiative to
advance the goals set forth by President Bush. In designating the 1990s
as the Decade of the Brain, the intention was “to enhance public aware-
ness of the benefits to be derived from brain research” through “ap-
propriate programs, ceremonies, and activities.” To achieve this public
recognition, the LC/NIMH coalition sponsored a variety of activities
including publications and programs aimed at introducing members of
Congress, their staffs, and the general public to cutting-edge research on
the brain and encouraging public dialogue on the ethical, philosophical,
and humanistic implications of these emerging discoveries.®’

Politically, clinically, and scientifically the 1990s were devoted to the
brain. The resultant books, such as Brave New Brain (Andreasen 2004),
The Future of the Brain (Rose 2005), and The Adaptable Brain (Levy-
Reiner 1999), epitomized the aims of the “brain initiative” and squarely
situated the brain as an object of the nascent field of neuroscience: “[It]
holds the promise to cure and prevent a long list of diseases includ-
ing Alzheimer’s, schizophrenia, and drug addiction; to repair damaged
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nervous tissue; and to reverse the debility dealt by stroke and injury.
[Thus] [n]euroscience will revolutionize the treatment of psychiatric
and neurologic disorders”*® Importantly, the Decade of the Brain served
to solidify, in the eyes of many researchers, clinicians, politicians, and
even potential patients, the connection between mental maladies and
the brain. The brain has been an object of wonder throughout human
history. One of the most fundamental questions of such inquiry is how
humans can be so different from chimpanzees, for example, when our
brains are composed of identical molecules that are arranged in similar
cellular patterns, and our genes are 99 percent identical. Even after the
Decade of the Brain was officially over, and despite remarkable scientific
progress to such ends, disputes over the intricacies of “the most complex
three pounds of matter ever encountered”® persisted, and new contin-
gencies have ultimately surfaced.

Uniting mind (person) and brain (organ) situated conditions of the
brain in a unique historical position where self is equated with brain.
Neoliberal cultural values of individualism and autonomy engender a
dichotomization between having a sick body and a sick brain. Conse-
quently, acknowledging mental inadequacies (i.e., biological disease)
without a subsequent threat to identity is difficult to achieve. Since our
encounters with scientific objects shape our notions of self, health, ill-
ness, and human nature, medical practices seeking to distinguish the
normal from the pathological aim to measure deviations from normality
and label conditions accordingly.

The Memory Sciences: How the Brain Studies Itself

Since the Decade of the Brain launched extensive investigations into
memory, the branches of brain and memory sciences and neuroscience
have multiplied considerably. In particular, fundamental diagnostic
expansions have transpired in the memory sciences through the devel-
opment of imaging techniques and a psychoanalysis of consciousness.
The use of memory in the courtroom over the past two decades has
placed the scientific paradigms of human memory on trial in a previ-
ously inconceivable manner.”® Both the laboratory and the courtroom
have been intricately involved in the production of so-called scientific
facts regarding memory.’' Significant efforts have been undertaken in
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terms of memory states, such as repressed or false memories, various
brain pathologies including depression, schizophrenia, and anxiety dis-
orders, and dementias, namely Alzheimer’s disease, vascular dementia,
and frontotemporal dementia.

Unlike the alleged wars on such things as poverty, drugs, and various
diseases of decades past, however, positioning the brain as an object of
neuroscience has implications for people and their loved ones seeking
or receiving diagnoses for brain-related pathologies, for scientific dis-
courses and practices, and for society overall. Although living with and
through scientific facts is commonplace in modern American society,
British sociologist Nikolas Rose warns that the exciting breakthroughs
of neuroscience also raise troubling questions about what it means to be
human.’® American anthropologist Joseph Dumit adds that the emer-
gent imaging techniques making the visualization of the human brain
as clear as that of a laboratory specimen, for example, simultaneously
generate new types of citizens and bodies, including depressives and
schizophrenics.”?

The emergence of the memory sciences has both shaped and been
shaped by the scientific and political foci on the brain. Subtle epistemic
shifts demarcate how we see societies and the people living in them. The
transformations in the memory sciences have engendered new types of
people in twenty-first-century American culture. By manipulating the
definition and organization of memory, medico-scientific discourses
and practices make subjects. For example, shortly after the Decade of the
Brain, Ledoux (2003) and Dumit (2004), respectively, addressed existen-
tial questions of human nature by introducing The Synaptic Self: How
Our Brains Become Who We Are and Picturing Personhood: Brain Scans
and Biomedical Identity. Since we live in an age when self or personhood
is paramount, contemporary technosciences create distinct biomedical
subjects. In the same way as imaging technologies generate a new type
of human, a depressed human is also a type of brain, a depressed brain,
which is unable to monitor its own depression; the medical practices
and technologies of memory loss breed a demented human and brain
unable to recount or trust its own memories. Technologies of knowing,
such as visual imaging, create and substantiate the conflation of brain
and person. Contemporary conceptions of brain functioning as the ze-
nith of personhood threaten the societal worth of individuals afflicted
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with conditions such as mental illness and memory loss, but also affect
the social and personal contexts of all brain diseases.

In contrast to traditional mind-body dualisms, which dichotomized
live, active bodies and passive, medical ones,”* however, contemporary
biomedical imaging technologies, for example, reveal medicalized but
active, irrational brains.”® In fact, modern medicine generally requires
active, rational patients®® who will engage in medical discourse. Scien-
tific “facts” allow groups of people sharing similar biological abnormali-
ties to coalesce in the promotion of research into the cause and cure of
their specific conditions.”” This is simultaneously a potential tool for
empowerment and a device of regulation. Arguably, in spite of the lack
of scientific consensus surrounding many conditions, so-called scien-
tific facts provide a means for social inter/action, a justification for cer-
tain research endeavors, and an argument for biological understandings
of health and citizens. Since scientific efforts to understand and personal
accounts of living with illnesses are not necessarily compatible, objective
facts (based on science, medicine, technology, and nature) and subjec-
tive facts (including experience and culture) coerce and reinforce each
other through means of self-sacrifice, encouragement, surveillance by
others, and pharmaceuticals.’®

Technoscience and Innovation

The research initiated by the Decade of the Brain and the resultant pro-
liferation of neuroscience contributed to at least three areas salient to the
technoscience of Alzheimer’s: diagnostics, imaging, and therapeutics.
Historically, these areas of innovation have taken place within a context
that is saturated with biomedical knowledges that transform twenty-
first-century American society and its members alike.

Innovation: Diagnostics

The area within AD which has the greatest implications for changing
not only clinical practice but also the very identities of its subjects is
the realm of diagnostics. The concerted effort to diagnose the condition
in the earliest stages of the disease, and preclinically, is a distinct aim
of biomedicine. Consequently, the state-of-the-science on Alzheimer’s
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disease is based on at least two premises crucial to clinical practice:
identifying the etiology of a disease is not a prerequisite for its diagno-
sis and/or treatment and scientific research and clinical diagnostics are
emergent and divergent. For these reasons, I conceptualize diagnosis
and the diagnostic process as forms of social artifacts and technologies
customary under what British sociologist David Armstrong refers to as
surveillance medicine.

Cognitive function is defined as “the sum of the brain’s power to ac-
quire, process, integrate, store, and retrieve information.”*® Thus, cog-
nitive impairment is reduced capacity in any of these realms. There is
considerable scientific agreement that at least four types of dementias
exist: the Alzheimer dementias, vascular dementia, depressive demen-
tias, and nondepressive dementia or what are called pseudodemen-
tias.'®® The majority of dementias, however, fall within one of two
realms: degenerative (primarily Alzheimer’s disease, including MCI
and frontal-temporal disease) and vascular disease. Less frequently,
Lewy-Body disease (LB, LBD), Progressive Supranuclear Palsy (PSP),
Cruetzfeldt-Jacob disease (CJD) or Pick’s disease, as well as depressive
and pseudodementias, are identified.

Dementia, the most common of which is Alzheimer’s disease, is con-
sidered “a complete and usually progressive loss of intellectual capacity
with resulting functional impairment. It is increasingly common with
aging but hardly inevitable”'*" Currently, the scientific construct of de-
mentia is operationalized via one of the many sets of common diagnos-
tic criteria. This has historically included guidelines for what is called
“primary degenerative dementia” in the American Psychiatric Associa-
tion’s 1994 Diagnostic Statistical Manual of Mental Disorders (DSM-1V)
and “Alzheimer’s Disease” by the National Institute of Neurological and
Communicative Diseases and Stroke and the Alzheimer’s Disease and
Related Disorders Association (NINCD-ADRDA). In 2012, the DSM-5
dropped the term “dementia of the Alzheimer’s type” (DAT) and re-
placed it with “major cognitive disorder” The 2011 NIA-AA guidelines
simply refer to it as “AD dementia.”

Despite the obfuscating semantic terrain, most of the diagnostic cri-
teria employed in clinical practice are based around five key features
that comprise the dementia construct. These include both first-order
aspects, including cognitive impairment, functional impairment, and
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neuropathology, as well as second-order facets describing the severity
and disease course of the previous three factors, namely, progression
and deterioration.

Dementias are differentiated, and cognitive changes observed,
through a neuropsychological battery of tests involving at least five cog-
nitive subtypes of intellectual functioning: memory, language, visuospa-
tial, attention, and abstraction. Impairment must be global in scope and
affect multiple areas in order to be diagnosed as dementia. This test-
ing can range from brief mental status screening scales (e.g., MMSE or
MSQ) to extensive batteries requiring several hours to complete. Results
are considered particularly valid in the rare cases when they can be com-
pared to previous tests (ideally prior to impairment). It is important to
note, however, that the validity of these tests depends on factors such as
education (very high or low levels can bias test results),'? English flu-
ency (having a primary language that is not English or even dyslexia can
cause individuals to appear more impaired than they are), and cultural
sensitivity (or an understanding of the ways different groups interpret
memory loss).'*® Since as many as 9o percent of older individuals could
be diagnosed with age-associated memory impairment,'®* part of the
challenge in diagnosing as early in the disease trajectory as possible is to
persuade individuals to come in and get a baseline long before there are
any signs of decline.'*®

Functional impairment refers to difficulties in performing the tasks
of everyday life (including ADLs and IADLs),"'*® changes in behavior
or personality, and trouble with occupational or social roles. The de-
termination of functional impairment is frequently a matter of clinical
judgment, since accurate assessment requires longitudinal knowledge
of the person in question. Although some types of functional impair-
ment might be evident throughout the medical encounter (affect, level
of engagement, and physical appearance), ideally clinical judgment is
corroborated by so-called informant (or proxy) reports in addition to
the complaints expressed by potential patients.

The neuropathology of all dementias includes physical abnormali-
ties in the central nervous system (CNS), which depend on the density
and location of neuritic plaques and neurofibrillary tangles. The plaques
and tangles reported by Dr. Alzheimer in 1906, although observed to
varying degrees in the brains of nondemented older individuals, are
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most common in the temporoparietal regions of the brain in the case
of Alzheimer’s. The neuroanatomy of aging and dementia suggests that
the demented brain experiences observable atrophy, or decreased brain
weight, as a result of region-specific cell loss. A healthy brain weighs
an average of 1,300 to 1,400 grams, whereas one affected by Alzheim-
er’s weighs approximately 1,000 grams.'®” The postmortem pathologic
changes of those with AD are qualitatively similar to those of apparently
normal aging, however, as there is considerable overlap between the
neuropathology of Alzheimer’s and that evident in normal aging as well
as other conditions. For example, senile plaques are found in 70 percent
of individuals over 65 years old and neurofibrillary tangles are observed
with many other conditions.'*® Thus, the difference is in the quantity
and location of plaques and tangles,'” which can threaten validity espe-
cially when comorbidities are present.

Additionally, monitoring neurologic function helps to distinguish be-
tween normal aging and dementia through an examination of the cra-
nial nerves, oculomotor function, neuromuscular tone, and regressive
reflexes.'*® Of course, this is not standard practice as not all clinicians
have neurological training. Combined with a family medical history and
ideally corroborated by a third party, the techniques of neuropsychiatric
testing, a history and physical examination, and the said patient and
informant reports are the contemporary staples involved in diagnosing
Alzheimer’s in specialty practice.

To combat the heterogeneity of the category of MCI and account
for “within-person performance variability,’''! many argue that demo-
graphics, social and life style factors, genetic factors, and health-related
factors must be considered when making a diagnosis of AD or distin-
guishing between AD and MCI. Thus, for AD/MCI, predictors from
the social, behavioral, and biological domains are essential to accurate
disease classifications given the fact that postmortem results remain the
primary tool for definitive diagnosis. Since AD remains a diagnosis of
exclusion, or what is left after all other known dementias and conditions
are eliminated, it is perhaps not surprising that there would be diagnos-
tic inefficiencies. Since the late 1990s it has been understood that some
older people who present no cognitive impairment on neuropsychologi-
cal tests while alive show high degrees of AD pathology upon autopsy
(and vice versa).'!?
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Innovation: Imaging and Biomarkers

In the perennial drive to standardize diagnostic practices, neuroimaging
technologies have become a major focus of research pursuing preclinical
AD, signaling a sea change around 2005 tied to the presumed existence
of a long preclinical period of decline prior to the onset of symptoms.
Efforts at diagnostic uniformity encourage clinical practice to draw on
technologies of knowing in the form of visual depictions or images of the
brain in making their diagnosis. In this way, clinical findings are medi-
ated and (potentially) produced through a third discipline: radiology.

Developments in brain imaging techniques include neurochemi-
cal imaging (e.g., of neurotransmitters, enzymes, or receptors) and the
pathological accumulation of amyloid and/or tau, and may provide im-
portant supplemental diagnostic information on cognitive decline.'*?
The hippocampus and neighboring regions of the brain control the
encoding, storage, and retrieval of episodic information.'** Histopa-
thology, structural imaging, and functional imaging are used to reveal
hippocampal change assumed to be implicated long before an AD diag-
nosis.'** Modern neuroimaging can be subdivided into structural and
functional techniques. Both structural and functional techniques can
reveal abnormalities in AD as well as an arguably intermediary level
between individuals with Alzheimer’s and no dementia. The former pro-
vide information about the size and other morphological characteristics
of brain structures, while the latter detect regional changes.

Structural techniques utilize magnetic resonance imaging (MRI)-
based volumetric measurements to monitor brain atrophy within speci-
tied regions and such quantitative imaging is used as a marker of disease
progression. With MCI and AD, imaging has focused on volume reduc-
tions affecting medial temporal lobe structures like the hippocampus
and entorhinal cortex.''® In fact, it is atrophy within specific regions
that signals MCL.''” It remains unclear whether or not this atrophy is a
specific marker for AD pathology since volume loss is still believed to
occur in up to one-third of nonimpaired older adults.*®

In contrast, functional technologies employ single photon emission
computed tomography (SPECT) or positron emission tomography
(PET) measurements to predict progression. Computed tomography
(CT) studies demonstrate atrophy in the left medial temporal lobe'"’
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and lower lobe volumes,'*° low parietal-temporal perfusion and left/
right parietal-temporal asymmetry in MCI'*! registering between that
found in normal aging and AD. This, bench scientists argue, suggests
that MCI and AD have similar anatomical foci, with MCI being dif-
ferentiated mainly by degree of impairment and functional, rather than
structural, change.'** Since SPECT can allegedly predict MCI accurately
approximately 50 percent of the time, the delineation of MCI and AD
can in theory be made.'*?

Since at least the early 1990s, researchers have also been comparing
the cerebrospinal fluid (CSF) of patients with AD to cognitively unim-
paired individuals to identify biomarkers indicative of AD pathology.'**
Results suggest that in the early stages of AD, CSF levels of tau protein
and beta-amyloid peptide may be similar to cognitively unimpaired in-
dividuals and thus the diagnostic utility of these assays in MCI may be
minimal. Further research on how such measures compare with other
predictive markers such as those based on neuroimaging and psycho-
metric criteria is being undertaken, and the recommendation that stan-
dardization of methodology and establishment of larger cohorts and
more heterogeneous populations be pursued '** no doubt contributed
to the new diagnostic criteria in 2011.

With the mapping of the Human Genome, many of the genetic mark-
ers of Alzheimer’s have recently become detectable.’?® Only in a very
small fraction of cases (between 2 to 5 percent according to the Ameri-
can Alzheimer’s Association) are genetic factors believed to be the sole
determinant of the disease.'”” For individuals with MCI or AD who do
not have a family history of early-onset Alzheimer’s (pre-65 years old),
however, the presence of these genetic factors is extremely unlikely.'*
Since any person carrying the allele e4 isoform of apoE is believed to be
at increased risk of developing late-onset AD or will experience a more
rapid progression to dementia,'*’
in the etiology of both AD and MClI is believed to provide opportunities
for improvements in diagnoses and prediction of progression.'** While
studies suggest that genes involved in lipid metabolism, hypertension,
homeostasis, and homocysteine may prove fruitful,*" it is important to
clarify between genetic risk factors and hereditary genetics. There is a
hereditary component for the less than 5 percent of people with early-
onset AD. For late-onset, the roughly 95 to 98 percent of typical cases,

the identification of the genes involved
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the existence of some genes may increase risk but there is no conclusive
evidence on how or why only some individuals with these genes ever
develop Alzheimer’s. This makes it worth repeating that these are sus-
ceptibility genes, not predictive per se. Again, the only known risk factor
for the vast majority of cases is increased age and even that isn’t linear.'*?

Innovation: Therapeutics

Most therapeutic efforts to treat Alzheimer’s to date have been directed
at the “downstream” phases of the pathological process, that is, man-
agement of symptoms. In the mid-1970s, the Cholinergic hypothesis
suggested that a deficiency in the neurotransmitter acetylcholine was
a major factor in Alzheimer’s pathology.'*’ Fifteen years later, the first
cholinesterase inhibitors (CIs) were developed to combat the cholinergic
deficit found in the AD brain, and they remain the only FDA-approved
medications for treating the condition’s symptomology. In 1993, Tacrine,
the first treatment available, was approved for use in the early stages.
Subsequently, Donepezil (1996; for all stages) and Rivastigmine (2000;
for mild to moderate stages) became available, with minor improvements
in efficacy and only in some cases. Galantamine, the fourth CI, was FDA
approved in 2001 for mild to moderate stage Alzheimer’s. All three of
the more recent developments in Cls require less frequent doses and are
believed to have fewer side effects. The CIs were originally intended to
stabilize or plateau symptoms for up to one year. Although more recent
studies have suggested that the benefits of CIs can be observed for over
a year and that there might be some additional advantages that even

slow the progression of decline,"**

unfortunately “[t]here is no evidence
of long-term efficacy of currently approved pharmacological treatments
in MCI, and only modest evidence for symptomatic treatment efficacy
in AD”"** The last FDA-approved treatment, Memantine, an NMDA"*¢
receptor antagonist, which targets the latest stages of the disease, came
onto the scene in 2003. According to the American Alzheimer’s Asso-
ciation, these five Alzheimer’s drugs are only effective for about 6 to 12
months for about half the individuals who take them and do not treat
the underlying causes of dementia.'*” No new classifications or phar-
maceutical advancements have been reported since Memantine was
approved in 2003 and adverse effects of Cls are now widely documented.
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As a result of repeated failed efforts that threaten the legitimacy of the
Amyloid Cascade Hypothesis, energy devoted to therapeutics for treat-
ing Alzheimer’s has been refocused since the turn of the century. The
past focus on drug trials directed at symptomatic treatment alone (Cls)
has been redirected at prevention and slowing disease progression itself.
This turn both reflects and reinforces the impetus to identify AD cases
as early as possible in the trajectory of decline, which critical scholars of
medicine suggest increases medical jurisdiction or expands the medical
gaze through techniques of surveillance medicine.

Of the noncholinergic agents believed to have some link to poten-
tially treating or preventing AD, antioxidant strategies have received the
most attention. For example, vitamin E, selegiline, zinc, and ginkgo bi-
loba may have benefits for people with AD and possibly MCI, both indi-
vidually and in combination."*® The American Alzheimer’s Association
website now lists vitamin E under Medications for Memory Loss despite
it being the only one listed that is not FDA approved.'*® Both clinics
where I observed routinely recommended 80o-1000 IUs of vitamin E
and a few clinicians even admitted to taking it themselves. A number
of clinical trials have also explored the possibilities of nonsteroidal anti-
inflammatory drugs (NSAIDs) in suppressing inflammation thought to
promote decline. Ibuprofen has been reported to reduce plaque forma-
tion in transgenic mice with familial AD."*°
these areas have also proven ineffective.

Neuroprotective, neurotrophic, and neuroregenerative agents show-

Alas, most clinical trials in

ing promise in slowing progression or recovering function have been a
focus of inquiry since the turn of the century.'*' For example, estrogen
and testosterone might be protective if started before symptoms ap-
pear.'*? Recent evidence suggests that cholesterol functionality (namely,
high-density lipoprotein or HDL) is impaired in AD and that this al-
teration might be caused by AD-associated oxidative stress and inflam-
mation,'*’ so cholesterol lowering agents, statins, and beta-blockers are
being studied as well."**
reveals, the cure that is seemingly always just around the corner is in

As the copious list of possible causal agents

fact, according to some, elusive precisely because the entanglement of
dementia and aging make Alzheimer’s a “stubborn conundrum”'**
Many scientists believe that the most promising research involves

treatments directed at preventing the formation of beta-amyloid or
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accelerating its clearance and that recent mappings of the beta- and
gamma-secretease properties provide encouragement in discovering
the inhibitors of these enzymes. Although a human anti-amyloid strat-
egy, the beta-amyloid vaccine, under clinical investigation in the early
twenty-first century purportedly offered great hope, a 5 percent inci-
dence of encephalitis in participants brought the study to a screeching
halt. Further studies aiming to modify the disease process itself, includ-
ing targets such as beta-amyloid, tau protein, inflammation and insulin
resistance, as well as better understanding of healthy brain function and
aging, remain at the forefront.'*°

Against this backdrop of political and biomedical attention to the
brain and its associated disorders, President Ronald Reagan’s 1994
speech entitled “Alzheimer’s Letter,” which divulged that he himself had
been diagnosed with Alzheimer’s, had the potential to be pivotal. Presi-
dent and Nancy Reagan showed great strength of character in their deci-
sion to disclose this information at a time when the condition was highly
stigmatized and questions about Reagan’s mental acuity during his pres-
idency had been circulating. While the speech expressed optimism that
“[i]n opening our hearts, we hope this might promote greater awareness
of this condition. Perhaps it will encourage a clear understanding of the
individuals and families who are affected by it,” the remainder of this
book reveals a reticence to recognize that potential and the various so-
ciocultural obstacles that continue to impede their lofty goal.

The Future Is Wide Open: Getting outside the Black Box

What becomes overwhelmingly obvious after tracing the history of diag-
nosing and treating AD is that we continue to have more questions than
answers. Critique, even from within, abounds. Lock argues that three
interrelated tensions remain unresolved: the relationship between mind
and body, whether AD is on a continuum with normal aging or patho-
logical, and a revitalized version of the nature/nurture debate brought
on by the focus on genetics. In addition, Peter Whitehouse, a founder
of the so-called cholinergic center in the cerebral cortex that has since
been the target of all existing drugs, questions this now thirty-five-year
focus: “[A]nti-amyloid compounds have largely failed, casting doubt on

»147

whether drugs that target amyloid are a viable therapeutic strategy:
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Neurologist John Hardy also voices increased skepticism about the util-
ity of the Amyloid Cascade Hypothesis that he himself coined. There
appears to be path dependency within the molecular approach to AD:

Despite inherent problems with standardization of both clinical and neu-
ropathological AD diagnoses, and explicit doubts expressed by certain
researchers about the very concept of AD, the basic science paradigm
that has held sway for over 20 years in the Alzheimer’s research world
continues to be dominant—it is a model in which amyloid deposition in
the form of plaques is for all intents and purposes regarded as the master

148

key.

Furthermore, with the discovery of genes associated with early-onset AD,
neurologist Bradley Hyman and colleagues began to question whether
early- and late-onset AD are the same process at differing speeds or dis-
tinct processes that share some common traits.'** Neurologist Marsel
Mesulam suggests that early-onset is a matter of excess production
whereas typical AD is due to accumulation, that is, the brain’s inability
to get rid of normally occurring plaques. John Hardy and others ques-
tion whether AD is one entity or has subtypes.'** Based on decades of
autopsy studies, epigeneticists and others suggest that all brains would
develop AD if they lived long enough. Still others argue that aging is
a continuum that cannot be divorced from its context and recent data
suggest that amyloid beta (A4) precursor protein (the APP gene) could
even be protective against AD in some places, both of which lend sup-
port to the notion of entanglement theory. Neurologists, epigeneticists,
and social scientists alike argue that localization theory ignores every-
thing extraneous to the body, and thus will never be able to adequately
address dementia. Accordingly, “by reducing causal explanations for
AD to molecular changes alone, medicalization sidelines socioeco-
nomic, political, and public health arguments in connection with risk
for AD*** This controlled chaos is the underpinning on which memory
loss is currently being diagnosed, treated, and experienced.

The potential effects of encouraging more and earlier diagnosis are
daunting. One meta-analysis of clinical tools used in general practice
found that at 6 percent prevalence, for every 100 patients screened, two-
thirds would be correctly identified while an additional one-quarter
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would be wrongly diagnosed.'*> The multibillion dollar research in-
dustry dedicated to Alzheimer’s is steadfast nonetheless. In the past
tive years, the NIH reports allocating 2.6 billion to Alzheimer’s research
alone, with generous annual increases and projections for 2016 at $638
million, and the U.S. Alzheimer’s Association has contributed at least
an additional $335 million since 1982."> When Alzheimer’s is searched
within project titles among the additional $12.7 billion NIH devoted to
aging research writ large between 2010 and 2015, another roughly 2 mil-
lion can be identified. The recent trend in “healthy aging” studies that
fall increasingly under the jurisdiction of AD research since the 2011
reclassification, render the monies invested in the cause of epic propor-
tion. Yet definitive diagnosis remains possible only upon autopsy and
postmortem studies reveal as many false positives as negatives. The
overwhelming majority of the projects funded by these agencies none-
theless focus on clinical studies of cause and cure, including diagnostic
techniques and pharmaceutical treatments aimed at reducing the behav-
ioral and psychosocial problems presumed to accompany the condition.
Noticeably absent are exploratory qualitative studies, namely, of the sub-
jective experience of AD. This has led political economists of aging and
critical gerontologists and social scientists alike, such as Carroll Estes
and Margaret Lock, to claim that the “Alzheimer’s Industrial Complex”
both reflects and reinforces the conundrum that is Alzheimer’. Despite
the persistent lack of scientific consensus and warnings to proceed with
caution, “The desire of politicians, dementia organizations, and academ-
ics and clinicians in the field to raise the profile of dementia is under-
standable, but we risk being conscripted into an unwanted ‘war against
dementia.”*** The following chapters will demonstrate how real in its
consequences the metaphorical war against dementia is for those who
are diagnosed and their loved ones.
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Constructing Facts in Clinical Practice

Interpreting, Diagnosing, and Treating Memory Loss

Despite its discovery well over a century ago, diagnostic consensus on
the disease classification of Alzheimer’s remains lacking in the scien-
tific community." Debate, sometimes heated, persists about when and
how to test for it, what to call it, whether to diagnose the condition,
and which—if any—treatment regimen to follow. Yet, “despite the pau-
city of evidence, biomarkers and amyloid scans are entering everyday
practice, especially in memory clinics”? Disputes are taking place both
among specialties, such as neurology or neuropsychiatry, and between
specialists and general practitioners. Among specialty clinics, though,
it appears there is an imperative to identify memory loss as early as
possible in the disease trajectory, and ideally in the preclinical (or even
presymptomatic) phase. It is important to understand that memory clin-
ics were first introduced in the 1980s with a primary goal of recruiting
patients into clinical trials of cholinesterase inhibitors—who were then
used to market the said drugs.’ No evidence exists to suggest that mem-
ory clinics are beneficial yet attention has not been paid to the potential
stressors, increased use of biomarker testing and neuroimaging, and the
associated consequences of specialty clinics.*

I was interested in examining the concrete, routine work practices®
that specialty clinics used to manage these diagnostic uncertainties and
disciplinary divergences. To investigate these matters, I spent eighteen
months doing participant observation of cognitive evaluations, includ-
ing intake testing, clinical team meetings, and diagnostic disclosures
with twenty-two clinicians and then compared my observations with
what I learned from the eight in-depth follow-up interviews I conducted
with various clinicians at the two sites.

Based on my efforts to understand the differences between what cli-
nicians said they did and what I observed in the specialty clinics, the

50
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conceptual goal of this chapter is to map the contemporary diagnostic
practice surrounding memory loss in American specialty medicine. De-
scribing the daily practices of cognitive evaluation within two specialty
centers, one largely neurological and the other psychiatric, reveals a
shared process through which older adults become Alzheimer’s patients
despite seemingly evident disciplinary discord. While these clinics in-
deed have historical, contextual, and cultural differences, they ultimately
produce strikingly similar effects in terms of the structure of the diag-
nostic process itself. That is, the fundamental tenets of specialty practice
result in tangible outcomes common across the realms of neurology and
psychiatry.

The biomedical knowledges and practices that convert ideas about
human memory into scientific facts about human memory transform
individuals seeking medical attention into what I term potential patients
by socially constructing the definition and organization of memory® in
a particular light. Contemporary clinical assumptions within the mem-
ory sciences guide the medical encounter in an attempt to produce the
appearance of order” around a condition that is the disorder du jour
by implementing increasingly more complicated and foreign technolo-
gies and by deliberately exploiting uncertainty. Since routine practices
must be achieved in these settings, “scientific practice [still] entails the
confrontation and negotiation of utter confusion”® That is, clinicians’
and researchers’ “deployment of uncertainty is reflexively implicated in
bio-clinical collectives” search for rules and conventions, and that the
collective production of uncertainty is in fact central to the ‘knowledge
machinery’ of regulatory objectivity.”” Trust was also employed; trust
in their expertise and team approach. In practice, forgetful individu-
als become patients through mechanisms of technoscience, or medical
guidelines and technologies, which quantify deficit and establish param-
eters of normalcy. This chapter will trace the clinical process of making
what is perceived institutionally as biographical nonsense into biomedi-
cal sense and the strategic employment of trust and uncertainty in that
quest.

How clinicians conceptualize illness has important ramifications for
both the delivery of medical care and its experience by so-called pa-
tients.'® Perceptions about AD, and how it is subsequently reacted to,
managed, and both objectified/subjectified are highlighted to demon-
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strate how medicine is caught up in and driven by its own developments.
Following historian of science Peter Keating and sociologist Alberto
Cambrioso, who characterized contemporary biomedicine as a bioclini-
cal hybrid intricately linking basic science and clinical care (i.e., bench
and bedside),"" this chapter shows how people seeking evaluation be-
come hybrid patients/research subjects upon entering these memory
centers. Uncovering the mechanisms through which the legitimacy and
authority of medical knowledge and practice regarding memory are or-
ganized and substantiated in practice despite numerous points of po-
tential resistance demonstrates the work that must be done to achieve
this end.

Neurology and Psychiatry: Never the Twain Shall Meet?

The state-of-the-science on Alzheimer’s disease is defined at the inter-
section of the fields of neurology and psychiatry. The neuropathology of
AD results in an inability to definitively diagnose premortem. Instead,
examination of brain tissue upon autopsy locates and quantifies the
characteristic plaques and tangles containing amyloid and tau proteins.
Although brain biopsies were performed in the 1960s, the efficacy of
these procedures was low and they have since almost completely ceased.
Lumbar punctures are performed in rare cases, but the potential for
error prevents the procedure from gaining much popularity with the
general public. In practice, clinical distinctions were historically made
between probable AD and the somewhat more tentative possible AD;
to date there remains no definitive diagnosis except upon autopsy.
The struggles to manage such clinical ambivalence have implications
not only for the disciplines involved in diagnosing memory loss and a
pharmaceutical industry eager to find treatment options but also, and
more concretely, for all people diagnosed now or in the near future. The
resultant implications for potential patients are ultimately remarkably
similar in both the neurologic and psychiatric models observed in this
study. Disciplinary ways of knowing, diagnosing, and treating demen-
tia require the employment of various techniques and technologies in
evaluating potential patients.

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

CONSTRUCTING FACTS IN CLINICAL PRACTICE | 53

The Brain Clinic and the Health Center

Although the data presented in this and the following chapters will
reveal significant similarities in clinical practice and patient experiences
of the diagnostic process of memory loss, there are at least three impor-
tant differences between what I am referring to as the Brain Clinic and
the Health Center: the history, including the disciplinary background
and center affiliations; the context, including the physical settings and
the geographic regions; and the culture, including the perception of
patients and types of interactions. Specifically, the Brain Clinic exudes a
lively, almost frenetic, feel that contrasts sharply with the leisurely ambi-
ance at the Health Center. It is noisy and people are rushing around,
whereas few are present at the Health Center at any given time and its
nearly abandoned halls are silent. There is also a sense of high-tech
and cutting-edge science at the Brain Clinic whereas the Health Center
has more of a feeling of empathy and interpersonal relationships and
does not suggest the fervor of science-in-action. The Brain Clinic staff
appeared more stereotypically professional and the environment was
more sterile than the laidback and personalized setting of the Health
Center.

To medical sociology, factors such as history, context, and culture
matter insofar as they constitute what could be conceived of as the phi-
losophy of a given site. My use of culture intends to acknowledge that
there are, in addition to daily practices, standard ways of doing things
within organizations (i.e., formal protocol and informal belief systems
are often shared in common). In particular, in this study these factors
affected how the diagnosis was delivered, the treatment options offered,
and the ways in which the prognosis and the future were presented.

As a result of the historical, contextual, and cultural dynamics within
the two centers,'” one painted a picture of a progressive, terminal ill-
ness, an emerging science, and a need for continual medical supervision,
while the other addressed how to continue living—even with increasing
decline—despite the newly acquired condition.

As the Brain Clinic saw most patients exclusively for diagnosis, talk
of the therapeutic future was glaringly missing (except to consult their
primary care physician). The exchange typically ended upon diagno-
sis, as would be expected of any specialty referral, despite the gravity of
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the news being delivered. The Health Center, in contrast, began a rela-
tionship with patients upon diagnosis by encouraging them to continue
coming to them for follow-up appointments and to partake in support
groups recommended by the center. Importantly, this also involved re-
cruitment into research studies, including individuals diagnosed with
no cognitive impairment who would be given information for or en-
rolled into normal aging studies or as control groups in memory studies.

In conclusion, rather than aiming to compare neurology and psychia-
try to decide which discipline was better in certain areas, I will dem-
onstrate the ways in which social structures, or institutional dynamics,
affect clinical evaluation within a given context. Factors such as history,
context, and culture matter in the clinical practice of diagnosing mem-
ory loss in that they have tangible consequences for the people seeking
their services. Although these sites vary considerably in these areas, the
remainder of this chapter will depict how the resultant experiences of
the process are in reality remarkably similar for potential patients.'* For
this reason, the disciplines of neurology and psychiatry are conceptu-
alized from here on as creating similar conditions for people seeking
cognitive evaluation for their memory at specialty centers.

Shared Biomedical Principles

The disciplinary perspectives theoretically vary according to the respec-
tive approaches taken on dementia—neurology offers the hope for
a cure to ameliorate the devastation brought by Alzheimer’, whereas
psychiatry largely purports to enhance the resources to help people live
with the condition. Despite such different approaches, my data reveal
these are relatively inconsequential in the overall process of diagnosis at
both locations. Whether the unit of analysis is the disease process or the
person with a chronic illness does depend upon disciplinary practice,
however. The view of memory loss as a disease or a chronic illness, a
focus on the brain or the person, affects the clinical treatment options
distinct from the diagnostic process itself. Tracing the larger concep-
tualization of normal memory and aging and subsequent practices of
diagnosing pathology within these disciplines fosters an analysis of the
conditions in which diagnoses of Alzheimer’s disease or mild cognitive
impairment are constructed and rendered.

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

CONSTRUCTING FACTS IN CLINICAL PRACTICE | 55

Ultimately, the processes through which people become dementia
patients at both centers can be characterized by three common com-
ponents, including compiling evidence, constructing a diagnosis, and
rendering a diagnosis. This is largely the result of three underlying
assumptions shared by both centers regarding the clinical objectives
in dementia care, including the need for standardized protocol, the
questionable competence of patients, and the importance of patient
management. In general, the processes whereby individuals seek-
ing examination of their memory are transformed from potential
patients to patients commences with some common fundamental
assumptions.

Cultural and disciplinary presumptions are routinely, if unwittingly,
integrated into the diagnostic process at both sites.'* These hidden biases
affect the identification, delivery, and treatment of people with memory
loss. The assumptions upon which clinical objectives and practices for
diagnosing memory loss are based presuppose that standardized pro-
tocol and interactions are essential, and that patients are incompetent
and thus require clinical management. These convictions underlie each
of the three components involved in the diagnostic process and signifi-
cantly inform clinical impressions at both centers.

First, since at least the early 1990s evidence-based medicine (EBM),
or the reliance on current scientific knowledge bases to make decisions,
has been embraced as an attempt to standardize clinical care."®> While
in theory EBM provides clinicians with the ability to follow standard
protocol, in reality it generates multiple interpretations and new con-
tingencies for practitioners. Accordingly, clinical uncertainty must be
systematically managed during the medical socialization process. Clini-
cians are driven by a need for precise information with which to make
a diagnosis, since the diligent procurement of information relevant to
making an accurate diagnosis is the hallmark of clinical practice. For
both theoretical and practical purposes, such information is thought to
be best attained via standardized procedures for collecting and quantify-
ing the data.'® Maya Holmes and Seth Ponte, while pursing joint MD/
PhDs in medical anthropology, found that the systematic processes of
standardization, namely the so-called problem-oriented medical record,
were essential tools for managing uncertainty in the process of con-
structing a clinical diagnosis.'” For example, following uniform protocol
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both expedites the process of fact gathering and allows for a linear com-
parison of all patients. In this way, employing standardized practices and
clinical judgment to determine the relevance of the data presented pre-
vents potential patients from straying too far off topic while also provid-
ing space for generalized assessment across patients who may otherwise
be very different. Sociologist Nancy Davenport’s ethnographic study of a
family practice team on an in-patient ward echoes many of Holmes and
Ponte’s findings by showing that residents are taught the act of narrative
storytelling, whereby “narrative templates” are used “in a process that
is routine, habitual, and iterative,” with the ultimate goal of “building a
patient story”*® Sociologist Carol Heimer has talked about this process
as the difference between the clinical need for generalizable “cases” and
individual expressions of subjective “biographies”*’

The primary clinical objective of accurately diagnosing memory loss
is also based on a second assumption regarding the perceived status of
the person seeking a diagnosis. There is a presumption that patients are
incompetent since they are seeking medical evaluation for memory loss.
The standard patient presentation, which some argue operates as a disci-
plinary technology to manage uncertainty in clinical decision making,*°
is especially suspect when patients are recognized as cognitively im-
paired. By definition, then, clinical impression reveals cognitive biases*'
that assume that potential patients are unable to participate in an accept-
able manner due to cognitive deficits. This is clearly demonstrated in the
value ascribed to “informant” reports at both sites:

I am [in the informant interview] trying to get some information from
the family about their observation and changes, and trying to get some
information about who this person [the patient] was pre-morbidly. A nice
baseline. What their kind of personality was and their cognitive strengths
and such, and then trying to see how they’ve changed. If there has been a
significant change in . . . their condition, if there is an undetected condi-
tion going on. (Clinical Nurse Specialist)

Particular weight was given to whether or not the potential patient was
capable of accurately recounting events; that is, whether their stories
could be trusted. For example, “Her [the patients] story really wasn’t
corroborated by her husband. He recognized far more impairment”
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(Registered Nurse), and “He [the patient] doesn’t really sound like a
good historian, what did the informant report?” (Neuropsychiatrist).
Thus, due to the assumption of patient incompetence, informant
reports are used to corroborate the stories told (of the existence, dura-
tion, and severity of symptoms) by patients themselves and establish a
view of individuals seeking a cognitive workup whereby personhood
is suspect a priori. As we see, in the event of any discrepancy or if the
potential patient is not deemed reliable, informants’ renditions reign
supreme.

Presumed patient incompetence necessitates patient management,
the third assumption. The strategies used to accomplish this task are at
the core of the diagnostic process; managing patients serves a multitude
of purposes. Clinicians need to maintain order and perform the tasks
necessary to the diagnostic process as proficiently and expediently as
possible. The most efficacious means to ensure high quality, standard
practice is allegedly through strict patient management. Since patients
whose competence is questioned are believed to require additional su-
pervision, potential patients must be coerced by clinicians into following
the stated objectives of the clinic. By establishing the rules for participat-
ing in the medical encounter, managing patients is at the core of making
a diagnosis. These institutional conditions produce potential patients
and begin the process of patientization for those seeking medical atten-
tion for their memory.

Each of these three assumptions situates clinicians in a position of
expert authority over potential patients and their families. As such, cli-
nicians become the arbiters of truth. The standardized routine of the
medical encounter dictates a prescribed set of regulations that are unlike
everyday interactions, thus ensuring that (only relevant) information is
garnered as efficiently as possible. The clinicians are the conductors of
this ritual and determine the speed and tone of the interaction. The as-
sumptions of incompetence have obvious ramifications for the status of
those with memory loss. Such stereotypes infantilize potential patients
and engender assumptions of their alleged neediness. The perceived
need to manage patients is fueled by both of the previous assumptions.
If patients must be managed, then clinicians are positioned to perform
this role with help from the structural dynamics of medical encounters,
primarily the problem-oriented medical record.*?
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The data presented below will demonstrate how the clinical aims of
these two sites are also quite similar. In particular, a shared logic infuses
the basic processes of compiling evidence, constructing a diagnosis, and
rendering a diagnosis at the centers.

Compiling the Evidence

At both sites, the primary objective of the clinical interaction with peo-
ple seeking medical attention for memory loss and their loved ones was
to elicit from potential patients and their families all the information
deemed clinically relevant to determining a diagnosis. In general, the
intake information at both centers includes (to a greater or lesser extent)
a family and medical history from the potential patient, a physical/neu-
rological examination, neuropsychological testing, and an informant
interview with any family member(s) present. These data are taken as
the evidence upon which a diagnosis can be constructed.

Potential patients’ initial contact at the neurology clinic was with a
male medical resident, typically in his late-20s to mid-3o0s, doing his
neurology rotation. The process of the history and physical (H&P) takes
approximately an hour and includes first noted symptom(s), past medi-
cal history, familial medical history, medication history, and various
neurological inquiries to detect (or preclude) other disorders. A general
physical exam measures health status, reflexes, coordination, and flex-
ibility. After this, a neuropsychologist administers an hour-long battery
of tests on verbal, visual-spatial, semantic, and global memory function-
ing. This process was so uniform that I observed few divergences from
the script in the almost fifty cases I attended despite different clinicians
and patients (i.e., the battery of tests is linear in presentation). Simulta-
neously, the nurse met with any family or friends who accompanied the
patient to discern onset, first symptom(s), and rate of decline. This typi-
cally lasted an hour and included proxy reports of the patient’s cognitive
functioning, mood, and activities of daily living (ADLs).

At the psychiatry clinic, the initial contact was with a female clini-
cal research coordinator in her twenties. Demographic data were col-
lected, study consent obtained, and information regarding where the
results were to be sent was gathered in the first thirty minutes. Then the
clinician (an RN, a psychiatrist, or a clinical psychologist, all females
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in their 30s to 50s) brought the informant into her office while the po-
tential patient was getting a CT scan and lab work done. The clinician
talked with the informant to elicit what was going on with the potential
patient and why they had come into the clinic. This interview lasted
approximately thirty minutes and established what was referred to as a
clinical impression using the family member/friend as a proxy. Then the
clinician conducted the same interview, often lasting thirty-five to forty-
five minutes, with the potential patient. On occasion, this procedure in-
volved some components of a physical and/or neurological examination
but this was not standard practice (and was rarely observed except with
the neuropsychiatrist). The potential patient typically went back to see
the research assistant to take the majority of the neuropsych tests. In
some cases, the clinician conducted the neuropsych battery herself but
the nuts and bolts were commonly collected by the research assistant.

Since AD remains a diagnosis of exclusion, both sites focused largely
on eliminating other potentially treatable/ nonprogressive conditions
that could be causing the memory loss, specifically psychiatric syn-
dromes, Parkinsonisms, vitamin deficiencies, overmedication, strokes,
and age-related memory loss. In formulating the exact type of dementia,
clinicians were aiming to rule out vascular, depressive, and pseudode-
mentias. For example, the following quotes were typical at the neurol-
ogy clinic: “A lot of what we [clinicians] do is eliminating other things
it [memory loss] could be” (Resident Neurologist); “We look at all the
other possibilities, other dementias, strokes, depression, medication in-
teractions, metabolic deficiencies et cetera to make sure there are not
other causes” (Neurologist); “There’s nothing to help us think this isn’t
AD-like” (Neurologist); and “With the non-AD dementias, you can
tell a lot by looking for Parkinsonisms and ruling them out” (Resident
Neurologist).

Likewise, clinicians at the psychiatric site expressed similar senti-
ments: “Any system that goes awry can cause memory trouble” (Clinical
Nurse Specialist); and “It’s [sleeping medication dosage] a lot and it’s
definitely going to affect a person’s memory, probably more likely if you
are older. This is not the dose you would give if you just wanted to help
somebody get to sleep” (Psychiatrist).

Yet certain information more clearly signaled a diagnosis of mem-
ory disease. Increased age and a family history of dementia, the best-
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established risk factors, were seen as particular indicators that a person
likely had abnormal, or non-age related, memory loss: “He’s very young
[55 years old] and things causing memory loss, like AD, are unlikely.
It’s not impossible, but it’s so rare” (Neurologist); “She’s 80, it's not MCI
[it's AD]” (Neurologist); “If you guess AD in a 75-80 year old person
you're probably right without knowing anything else” (Neurologist); and
“There is a very strong family history of AD. What a consolation. Next
patient!” (Neurologist).

Lingering symptoms, a slow rate of progression, decreases in daily
functioning, complaints of predominantly short-term memory loss,
and change in weight/appetite were the signposts clinicians expected
to see with typical AD: “Dementia is an impairment of daily function”
(Psychiatrist); “From a cognitive perspective, AD is slow progressing”
(Neurologist); “We often hear people forget that they ate. Forgetting is
part of the problem. We do hear this with AD ... some people lose their
appetite for unknown reasons” (Neurologist); “Things are really falling
apart around her. This is not subtle, from what I'm hearing, it affects
her well-being” (Neurologist), and “Whatever’s going on, he’s not fail-
ing. He is just noticing problems. He is not at a stage of dementia yet”
(Neurologist).

Specific examples of memory loss, such as repetitive questioning, in-
ability to remember common words, missed appointments, or difficulty
learning new things, were also seen as indicative of an imminent AD/
MCI diagnosis. The telltale signal was a change from prior functioning:
“The triggers are if they can’t do something that they could in the past”
(Neurologist); and “Explain any changes, with examples, in your brother
and why you are at the clinic [today]” (Psychiatrist).

The level of functional ability or impairment was another important
variable in the diagnostic equation. In particular, changes in ability to
perform day-to-day tasks such as cooking, doing finances, or keeping
appointments were key indicators obtained from potential patients and
their families. Probes such as “Does your memory interfere with your
daily living?” or “Is there anything you can no longer do?” were standard
at both sites.

On the neuropsych testing, people with AD were expected to do
poorly on certain tasks, including naming animals, listing D words,
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performing calculations, drawing intersecting pentagons, the memory
questions on the mini-mental state examination, and abstract reason-
ing. During the team meetings to determine diagnosis, the following
statements were common across sites:

This is characteristic ADish distortion [holds up drawing of clock].
(Neuropsychiatrist)

This is an early AD drawing [holds up picture of shapes that are slanted,
smaller]. (Neurologist)

It’s garden variety AD. He's totally disoriented. It was hard to get him to
concentrate. (Clinical Psychologist)

This is a memory-dominant picture. (Neurologist)

Cues won't help with AD. The word was lost in the process of storing
information. (Neuropsychiatrist)

Related to eliciting information, another clinical objective was to
measure decline, achieved by examining the information collected from
potential patients and their family member(s) and comparing them with
other clinical and empirical data (e.g., averages for age or education).
Symptoms were ranked to establish that they surpassed the threshold
beyond which was deemed normal. The clinical intention was to dem-
onstrate pathology; a diagnosis could not be made without such evi-
dence. The following excerpts were typical:

Basically you come here for two things: to find out “Is there a problem?”
to get an objective observation of what is going on with your mom. If
there is, we try to find out how severe it is and in what areas. Then we try
to figure out what the cause is. (Psychiatrist)

Whether it’s serious or not, the most important thing [for making a di-

agnosis] is what injuries—where we know the name and what it looks
like—that can be traced, are visible, when we evaluate. (Neurologist)

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

62 | CONSTRUCTING FACTS IN CLINICAL PRACTICE

The process of collecting data focused primarily on eliciting relevant
evidence in a systematic fashion and quantifying deficit in an effort to
demarcate any departure from normalcy and justify the medical man-
agement of so-called cognitively impaired individuals by assigning a
diagnosis.

Constructing a Diagnosis

Both centers purported a multidisciplinary or team approach to con-
structing a diagnosis. If the employment of the notion of consensus
is arguably a management strategy—the proverbial “them” as expert
versus “us” as patients scenario—then it is no surprise that both cen-
ters boasted a team orientation to enlist trust. The following framings
were common: “We think people get the best care by having this team
approach” (Neurologist); “We really go for a team approach here and we
aim to get a whole bunch of minds together on this and not just have one
perspective” (Neurologist); and “We really bring everyone together to
talk about what is going on so not just one person is making the decision
[of what diagnosis to give]” (Registered Nurse). More elaborate explana-
tions were also observed:

The primary purpose [of the team meetings] is teaching but there are
other purposes too: 1) to be able to quickly evaluate the data, 2) having
all the disciplines available at once, 3) it puts the NP [neuropsych testing]
into context quickly, which heightens efficiency, and 4) it streamlines the
diagnostic process. (Neurologist)

One of the strengths of these centers like [ours] is that we have a consen-
sus diagnosis so it is not just one person doing it but a team. We all vote
on it and if we all agree we give that diagnosis and if we don’t then we
figure out what needs to be done to reevaluate. (Psychiatrist)

The objective at this stage of the process was to screen for relevant
facts from all the information gathered and situate patient deficits into
preformed clinical categories. Naming symptoms fits cases into preex-
isting classifications that clinicians were able to understand and treat
since putting a medical label on it meant looking for certain symptoms.
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Consequently, this also served to enhance the robustness of the original
categories themselves and reinforce their utility.**

As with compiling evidence, constructing a diagnosis assumed pa-
tient incompetence and the need for patient management. This was
supported by the significance clinicians assigned to the informant in-
terviews when determining the etiology of a given set of symptoms. Po-
tential patients embarked on their career as patients, unbeknownst to
them, during the assignment of medical labels occurring at this point in
the process. Patients allegedly needed management because they were
perceived to require coercion in availing themselves of treatments, to be
deficient by definition, and to need increasing help in the future. As the
following chapter details, for those people receiving a diagnosis of AD/
MCI, the first step in the process of adopting Alzheimer’s as an identity
coincided with the ascribed medical classification and the subsequent
commencing of patienthood.

Despite the shared trope of team meetings and the extensive editing
of biographical stories into medical facts performed by clinicians, there
were important differences in the construction of diagnoses at the neu-
rology and psychiatry centers, including both the formal and informal
procedures involved in rendering a diagnosis at the two sites and the
roles of medication, the brain, and the mini-mental state examination
(MMSE) in making a decision.

First, the objective of the meetings varied between the centers. Both
models were invested in presenting their diagnostic process as a collab-
orative effort—as the gold standard of specialty clinics—despite the fact
that, in practice, there was essentially one key figure during the meetings
at each site and significant variation between the centers in the proceed-
ings themselves. Specifically, the neurological model utilized what they
called their team meeting as a teaching session and, like grand rounds,
it was not uncommon for literature to be cited, drawings to be put on
the board, or discussions regarding classification systems and etiology
to emerge. The attending neurologists (or neuropsychologists, to a lesser
extent) made the following remarks:

So ifin a three-year study you measured hippocampal volume at time zero

and then looked at hippocampal volume on placebo versus Aricept, then
I think you might be able to say something about pathologic progression.
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This recent study at Columbia by Yakoff-Stern looked at blood flow by
education—MMSE-matched—and found hypoprofusion in the highly
educated. They can compensate on the testing we give them.

Observational and retrospective studies show all cognitive functioning is
better if you're on Statins approximately 10 years.

Christine Yaffe has shown that although ERT [estrogen replacement ther-
apy] is a good growth factor, if you already have AD it doesn’t work. It
may delay onset, but it’s not retrospective.

If you go long enough and your plasticity declines, everyone will have it
eventually, and maybe there is some subclinical pathology that is there
your whole life and kids would have Alzheimer’s disease if they didn't
have the brain plasticity that they do.

In fact, the entire process simulated playing a game or solving a puzzle.
In concert with the ethos of teaching, the main objective of the team
meeting was to formulate a differential diagnosis, including all pos-
sible conditions involved. Reminiscent of what Holmes and Ponte, as
medical residents themselves, referred to as a mechanism for the “con-
struction of a coherent narrative structure in which chaotic experiences
are reorganized and reinterpreted to fit neatly into a linear plot with a
predictable ending,’** or what Davenport refers to as diagnostic story-
telling, the procedure was relatively standard for every case and relied
on involvement from all the clinicians present. The following exchanges
were common: “So, I think AD is still at the top of the [differential] list.
She could have LB, maybe regular PD on top of LB”; and “He’s got a lot
of FTD flavor. I think we all sort of lean toward FTD.?* Anyone think
it's Alzheimer’s with a lot of frontal? I think we need to keep it on the
differential.” More ostensibly teaching focused interactions were also
observed:

What might cause dementia? With these caveats? What other diseases
cause dementia? [Long pause] So the differential diagnosis includes AD,
LBD, VaD, CBD, PSP, MSA, and maybe depression.’® The caveats are the
tremor, the rapid change, and her gait.
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I'm bouncing around between PSP, vascular, and LBD. The testing goes
against LBD. She has little amnestic (memory) problems. It is not PSP
neuropsychologically. Maybe it is some PD and AD.

ATTENDING NEUROLOGIST: So the differential?

RESIDENT: I was wondering if it's dementia?

ATTENDING NEUROLOGIST: Yeah, but what’s one other thought? Is
there another dementia that you can think of that tends to present a
lot of visual spatial trouble? Let’s say he’s kind of a little more Parkin-
sonian than MCI on exam today.

RESIDENT: I don't think that Lewy-body has that much visual spatial.

ATTENDING NEUROLOGIST: It does. So Lewy-body . . . He definitely
wouldn’t even meet possible criteria nevertheless, when you get this
feel for . . . and Lewy-body, among all these disorders, I think is the
least well-defined. The clinical criteria are the least useful.

RESIDENT: Is it possible that it is Alzheimer’s?

ATTENDING NEUROLOGIST: I think so. I think that’s what I would
call it.

Formally, the patient had at least three people speaking on her/his case,
presenting the so-called facts (or translating the biography into biology)
to the attending neurologist who had yet to meet either the patient or
the family. As the final quote shows, the attending neurologist teaches or
leads residents to the desired end through “narrative templates.””” While
each team member reported his or her findings, the attending neurolo-
gist copied down all the information he deemed significant for making
a diagnosis. The attending physicians presented a unified front as the
cornerstone of specialty clinics:

We see patients in teams that consists of a nurse, who spends a lot of time
with the family thinking about what the family has noticed about the per-
son, whether they feel the disease has been superimposed on that person,
they also get quantitative information on the personality, on the function
of day to day life, and make sure that we get good information from all
the sources we are hoping to get, so other physicians and other data.

The second part of our team is a resident physician—neurologist, psy-
chiatrist, geriatrician or sometimes internists—and they go through the
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functional complaint with the patient and often the family as well, they
think about medical issues, superimposed medical problems, superim-
posed psychiatric problems, they think about metabolic status, is there
a deficiency in sodium, thyroid, these sorts of things. They think about
whether there’s some sort of reversible factor that may not be related to
the memory problem as a degenerative dementia. And they do the his-
tory and also go through the medications and also do a neurologic and a
general medical exam. And then there’s a third part of the team which is
the neuropsychology team which does neuropsychological testing and it
also probes for mood, depression, things like that.

After these three groups have met with the patient we sit together and
think about the problem, think about what the disease is, what we need
to do to confirm that, how would we treat, whether we should or not, try
to decide whether we are going to reassure people by saying we think
things are okay, whether we think we need to follow them, or whether we
think we need to intervene in some way.

In this manner, the construction of a diagnosis was presented as an
interactive, negotiated conversation between all the clinicians present.
While intended to be a multidisciplinary process of learning and men-
toring, the emphasis on empirical research (evidence-based medicine)
meant that the attending neurologists were ultimately the arbiters. These
team meetings allocated approximately one hour for each patient and
were on the same day as the evaluation.

The psychiatric clinic, in contrast, held weekly team meetings for
consensus diagnosis of all patients seen that week. Attendees included
the director of psychiatry,*® three to four clinicians, the three clinical
research coordinators, and three to four research staff. The potential pa-
tient and his/her family left after the administration of the tests and a
“family conference” was scheduled for approximately two weeks from
the screening date, to render the results. While the research coordina-
tors typically played a central role in administering the cognitive tests,
the clinician who saw the potential patient and conducted the evalua-
tion was the only individual who spoke on the case at the team meeting.
The presenting clinician read from the typed handout she had prepared
and circulated to all attendees in advance. She went over the age, race,
and marital status of the patient and noted the source of the informa-
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tion (e.g., medical chart, patient, informant, etc.). Then she reviewed
the “history of presenting illness,” stating onset, duration, and concrete
examples of memory loss. Next, she discussed past medical history,
medications, social and family histories, and any psychiatric conditions.
Then she read her dictation on the neurological exam, the lab results
(noting any abnormalities), and CT scan results (if available; often they
were not).

Next, she presented the findings of the neuropsychological exam,
again highlighting areas of deficit and comparing the potential patient
to previously calculated averages for the age group and education level
of the person being tested. Finally, the director of the clinic called any
clinicians present to vote on the diagnosis and each of three to four cli-
nicians stated what they saw as the primary syndrome (e.g., dementia),
causal factors (e.g., AD, cardiovascular disease, PD), and primary diag-
nosis (e.g., “probable” or “possible” AD).

At the Health Center, the consensus diagnosis meeting was con-
ducted more like a business meeting and was far more scripted with the
one clinician who saw the patient reading—typically verbatim—a one-
to two-page summary of all the data evaluated. It was far more system-
atic and less interactional with the clinical ethos of standardization more
visible than at the neurology clinic. Frankly, it was difficult to discern
how the process would have been any different had the correspondence
taken place via email or the summaries left in clinicians’ mailboxes sim-
ply led to voting. What was touted as a democratic process in practice
more closely resembled an autocratic one whereby a single clinician in-
terpreted and presented all the data. Each of the three to four clinicians
voted on the diagnosis and I never observed any disagreement between
them. The tallied results yielded a diagnosis without discussion. As a
result, the psychiatric diagnosis meeting allotted approximately fifteen
to twenty minutes per patient. So, while both sites touted a team ap-
proach relying on interdisciplinary expertise, in reality this amounted
to little more than a trope, as both the Brain Clinic and Health Center
essentially had one key player (attending neurologist and presenting cli-
nician, respectively).

The role of medications was another important departure between
the two models. The neurology center routinely recommended a phar-
macological treatment (Aricept) for everyone receiving a diagnosis. The
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notion that people with dementia deserve medications and should be
adequately aided in that process was central to attending neurologists’
framing: “He deserves whatever treatment is available. He deserves Ari-
cept,” “She deserves Aricept. . . . It’s good, overall, on the average patient,
so we have to try it,” and “So, she deserves Aricept and Vitamin E”

There was also an explicit sense from the attending neurologists that
the actual diagnosis mattered very little in terms of treatment as many
dementias are prescribed the same medications: “In the end, wed treat
it [AD or Lewy-body disease] the same way either way,” “The treatment
[Aricept] is appropriate either way [for AD, LBD, or mild dementia]
“All these [LBD, PD, AD, VaD] get the same treatment,” and “So let’s
say that we decide that she definitely has early Alzheimer’s disease. The
course would be the thing. . . . It almost doesn’t matter if we decide that
she has AD today. Wed still do the same things.” In this way, the neurol-
ogy center’s primary intervention revolved around medications. A major
structural difference between the clinics was that the psychiatry site was
not a primary care center and thus not allowed to prescribe medica-
tions despite the ability of some staff to do so. Since the local context
of the psychiatry center prevented a focus on prescribing medications,
although recommendations were made to the referring physician, medi-
cation regimens, side effects, and expectations were rarely topics of dis-
cussion. Instead, far more attention was directed at postdiagnostic care
and services.

The third difference was the centrality of the brain or the mind at the
sites. In concert with localization theory that permeates modern medi-
cal approaches to AD,* the regions of impairment were central iden-
tifying markers of diagnostic categorization at the Brain Clinic. Visual
representations of the brain and links between symptoms and location
within the brain, including comments such as “AD effects parietal tem-
poral a lot,” or “Injury to the frontal lobes equals memory problems”
were regularly employed at the neurology center. For example, “A lot of
diseases affecting the brain make you look like this. For the most part,
if I had to localize it, I'd say frontal problems,” “We’re seeing some right
parietal, some right hippocampal, not much left parietal or temporal,”
and “Memory doesn’t have to be hippocampal for clinical memory loss.
The other anatomical location is frontal”

»
>
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Visually displaying scans for the team to view was the rule, not an ex-
ception; I did not observe a single meeting where an MRI image was not
available. After the clinicians presented their reports and the diagnosis
was decided upon, everyone would stand around while the attending
neurologist and the residents pointed out atrophy, white matter, lacu-
nae, and any signs of possible strokes, commenting: “That’s not as much
atrophy as I expected from the testing,” “She’s even less preserved than I
thought shed be,” or “Look at all that white matter disease in the hippo-
campal region.” Such emphasis on scans demonstrates how the everyday
work practices of clinicians reinforce MRI technology and imaging rou-
tines, as outlined by sociologist Kelly Joyce,* and reflects the contem-
porary preoccupation with being able to “picture” or make visible that
Joseph Dumit argues such technologies offer.**

For neurology, not surprisingly, the brain played an integral role in
the diagnosing of memory loss. In fact, the cerebral cortex—and its vari-
ous occipital, parietal, temporal, limbic, and frontal lobes—was the pri-
mary unit of analysis. The site of etiology is a telltale factor in diagnosing
various forms of dementia. The neuroanatomy relevant to localizing and
diagnosing Alzheimer’s includes primarily the back of the brain (the oc-
cipital lobe), which processes visual information such as recognition,
and the top right quadrant (the temporal lobe), storing the hippocam-
pus, which has a role in memory and emotion processing. Thus, cases of
AD were ostensibly “discovered” when imaging scans revealed atrophy
in the hippocampus and/or the temporal domains. The scans were also
used to legitimate diagnosis. As one neurologist put it, “They [MRIs]
make me feel better [about making a diagnosis].” Cultural narratives in
the media, popular science, and hospitals that suggest that MRI images
provide unbiased knowledge and thus reveal the truth about the health
of a person’s body, erase how doctors use medical images in conjunction
with other tests to make sense of a potential patient’s situation.**

In practice, the neurology clinic utilized MRI and occasionally a PET/
SPECT scan taken in advance, brought to the appointment, and inter-
preted on-site at the time of the visit; whereas the psychiatry clinic pri-
marily employed CT scans, which involved a printout of lab-interpreted
impressions (which allowed little room for clinical judgment) typically
not available at the team meeting. At the psychiatric clinic, however,
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not only were there no discussions about the specific sites of pathology,
but little was mentioned at all regarding imaging in particular, or the
brain in general. Thus, as the neurologists aimed to advance the disease
classification of AD and MCI, they had significant power as instillers of
scientific knowledge.

The results of the copious randomized clinical trials (RCTs) conducted
at the centers also directly informed both the practices adhered to and
the information relayed to people seeking evaluation at the clinics. These
trials had varying effects on both scientific advancement and phenom-
enological experiences for individuals with memory loss. The psychiatric
clinic, which focused squarely on the mind, was far less involved in the
taxonomy of memory loss or the certainty of the diagnosis itself. Rather
it focused on studies regarding healthy aging, sleep patterns, caregiver
health, and clinical assessments, as well as follow-up care and meeting
the psychosocial needs of a clientele who were likely to be given a diag-
nosis with serious emotional, financial, and social ramifications.

Lastly, when constructing a diagnosis, both sites employed various
allegedly objective tests to demarcate seemingly arbitrary points beyond
which memory loss was deemed pathological. At the neurological cen-
ter, the mini-mental state examination (MMSE) was framed as the gold
standard of global memory functioning upon which to evaluate cogni-
tive impairment: “The MMSE gives a nice thumbnail sketch which is
widely known, easily translated to others [read, nonspecialists]. It is a
way to talk about cognitive function in a broad sense.” After hearing
the presentation of the history and physical, the attending neurologist
would typically ask each person to make a guess as to the MMSE score
before hearing the result of the neuropsych tests: “Who wants to guess
this guy’s MMSE?” or “Does anyone want to take a stab at her MMSE
score?”

The MMSE was clearly not seen as an infallible measure nor was it
the deciding factor in any case. In fact, such efforts at guessing the score
were often by way of testing the efficacy of the measure against clinical
impression, which was deemed more reliable than neuropsych testing
(by the dominant neurological paradigm of this site at least). Conse-
quently, neurologists routinely made comments such as, “I'd just throw
it out. I don't think it tells us much. I think it’s a classic example of how
the mini-mental can really just not be down the right road,” “The results
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from any one trial are only as good as the one trial,” or “I wouldn’t put
too much emphasis on any one set of tests. This may just be a base-
line” The latter comments also justify the need for continued medical
surveillance.

Not surprisingly, at the neurology center the history and physical/
neurological (H&P) exams were seen as far more crucial in determining
etiology:

There are no neuropsychological criteria for dementia. It’s all the history
because the neuropsych can’t tell you how functionally impaired some-
body is. They can only tell you how they do on the tests.

So I think the H&P I still consider the primary tool. There are several
reasons: obviously, it picks up on a lot of features that the neuropsych
may or may not pick up (like behavioral abnormalities) and it also goes
back much further . . . that is very valuable in helping to narrow down the
diagnosis. So, I think the H&P is certainly and the (neurological) physi-
cal exam obviously is important because there are some kinds of disor-
ders that have various kinds of problems on physical examination others
which don’t have any abnormalities on physical exam. (Neurologist)

This clearly alludes to the hierarchy of disciplines within the Brain
Clinic, wherein neurology dominates.

At the psychiatry center, in contrast, the MMSE rarely came into play
in constructing a diagnosis. It was often not mentioned at all until after
the diagnosis was agreed upon and then it was requested only by the
research staff trying to determine if the person would be eligible for
research participation: “I guess that MMSE disqualifies him for most of
our studies,” “He sounds good for research, what’s his MMSE?” or “Will
she qualify for any studies? What’s the MMSE?”

In the rare cases when a physical examination was done at the Health
Center, it was an extremely abbreviated version. Instead, the focus was
far more on postdiagnosis outcomes, such as “Something I see as a major
part of my role [is] crisis intervention. If someone needs to talk to me, I
want to be available” In some cases, they positioned themselves in con-
trast to the neurological model, “An AD diagnosis is a death sentence.
It’s terrible when people are diagnosed and then left hanging. That’s why
we hesitate to refer people to [a neurology clinic].”
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Thus, the emphasis on measurement validity and discrepancies be-
tween clinical impression and any single test result did not carry the
same sense of urgency at the Health Center as it did at the Brain Clinic.
Nonetheless, clinicians at both sites collected copious amounts of data
and performed exhaustive tests ostensibly to locate the cause of mem-
ory loss. Under this ethos, in the clinical process the patient is, frankly,
a potential disease. The objective of specialty practice appeared to be
to isolate etiology to a specific site using general medical technologies,
or technoscience. That is, the goal is accomplished by using “narrative
templates” to “provide the preliminary structure, the warp and weft, for
building a patient story that holds together long enough to diagnose,
treat, and discharge the patient.”** Beyond concrete procedures, another
primary way both sites constructed a diagnosis was through the rhetoric
of a team meeting where multidisciplinary experts were said to reach
consensus despite the fact that, in reality, one key informant appeared
to control the outcome. The results of these technologies of knowing
were then employed as legitimators of a diagnostic label in the process
of relaying information to those who had been evaluated. That is, I am
arguing that employing the trope of a team approach helped clinicians
at both sites to establish trust and bracket the uncertainty of making a
diagnosis that could only be definitely made postmortem by theoreti-
cally instilling greater confidence in the diagnosis.

Rendering a Diagnosis

After compiling all the evidence perceived to be relevant and subse-
quently constructing a team or consensus diagnosis, both sites followed
a formula for delivering diagnoses to patients and their families that
varied in only minor ways between clinicians or sites. In general, a clear
distinction between normal aging and the pathological, dementing pro-
cess with which the person was being diagnosed was a primary objective
of this component at both centers. Consequently, the belief that patients
require pharmacological treatments or psychosocial interventions to
manage their symptoms and that hope for such treatment exists were
the aims of the Brain Clinic and Health Center, respectively. Further,
due to the downward trajectory presented, both centers encouraged
participation in research. It is at this point that the full incorporation of
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potential patients as patients is realized by clinical standards, and what
Keating and Cambrioso refer to as the hybrid patient/research subject®*
can potentially begin.

As with compiling evidence and constructing a diagnosis, delivering
the diagnosis was based on assumptions of the need for standardization,
patient incompetence, and patients who require management. The latter
two become central when making an AD diagnosis. First, an AD diag-
nosis meant that the family member(s) had become caregivers for the
now bona fide patient (or would in the near future). At this point, much
of the discussion appeared to be aimed at enlisting family members in
the management of patients. Also, due to the legitimization of the pa-
tient’s incompetence via an AD diagnosis (or impending incompetence
in the case of MCI), patients needed to be managed to make sure they
adhered to the treatment regimes and necessary follow-up care required.

At both centers, efforts to differentiate dementing illnesses from the
decline and gradual slowing accompanying the aging process were es-
sential to the process of rendering a diagnosis. Clinicians spoke at length
and with fervor about the importance of understanding the difference
between aging and dementia. Due to current disagreements and previ-
ous conceptualizations of memory loss as a normal part of aging, clini-
cians worked to dispute this connection when giving a diagnosis, saying,
“Memory trouble is abnormal,” or “Alzheimer’s is progressive and so the
decline progresses faster than memory loss.” More explicitly,

What we are talking about it NOT normal aging. When it is severe mem-
ory loss, what we call some form of dementia . . . when it is something like
that it is clearly not normal. Not everyone has these types of experiences
as they get older. (Psychiatrist)

She’s really on the cusp. She’s not that far from normal that PCP/
GPs [primary care providers/general practitioners]—and even some
neurologists—can tell. We used to think this was normal aging, but not
anymore. That’s the way a lot of clinicians see things—and we're trying to
change that. (Neurologist)

Since these clinicians wished to help, they presumably wanted to do
something for the people they were diagnosing. Within allopathic
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medicine, the primary way to do this is by treating the condition with
pharmacotherapy and encouraging continued surveillance. Only if such
individual experiences are found to be clinically pathological can cli-
nicians claim jurisdiction over managing patients. According to such
logic, most of these patients required medical management, especially
since their insight/awareness was suspect:

It will get worse but the bigger question is when. It’s a matter of years, not
months, of progression for you. . .. If anything, you're older than that and
doing quite well. We time it by how well youre doing when we raise the
concern. The clock starts ticking now and it’s hard to say how long it'll
be. (Neurologist)

Both sites employed unequivocal impairment and decline as justifica-
tion for the management of patients who otherwise might not abide by
the appropriate rules of conduct.

As a result of the newly discovered neurodegenerative process under-
lying the patients’ symptoms and behaviors, clinicians at both centers
saw the need for treatments aimed at addressing the problems, includ-
ing pharmacological interventions to stabilize decline (primarily at the
Brain Clinic) and nonpharmacological regimens to decrease further
decay (primarily at the Health Center), and continued medical visits
to document deterioration (at both sites). Emphasis on the notion that
something could be done as a result of the diagnosis, intended to instill
hope (that help is available), was common across sites: “We always start
with Aricept here. I'm optimistic, gung-ho, that we’ll be treating AD
within the next few years” (Neurologist); “As long as you are on some-
thing, that’s the important thing” (Registered Nurse); “If all other things
are being addressed, your memory will be protected. We have limited
control over this but we are doing all we can to help” (Psychiatrist); “We
are optimistic that of all the major diseases, AD might be one we can
treat and even stop” (Neurologist); and “I'm sure in your mind you know
one possibility is Alzheimer’s disease. We can never be sure of that but
it is something and we can try to do things about it if it is that” (Psy-
chiatrist). The correlation between having a neurodegenerative condi-
tion and the need for treatment further reinforced the role of clinicians
in properly managing those being diagnosed. As the experts holding
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the available knowledge (order) within an ambiguous realm (disorder),
clinicians positioned themselves as the beacon of hope during the diag-
nostic disclosure.

It is clearly explained at both centers that although a cure was not a
viable option for people being diagnosed with dementia, finding a cure
and/or living with the condition depended on people like them partici-
pating in clinical research in order to better understand the intricacies
of dementing illnesses. At the very least, they might receive medical
treatments prior to their general availability: “Regarding our clinic, I
really think you should call us periodically and participate in research”
(Psychiatrist); “I really believe in research and I think in this area, people
who participated in research as a group, if you compared them to non-
research, have done much better” (Neurologist); “It’s important that we
follow this closely. Keep in touch with the clinic and get involved in re-
search” (Psychiatrist); and “Our job is to educate you, get you involved
in research or treatment that might help you” (Neurologist). In this way,
clinicians had something to recommend and patients had something
to do to fight against the irreversible process of degeneration, if not for
themselves then for those who would come after them or for the good
of society and/or the advancement of science. In the words of one senior
neurologist, “I think having research options [e.g., drug trials] available
to people gives them hope, gives them a sense that they are participating
in this, not just being a passive observer.”

Despite the clearly shared objectives of distinguishing dementia from
normal aging, their presumed need for treatments, and the making of
patients and research subjects, the difference between the centers was
arguably the largest in the realm of the evaluation process. The presen-
tation of the diagnosis, the recommendations made, and the role of the
person being diagnosed varied considerably between the two sites.

The terminology used to deliver a diagnosis at each center was based
on their respective approaches to constructing diagnoses. Clinicians aim
to identify and eradicate medical conditions. As demonstrated in re-
search on medically uncertain conditions, clinicians are forced to man-
age in different ways when a cure is not available, including by exploiting
the open-endedness of science.> In specialty clinics, the same conscious
employment of ambiguity used in the “collective production” of new
clinical guidelines and standards of approaching AD more broadly’® can
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be said to serve as a mechanism for softening the diagnosis, managing
mixed diagnoses, and encouraging research participation. Although uti-
lized to varying degrees, it was observed most strategically during the
rendering of diagnoses and primarily at the Brain Clinic. These ranged
from vague statements such as “We can't eyeball the hippocampus and
diagnose,” or “Our definitive diagnosis is still clinical—the only way to
know for sure is to take your brain out and put it under a microscope,”
to very detailed explanations:

Once we do tests at autopsy, it’s possible you might have had AD. The best
I can do is give you my best guess, which is not meaningless—it is based
on the tests, exams, etc. Adding it all up, my best guess is that you prob-
ably do have AD, very minor, and only possible AD. There’s no way I can
be sure, but you're having enough trouble to start treatments.

The way we make a diagnosis about these things is to add it all up (from
the neuropsych testing, the H&P, the scan, and our interviews with your
wife)—given what we know—and decide what is probably [emphasis in
the original], say 9o percent or better, going on.

Another noteworthy difference regarding the presentation of the di-
agnosis was the amount of information disclosed to the patient, and in
what format. The neurologists were willing, if hesitant, to withhold the
so-called A word if an informant requested it for fear of “making mom
terribly scared” or “freaking him/her out.” Indeed, it was not uncommon
for an attending neurologist to come in and render a diagnosis without
ever mentioning the word Alzheimer’s, whether or not this was explicitly
requested by an informant. In this way, the neurologists saw their role
as tailoring the diagnosis to each patient/family and utilizing the craft of
“reading the patient.” In particular, the extent of conversation between
the clinician and the patient and use of the term Alzheimer’s or medical
labels more generally differed significantly. The Brain Clinic conducted
the delivery interactively, with both patients and families involved. Thus,
the following queries and introductions were standard practice: “What’s
your agenda today? What are you looking for? What should we tell you
about?” “Tell me the main reason you came here? What’s the biggest
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issue, what would you ideally like us to help you with?” “My job is to ask
you a few questions to hear in your words why you're here and go over
the results of the tests you took and talk about the future” or “Why are
you here today? What has your memory problem changed for you? How
does it affect you?” Subtle inquiries were also observed:

CrINICIAN: Something needs to be talked about. Did [your PCP] talk
about AD?

PoreENTIAL PATIENT: It would be my concern, it’s always important.

Crinic1aN: Did he mention AD?

PoTENTIAL PATIENT: No, if he had I'd probably have fainted.

CriniciaN: Well, it’s our job to talk about it and check it out.

The Health Center, in sharp contrast, was far more prescribed and
impersonal in its diagnostic format. The conversations were similarly
scripted in the process but they seemed more like a business exchange,
which did not vary considerably from diagnosis to diagnosis or between
different conditions. In this way, they matched the professional objective
stance of psychotherapy more generally. These disclosures also ranged
from somewhat vague statements such as “Your [neuropsych] tests with
[the Research Assistant] were really bad, particularly in memory,” or “It’s
[test results] not terrible but you just did not do well on this,” to far more
direct, instructive commentary: “Definitely contact your MD if there
are any changes and come back here for a follow-up and to learn how to
cope with anxiety and stress,” or “There is some dementia and dementia
has some other causes and we've ruled out the other things and it’s prob-
ably of Alzheimer’s pathology”” In the extreme case, they could resemble
a routinized checking of boxes:

CLINICIAN TO SON: So, based on that [results of tests showed pos-
sible AD], I have a check-list I have to cover. First and foremost, con-
tact the Alzheimer’s Association. I know your mom may not need/
want all of this right now but . . . [and she goes over Family Caregiver
Alliance, support groups, Durable Power of Attorney, contacting

her MD, stopping driving, long-term care/day care placement, and
participation in research virtually without pausing for a breath].
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The second factor was the use of medical labels themselves. The issue
of disclosure in dementia has long been a source of intense debate®”
and it is said to parallel past issues in cancer care, whereby an estimated
50 percent of clinicians routinely withhold a dementia diagnosis.*® The
Brain Clinic was very flexible with what and how they would diagnose.
They were involved in a process of reading the potential patients to elicit
what they were looking for and felt it was appropriate to never use the
term Alzheimer’s in some cases. To that end, the diagnosis was posi-
tioned as a skillful negotiation requiring clinical judgment, as for ex-
ample: “You're not doing as well as you should be,” or “You do have some
memory loss and more than is normal for your age. It’s not terrible. But
it’s clearly an abnormality [emphasis in the original].” More elaborate
efforts included:

[On the neuropsych testing] I'd like to see you better on your memory.
There could be lots of reasons for it; ’'m unsure why it’s happening. Some
people have normal aging, some very early AD, some small strokes. We
don’t know yet as much as we should regarding who's who. You don't have
orange flags; your problems are very subtle. We see what you're seeing.
But where you are heading is unclear. I don't think it's AD, if I had to pri-
oritize who I'm most worried about, youd be low on the list.

A similar tone was observed in the team meetings: “We won’t be as opti-
mistic and hopeful here. You couldn’t ask for a more prototypical case
of AD,” and “We’re not allowed to mention the word AD in front of her,
but we should be forward about home modifications, etc”

The Health Center, however, required that everyone be made aware of
their diagnosis and be present for it. For a discipline focused on behav-
ior modifications and a site targeting postdiagnostic services, there were
obvious reasons for their different approach to delivering a diagnosis.
Being aware of the diagnosis was a necessary first step in psychosocial
treatment options, for example. Much of this mimics the disciplinary
patient/therapist relationship of establishing trust and confidentiality
in psychiatry generally: “It is written into our protocol that all patients

» «

must be present for the diagnosis,” “We tell them everything since it

» <«

doesn’t work to have secrets. It is important to establish trust,” “If some-
one doesn’t want the diagnosis disclosed to the patient, then we refer
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them elsewhere,” and “We can do it [family conference] separately, but
we don't feel we can't tell people. They signed a consent and at the end of
the day it is their [emphasis in the original] medical care”

In a similar vein, the family conference was intentionally scheduled
for a few weeks after the testing:

It is a long day and people can barely retain what is said. Plus, the time
gives them a chance to process what has happened, allows for the coor-
dination of as many people as desired at the diagnosis, and makes it a
separate experience from the testing. We encourage people to be available
by phone for them to call because this is a family discussion that needs to
happen and it encourages psychological bonding. This way they all hear
the same thing and they can air any questions or concerns at that time.
(Codirector and RN)

Since such open discourse was necessary to achieving the therapeutic
aims of the Health Center, it is not surprising that nondisclosure was
intolerable in their setting. Without such so-called awareness of diag-
nosis, people would be unable to participate in the endeavors the clinic
hoped to accomplish. The political-moral dimension of this intention
was also a central component to their disclosure practices.

Beyond disclosure, the treatment plan or recommendations made
were the single largest difference between the sites. While both centers
highlighted such things as diet and exercise through comments such as
“Mental and physical exercise helps cognition” (Nurse), “Physical exer-
cise would be helpful. If you're going to do one thing that’s not medicine,
I'd encourage you to do exercise” (Psychiatrist), and “What’s good for
the heart is good for the brain. I think exercise is really important. Of all
the things we do here, we see our best results there” (Neurologist), the
emphasis at the Brain Clinic was squarely on pharmaceutical treatments,
which were framed as at least moderately efficacious in stabilizing de-
cline even for those with MCI. Accordingly, drugs were a way of getting
at neurons: “With Alzheimer’s there are some medicines to help.” More
explicitly hopeful explanations were common:

There is a lot of work around the causes and treatments [of AD] and we've
found there are a lot of options. You're not on any of them . . . . There are
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3 meds if you have memory problems and think it is AD—we can never
be sure—because most people decline and the meds try to stabilize that.
Your memory doesn’t get all better. Maybe people are more alert, focused,
or in a better mood. You'll notice changes. If not, that doesn’t mean it’s
not working. There isn't a downside; there aren't bad side effects, so why
not try it? (Neurologist)

I think because our physicians are kind of on the cutting edge and they
feel that the safety risk is so minimal, and they know that in some of the
animal models it’s been successful, and they are quick to treat. (Clinical
Nurse Specialist)

Aricept makes your thinking more efficient. It’s been proven in studies
to work 1-2 years and there’s no reason to think it stops working then,
there just aren’t any studies done on that yet. We might get even more
meds as you go. It doesn’t completely stave it off —people will get
worse over time. Overall, the meds slow it down. (Neuropsychiatrist)

As MDs used to say, it’s normal aging if you're getting along okay.
Some MDs with expertise say no, youre not supposed to have de-
cline as you age. If we don’t think about it as AD—we couldn’t treat
you. You deserve to be treated and it could help you. You're hav-
ing problems—not bad ones—but ones affecting you every day.
(Neurologist)

The Brain Clinic also invariably suggested the use of Vitamin E and folic
acid, lowering cholesterol, and stopping driving.>* For example,

I'm going to suggest 1 milligram of folic acid as well since it might protect
the brain and certainly doesn’t hurt. We also think Vitamin E may protect
the brain, not a mega dose, but 800. I'd like your cholesterol to be under
200; we now think high cholesterol is bad for memory.

I'd like to see you on Vitamin E. There is one study where high doses

seemed preventive of AD. It was only one, but it’s probably not harmful
and may be helpful.
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Driving is about mapping representation. In real life, that means com-
bined with memory loss and mapping troubles, your driving should be
reevaluated. . . . I'm telling you my legal obligation, I'm not telling you I
think you should stop driving.

The Health Center, in contrast, made recommendations to the refer-
ring physician but actual conversations regarding the various medica-
tions and the expectations of them (beyond a continued relationship)
were rare. In fact, people seeking diagnoses and their families often
had to inquire themselves about pharmacological options. Clinician
responses to family questions about available treatments included:
“We don't prescribe since we're not a primary care center. We'll make
a referral to your doctor and it’s your choice whether or not to take the
medications. Everyone makes their own decision” (Nurse); “We tend
to recommend Aricept. It's been around the longest and has the least
side effects, but we don’t prescribe here” (Psychiatrist); and “No, it’s mild
cognitive impairment, we don’t reccommend medications unless it’s a di-
agnosis of dementia” (Psychiatrist).

At the Health Center, the recommendations made included a vast
array of items not covered by the Brain Clinic, including: contacting
the Alzheimer’s Association (the national advocacy organization), legal/
financial issues, on-site support groups, medication monitoring (by way
of informant or other noncognitively impaired person), home safety,
driving safety, day care/respite care, and long-term care placements. In
this way, the recommendations were directed at both patients and their
families and were tangible things to manage ambiguity, encourage open
communication and acceptance of the situation, and otherwise cope
with the condition. In these ways, the recommendations made for both
patients and care partners were compatible with the psychiatric empha-
sis on issues related to the therapeutic aims of their site. The Family
Conference Summary*® was a checklist used to review (often verbatim)
relevant items with patients and their families during the delivery.

Clearly, the list of recommendations from the Health Center was
comprehensive and addressed many issues that would come up over the
course of the illness trajectory, which was a significant departure from
the Brain Clinic. Although clinicians typically checked only those items
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relevant to discuss at the present moment, the scripted list often relayed
a tone of impending doom (as demonstrated vividly with Mr. R’s case
in the prologue), for example: By way of introduction to the checklist,
“These are the things you can expect to happen,” “I'm not going to report
you to the DMV at this time [MCI diagnosis],” “You don’'t need these
things yet [emphasis added] but you will in the future,” or “Next are your
medications, they need to be taken and monitored closely. And com-
municate any changes you might need. Regarding the medical bracelet,
I'm not recommending it because it is not something you need at this
point” These quotes reveal some of the obvious (potential) drawbacks
to the Health Center’s comprehensive list of recommendations, but most
of the items were indeed focused largely on coping with the condition as
opposed to trying to fend it off with medications.

The perceived role of the person being diagnosed, in concert with
the various foci of attention during the construction of diagnoses, also
varied between the centers. Whether the potential patient was seen as
a disease process or a person coping with a chronic illness (likely some
combination of both, of course) had concrete ramifications on the sub-
jective experiences of those seeking medical attention for memory loss at
the respective sites (as will be elaborated in the following two chapters).

Conclusions

Despite the noted differences, the general processes of diagnosis,
namely, the ways of constructing and rendering the news of AD/MCI,
resulted in strikingly similar approaches to potential patients. Both
centers alluded to managing the uncertainty of a dementia diagnosis
through the promise of various treatment regimes and participation in
research. Although the Brain Center focused more squarely on phar-
macotherapy and related randomized clinical trial research while the
Health Center addressed psychosocial interventions and research on
quality of life, normal aging, and behavioral studies, both achieved
order through standardized protocols and interactions, assumptions
of patient incompetence, and presumptions that patients require medi-
cal management. Furthermore, both sites fostered trust through the
trope of experts coming to a consensus via team meetings and instilled
hope by employing ambiguity and encouraging research participation.
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Individual biographies were made into biomedical cases*! through the
processes of compiling evidence, constructing a diagnosis, and render-
ing a diagnosis informed by the clinical assumptions of standardization,
patient incompetence, and the need for patient management.

These data demonstrate the ways in which the scientific context in
general as well as within these particular disciplines justifies the man-
agement strategies employed to elicit allegedly relevant facts from pa-
tients and their families. Most centrally, an (objective, nonimpaired)
informant from whom reliable data could be collected was essential to
constructing a diagnosis. Without the corroboration of such informants,
clinicians would be forced to rely exclusively on their clinical impres-
sion, neuropsych testing, imaging technologies, and patient accounts.
The informant served as a proxy for the patient and validated the clini-
cal management of the person with memory loss. Thus, the person seek-
ing diagnosis was (cognitively) impaired until proven sound (in the rare
cases where someone was not diagnosed). In this way, patient manage-
ment played a profound role in the diagnostic procedures at both sites.

Specialty clinics address aging, memory, and disease in a manner that
confounds the confusion of normal memory loss and aging.*> Through
the formal cognitive assessment of older adults, tests geared to measure
mental status and cognitive impairment become facts*’ and the man-
agement of old age follows. Further, early diagnoses potentially prolong
the phenomenology of AD (and aging in the case of MCI). If solutions
can be seen as providing the framework for interpreting and addressing
problems, then hegemonic knowledge claims about the utility of diag-
nosing AD as early in the disease process as possible generate a right way
of relating to oneself, the family, medical practitioners, and society.**

Drawing on exclusively quantitative methods for formulating a hy-
pothesis, gathering evidence, and testing the hypothesis, specialty
medicine “has become a theory-bound and paradigm-dominated . . .
positivist representation of reality”** Inevitably, not all potential patients
view memory loss in a light consistent with biomedical and technosci-
entific knowledges. The legitimacy and authority of medical knowledge
requires a particular perception and organization of memory loss.*°
Accordingly, various views of aging and memory loss shape medical
practice, patient compliance and resistance, and the incorporation of an
Alzheimer’s identity.
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Scientific protocols and rhetorical devices such as team meetings and
problem-oriented medical records are tools for converting biographi-
cal stories into clinical facts, while simultaneously socializing medical
residents into becoming future physicians.*’ Since “diagnostic stories are
shaped by what residents think they can do for the patient, practically
speaking, and by the habitual hospital activity,’*® what clinicians think
they can do and how they do it will differ according to whether patients
went to the Brain Clinic or the Health Center.

These techniques for reinforcing the legitimacy and authority of
medical knowledge and practice are substantiated across disciplines. As
argued elsewhere, these “images and records appear to create and con-
trol both medical practice and the patient’s medical experience”** While
this chapter highlighted how routine practices of cognitive evaluation
generate processes through which patients (and ideally research sub-
jects) are made in the clinic, that is, how forgetful individuals become
patients through the mechanisms of technoscience, the following two
chapters will address how these processes of constructing clinical facts
and the resultant interactions encourage a distinctly medicalized view of
memory loss for individuals undergoing cognitive evaluation and how
potential patients respond to it.
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Being Cognitively Evaluated

Learning to Medicalize Forgetfulness

Mrs. Vis a well-dressed, savvy 78-year-old Jewish woman who has been ex-
periencing minor memory loss for a year or so and came to the clinic alone.
Widowed twelve years ago after her husband died in his sleep, she has a
boyfriend of ten years. During the H&P (history and physical) exam, | learn
that she was unable to move into an elite retirement community (where her
boyfriend intends to live) because she failed a basic cognitive screening test,
and is very anxious to find out whether she has “the dreaded disease” or not.
While she and | are sitting in the waiting room for the neuropsychologist to
call her name, she expresses her anxiety about the test. | offer not to observe
her NP testing in the event that it might make her uncomfortable, but she
says it is fine for me to watch. As soon as she is asked the first question on
the neuropsych exam, her nervousness is palpable. It is painful to watch as
she twitches, sighs, and at one point even tears up with frustration. | find it
difficult not to avert my eyes and want to reach out to her across the room.
When it gets to the Boston Naming Test, the neuropsychologist begins us-
ing a timer that beeps in intervals. Each time it goes off, Mrs. V throws her
hands up and says, “Oh, that thing is driving me crazy! It makes me even
more jumpy.” Although the neuropsychologist does acknowledge Mrs. V’s
discomfort, she continues to use the beeper anyway. At no point does the
clinician ask Mrs. V how she is doing or whether she needs to stop to take
a short break. After what seems to me like an eternity, the testing ends and
Mrs. V and | leave the room. She looks at me and says, “It's bad, isn't it?” |
feel terrible giving her my standard response that “I'm not a medical doctor,”
so | add, “I don’t know that | would do too much better than you did. They
are meant to be hard.” Two weeks later, Mrs. V is ultimately diagnosed with
AD and at that point somberly expresses her concern to me about her boy-
friend having to take care of her, that this diagnosis might be the end of her
relationship with him.—Field notes

85
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The majority of older people I talk to express concern about some degree
of memory loss. Some of this reflects the global impetus for earlier diag-
nosis of dementia despite the clear identification of risks associated with
this trend," but it also represents the success of the neoliberal goals of
self-regulation. This chapter examines how most of the roughly 50 study
participants I observed being evaluated, including the 28 with whom I
conducted in-depth follow-up interviews at the Brain Clinic and Health
Center, came to see their memory loss as a disease and began to define
themselves as patients. That is, the first crucial step in the process of
becoming an Alzheimer’s patient for these seniors (average age of 73.5)
was to receive the primary diagnosis. Despite the noteworthy disciplin-
ary differences outlined in the previous chapter, phenomenological
accounts of being evaluated at the two sites reveal experiences that are
strikingly similar. Investigating the subjective experiences of neuropsy-
chological testing and diagnosis depicts first, how the medicalization of
what I term potential patients transpires and second, the social signifi-
cance of being evaluated and diagnosed for the eventual incorporation
of Alzheimer’s identities (or not).

Medical practices and knowledges directly influence prevailing lay
and professional perceptions about being in the world. Contemporary
notions of personhood, or self, are shaped by notions of rugged indi-
vidualism and personal responsibility for one’s health,’ the expectation
of a silver bullet remedy,’ and a perceived dualistic relationship between
mind and body.* Existential quandaries regarding the definition of per-
sonhood for people with purportedly compromised cognition abound
within both the neurological and psychiatric models: Can people with
memory loss be trusted to accurately tell their own stories? How does
their assumed lack of credibility affect the communication between cli-
nicians and potential patients/their families? What does this suggest
about the ability of potential patients to benefit from medical interven-
tions or adhere to treatment regimens? Whereas the previous chapter
discussed how the answers to these questions affect clinicians interact-
ing with potential patients and their families, here I examine personal
experiences of being the object of scientific scrutiny and how clinical
processes shape and are in turn shaped by potential patients.

Engaging the age-old agency-structure debate, the phenomenologi-
cal experiences of being tested for and ultimately diagnosed with Al-
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zheimer’s/mild cognitive impairment are influenced by institutional
factors, social forces, and personal dynamics alike. The clinical proce-
dures associated with evaluating and diagnosing memory loss of course
shape subjective experiences; that is, institutional processes influence
the encounter while simultaneously generating new types of Alzheimer’s
patients—those who act and react. Although individuals being tested
and diagnosed report strikingly similar experiences of specialty practice,
there is profound variation in the personal reactions to being tested and
diagnosed. In the language of symbolic interaction, people select and
interpret the environment within which they respond; thus meaning
changes over time as actors form variable definitions of the situation.
Furthermore, what is experienced personally cannot be easily reduced
to neat categories and bears the stamp of the many social contingencies
affecting those labeled with this diagnosis in the twenty-first century.

Not surprisingly, potential patients differed in a number of important
ways, including their beliefs on aging and disease in general, their views
about Alzheimer’s in particular, and their trust in medical personnel. Yet
people undergoing cognitive workup reported similar types of reactions
to the testing process and the eventual diagnosis despite these notewor-
thy differences. During cognitive evaluation, perhaps as a result of the
deficit-model outlined in the previous chapter, respondents worked to
implement various strategies to ensure that they were taken seriously
and treated in a way that preserved their prediagnosis self-concept as
sentient and autonomous. The following chapter will reveal that the
same range of strategies were used during diagnostic disclosure.

While experiences of evaluation and diagnosis are deeply personal
and idiosyncratic, and reactions are far from universal, respondents
reported common phases in the process of coming to see themselves
as Alzheimer’s patients, including: negotiating their forgetfulness, con-
verting forgetfulness into symptoms, using clinical facts as status pas-
sages, and eventually embarking on a path of Alzheimer’s. Rather than
presuming a linear progression or uniform staging, these respondents
present various routes and emphases within the common phases. In re-
ality, individuals do not necessarily move smoothly or universally from
start to finish despite what the clinical management strategies outlined
in the prior chapter suggest. As study participants retrospectively nar-
rate their stories, however, many do structure the events chronologically.
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While each case tells a unique story, in aggregate my data reveal com-
mon themes in the lives of these forgetful individuals. I now turn to a
detailed description of each of these phases.

Negotiating Everyday Forgetfulness (Pre-Evaluation)
Managing Impressions

Personal beliefs and medicalized approaches to memory loss in spe-
cialty clinics together shape how potential patients are conceptualized
and treated as well as how the testing and diagnosis are experienced. At
both the Brain Clinic and Health Center, the unique objectives and con-
texts of research-based memory clinics were palpable. The diagnostic
settings and aims are integral to the processes by which memory loss is
interpreted, portrayed, and subsequently narrated.

As a result of contemporary conceptualizations equating personhood
with cognition, public perceptions presume a self annihilated by demen-
tia.> Such pejorative representations flourish in the public media and
scientific literature concerning Alzheimer’s despite vehement and now
abundant opposition from people with AD themselves.® These phenom-
ena penetrate all aspects of our lives and serve as powerful ideological
forces regardless of whether or not we have AD (or know someone who
does). The less commonly acknowledged ways in which people with AD
infiltrate medical and social practices that are the focus of this book,
however, are of equal importance.

There has been extensive research on the effect and socially contin-
gent nature of various medical conditions,” technologies,® and science
more broadly.” These studies delineate the myriad factors constituting
the social worlds of science and technology on the one hand, with peo-
ple seeking medical care on the other. Disparate philosophies between
those providing and seeking help in terms of the identification, mean-
ing, and management of memory loss are crucial to the phenomenology
of cognitive evaluation and subsequent diagnosis.

Although the decision to seek medical attention is often a negotiated
process within families, in clinical practice persons with memory loss
are often not granted much agency. Nonetheless, prior to coming to the
Brain Clinic or Health Center, the individuals in this study were fre-
quently involved in a lengthy process of coming to terms with what was
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commonly perceived as a gradual slowing of their minds. For most se-
niors, the recognition of memory loss was initially an internal dialogue,
and for many it eventually progressed into a frank discussion with loved
ones. While memory loss was a scary situation that led some to seek
evaluation sooner than they might have done otherwise, for the majority
of others it was an expected stage of the life course, leading them to the
Brain Clinic or Health Center simply to ease their minds or to appease
their families. Regardless of the reason for seeking evaluation, all study
participants had experienced changes in their memory that they and/or
their loved ones deemed significant.

Study narratives demonstrate a variety of reactions to and impres-
sions of the battery of tests administered and the medical environment
itself, especially the proverbial sterile and foreign atmospheres of clinical
practice that structurally minimizes patient variation. Efforts at what
Erving Goffman long ago coined “impression management” required
the utilization of important strategies to ensure interactions that were
familiar to them and to avoid being labeled incompetent. They were, in
effect, actively engaged in Goffmanian presentations of self'® despite the
significant institutional and interactional obstacles ostensibly involved
in conveying a self which was experiencing cognitive difficulties.

Reactions to diagnosis also cover a wide spectrum from shock to sad-
ness, fear, and relief. The experience of being diagnosed, however, is
intimately linked to the tone used, the information given, and the hope
for the future depicted by the specific clinician rendering the diagnosis.
Many study participants were as adept at navigating the interactions sur-
rounding diagnosis as they were during the neuropsych testing process
itself and undertook calculated efforts to ensure a perhaps more funda-
mental preservation of self'' to combat the perceived threats the medical
encounter presented for them.

Distinguishing So-Called Symptoms from
Everyday Forgetfulness

People with memory difficulties described consistent complaints
in managing their daily lives. Broadly, they noted trouble in the now
well-documented areas: misplacing objects, repeating questions,
missing appointments, or multitasking. In particular, finding words,
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remembering names, and recalling recent events were more challenging
than they had been in the past. More extreme and less typical examples
included taking thirty minutes to prepare a sandwich, not knowing how
to turn the shower on, storing ice cream in the cupboard rather than the
freezer, spooning pancake batter onto the stove top instead of into a pan,
or using a knife in place of a fork. Potential patients reported changes
in their everyday functioning and/or the effort involved in managing
their interactions. An academic, salesman, doctor, and housewife—all
in their 7os—noted the following significant changes, respectively: “I
was an avid writer in the past but now words just don’t come to me. I
get trapped in my thinking. When I'm writing [the idea] just wilts away”
(female, AD); “I am clumsier than I used to be. I can’t find the words
anymore and I am not as articulate” (male, AD); “I just feel like I'm
constantly checking back on myself to see, did I do something or not?
It makes me feel bad that my memory isn't so good, and it’s frustrating
because I can’t do what I want to do” (female, AD); “The biggest changes
are that I only cook simple meals, I am less social, and I have stopped
driving” (female, MCI).

Countless other examples signaled noteworthy changes to study par-
ticipants that ultimately led to their decision to seek cognitive evalua-
tion: “I have all this information and I can’t sort it out. I just have blank
spaces” (male, AD); and “T've been a long-time bird-watcher and now I
can't tell them apart” (male, MCI). These narratives reveal a keen sub-
jective awareness of decline largely deemed absent in biomedical and
media representations of the condition.

Despite the fact that they all eventually sought medical evaluation
for their experiences, potential patients interpreted the presumed cause
of these changes in various ways. A 72-year-old recently retired doctor
told me, “T came to the clinic to find out if there were physical causes to
my cognitive problems. And I'm concerned about Alzheimer’s disease”
(male, MCI). Another 68-year-old woman with an extensive family his-
tory of early-onset Alzheimer’s candidly stated her reason for seeking
evaluation as: “My memory is going away for no reason. It’s getting a
little scary here” (female, AD). In contrast, one gentleman stated simply:
“I came here today because my wife wanted me to. I doubt there’s any-
thing really wrong” (AD).
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The medicalization of memory loss risks conflating age-related and
atypical memory loss. Everyone experiences at least occasional forget-
fulness. Seniors who had watched their aging ancestors grow forgetful
were particularly confused about where to draw the line between normal
and abnormal memory loss. Ageism further conflates advanced age and
memory loss.'” Thus, unless there was a family history of Alzheimer’s,"?
most people either delayed their medical visit or went seeking a stamp
of approval that their forgetfulness was simply that which accompanies
normal aging. A smartly dressed, professional-looking 77-year-old man
succinctly summed up this sentiment: “One day I thought, ‘Man, I'm for-
getting a lot of stuff, and recent stuft’ I remember stuff from long ago.
And then I heard about this program [at the specialty clinic]. ... I came
down here to get tested, wanting to be declared normal. That was my
whole deal” (he was diagnosed with MCI). A 65-year-old social worker
echoed this opinion: “I felt worried but I wasn't sure how much of a prob-
lem it [her memory loss] was.” When I asked what made her come to the
clinic, she said, “Well, I wanted to see if I could get better” (no formal
diagnosis was given). Similarly, a health-seeking bachelor said he sought
diagnosis “to learn how to prevent memory loss” (Mr. B, MCI). Mrs. V,
a widowed retired academic who was planning for a future move into a
wealthy assisted living facility said, “If I hadn’t been going for an appli-
cation to live at [name] and needed to do the cognitive testing, I never
would’ve felt that what I was experiencing wasn't normal forgetfulness”
(she was diagnosed with AD). Another retired professional ultimately
diagnosed with MCI expressed his confusion: “I kind of blame myself a
little bit, like, “You should’ve known that!” or “‘Why didn’t you check your
book?’ I think it’s hard to separate. I don't know whether to blame it on
myself or just on the aging process.” It is noteworthy that the last respon-
dent never even mentions disease as a possible cause of his memory loss.

For many, interactions with their primary care physician exacerbated
their confusion since their memory loss had often been classified as
normal aging by them. Thus, the beliefs of their general practitioners
often obfuscated, and routinely delayed, their seeking medical attention.
This led many respondents to be skeptical of the validity of their cog-
nitive workup or AD/MCI diagnosis. A savvy, personable yet serious
68-year-old man who did not recognize his future son-in-law at a large
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social gathering expressed a common opinion: “As far as 'm concerned,
it's age. My doctor and my therapist both say it’s just aging” (MCI). Oth-
ers, like this divorced retiree, expressed their confusion over what con-
stitutes pathological memory loss:

I would talk to my doctors about it and theyd sort of smile, you know,
“You walk down the hall and you forget why you went down there,” that
sort of thing. So I never took it too seriously until I began to realize it was
perhaps affecting certain things that I do such as, I'm retired but I do all
the book-keeping, paying the bills, and this and that, and appointments
that I missed or something. It started to bother me that these things were
happening because it was a new experience for me. (male, MCI)

Despite the reasons for seeking medical evaluation and any barriers
thereto, the vast majority of seniors in the study held strong convic-
tions about what it would mean to have a condition as devastating as
“the A word” The fear they openly expressed included statements such
as: “The biggest issue is I'm frightened to death of getting Alzheimer’s”
Ms. S, the single 8o-year-old woman who made that statement, was
one of the few people I observed who was not diagnosed with cognitive
impairment. Regardless of whether they had personal experiences with
someone who had AD, the concerns that reigned supreme for many
mirrored the representations of the condition in biomedical science and
the mass media. The stories of unmitigated tragedy are familiar to us all:
complete dependence, loss of control, and annihilation of one’s previous
self. When asked what Alzheimer’s meant to them, respondents echoed
these sentiments of catastrophe: “I think of people with AD as handi-
capped” (female, MCI); “I'm really afraid of Alzheimer’s, that I won’t
even recognize myself anymore” (male, AD); or “My aunt was very kind
before she got Alzheimer’s and the complete personality change was so
hard to watch. She went from being really nice to something else and
was no longer herselt” (female, AD). More vivid descriptions were also
common, like those from an 82-year-old widow and 70-year-old retired
architect:

It means devastation. Well, if it progresses more and I can’t do what I
need to do.  mean, all the things that I do normally, I mean so far, I want
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to be able to do those [things]. And I've thought about, you know, the
fact that I'm getting older and I will die one day. But I don’t want to be an
invalid for a long time before that. (female, AD).

[Alzheimer’s] is a hell of a way to go. . . . There was a man who was in a
book club with me, a couple’s book club and he was a professor at Berke-
ley. A wonderful, charming man, lovely man. So hed come to the meet-
ings with his wife and he started not to make sense. And he developed
into Alzheimer’s. And he got terribly violent, it was so uncharacteristic of
who hed been. He would've been shocked to know. It was really terrible.
(male, MCI)

Since pejorative societal perceptions of Alzheimer’s prevail, many of
the people seeking cognitive workup did so out of fear—to establish a
baseline from which to compare any future decline. Indeed, many of my
participants would be referred to as the worried well by social gerontolo-
gists. Clearly, these individuals were proactive in their health care and
were savvy about such matters, which may not be reflective of a general
population with less education, less affluence, and less access. Socio-
logical research suggests, for example, that people for whom English is
not their first language, who are from disadvantaged backgrounds, who
have less formal education, who are ethnic minorities, and for whom
medicine is not an organizing framework generally seek evaluation
when their problems are much further advanced than their wealthier,
more educated Caucasian counterparts.'*

Importantly, respondents also had a certain faith in traditional medi-
cine that resembled the quick fix mentality of many twenty-first-century
Americans. Largely, these were people who either had a family history of
dementia and/or wanted an expert both to verify that their experiences
were real and to determine if they were abnormal. If their forgetfulness
was deemed pathological, most of these health seekers were eager to
find treatments that might help them and to enroll in research studies.
A small but critical minority of respondents sought care at the request
of their family and/or outright rejected biomedical interpretations of
their forgetfulness. Ultimately, every study participant went to the clinic
searching for an answer to the questions we all have about how much
and what type of forgetting is normal.
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Converting Forgetfulness into Alleged Symptoms

Cognitive evaluation is a process of transforming subjective expe-
riences into standardized medical facts.'® This redefinition also
transfers the status of the forgetful person into a potential patient
with Alzheimer’s. As an important status passage,'® being diagnosed
with AD or MCI ascribes an identity of patient, which ultimately
engenders the ability to implement the status as deemed necessary
or desirable. In reality, however, even these promedicine health
seekers felt compelled to perform significant interactional work to
avoid assuming the role of patient—especially the deeply discredited
Alzheimer’s patient—as what symbolic interactionists call a master
status. In so doing, people seeking evaluation played a role in shaping
medical encounters and thought structures surrounding memory loss
and diagnostics, which has consequences for biomedicine itself that
will be discussed later.

Based on the clinical assumptions outlined in the previous chapter,
the phenomenology of neuropsychological tests and diagnosis within
the Brain Clinic and Health Center were similar. Narratives reveal ex-
periences of the specialty clinics that are far outside the typical sym-
bolic universe of respondents. The settings and interactions felt foreign,
deficit-focused, and impersonal; some clinicians used harsh tones,
scripted and convoluted terminology, and conveyed little hope; and po-
tential patients worked to manage these dynamics during both the test-
ing process and the delivery of a diagnosis (the latter of which will be
discussed in the following chapter).

Facing Neuropsychological Tests

The environment within which the neuropsychological battery of tests
was administered felt foreign to the overwhelming majority of respon-
dents, and the sterile and uniform context created interactions that were
awkward since typical norms of engagement did not apply. Following
the characteristic standardization and routinization in clinical settings,
questions were asked in a systematic manner with little, if any, room for
anecdotal information, as my field notes portray:
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Mrs. S, originally from the east coast, moved to the Bay Area 25 years ago
and has since been widowed. She has no family nearby as both of her sons
remained in Connecticut. She has been experiencing forgetfulness and is very
[visibly] worried that it is Alzheimer’s. Her Aunt had Alzheimer’s and she has
vivid memories of the toll it took. Mrs. S began telling [the neurologist] about
her experiences with depression. This 8o-year-old woman was talking about
how she always wanted a daughter [her 2 daughters-in-law are not very in-
volved in her life] and said that when she thinks about the miscarriage 45
years ago she gets particularly upset because maybe that would have been a
girl [who would've helped her with her present troubles]. Mrs. S began to cry
quietly. At almost the exact moment, the doctor’s pager went off. He immedi-
ately grabbed the pager, looked at it, and picked up the phone without excus-
ing himself or even making eye contact with Mrs. S. By the time he finished his
call, she had fought back her tears and didn't bring up her depression again
(nor did the doctor).

The inflexible, alien atmosphere of clinical testing generated various
contingencies for those being evaluated. The remarks of Mrs. C, a slight,
soft-spoken 76-year-old recent widow are illustrative: “Well, you've got
me all off. I have no idea what’s going on. I've never been through any-
thing like this so I have no idea” (female, AD). In follow-up interviews
with individuals diagnosed at the specialty clinics, this awkwardness was
often reported to me: “[The testing process] was really hard. They were
unlike other tests” (female, AD); “I never even knew there was such a
thing as a ‘cognitive test’ before I went in there” (female, AD); and “It
was awkward. I just felt uptight the whole time” (male, MCI).

Further, since this format does not permit the reciprocal dialogue
typical of most conversations, people felt particularly bewildered. The
cognitive evaluation was unlike any other encounter most participants
had experienced in their lives. There was nothing to relate it to, as it was
neither a standard medical visit nor a therapeutic one.

Respondents felt that the highly structured routine of clinical practice
masked their individual variation (or even personhood), leaving them
feeling like Marx’s proverbial cogs in a wheel during a most vulnerable
time. In this severely sterile environment, it was nearly impossible to
discern the new interactional norms. What was clear (and in some cases
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even welcome) was the assumption of medical authority. As a result, my
observations revealed that the evaluation process often felt impersonal,
confusing, humiliating, and atypical, and the experience was exhausting
and overwhelming for many. Interactions like the following were typical:
“Now we're going to play with some blocks here. Some are all red, some are
all white, and some are half and half. I'll make a design and you watch
me and then make the same one” (Clinical Research Coordinator; field
notes); and “Now let’s go back one step. What are the words you repeated
after me? Patient: I'm too tired to even think. Clinician: You don’t remem-
ber?” (Neuropsychologist; field notes).

When I conducted follow-up interviews with Mr. R (from the pro-
logue), a 69-year-old housewife, and a 70-year-old recently retired busi-
nesswoman, they corroborated my observational data.

I think she needs to improve some of her practice and I think she could
get a better feeling for the person she’s talking to, as a psychiatrist. I
didn't feel at all that I was talking to a psychiatrist. It was all medical, just
straight medical. (male, MCI)

I don’t think she’s that busy to be that uptight and so hard and fast be-
cause I didn’t see that much activity there [at the clinic]. (female, MCI)

I complained to [the tester] about having to draw these lines and every-
thing, which I never could have done in the beginning. Unless I could
have a ruler so that I could measure and, you know, do it that way. Just
free hand, there’s no way I could ever have done it. And she just said,
“Well, some of us don’t have gifts in certain areas.” (female, AD)

These quotes illustrate a reliance on heavily rehearsed scripts that left
many potential patients feeling the clinicians were robotic and they
themselves were “like a number” rather than a person.

When doctors did things like answering phone calls or pagers while
talking with potential patients or using digital timers that would beep
when the time allotted for a task had elapsed, study participants felt ex-
ceedingly uncomfortable. On occasion, clinicians were observed not
responding to questions asked or salutations offered, as shown in the

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

BEING COGNITIVELY EVALUATED | 97

exchanges below with a soft-spoken, eager-to-please woman and an ear-
nest retired professor of finance, both in their mid-yos:

CLrINICIAN: Write a sentence, anything.

POTENTIAL PATIENT [writes]: “Have a great day!”

CriniciaN [Without even acknowledging the sentence]: Okay, now
take this paper, fold it in half, and place it on the table.

Crinic1AN: Do you think you're depressed? Do you feel sad?

PoTENTIAL PATIENT: I don’t know the definition of depression.

CriNICIAN [without hesitating or looking up, clinician reads monoto-
nously from her form]: Do you feel down for no reason, are you
crying, do you feel life is not worth living, do you feel hopeless or
helpless?

Clearly, such strange interactions were disorienting for many people and
arguably exacerbated the level of anxiety and discomfort during evalu-
ation for at least some.

A related concern was that the prescribed nature of the interaction
did not allow for acknowledgment of personal variation regarding things
such as education, native language, and prior difficulties with test taking
in general or with specific areas being targeted. Some respondents, for
example, noted that they had always had trouble with names or calcu-
lations and did not feel this was taken into consideration on the tests,
which would inevitably deem such shortcomings as symptomatic and
“marks against me.” Despite the fact that clinicians adjust (statistically)
for age and education when quantifying the test results in practice, the
impersonal testing environment at the Brain Clinic and Health Center
led people taking the tests to feel there was little done to account for
idiosyncratic differences regarding these matters.

Whether or not respondents were subsequently diagnosed with AD/
MCI, almost without exception they felt they had done poorly on the
tests. Arguably, the awkward and for some dehumanizing encounter in
which they were tested shaped these views. For participants, this ex-
change initiated the process of thinking of themselves as potential pa-
tients. Mrs. R, from the prologue, was a 67-year-old recently retired
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kindergarten teacher who was subsequently not diagnosed with any
cognitive impairment. Nonetheless, the following quote reflects a com-
mon interpretation of the testing process and supports prior claims that

“the diagnostic process can be distressing, alarming, and stigmatizing”:'”

It was daunting to take those tests. You know, you feel like you're not do-
ing well but you don’t know. On the one where there were the stories and
you had to recall, when I was into the next story I was back still wonder-
ing about stuff from the previous story. I couldn’t let it go. And there was
one of the tri-tests (that’s what I call it because we had a kindergarten
thing that was similar to that, matching the pattern) and I couldn’t get
that one at all.

Others who were ultimately less fortunate in terms of the eventual test
results corroborated this sentiment, reflecting an incipient perception of
patienthood. A health-seeking lifetime bachelor living alone, an austere
museum docent with a substantially younger second wife, and a retired
carpenter all reported an awareness that they were not performing well:
“I knew I wasn’t doing well. Maybe the trouble I was having, maybe
some of it was my brain changing with age, but I think some of it was
like stage fright” (male, MCI); “[The clinicians] gave me a list, like a
number of names and words and how many of them can you remem-
ber, and I didn’t remember as many as I thought I should. I thought I
should have remembered more” (male, MCI); and “I thought I'd have
the brains enough to do it in seconds. It's not hard for anybody else, I
know. They're all so easy and I can’t do it” (male, dementia of unknown
etiology).

Some felt that this realization added further pressure and angst to
the already unnerving experience of being cognitively evaluated. In the
words of a widowed homemaker, a visual artist, a public speaker, and a
retired physician, “stage fright” was exacerbated by the situation: “[Be-
cause I knew I wasn’t doing well] I probably concentrated harder on the
test, trying extra hard to do it” (female, MCI); “Especially when you feel
that the people who are giving the test are being negative, [it] makes it
almost impossible [to do well]” (male, AD); “I thought [the clinician]
was kind of hard and cold. I didn’t warm up to her very much. I think
maybe that was some of the trouble when I went to see her. I kind of
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clammed up” (male, MCI); and “I was really nervous. I was anxious to
know how I was doing” (female, AD).

An additional factor discussed by respondents was the experience of
having something medically wrong with your brain as opposed to other
body parts. While many people seeking medical evaluation for their
memory feared a possible AD diagnosis, others cherished their physical
health. In large part, this may be connected to a person’s views on age-
related memory loss, public perceptions of Alzheimer’s, and the indepen-
dence associated with being ambulatory. Suggesting a Cartesian dualism,
concerns of losing competency were evident in statements such as “Every
one of your areas is important to you, but if you have trouble with your
brain the others aren’t going to work” (male, MCI); and “Having your
brain tested is deeply personal. If there’s something wrong with my brain,
there’s something wrong with me” (female, AD; emphasis in the original).
The primacy of one’s brain over other body parts was also commonly
voiced, as it is by Mrs. V from this chapter’s opening field notes:

Despite being really healthy physically, I am lacking mentally and that is
really hard for me. I don’t want to be known for my intellectual shortcom-
ings. (female, AD)

Likewise, Mr. N, a 76-year-old museum docent with a wife 22 years his
junior:

MR. N: If it's my knee to me that’s mechanical and today you can put a
new knee in there.

RB: How is that different with your brain?

MR. N: Well, first of all, the thought of their even going in there [brain]
and looking at it is inconceivable. But if the knee doesn't work I still
have my brain, I can still think and talk and communicate but with a
problem in my brain nothing else will work. Nothing else can work. I
don’t know, some is mechanical and some is more personal.

RB: Are you saying that compared to the rest of your body there is
something about your mind that is different than any other part of
your body?

MR. N: Absolutely, as I say, I could function with, I mean, Christopher
Reeves gets around but if he didn't have his brain . . . (male, MCI)
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On the other hand, trepidation over pain or losses due to physical
impairment was also expressed in statements such as “Fortunately,
everything physically works. It’s just my mind. I guess if I was a writer it
would be a problem, but 'm physically dexterous and I'm certainly . . .
very comfortable” (Mrs. B, AD); and “I'm just glad it's only my mind. I
have no pain” (male, AD). A staunchly independent 77-year-old woman
who was widowed early in her marriage and raised two children on her
own discussed the problem in great detail:

I want to be able to drive. I want to be able to go to my exercise class. I
want to be able to do pottery. I want to be able to do my own shopping
and cooking. I am very fortunate and I am content. . . . I'm physically well;
I don’t have any ailments. I can still do my exercises and whatever I want
to do. (female, AD)

For others, the location of their problems exacerbated their circum-
stances since being physically healthy made their troubles invisible,
and therefore it was more difficult to get support when needed. Mr. §, a
72-year-old bachelor, offers an interesting perspective:

I think those handicapped people are lucky. They look like it so they
get help but I look healthy but I'm not and people don’t understand
me. When I say I have memory problems, people don’t know what that
means; they don’t help me. (male, other cognitive impairment)

These quotes suggest a dichotomy between the supremacy of mind or
body for individuals diagnosed with pathological memory loss; that is,
based on social values and individual beliefs, brain disorders appear to
be the ultimate assault or the lesser of two evils. For most, of course,
it is somewhere in between or perhaps even vacillates back and forth
according to context (e.g., in social settings versus at home, with inti-
mates versus strangers).

Employing Strategies to Preserve the Self

As a result of the negative experiences outlined above, many of my
respondents resisted assuming the relegated status of Alzheimer’s patient
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by making deliberate efforts to try and combat the awkwardness and
prevent themselves from feeling degraded. Phrases such as: “Right off
I'm sunk,” “There’s just nothing up there,” and “That’s just a wild guess”
were common responses when an individual did not know the answer
to a given test question. Subtle strategies such as statements like “I was
not listening, I don’t know;,” “That’s a good question,” and “The details I
wouldn’t remember,” as well as asking the clinician to repeat questions
were also observed regularly. In addition to these rhetorical tactics, field
notes also reveal more concrete strategies such as using humor, noting
deficits openly, and making references to past achievements during the
testing process: “The short term memory just . . . isn't there. That’s why
I'm here (laughing)—didn’t they tell ya?” (male, AD); “I'm not very good
on my animals either. I'm supposed to know that. I really don’t know my
animals” (female, AD); “[Memory] is my worst thing in the world. I think
I'm getting all nervous” (female, AD); “It’s discouraging when your mind
can’t remember things that used to be so easy. I used to be able to memo-
rize long poems” (female, AD); “I've forgotten how to do it. And I used to
be a math whiz in school” (male, AD); and “I used to be considered real
bright. I used to be a petroleum engineer but now I've lost it!” (female,
AD). Mr. H, a 77-year-old retired manual laborer and one of the few
working-class participants in the study, was not at all subtle in express-
ing his dismay:

MR. H:Ireally graduated and everything but it’s been a long time ago.
Nobody can't do that [calculations]. This is stupid! Don’t let nobody
see this. I flunked. Does everyone do this bad?

CriNicIAN: Everyone does their best and there’s a range.

MR. H: This is really making me feel bad. I didn't give you much. (male,
dementia of unknown etiology)

As Goffman argued long ago, in everyday interactions if one party
pauses too long, perseverates, or cannot recall something, then the per-
son’s interlocutor will typically fill in the holes in an effort to remove
the social awkwardness and/or to restart a stunted conversation. This
back-and-forth symbolizes the joint interaction and reciprocity of
daily encounters. In clinical practice, however, cognitive evaluations do
not follow such norms. As a result, while potential patients employed

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

102 | BEING COGNITIVELY EVALUATED

the standard strategies we all use when gaffes are made, interactional
tensions arise when clinicians fail to assist in easing the awkwardness
caused by forgetfulness.

Consequently, many people came to feel less than, if not outright
inept, in the process of having their memory loss evaluated. For people
who were nervous test takers or generally worried, the environment
often intensified their anxiety and they felt deeply exposed. In response,
all individuals undergoing evaluation at these specialty clinics—whether
ultimately diagnosed or not—struggled to manage their interactions to
circumvent taking on the identity of being demented or incompetent, an
objective they achieved with varying degrees of success.

Internalizing the Test Results

Participants also had various reactions to the testing process. Many
were frustrated and afraid of their own failings, while others expressed
feeling weak or vulnerable at the hands of the clinicians who were
unimpaired, “looking for flaws,” and “eager to check boxes.” Poten-
tial patients responded with shame, embarrassment, and anger at the
inability to perform at previous levels. During the neuropsych testing,
a wide range of emotions were observed. For example, Mr. H berated
himself, Mr. A was deeply ashamed, and Mrs. V was incredulous,
respectively:

I don’t know what happened to my brains. God, I hate this stuff. That’s
catching me. Until I came into this room, I was happy. Now it’s very stu-
pid! (male, dementia of unknown etiology)

Never in my life did I think something like this would stop me. This is my
worst thing ever. (male, AD)

Boy, I feel like an idiot. I don’t know why I can’t do it. . . . cherries, I got
cherries again, pliers, god, this is tough—maybe that’s why I'm here. I can
only get so many words and then I just blank. . . . drill, peaches, I thought
it was gonna be ball but didn’t. I lose it, once you go to the next thing—
cherries, pliers, god I can’t get any farther. It’s not there. I can’t believe I
can't list 4-5 words at a time, or 12-15. (female, AD)
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Follow-up interviews echoed these sentiments. Mr. C, for example, was
clearly still disturbed by the tests when I interviewed him almost three
weeks later, and remnants of Mrs. B’s feelings of shame are evident over
a month after the testing occurred.

[Doing poorly on the calculations on the test] bothered me because I
worked in retail all my life and I could do figures up and down and back
and forwards, and I would get upset with some of these kids, that they
couldn’t count out even change, I would get upset about that [and yet I
couldn’t do it]. (male, MCI)

I don't want to waste time. I don’t want to repeat myself. It's embarrassing.
(female, AD)

For many people, testing was an arduous process, which upon comple-
tion seemed to demonstrate blatant problems (even to those who were
ultimately not diagnosed). Given the intention of uncovering a deficit,
potential patients felt surveilled and judged on tasks they knew to be
their greatest weakness. Mr. C and Mrs. B went on to reveal the sense
of fatalism many respondents expressed, “It’s awful . . . because the cli-
nician will put it down as a step towards Alzheimer’s and you're just
saying you can’'t remember. And then some I remembered later, but it
was too late” (male, MCI); and “They [the clinicians] seemed as though
they were just there to make it hard for me” (female, AD). More detailed
descriptions of this Sisyphean process were also elaborated, including by
these two women with commendable support networks (coming with a
husband and daughter, in the first case, and four daughters and one son,
in the second):

The tests pointed out my weakest place. They went to my worst area. They
focused on my shortcomings and I like to excel and it’s hard [for me] not
to. 'm healthy physically, I don't have physical problems and it’s mentally
that I have trouble and thats what the tests focused on, so they were really
hard for me. (female, AD)

MRs. M: We went up to the big hospital and I had to go in for an over-
all, for all day. And they were trying to pick out all sorts of things like
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memory loss and other things like that. At that time I found it very
unpleasant in the way they put it and the way they were asking. They
were trying to prove that I did not have the possibility to have the
memory that I knew I had.

RB: Are you saying you think they were focusing on your mistakes?

MRs. M: Yeah, yeah.

RB: How did that feel?

MRs. M: Frustrating is probably a mild way to put it. (female, AD)

In this way, potential patients vehemently contested such deficiency per-
spectives'® equating them with their shortcomings on the tests. They
recognized some degree of impairment; that is why they had sought
evaluation in the first place. Nonetheless, study participants felt the tests
were overwhelmingly focused on finding or highlighting their deficits
rather than their strengths and nowhere was there room to account for
personal characteristics (such as a lifelong inability to recall names,
compute math, or general test anxiety) or environmental constraints
(like the awkward, anxiety-provoking test setting).

Despite personal variability between clinicians at the centers, re-
spondents had strikingly similar experiences of the neuropsychological
tests relied upon to determine their level of cognitive functioning. In
particular, the standardized testing environment engendered feelings of
awkwardness, confusion, nervousness, and a sense of being degraded.
Perhaps most significantly, this was true whether or not they were ulti-
mately diagnosed. There was a perceived emphasis on deficit, a sense of
fatalism, and general indifference that failed to account for individual
variation. To combat these experiences, people seeking medical care for
their memory actively and deliberately employed strategies to manage
their interactions well in advance of receiving the test results to avoid tak-
ing on the master status of the demented person or Alzheimer’s patient.
Such stigma avoidance strategies included using humor, showing aware-
ness of their deficits, and making references to their past achievements.
These strategies proved to be an instrumental mechanism for their per-
ceived preservation of self in the face of the assumed incompetence they
confronted during clinical evaluation.

People who seek medical evaluation for their memory loss undergo a
lengthy battery of neuropsychological tests to determine the cause and
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severity of their forgetfulness. Being cognitively evaluated was a signifi-
cant status passage for seniors in this study. As the first step to seeing
oneself as an Alzheimer’s patient (even potentially), the testing process
was of paramount social and personal significance. These findings de-
lineate the initial establishment of a long process of identity transforma-
tion that starts the moment someone opens the door at the memory
clinic.

The clinical assumptions of standardization, patient incompetence,
and patient management outlined in the previous chapter are evident
during the evaluation process. After completing what amounts to a deg-
radation ceremony, most respondents—even those not subsequently
diagnosed—do envision their forgetfulness as a problem or disease, and
consider themselves a patient of neurology/psychiatry; that is, medical-
ization works by (re)shaping not only the knowledge about AD/MCI
(as the previous chapter outlines) but the knowledge of self and aging
as well.

The experiences of these tests were based on clinical, social, and per-
sonal factors. Respondents resoundingly reported that both the atmo-
sphere and clinicians were sterile, foreign, and impersonal during the
testing process, as is well documented in bioethics and the medical so-
cial sciences. Since respondents had various levels of confidence in the
ability of the clinicians to quantify and evaluate their forgetfulness, they
experienced the evaluation process differently depending on the views
they held about memory loss, aging, and disease, and their relationships
with the doctors in general and the clinicians at the specialty clinic in
particular. Most respondents resisted some of the negative associations
during the tests by deliberately making efforts to manage their identities
in a way they found more consistent with how they defined themselves
and that was less threatening socially. In particular, using humor, ac-
knowledging deficits, and referencing past achievements were tactics re-
spondents implemented during the testing process. Such strategic efforts
at impression management are noteworthy, considering the prevalence
of assumptions that cognitively impaired persons are incapable both of
such volition and the means by which to demonstrate it.

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

Hearing “the A Word”

The Road to Becoming an Alzheimer’s Patient

With few exceptions, the individuals who participated in my study came
into the clinic hoping to have concerns about their minor memory dif-
ticulties put to rest—chalked up to age, ideally. For most of them, sadly,
that hope was shattered with just two words.

In stark contrast to the restlessness | feel when watching someone struggle to
come up with answers on the neuropsych exam, after hearing someone get
the news that they have Alzheimer’s 41 times, the experience still immobilizes
me. | have grown accustomed to the moment that my mouth dries out, even
though | enter the room knowing in advance what they will be told. And, of
course, the painfully long silence and blank stares that | have, without excep-
tion, observed following the utterance of the words "Alzheimer’s disease.”—
Field notes

Over a decade after observing my first respondent being diagnosed
with Alzheimer’s, I can vividly recall the physical reactions and stifling
silence that felt like hours each and every time I watched it. I often felt
that the person being diagnosed heard not a single word after those two
dreaded ones.

Using So-Called Medical Facts as a Status Passage
Assuming Abnormality

Despite the trend of earlier diagnosis, very little research has been
done to understand what it is like to be diagnosed. Not surprisingly,
the nearly fifty individuals I observed undergoing a cognitive workup
and/or with whom I conducted qualitative in-depth interviews after
diagnosis, depicted the event of being given the news of their condition
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as momentous. Obviously, going through the testing is an impor-
tant status passage, or turning point,' for persons who will eventually
take on an Alzheimer’s identity. American sociologist Howard Becker
argued, in his seminal study of criminal deviance, that the process of
being caught and labeled deviant by a person in a position of author-
ity was the most crucial step on the road to accepting the master status
of a deviant, or outsider.? Likewise, being evaluated and diagnosed by
a medical professional is critical to assuming the status of Alzheimer’s
patient. Medicalization works by informing not merely the knowledge
of practitioners (as outlined in chapter 3) but also the self-knowledge of
potential patients. Status passages are fundamental to social processes,
structures, organizations, and interactions. Since meanings materialize
from all parties participating in the diagnostic process, the degree to
which experiences were medicalized by potential patients fell along a
continuum.

Due to the prescribed clinical processes of evaluating memory loss
and the various personal reactions, the experience of receiving a diag-
nosis served as a second status passage, which could be desirable or un-
desirable, voluntary or involuntary, individual or collective, and self- or
other-initiated.® There are varying but limited amounts of control for
the individual being evaluated and the potential passage was legitimized
by a medical label. In the tradition of status passages, the centrality of
the label differs significantly for potential patients. The idiosyncratic,
interpretive role of status passages, then, allows for the intentional or-
chestration of assorted strategies for managing the information being
received and the interactions based on them in a manner similar to that
used during the testing process itself.

During the rite of passage amounting to a degradation ceremony*
that people found themselves involved in, potential patients were trans-
formed into ill people. This ascribed role was given meaning by the cli-
nician rendering a medical label. The clinician’s tone, the information
given, and the prognosis conveyed shaped the experience of diagnosis
for potential patients and families alike. Since the subjective experiences
of being told the diagnosis were significantly influenced by all these fac-
tors, the overall variation between respondents diagnosed with AD/
MCI was profound. For many, however, the strategies used to avoid tak-
ing on the master status of diseased person or Alzheimer’s patient were
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particularly pervasive in this context. The clinical assumptions of stan-
dardization, patient incompetence, and patient management outlined
in chapter 3 were palpable at this stage of the process and both potential
patients and their families expressed their dissatisfaction with this (as
we saw with Mr. and Mrs. R in the prologue).

Although far more visible at the Health Center, both specialty clinics
utilized a formulaic set of procedures for delivering a diagnosis of AD/
MCI. With varying degrees of emphasis, clinicians explained the test
results, distinguished them from normal aging, labeled a medical con-
dition, if applicable, and made treatment recommendations. The belief
that deficits could be quantified was standard at both centers and per-
haps best demonstrated in the rhetorical devices clinicians employed to
justify the diagnostic label of Alzheimer’s, as these common strategies
from my field notes reveal: “Many of the things you're experiencing fit
the pattern, fit certain deficits. Memory certainly is a problem,” or “Your
results were not as good as they should’ve been.”

For mild cognitive impairment, the discourse tended to be slightly
less medicalized yet was still reflected as an observable, standardized pat-
tern of deficit (that is, as a discernable medical fact). As my fieldnotes
depict: “When we evaluate tests, we see if there are patterns. How we re-
late that is that the disease causes impairment here and not there, etcet-
era. You do not have a pattern for Alzheimer’s, Picks, or other diseases”
(71-year-old male, other cognitive impairment); “You're not fitting a clear
picture of Alzheimers” (87-year-old female, MCI); and “We did find on
the neuropsych testing that there were some problems on memory. . . . It’s
not quite as good as wed expect for someone of your age and education”
(76-year-old man, AD).

The clinical notion that there is a typical and observable pattern of
memory loss simultaneously normalized and medicalized the symptoms
a person was experiencing as part of the biomedical lexicon. Although
this may have served to manage the uncertainty of (or provide “order”
to) an otherwise overwhelming circumstance for some people, being
compartmentalized was very troubling for countless others, especially
those who felt that memory loss was a normal accompaniment to aging.
Such claims to expert knowledge led some to feel surveilled and poten-
tially suspect of medical intentions.
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Becoming a Partial Person

Unfortunately, when an individual is given a diagnosis of AD/MCI, he
or she also embarks on a career or trajectory” of incompetent or at least
soon-to-be incompetent person or “patient.” Often both the delivery of
the information and the recommendations made were unfortunately
aimed more at the family members present than the older individual
him/herself. In the clinical efforts at patient management, the details of
the diagnosis were too often directed at family members or informants,
who were systematically recruited to help handle and monitor the
behavior of the patient postdiagnosis. The experience of Mr. and Mrs. R
in the prologue illustrates this aptly. During their follow-up interview,
they spontaneously brought this up with me:

MR. R: [When I got the diagnosis] I was shocked and I was really
annoyed that [the clinician] was not talking to me, rather than to
[my wife]. She wasn’t even looking at me the entire time until I said
something; it was like I wasn’t there. I had to tell her, “Look at me”

When I directed my eyes at Mrs. R, without skipping a beat she said,

MRs. R:Its true. I felt the same way. [The clinician] was making [the
diagnosis] to me, like I was a caregiver of his, which I'm definitely
not. I may be some day, or he may be a caregiver of me, but . . . not
yet.

In contrast, my field notes also revealed doctors explaining to family
members how certain behaviors were symptomatic of the disease and
thus the diagnosed individuals were not to blame. Mr. T, for example,
came to the clinic with complaints of memory loss and a strained rela-
tionship with his wife. Shortly after retiring a few years prior, Mr. T
seemingly lost interest in all the plans they had for travel and adventure
during their retirement.

Clinician [to wife]: As far as his lack of motivation, it’s not that he doesn’t
want to (and the same with his irritability too)—it’s just part of it. It’s
not him; it is part of the disease.
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Clinician [to Mr. T and daughter]: Apathy or low motivation are actually
symptoms. These are injured in the process of memory problems [that’s
why he is not motivated].

During the delivery of a diagnosis in research-based specialty practice,
the assumptions of standardization and patient incompetence proved
to be essential instruments in the process of patient management. Once
patient management was assured, the preliminary step to the making
of research subjects was solidified. Whether or not the status passage
resulted in the acceptance of the role of patient—what Howard Becker
referred to as a master status—or not, without a diagnosis the legitimacy
of partaking in drug trials, for example, would not exist.

Embarking on the Path of Alzheimer’s

Receiving a medical diagnosis for one’s atypical experiences has been
found to serve a number of important functions, both personally and
socially.® The reported advantages of a dementia diagnosis include
“developing a better understanding of the situation, an end to uncer-
tainty, the ability to plan, access to practical and emotional support, and
the chance to develop positive coping strategies”” For some individu-
als, being diagnosed removes the blame and responsibility associated
with abnormal or otherwise inexplicable behaviors. Consequently, pre-
viously suspect actions are legitimized; for example, they are not going
crazy or being recalcitrant, they have a disease. The social function of
a medical diagnosis is to allow access to the resources and compassion
they are entitled to by definition of their disease. Talcott Parsons’s his-
toric “sick role” status,® and the accompanying temporary release from
social responsibilities, is deemed appropriate for those found deficient
via bona fide medical evaluation and not for those with emergent, con-
tested, or undiagnosed ailments.” Unfortunately, an inherent tension
exists in that what is routine for doctors (searching for deficit and giv-
ing bad news) is deeply personal and often cataclysmic for individual
patients and their families. In this way, clinical routinization constructs
an irreconcilable difference between cases and biographies'® that leaves
many respondents trying to resist being seen as a generic object of medi-
cine or feeling stigmatized and/or lacking in autonomy and control.
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Variables related to both the specific clinician rendering the diagnosis
and the individual receiving it, however, significantly influenced subjec-
tive experiences of the diagnosis, of course. Given the clinician variation
discussed in chapter 3, numerous factors potentially affected reactions
to the diagnosis, including the tone used, the information relayed, the
prognosis given, and the setting of the evaluation.

Reacting to the Tone

The general tone used by the clinician was easily detected and signifi-
cantly affected most people’s experience of receiving the diagnosis.
Ultimately, many respondents perceived an impending doom. Such
derogatory insinuations led to strong reactions such as, “[The diagno-
sis] was like she was reading a death notice to me”; “It felt like it was an
execution”; and “It sounded imminent to me. I felt like, ‘Well T hope I
make it through the year.” Not incidentally, all three of these quotes are
from persons diagnosed with MCI, and were corroborated by family
members, especially spouses such as Mrs. R from the prologue: “I was
ready to have [my husband] get all of our affairs in order. . . . In case he
wasn't able to think in six months or something. You know, I just didn’t
know.” Reactions to the pejorative framing of now bona fide patients
and the search for deficit were also problematic. The perceived sterile
and exclusively deficit-based reporting disturbed Mr. D especially, “[The
tone of the diagnosis] was quite negative . . . this kind of looking at you
negatively and finding the bad rather than the good” (male, AD). Like-
wise, both Mr. C and Mrs. B struggled with the grim atmosphere and
being reduced to their presumed shortcomings, “I was down after [the
diagnosis] because of the [negative] way she reported it” (male, MCI);
and “When I had my MRI at Kaiser the doctor said that there were
some minor things and all, but not to worry right now at all. That they
were minor. And I think that’s what [the clinician] saw, and she made it
major” (female, MCI). Interestingly, as these quotes suggest, many of the
respondents who had negative reactions to the tone used by clinicians
were not even diagnosed with Alzheimer’s, but with MCI.

There were also a number of strong reactions to the impersonal na-
ture of the delivery of the diagnosis itself. For some, this added to their
feelings of discomfort while others simply saw it as unfortunate. The
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following detached scenarios, while outliers statistically speaking, are
illustrative. My observations of Dr. P, who was nearing the end of his
neurology residency, suggested a brusque, impersonal tone:

Clinician: Overall, your neuropsych testing is most consistent with what
wed see with early Alzheimer’ . . . an MRI would be nice—to differen-
tiate between AD and vascular dementia [note: this is the first time he
had mentioned either term]. Overall you are doing well. You are doing
the right things.

[He stands up, abruptly shakes her hand, and leaves the room. The
entire exchange takes less than five minutes.]

This was the thirty-second time | had watched someone get such news yet |
found myself sitting there feeling the same way Ms. K, the potential patient,
presumably did: immobilized by shock and battered by the whirlwind storm
that had just descended. This pleasant 72-year-old woman had come to the
Brain Clinic alone. Of all the diagnoses | had observed, this one hit me the
hardest. It felt like an eternity passed before | gathered my senses enough to
look blankly at Ms. K. The silence was stifling yet neither of us seemed able to
think of anything to say. | did not know this woman. Eventually | stood up,
walked over to her, touched her arm, and asked her if there was anything |
could do to help, although | already knew the answer. She shook her head
no, looked at her feet. | said goodbye and left her alone in the office. | do not
know how long she stayed in that room.—Field notes

A follow-up interview with Mr. and Mrs. K after he was diagnosed with
AD at the Health Center depicted a similarly blasé approach to render-
ing what for many is probably the worse news they can imagine.

MRs. K: We went to the doctor and they tested him and everything else
was fine except short-term memory, which was nonexistent. And so he
had a mild dementia but we just kept on doing things. And then finally
we went back to his doctor, and I asked his doctor, “What are we deal-
ing with here?” And his doctor walked . . . to the desk [looked at some-
thing] and he turned and looked over his shoulder and said, “I think it is
Alzheimer’s”—just like that. (female, husband diagnosed with AD)
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The response to such impersonal interactions was palpable, again evi-
denced in the case of Mr. and Mrs. R from the prologue. The following
exchange took place during my second follow-up interview with them
over two months later:

RB: Have you given much thought to your visit to the [Health Center]
now that you've seen your PCP and he says it’s just normal memory
loss?

MR. R:I thought she was just reporting. I didn't get any feeling of per-
sonal contact from her.

MRs. R: Empathy.

MR. R: Empathy. That’s a good word.

MRs. R:[There was] no empathy.

RB: How did you feel when she was discussing your test results?

MR. R:I was angered! I wanted to know what was happening and all,
but I didn't like the way she was telling it. I wanted her to talk to me
[emphasis in the original].

MRs. R: She [the clinician] doesn’t come through. She really didn't
seem to be working with patients. She was just analyzing and giving,
what do you call it? A diagnosis. But it was all clinical.

Perhaps most interesting, these reactions were reported by potential
patients whether they were ultimately diagnosed with anything or not.
Importantly, this was also true for family members, such as Mrs. R: “I
wondered, ‘What in the world is going on here? [The clinician’s] acting
like he’s not a person.” The environment in which the diagnosis was
rendered affected individuals strongly and in a variety of ways. Many
respondents detected a fatalistic and impersonal tone, which shaped
their phenomenological experiences of the diagnosis.

Absorbing the Details

The amount and/or type of information an individual wanted to know
about his or her condition, and occasionally even the diagnosis itself,
differed between potential patients. While some people wanted all the
details they could garner, others preferred learning a bit at a time to
prevent being overwhelmed. As an observer, I found that an individual’s
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stance could usually be discerned by the number of questions they asked
after receiving the diagnosis. Whereas some people had numerous ques-
tions, most thanked the clinician and left abruptly after receiving the
diagnosis. A few respondents acknowledged the tension over know-
ing how much information to share, such as one 88-year-old retired
businessman:

I think that’s always a problem with doctors, to know how much of it to
tell. We have a friend whos just been told that he probably has one to five
years to live. And he says, “You know, I wish they hadn’t told me” And
somehow, I guess, that doctor must have thought that this person wanted
to hear. And I think it’s a tough call. (male, MCI)

In particular, whether or not the word Alzheimer’s was used varied
between clinicians. On occasion, this led to confusion when study par-
ticipants were trying to make sense of it postdiagnosis. Ms. M, a calm,
diminutive 82-year-old woman with long white hair in braids, said:
“I'm not sure that they ever came right out and said Alzheimer’s. They
seemed to do a lot of skittering around. But I think it’s sort of taken
for granted that that’s what it is” (female, AD). Likewise, Mr. Z, a tall,
smartly dressed 69-year-old gay man matter-of-factly stated:

I'm not sure if they actually used the word Alzheimer’s or not, but there
was a period there of maybe three or four months in which I really didn’t
know what I was doing. And the one thing I remembered the doctor say-
ing was that they’ve tried everything else so you must have Alzheimer’s.
(male, AD)

For some individuals, the details about the test results were actually
more important than the diagnosis being given. Mrs. R, from the pro-
logue, had this to say:

Because of my educational background [as a kindergarten teacher], I
would have liked to see the [test] results. You know, “This is what you
scored on this and this is what it means on this test” But you don't [get
that]. You just get told you did well or you did poorly. That’s pretty amor-
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phous. [Also] I do think that I could have had a little better understand-
ing of what some of the tests were that they were giving me. I think that
would be one little bit of feedback . . . that would really help me. Let us
know a little bit more specifically what those tests were. (female, no cog-
nitive impairment)

As Mr. and Mrs. R’s case highlights, many respondents wished they had
more time to process what had been said to them that day. Over two
months after receiving the MCI diagnosis at the Health Center, the emo-
tion was still palpable despite recently being informed by his PCP that
it was not AD.

MR. R:It was clinical and she just poured it out and that was it. “Here it
is! Take it or leave it!”

RB: And then she said goodbye?

MR. R: Well, she did say, “How do you feel about this? Do you have
questions?” . .. I think she did ask if we had questions, but I was kind
of in shock or something. I didn’t know what to say to her.

MRs. R: I guess [one recommendation] would be to block out a little
longer time for that final interview, so that we could have time for
what she said to soak in. [Give us] long enough to get back to her. I
think that would help a little bit. . . . It takes a little processing to hear
what she had to say. And I don’t think we had time to really process. I
would have liked an extra five minutes or something to think about it
[to decide if I had any questions].

Often, feelings of being rushed or general confusion resulted from the use
of scientific and/or vague rhetoric, as the following field note excerpts
from resident neurologists suggest:

Memory is in the hippocampus, we like to think about where things re-
side in the brain. Visual spatial is the right parietal. And tasks, changing
track are in the frontal region. Memory and visual spatial are typical of AD.
Frontal is not so typical of AD, but not unheard of. You fit #1, #2, and #3
diagnosis of AD yet you are better in some places not expected. It’s a little bit
of a mixed bag, but we agree overall with the AD diagnosis.
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The PET tells if there is low metabolism or low energy weight within
the brain but doesn’t tell if there is actual atrophy [decrease in size] or
shrinking.

This demonstrates how the unfamiliar jargon drawn from discourse
based in medical vernacular was confusing and impersonal to many
people who underwent evaluation.

Consequently, the use of diagnostic ambiguity in the clinics, of it
being “a mixed bag,” for example, satisfied some potential patients
while disconcerting others. Whereas a few respondents were either
suspicious of such tactics or used them to justify the seemingly arbi-
trary nature of the diagnosis, far more interpreted such elusiveness as
indicative of the promising nature of emergent science (the latter of
which will prove important to assuming Alzheimer’s identities in the
following chapter). Phrases like the following from my field notes were
particularly common during diagnoses by neurologists at the Brain
Clinic:

To be honest, we don’t know enough about what these things look like. There
are over 200 causes of dementia. Of dementia today, 50 percent are AD, 30
percent are multi-farct [or small mini-strokes], and the remainder is some-
thing else.

We see that something is going on but we have no reason to think it's even
predementia. Some people with MCI go on to develop dementia and some
don't. It’s a new term and we don’t know who is going to go on to dementia
and who is not.

And truthfully, it's not possible to diagnosis 100 percent—we can just see how
well it fits for typical cases. In the majority of cases, if we can’t pin it down, it’s
a good thing. If it's a tumor, bleeding, stroke, AD—we are familiar with that
and can treat it.

As with the amount of information given, the employment of ambi-
guity as a strategy to manage the medical uncertainty of associated
behaviors subsequently led many individuals in my study to have unan-
swered questions even months after the diagnosis was made. Such
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misunderstandings remained after they left the clinician’s office and
new ones also surfaced. Although some questions were very specific,
there were fundamental misconceptions regarding the actual diagnosis
given and subsequent prognosis. While general diagnostic confusion
surrounded Alzheimer’s diagnoses, my field notes and follow-up inter-
views demonstrate that MCI was particularly fraught:

Clinician: Do you have any questions?

Mrs. A: The thing that bothers me the most is the Alzheimer’s disease. I
don’t fully understand if I have it or not. It sounds like you're saying it’s
coming.

Clinician: It’s either in the brain or not. I would bet that you do. If there
were a test, Id do it but there isn’t.

Mrs. A: What does that mean?

Clinician: I'm trying to be honest with you but admit that we don’t know
everything. If new meds came out to treat AD, I'd want you to have
them. (female, MCI)

RB: What were you told about your memory [at the clinic]?

MR. C: They gave me the closest thing to a failing grade as they could.
In other words, they callit. . . [long pause] do you know the term
that they use?

RB: Was it Mild Cognitive Impairment?

MR. C: Yes.

RB: Did it seem to you that it would be a precursor for anything else?

MR. C: Well, that was the biggest question. Yes, I didn't know whether
it would or would not.

RB: And you left there not knowing that?

MR. C: Yeah, yeah, because they didn’t dwell on the subject. The word
came up a couple of times but not much. (male, MCI)

MR. R: [The clinician] didn’t mention how long she thought this pro-
cess of hers was going to take. (male, MCI)

Ms. Z: One thing she did that she could have explained a little more. I

can’t remember the initials now, but. . .
RB: MCI?
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Ms. Z: Yeah, what that meant and what it didn’t mean. I think that
would have been really handy if she had even had a handout or
something about it that we could have brought home with us. Be-
cause sometimes when you first hear something, you don’t necessar-
ily zero in on what the person had said to you. So I think she either
needed to spend more time explaining it, or have some, ask if we
would like to look at this later or something.

RB: Because you had never heard those terms before?

Ms. Z: No. Right. I'm fairly well read, but I had not heard those terms.
(female, MCI)

MR. O: Our friends who were the first ones who had gone to [the
Health Center] for this and then told us about it, when I mentioned
to her that MCI was new and that it wasn’t conclusive and all of that.
She said, “We are so relieved to hear that because we felt ... So she
had come away, even though they hadn’t expressed it, they had come
away with the same fearfulness from it [she too had been diagnosed
with MCI]. So I know it’s not just us. (male, MCI)

Questions about the difference between dementia and normal aging were
especially salient both for people seeking evaluation and for their fami-
lies, as shown in their routine queries during diagnosis: “So wait, does my
mom have dementia or Alzheimer’s? What’s the difference between nor-
mal aging and Alzheimer’s?” (female, mother with AD); “Is Alzheimer’s
something different from just aging memory loss?” (male, wife with AD).
This confusion was revealed in my follow-up interviews with them as
well. Mr. C asked me: “What’s the difference between MCI and the early
stages of Alzheimer’s?” (male, MCI); and Mrs. B wondered: “How sure
are they that this isn’t just about age? And how sure can they be, really?”

The amount and type of information given, the feeling of being
rushed or put on the spot, and clinicians who employed ambiguity
added elements of uncertainty for respondents. Whether they had too
much or too little information or were simply feeling inundated with
obscure details, the amount and type of detail clinicians relayed to study
participants significantly affected their subjective experiences of being
diagnosed.
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Imagining a Future with Alzheimer’s

Another crucial factor regarding the delivery of the diagnosis was the
picture of the future portrayed by clinicians. A few exceptional doctors
were particularly adept at focusing on what remained and were able to
achieve the perfect balance between cautious optimism and clarity of
detail. Two of the most seasoned neurologists at the Brain Clinic, the
director and the other senior neurologist attending, and the RN at the
Health Center, were particularly impressive. For example:

CriniciaN: Tell me about your memory?

PoTENTIAL PATIENT: Theyre gone but there’s a lot left. I used to be
very bright.

CLINICIAN [without missing a beat, and reaching over to touch the
patient’s arm]: You're still very bright.

CLINICIAN [coming close to and crouching down to look the patient
in the eyes]: Let me put it this way, no one your age [78] with these
problems dies from it. This is not about your longevity. Something
else is going to get you first.

BoTH: [laughing].

CriNic1AN: I wouldn't be pushing you if I didn't think you were going
to get better. I think it’ll [medication] help you—but not if you don’t
get the right doses. We say we'll see you in one month because in a
month you might be doing quite better.

CriNicIAN: Were really going to need to be aggressive here. There’s
your walking, your independence, and your memory. Nothing is
severe—they are all really minor.

HusBaND: Well, it sounds hopeful.

CLINICIAN: I'm not pessimistic.

PoreNTIAL PATIENT: Well, I'll take a crack at it. As you can tell, 'm
not a true believer.

CLINICIAN: Its good to be skeptical—it’s better than believing
everything.
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CLINICIAN: Studies are now looking into whether taking AD medi-
cines will slow down progression if you have MCI. We don’t know
yet. In the meantime, we have to decide. With a person like you
with some trouble, I'm inclined to start [Aricept]—as we go through
this—because I want your memory to be as good as it can be for as
long as possible.

While these practitioners were among the most skillful and compas-
sionate I observed, or what sociologists refer to as charismatic leaders,
other clinicians, in contrast, were scientific and scripted in their delivery
or focused their attention more on the family members present than
the individuals being diagnosed. The prologue depicted a heartbreak-
ing scene with Mr. R straining his neck to see the picture the clinician
drew for Mrs. R of his brain atrophy. My field notes depict a negative
framing and, in extreme cases, a sense of impending doom: “Your tests
with [the research assistant] were really bad, particularly in memory”
(psychiatrist).

There were two adult children on the phone, three people [the potential pa-
tient and her two sons] sitting in the office, the clinician, and myself for the
family conference. The small office was cramped with the five of us in there.
The clinician was on one side of a desk, the potential patient and two sons
were on the other, and | was sitting to the side between them. There was no
speakerphone so the clinician spoke back and forth between the people on
the phone and the people in the room.

Clinician: This is what we did when Mrs. [L] came in here. . .. We went
over her medical history, we talked about her past and her family’s
history, we did the Neuropsych testing, and we did the blood work. . . .
There is some dementia and dementia has some other causes and weve
ruled out the other things and it’s probably of Alzheimer’s pathology.
The potential patient opened her eyes and mouth widely and gasped.

Clinician [without looking up from her forms]: Specifically she had prob-
lems with [robotically goes over test results line by line].

Fortunately, Mrs. Ls friend grabbed her hand and squeezed it. I caught
her eye and we were both fighting back tears, but I forced myself to
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maintain eye contact until she looked away—something I came to feel
strongly about after observing my first few diagnoses. Although some
of this relates to the tone and type of information relayed, the additional
factor of prognosis clearly affected both those who were being diag-
nosed and their families.

Like the counternarratives of Mrs. B and Mr. C, some respon-
dents had their own views on the future that did not allow room for
pejorative portrayals or demonstrated differences of opinion within
families:

MRs. B:1didn’t even think about [my memory loss as] being impor-
tant until my daughter decided it was. I managed to keep appoint-
ments; even if . . . well I do write things down on my calendar. But
I hadn’t been aware of missing anything much. I mean, there are
things that I didn’t remember, but nothing that was important. Little
things that didn’t change my life at all.

RB: And do you think that’s still the case?

MRs. B:1Ithink it still is.

RB: Are you worried about it getting worse?

MRs. B: Well, I wonder about it. Is that possible? But I think, with the
amount of time I have left, it won’t make much difference. (female,
AD)

In similar vein, Mr. C demonstrated strength of character and an accep-
tance of his symptoms, “I just feel like as long as I can get up and see the
sunshine and have the love and support of my family then the memory
loss is really not that important to me” (male, MCI). Such alternative
narratives reveal a concerted resistance to structural constraints fram-
ing biomedical interpretations of AD as uniformly catastrophic (or even
pathological).

The portrayal of the future depicted by clinicians significantly af-
fected the experience of people being diagnosed. As would be ex-
pected, whether the scene was characterized by optimism or skepticism,
whether the delivery was aimed at the individuals being diagnosed or
family members, and whether the terminology used was perceived as
scientific and scripted or accessible and compassionate all affected the
experience of the medical encounter.
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Experiencing the Environment

As seen in the testing environment, the setting of the diagnosis itself at
both the Brain Clinic and the Health Center was also experienced as
impersonal or awkward, even if one was not ultimately diagnosed with
Alzheimer’s:

Well, with that kind of a talk [diagnosis] . . . rather than her sitting behind
the desk, when you're giving that kind of information, a circle or a semi-
circle, or something without the desk. Somehow I didn’t mind it with the
early questions, but with that, somehow the desk didn't fit in for me. That
day I kept thinking, I pictured we would be in a different room. (male, no
cognitive impairment)

One of the things I got out of that [the Brain Clinic] was that they were
not there to tap you on the hand and say, “Don’t worry.” They go as far as
they can go. They are doing two jobs, they are diagnosing you to the best
of their ability, and they are also doing the job of adding you to their fund
of knowledge. (female, MCI)

We were sitting out there where you can see right down the hall and I saw
this whole group standing in the hall and that’s where I saw [the neurolo-
gist] for the first time. But they stood there for a long time and I almost
assumed that they were talking about me because everyone but [the neu-
rologist] was, was, I'd recognized them. (male, MCI)

MR. L: I thought, for what to me was the importance of the occasion,
they were cramming seven to eight people in the room. [It’s] a pretty
minor criticism. I know they are a teaching university.

RB: Is that your biggest concern about that? Did it bother you?

MR. L: Yes, a little bit because there was hardly enough room for ev-
erybody to breathe. Most of them were standing. [To get diagnosed]
with all those people sitting around looking at you [was strange]. I
felt like a spectacle. (male, MCI)

Importantly, these clinician- and setting-specific factors set the stage
for the experience of the diagnosis regardless of the label itself. In
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addition to the tone used, the amount and type of information given,
and the prognosis presented, environmental aspects also influenced the
phenomenology of being diagnosed. That is, the clinical context itself
fundamentally shaped patient experiences.

Responding to “the A Word”

As reported elsewhere, the variability regarding the tone used, the
information shared, the portrayal of the future, and the testing envi-
ronment, led to mixed reactions to the actual diagnosis.'' When being
informed of an AD/MCI diagnosis, many people highlighted their
feelings of shock and confusion. Notions of “This can’t be happening”
ring through the narratives of both diagnoses. Perhaps not surpris-
ingly, the respondents felt shocked, fearful, sad, uncertain, angry, and
overwhelmed:

I could hardly believe it. I had known a number of people who had this
problem, but it simply just never came into my mind that I might have it
at any time. (female, AD)

When I was diagnosed I thought it was a mistake . . . because I had won-
derful days, as clear as they could be. (male, AD)

I had a brother and mother who had Alzheimer’s and so when I first
found that out I can remember what they went through, and it just blew
my mind. . .. That was a real blow. (male, AD)

When I got the results and heard the word it was shocking [emphasis
in the original]! For a couple days I was really stuck and in shock and I
didn’t know what to do with the information. It was really a downer. It
really was a “You’ve got this thing and you're never going to get better”
and that there wasn’t an end in sight. I spent a number of weeks trying
to figure out what was going on and confused and in a daze. (female,
MCI)

They mentioned Alzheimer’s, which made me blanch a little bit because I
wasn't really ready for that. (male, MCI)
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When you get the results back it’s really a reflection on you in a deeply
personal and a unique way and to have failed these tests was really sad
for me. (female, AD)

During a physical exam, the nurse practitioner who I was sent to started
talking about this and that and something else. And talk about stupid, I
was I had no idea that there was anything like this [Alzheimer’s]. And
she asked me lots of questions, and she asked me to do some drawing
and things. And I was just listening to her talking about the tests and all
of a sudden I hit the floor [with the news of the diagnosis]. And I wasn't
expecting that. And little by little over a period of time I began to accept
it. .. but [at the time] I couldn’t believe it. I had just stopped working
maybe three to four months before. It just hit me. I just felt frozen to the
spot. (female, AD)

Family members reported equally varied reactions to the news: “[The
diagnosis] was like a black cloud, that’s the only expression I can think
of” (female, husband diagnosed with MCI); and “[My husband] went
through a period of being very angry, for him, and upset. He got mad at
the psychologist, and when we . . . went in with our son to an attorney
because I wanted to bring stuff up to date, and he [husband] turned
around, in the office, and said, T don’t have Alzheimer’s” (female, hus-
band diagnosed with AD).

Yet many other diagnosed individuals and their family members re-
ported feeling relieved at the diagnosis.'> Now that there was something
to call their condition, people did not feel personally responsible (i.e.,
crazy or lazy) and could elicit help as needed. During follow-up inter-
views with one couple, the wife reported: “I was almost relieved with the
diagnosis because I had known for years and I just wanted it confirmed”
(husband diagnosed with AD). Other spouses elaborated further during
such dyad follow-up interviews:

When we did go to a neurologist, they found Alzheimer’s but her whole
attitude changed after she was diagnosed. It was a like a big load [was
lifted]. Now she knew why she felt like she did. (male, wife diagnosed
with AD)
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I think in a way [my husband] got some relief from [the diagnosis] be-
cause looking back . . . after his first diagnosis we would go to meetings
with groups that we had met with before. And when he introduced him-
self he would say, “I have Alzheimer’s” I think it explained to him some
of these very confusing things that were happening to him. At least it gave
him a handle, like: “It isn’t all my fault. It isn’t, you know, there’s a reason
for this. It isn't just me. You know, I'm not just doing stuft wrong. There’s
areason.” And I think he found some release in that. Some help. (female,
husband diagnosed with AD)

Two gentlemen showed clear insight by noting that their Alzheimer’s
diagnoses were not distressing because it was expected, given their per-
sistent memory difficulties, and it allowed them to elicit help/support:
“This was probably coming on for longer than I realized, so [the diag-
nosis] was not a traumatic thing. It happened gradually; it was sort of
subtle”; and “I was really relieved [to have the diagnosis] because I could
publicly say, T have this and that’s why I act a [certain] way.” Others
diagnosed with Alzheimer’s displayed decidedly mixed emotions that
either varied from time to time or included a whole spectrum of reac-
tions, as these two married women with supportive husbands and adult
children show: “Sometimes [the diagnosis] makes me cry to talk about
it and other times I think I'm lucky, very lucky. 'm not over worrying
about kids in the service, at war [or something like that]”; and “Although
[getting a diagnosis] was good in that [it proved] something was going
on . .. there was something to blame [for the problems], it was also
shocking, and hearing the words was really hard. I didn’t really know
quite what to do with them.”

Interestingly, there were again counternarratives from Mrs. V (from
the excerpt introducing chapter 4), Mr. N (who had a much younger
wife), and others who were far less concerned with what the medical
label might imply than with the imminent loss of tangible valued things:

Since we both cared for our spouses for many years prior to their deaths,
neither one of us wants to put the other through that again, so I'm afraid
our relationship might come to an end if my memory loss progresses.
That is the worst part, quite honestly. (Mrs. V, AD)
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Telling [my wife about my difficulties] means then I'd have to admit that
I wasn’t what I used to be. And, you know, with my being older than her
and being her first marriage, maybe shed regret marrying me, someone
twenty-two years older than her. Maybe shed be upset. (Mr. N, MCI)

RB: Have you ever heard of Alzheimer’s disease?

MRs. B: Oh yes. It was mentioned when I went for that test.

RB: Do you remember in what context they mentioned it?

MRs. B: Well, in my context.

RB: Did they tell you that you had Alzheimer’s?

MRs. B: Well, I think they implied it.

RB: What do you think about that?

MRs. B: Well, I dont think much of it. I was really concerned when
they said I wouldn't be able to drive. (female, AD; emphasis in the
original)

Well, I like to read and I like to watch good programs on television and
I just hope that I can continue to do that because it’s enriching to my life
and I know what’s going on. That’s important. So, when I get to the point
where I can’t remember or do anything—they’ve got places to put me.
I'm comfortable to the point that I realize that there isn’t much that can
be done. (male, AD)

As was the case with the experience of the neuropsychological tests,
people being diagnosed with AD/MCI drew on a variety of strategies
to manage the news being delivered and the interactions based on the
diagnosis. In particular, respondents utilized humor, asked questions,
denied or attributed their memory loss to normal aging, and focused
on what could still be done and/or past achievements to avoid being
equated with their deficits. For example, when asked to talk about their
memory, three patients responded: “They’re gone but there’s a lot left.
I used to be very bright” (male, AD); “I remember things that are im-
portant, that I want to remember, that I set my mind to, but if it’s insig-
nificant, I just forget it. It doesn’t seem too abnormal to me because we
don’t always remember everything” (Mrs. B, AD); and “I mean I just
[forget] those arbitrary things” (male, MCI). When asked if she had any
questions, a 70-year-old lesbian being diagnosed with AD responded:
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“How long will I live?” and laughed. More elaborate efforts at impression
management included:

I can remember what happened a long time ago but maybe I don’t re-
member what happened yesterday or the day before. I can recall some of
it but because I don’t concentrate on it or bear on it [I forget]. Some of the
events that have happened in the past are not what I call real [emphasis
in the original] important so I forget them. Also, I don't look at it as a dis-
ease but as being an ornery Swede [laughs] and not remembering some
things. (male, AD)

I say it’s a blessing when you can open your eyes in the morning and the
sun is shining. It’s the start of something different in my ability so 'm
gonna hang on as long as I can. You can’t put all your eggs in one basket
and depend on the medical field to cure you. You have to realize your
abilities of what you can think and what you can do and you’ve got to ac-
cept them as such. (male, AD)

I make a lot of lists and have been hiding it for a long time. My partner
said I'm a really good actress but I wonder if that’s not something bad to
do. I wonder if this may skew things, or make other people think that 'm
[actually] better off than I am. (Mrs. V, AD)

Rather than passively taking on the master status of a diseased and/or
forgetful person, most people who participated in this research worked
to negotiate a sense of self postdiagnosis that was first, favorable and
second, compatible with how they had defined themselves prior to their
diagnosis. Although the reactions to the actual diagnosis were intense
and largely negative, the immediate shock, anger, fear, and other emo-
tions were quickly (though not uniformly) replaced with responses
symbolic of living with Alzheimer’s rather than fighting it,'* as reported
elsewhere.'* Not surprisingly, past perceptions of memory loss, aging
and disease, relationships with doctors, and their existential views influ-
enced their responses to the news of an AD/MCI diagnosis.
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On Being Diagnosed: Short Case Studies

Rather than suggesting that experiences of diagnosis are uniform or
generalizable in some way, these narratives demonstrate the unique,
idiosyncratic dynamics at work in clinical interactions. The following
cases depict distinct interpretations of and reactions to the diagnosis
of AD/MCI. Clearly, the person-specific factors these excerpts portray
affected the extent to which the individuals assumed Alzheimer’s identi-
ties. While the first woman was fiercely independent and did not have
what she referred to as “blind faith” in doctors, the second gentleman
was somewhat skeptical of medicine yet quite eager to get the necessary
help diagnosis affords him. The third case study portrays a complex pic-
ture of a man who, while being fit and a proactive health seeker, was far
more concerned with the loss of status associated with MCI and how it
might affect his relationship with a much younger woman than the diag-
nosis itself. These three types of responses can be seen as interpretations
of AD/MCI as “not personal/problematic,” “deeply personal/problem-
atic,” and “interpersonal/socially problematic.”

“Not Personal/Problematic”

Mrs. B was a petite 81-year-old retired housewife whose husband had
died a few years prior to our meeting. As she brought me into her studio
to show me her art, it was clear that her ability to do what she found
tulfilling—sculpting—provided her life with satisfaction. Despite her
stellar health and staunch independence, she was brought into the clinic
by her daughter, the only one of her four children who lived locally. In
our follow-up interview, just weeks after being diagnosed with Alzheim-
er’s, she appeared to have few reservations about her memory loss. The
following excerpts provide a glimpse into her personal context:

I've always been very healthy. I've been lucky. I've gone for a check-up
once a year, otherwise only if it is something alarming do I go to the
doctor.

I'm 81 and I just have this sense that my life is winding down. My life
is very simple. There are certain things that aren’t worth storing away
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[remembering] and the things that are important I usually manage to
retrieve. And it’s also normal for old people not to remember everything,
I think. There’s a lot to remember when you're 81.

I was a little bit surprised at the result [being diagnosed with AD]. It
never occurred to me that I was really losing anything seriously. Maybe
it’s so gradual that I don’t notice that there’s a change in anything that I
do. I seem to still do the same things. Of course I put things and I can’t
remember where I put them, but that is not so strange.

I've managed to accomplish just about every goal I've been able to set for
myself. ’'m a happy person, very satisfied; I've had a good life. 'm just go-
ing to enjoy what is here at the present. I don't feel hindered at all by my
memory or this diagnosis.

Mrs. B had lived a long, healthy life free of medical problems, unlike a
number of her close friends. Having survived all of her immediate fam-
ily members, she had no remaining contemporaries. She felt fortunate to
have the life experiences she had and was accepting of her own mortal-
ity. As someone for whom medicine was not an organizing framework,
her life was naturally and gradually slowing down, which was neither
upsetting nor problematic, and an Alzheimer’s diagnosis (or at least the
so-called symptoms associated with it) was just another part of the aging
process. While the fact that her Alzheimer’s diagnosis was not personal
or problematic for Mrs. B was clearly a counternarrative, this outlier
case also sheds important light on the variation among respondents and
perhaps demonstrates keen insight into the nuances of the “entangle-
ments of dementia and aging” anthropologist Margaret Lock claims

result in “the Alzheimer conundrum.”**

“Deeply Personal”

In stark contrast, Mr. D was 84 years old and had gone into early retire-
ment over twenty-five years prior to our interview. A short, stocky
bachelor, he had a warm, larger-than-life presence. As a very proactive
health seeker, his home was literally filled with medical bulletins, jour-
nals, and books, which he said he spent the majority of his time reading
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to be informed about any ailments he had or might someday have. He
wasn't anxious per se, but rather wanted to be well-informed; it almost
telt more like a hobby. Immediately after being told he had MCI, he
asked the clinician “Is there a pill?” (He was prescribed Aricept, which
he had been taking for the two months since his diagnosis but had not
noticed any changes.) He assigned a sense of imperative to the situation
not observed in Mrs. B’s case despite his not technically being given a
diagnosis. Somewhat atypical for his generation, Mr. D was a lifelong
consumer of complementary and alternative medicine. Although he was
suspicious of traditional medicine, he strategically utilized its diagnostic
ability to seek alternative treatments for his many allopathic conditions:

Sometimes we get wrong information from doctors. It’s surprising the
mistakes they make. Some doctors just routinely see patients and say,
“Take an aspirin” or “You're getting older” That’s one thing I can’t stand is
when they tell me, “Oh you're just getting older”

I'look up a lot of things myself and I learn a lot. In fact, any prescription
the doctor gives me I look up in my odd books and make sure what they
are giving me I understand. I want to speak up—the doctors should learn
about alternative medicine—they don't have to go to school to learn—the
books are good on it. All the new studies that come out every month are
in that magazine [Life Extension]. So the whole point of that is—they
think it was a good study, they don't wait until the AMA decides it was
right. They give you enough details and I'm sold.

I called your organization [Brain Clinic] and I got an appointment about
seven months later. Now that is what ’'m complaining about. I have a
problem and it’s gotten worse. It’s gotten worse in those seven months.
That’s one of the things I wanted to talk about. If they don’t have enough
people, my god, get enough people to take care of clients.

What I got from the neurologist that talked with me was that they are
going to try to figure out what is causing it and “if we find we have a new
medicine for it youll get it and if we don’t you’ll just wait until we get
something” and to me that’s why I thought I better go back to my alterna-

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



HEARING “THE A WORD” | 131

tive medicine doctor. And I have to go back in two months to see the neu-
rologist and by then I guess hell have a better idea what the problem is
and if they have a medicine for it. See, doctors either have a medicine for
it or they have surgery for it. Nothing else and I've gotta get a third thing.

I'm not embarrassed about [my memory loss]. It is just a problem I am
having and I take help wherever I can get it.

From Mr. D, one sensed urgency in his situation with his memory (and
perhaps all medical ailments). As someone for whom medicine was a
primary socializing agent, he thought his memory loss was abnormal
and reversible, he intended to do everything he could to fend off any fur-
ther progression, and he would readily admit his shortcomings insofar
as it aided him in getting help. For Mr. D, a model of neoliberal public
health efforts at preventative medicine who nonetheless pursued pri-
marily holistic remedies to health problems, MCI was “deeply personal/
problematic”

“Interpersonal/Socially Problematic”

A tall, thin gentleman, Mr. N was 76 years old with a wife over two
decades his junior. He was a smartly dressed, charming, well-educated
man who had been working as a docent at a museum in San Francisco
for many years. He strongly identified with being healthy and fit and
had few interactions with medical doctors as a result. His wife of almost
ten years felt that his memory loss was markedly worse when he drank,
though he disagreed. His narrative of life with memory loss (MCI) felt
remarkably different from the others:

I always prided myself on the condition of my health.

One of my biggest concerns is the fact that, from my perspective, I do
forget things. And it changes things for both of us [him and his wife].
Especially it upsets her. It’s not a major thing, I mean we've had little tiffs
but we work through it. But because of this, we now, between the two of
us we now go to three different therapists.
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Given the circumstances that have existed [memory loss], I don’t want
to tell her [when I forget something]. Telling her means then I'd have to
admit that I wasn’t what I used to be. . . . maybe shed regret marrying me,
someone twenty-two years older than her.

For Mr. N, his symptoms are not a problem; his major concern was his
relationship with his wife. His potential inability to be an equal part-
ner with his wife was particularly bothersome as was the possibility of
burdening her. The negative effect of his memory loss on their mar-
riage was his biggest fear. Since the experiences he was having with his
memory were changing the dynamics of his relationship in ways that
were upsetting to him, the diagnosis was largely “interpersonal” or a
“social problem” for Mr. N.

What is most telling about these three stories—and the narratives in
this study broadly—is the way in which similar news can be interpreted
and used very differently. Whereas Mr. D willfully accepted an Alzheim-
er’s identity even without a diagnosis of it, Mrs. B recognized her deficits
but saw no utility of incorporating them or her diagnosis into her self-
concept, and Mr. N was far more concerned with how his memory loss
would affect his relationship with his wife than the label itself (or even
what it might in the future mean for him personally).

Conclusion: Experiencing an Alzheimer’s Diagnosis

The agency and impression management strategies observed during
cognitive evaluation were also present in the experience of and reaction
to the diagnosis of AD/MCI itself. People seeking medical attention for
their memory are keenly aware of the pejorative societal perceptions
of Alzheimer’s disease as an alleged tragedy that robs people of their
autonomy and inevitably results in complete dependence and have vary-
ing levels of faith in the power of medicine to treat memory loss. For
these reasons, respondents combated some of the perceived negative
experiences by deliberately presenting themselves in a way they found
more consistent with their personal identities and less interpersonally
threatening. During the delivery of diagnosis, study participants noted
detached clinicians who sometimes used a negative tone, did not pro-
vide sufficient and/or accessible information, or gave a bleak portrayal
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of the future. I am arguing that consequently respondents asked ques-
tions, used humor, denied memory loss or attributed it to normal aging,
focused on what could still be done or on their past achievements, and
highlighted medical uncertainty as strategies to avoid being conflated
with and relegated to the (lower) status of their new diagnosis. Some
respondents willingly, and often light-heartedly, self-deprecated in order
to solicit compassion whereas others simply employed the potential dis-
ease label in such circumstances.

The social death,'® or marginalization, accompanying certain diag-
noses, and arguably dementia, engenders a situation where (pathologi-
cally) forgetful people potentially embark on a career or trajectory'” of
becoming an Alzheimer’s patient. By employing the terms trajectory
and career, I follow a long trend within the qualitative arm of medical
sociology in studying illness narratives to understand the subjective as-
pects of the illness process and the ways in which people attach evaluative
meanings to the typical sequence of movements constituting their path
to becoming a patient. Illness careers and trajectories are characterized
by critical turning points, or status passages into the next phase, which
requires a redefinition of self. While this book generally investigates
how an individual’s identity as a forgetful person is shaped through in-
teractions with biomedicine, what is most central here, however, is that
some interpretations mirror biomedical ideology and others counter it.
These narratives underscore the importance of a person’s outlook on
and prior relationship with medicine for their interpretation of the di-
agnosis. Those individuals for whom medicine is a central organizing
principle in life are more willing to assume the status of an Alzheimer’s
patient (even when they are not technically diagnosed with it).

For people seeking medical care for their memory loss, the transition
from experience to symptom requires a redefinition of forgetfulness as a
problem. The diagnostic process, then, may serve as a legitimating force
for atypical experiences (or assumed symptoms). Respondents vacil-
lated between fully assuming the master status of Alzheimer’s patient,
simply exploiting such terminology when necessary, and completely
normalizing their memory loss. The interactional tensions created by
the assumptions of clinical practice required diagnosed individuals to
engage in processes of identity management. The utilization of such tac-
tics by study participants demonstrates an ability to manipulate one’s
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interactions that counters the public perceptions of incompetency by
highlighting the agency of individuals diagnosed with Alzheimer’s. In
practice, then, the social function of diagnosis is an important element
of Alzheimer’ identities.

The variation among respondents demonstrates that the social con-
text in which aging, memory loss, and disease exist as well as personal
aspects of one’s identity influence the acceptance of clinical diagnoses
as a master status to be adorned. Beliefs on the aging process, previous
interactions with medical doctors, and the purpose of life as well as traits
such as outlook, reaction to bad news, or resilience were crucial in de-
termining how a person reacted to a given diagnosis. Consequently, the
identification as sick or needy is not the only response to the news of an
AD/MCI diagnosis. The reality of these data is that taking on the status
of an ill person is certainly not instinctual or even the predominant reac-
tion to a diagnosis of AD/MCI; it is far from a master status immediately
following diagnosis.

Instead, this chapter argues that the process of developing into a per-
son with Alzheimer’s, which starts with cognitive evaluation but offi-
cially commences with diagnosis, involves the intentional application of
this medical label only as deemed necessary. The processual nature of
becoming an Alzheimer’s patient demonstrates the fluidity of manage-
ment strategies and the ways in which identity evolves over time. The
experience of having been diagnosed served as an integral stabilizing
force for some people who could not otherwise explain their behaviors
(and also allowed them to avail themselves of services). Clinical pro-
cesses, of course, are in turn shaped by potential patients who work to
foster counternarratives resisting biomedical presumptions of incom-
petence or at least manage interactions that are awkward due to the in-
stitutional logic and environmental dynamics of specialty clinics. More
broadly, medical efforts at earlier diagnoses also generate the advent of
articulate and potentially proactive individuals diagnosed with memory
loss who need to be accounted for and incorporated into the discourse
of clinical practice. If the story of this resistance reaches the lay public,
thus revolutionizing the ways in which people with Alzheimer’s are rep-
resented, it will accomplish an equally important political task by offer-
ing people an alternative framework for understanding the meaning and
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course of their illness. This could well provide an important corrective
to a singular (biomedical) story about cognitive impairment.

Chapter 6 explores the experiences of everyday living with memory
loss postdiagnosis. By engaging core sociological debates concerning
structure and agency, it will show how the employment of disease sta-
tus is consciously utilized as deemed necessary'® rather than strictly su-
perimposed upon individuals by definition of the condition with which
they have been diagnosed. Therefore, in concert with other sociologi-
cal work highlighting the nuanced ways in which various marginalized
populations have promoted their own self-interests and awareness in
spite of potential consequences to them,'® people accept—to drastically
different degrees—the label of AD to the extent to which they think it
aids them in certain realms or harms them in others. Individuals with
clinically relevant memory loss navigate their way around the diagnos-
tic label ascribed to them by the medical classification system. Rather
than medicalization being a process whereby individuals are forced to
participate in their own subjugation in a top-down manner, many of
the potential and current patients in this study are active accomplices in
subsuming Alzheimer’s identities. This conduct is emblematic of what

critical scholars call the “new biomedicine”*°
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6
Everyday Life with Diagnosis
The New Normal

At the moment, I feel just fine. I intend to live the remainder
of the years God gives me on this earth doing the things I
have always done. I will continue to share life’s journey with
my beloved Nancy and my family. I plan to enjoy the great
outdoors and stay in touch with my friends and supporters.
—President Ronald Reagan, “Alzheimer’s Letter;” 1994

Mrs. W, a 72-year-old recent widow, had been diagnosed with
Alzheimer’s almost one year prior to my meeting her at the
monthly support group she attended. Beneath conservative
attire and a petite stature, was a contagious enthusiasm for
life. Her informal mantra represented a theme common to
most study participants: “I'm still the same person I've always
been. It just that now I'm me with Alzheimer’s.”

—Field notes, emphasis in the original

The advent of being evaluated and diagnosed with Alzheimer’s/mild
cognitive impairment have been depicted as necessary turning points,
or status passages,' legitimating the incorporation of experiences of
memory loss into the everyday lives of affected individuals. Based
on in-depth interviews with forty individuals who had been diag-
nosed with MCI or early-stage AD between two months and four
years prior, this chapter examines the mechanisms through which the
medical label is employed to normalize continually worsening diffi-
culties, to justify socially awkward behaviors, and to garner support
when deemed necessary in the months and years following diagnosis.
Simultaneously, however, respondents still refused to blindly take the
second step of accepting the demented label necessary in the pro-
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cess of becoming an Alzheimer patient; thus they struggled to avoid
being assigned the master status” of demented person so often asso-
ciated with the label that we saw in chapters 4 and 5, and strategically
worked to avoid such degradation. Both the late President Reagan
and Mrs. W above echo the sentiment that, ultimately, they want
to be seen for who they are, not for the disease they have. Yet there
were only a few exceptional people in my study who did not buy into
the medical version of their experiences, and thus did not seek out
support groups or even actively resisted the medical label ascribed to
their forgetfulness; that is, they never took the second step of adorn-
ing their label.

The final step in the process of becoming an Alzheimer patient, join-
ing a subculture, was initiated by attending support groups or participat-
ing in research studies. The vast majority of respondents in this study
attended support groups sponsored by the Alzheimer’s Association or
held at the Brain Clinic or Health Center, which promote biomedical
interpretations of memory loss, signaling Howard Becker’s third and
ultimate step in assuming the master status. The fact that nearly all the
participants ascribed medical labels to their forgetfulness attests to both
the success and potential consequences of offering exclusively biomedi-
cal solutions to memory loss that characterizes the contemporary so-
cial construction of Alzheimer’s disease and the individuals with the
condition.

Medical anthropologists have long addressed the role played by sto-
ries people tell about their experience of illness in informing both medi-
cal discourse and personal life.* Such illness narratives, or first-person
accounts of illness, focus on suffering, healing, and the human condi-
tion® to demonstrate the importance of distinguishing between illness
and disease. Accordingly, illness addresses things that traditional medi-
cine does not, in fact cannot. Building on this, medical sociologist Ar-
thur Frank’s Wounded Storyteller is not a diseased person; rather s/he is
an individual living with and through a disease.®

Sociologists depict a moral career or process of becoming a patient
that commences upon receipt of a diagnosis.” In this view, individuals
embark on a career as a sick person after being assigned a medical label.
Accordingly, ill individuals are not immediately accepting of their label,
but instead must learn how to become a patient in keeping with their di-
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agnosis. The achievement of this objective solidifies a career in that vein
and involves various moments of significance throughout the process.
For instance, sociologist David Karp elucidates how diagnosed persons
often find themselves in an interpretive dilemma of trying to navigate
between rhetorics of biochemical determinism and a sense of personal
efficacy.® Subjective accounts of disease, particularly a person’s moral
career as a sick person or a patient, provide important insights into un-
derstanding the sociocultural meanings of health and illness.

Social and behavioral researchers have long been interested in the
relationship between illness and identity.” Within identity studies, so-
cial constructionists and symbolic interactionists note that the construc-
tion of one’s social identity is a lifelong process.'® Moreover, because
identity changes over time, managing one’s identity is a process involv-
ing the employment of various strategies. As such, identity is formed,
maintained, and altered through interaction and experience. This is
particularly the case with illness. Illness often fosters transformations of
identity, sometimes drastic ones, but it need not do so in an exclusively
negative or deterministic manner. Insofar as the term relates to identity,
illness is part and parcel of personal narratives. In contrast, disease is a
biomedical condition that is prescribed by medical professionals rather
than “storied” by those most intimately affected.

Medicine, as an institutional structure with sets of knowledge and
practice, identifies an etiological explanation for the disease process,
thus theoretically allowing individuals to integrate their behaviors and
experiences into their everyday lives. The process of retrospectively re-
constructing one’s past behaviors as symbolic of a recent diagnosis al-
lows for an insertion of present experiences into one’s existing identity
rather than reconstituting a self that has been changed in permanent
and foreign ways. As such, normalization of symptoms helps minimize
what Michael Bury long ago coined the biographical disruption and
medical anthropologist Gay Becker called disrupted lives.'! Critics of
the assumption that illnesses roundly present individuals with intense
crisis, thus potentially requiring a radical redefinition of self,'* argue
that the biographically embodied self in conditions of late modernity*?
make it possible for illness to lead to “biographical reinforcement,” “bio-
graphical flow;” and even “narrative reconstruction.”'* Either way, while
the clinical constructs of AD/MCI originate from medical knowledge
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and practice, they permeate other realms of life in ways that are psycho-
socially significant.

While much of the research attention in the area was initially devoted
to acute and terminal illnesses, more recently the focus has shifted to
chronic illnesses. Since chronic illness requires various adjustments to
one’s identity,'® if roles that are deemed characteristic diminish or disap-
pear the sense of self must be actively reconstructed.'® Chronic illness
also brings up issues of temporality that require those who are chroni-
cally ill to live in limbo or spaces of liminality'” because they cannot
predict whether it will be what medical sociologist Kathy Charmaz calls
a “good day” or a “bad day.”'® The uncertainty that can arise, especially
if one has an invisible or concealable illness such as chronic pain, fa-
tigue, or an autoimmune condition involves a deliberate and recurring
“unmasking”'® that requires interactional work on top of managing the
symptoms of the illness itself. Joseph Dumit refers to these ailments as
“illnesses you have to fight to get”*°

Unlike episodic or acute illnesses, where recovery identities can be
attained,”' chronic illnesses like multiple sclerosis, pain/fatigue, or even
AIDS are often lifelong. Likewise, the persistence of memory loss en-
genders obstacles for people with dementia.?* Rather than being able
to speak as survivors of their condition, individuals are instead forced
to deal with constant changes over time and from one day to the next,*
requiring continual negotiations and management strategies.

It was long ago demonstrated that specific images of identity remain
despite the barriers to maintaining a diseaseless self—indicating a fun-
damental concept of identification.** Overall, illness narratives con-
cerned with subjective experiences of medical conditions highlight an
enduring sense of identity and the use of diverse strategies for achieving
such ends, which this chapter engages through the diagnostic categories
of Alzheimer’s and mild cognitive impairment.

After first delineating the types of experiences that lead people to
notice that “something just wasn’t right,” I examine the various changes
following diagnosis and methods of management implemented to regu-
late these transformations. Next, I explore the benefits, as perceived by
respondents, of being diagnosed. The chapter closes by analyzing poten-
tial justifications for and implications of the clinical management efforts
explicated in chapter 3. Throughout the chapter, I highlight the social
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and emotional effects of facing this illness and the subsequent threat to
human interactions.

Although in this chapter I predominantly report on the first-hand ac-
counts, or narratives, of people diagnosed with AD or MCI who attend
disease-based support groups, I utilize information elicited from family
members of those diagnosed where applicable.>® The forty respondents
drawn on in this chapter had been diagnosed between two months and
four years prior to involvement with this research, with an average time
since diagnosis of one year. The vast majority of study participants were
deemed by clinical staff to have only minor memory loss.

Something Just Isn’t Right

Respondents noted a number of things that had originally made them
suspect that something was wrong with their memory (or the memory
of aloved one). Although sometimes these incidents had gone unnoticed
for months or even years, typically there was a very specific episode,
or turning point,*® signifying the magnitude of the problem. Even if it
was a vague recollection by the time they participated in this study, all
respondents eventually acknowledged that something “just wasn't right”
Mr. C, from the previous chapter, for example, did not recognize his
daughter’s long-time fiancé at a formal gathering. For Mr. S, a flutist
who had traveled with big bands, the following incident signaled a fun-
damental problem to him:

I go quite a number of years back in terms of worrying. 'm trying to
remember, it’s something like five years or six years ago I had what I
now look upon as sort of a performance anxiety. I was playing at a music
camp. I play the flute, and two things happened. One of them was very
easy. I just missed, I couldn’t [read the music]. And I had not had that
happen before. And I got really worried. (male, MCI)

Likewise, these two wives corroborated that both they and their hus-
bands had noted clear turning points:

He came out one morning and he was trying to figure out from his IRA
his required minimum distribution, and he couldn’t add up a column of
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figures. This is a man who would never use a calculator. He didn’t like
them. (husband diagnosed with AD)

At one point [my husband] said, “What's this green stuff on my plate?” It
was broccoli. That was kind of bad, but he hasn’'t done it anymore. So it’s
just a series of ups and downs. (husband diagnosed with MCI)

Experiences such as these and sometimes pleas from loved ones even-
tually led all respondents to seek medical attention for their memory
and to subsequently receive a diagnosis of AD/MCI. The most common
reactions to diagnosis mirrored those discussed in chapter 5, ranging
from disbelief to sadness or relief, and highlighted similar variation.

Despite the different reactions to diagnosis, study participants re-
ported strikingly similar types of experiences regarding living with
memory loss since being diagnosed, perhaps best encapsulated by Mr.
E a retired fireman diagnosed with MCI, when he said: “[Memory loss
is] like a little obstacle that I can’t really get around.” Others elaborated
further that what they struggled with the most were routine tasks like
driving, making the bed, and recalling names or numbers. An exchange
between two members attending a Bay Area support group for mild cog-
nitive impairment demonstrates this:

R1: I don’t drive any more. Things I used to do I'm not doing, and
probably will not be doing any more. And I don’t exactly get lost, but
there is a memory problem even somewhere you've lived all your life.
Even though there are places I know, sometimes I find I've forgotten
the name of a specific street. (male, MCI)

R2: T have the same problem. You know you know it, but you can’t grab
it. You can't find it in your memory. (female, MCI)

This was further supported in data from individual interviews:

I have a problem trying to make up the bed. It takes forever to do it.
And things I did, you know, without giving it any thought, now is a big
chore. And it takes a lot of doing to get the job done. Sometimes I'll just
have to call [my wife] and say, “Come up here and give me some help.
(male, AD)
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I find that remembering people’s names is very difficult. I mean I can’t
remember my best friend’s name sometimes. It just blanks out. I can re-
member two service numbers from World War II, but I forget my phone
number, which I use every day. I mean I just. .. those arbitrary things.
(male, MCI)

What was most noteworthy about their experiences was the marked
change from what life had been like prior to the onset of memory loss.
Although there was variation in terms of length of time since diagnosis,
the actual diagnosis, and the reaction to the diagnosis, common themes
reported included changes in activities, roles, and relationships, which
were discussed repeatedly throughout interviews and focus groups. If
roughly half of those who screen positively for dementia in general prac-
tice “refuse subsequent diagnostic evaluation because of concerns about
harms associated with a diagnosis such as losing health insurance cover-
age, driving privileges, or employment; anxiety and depression; stigma;
and effects on family finances and emotions,”*” then my data suggest
their fears are well founded.

Consequences of Diagnosis: Interactional Tensions

In concert with prior claims that a diagnosis of dementia “affects iden-
tity . . . roles and relationships within the family and in wider social
networks,”*® study participants reported that significant transitions
had occurred in their lives since they were diagnosed with AD/MCI.
In particular, two kinds of changes were perceived to jeopardize their
identity as competent individuals and thus required significant impres-
sion management efforts. The first pertained to the activities and roles
that they had performed prior to diagnosis and the second related to
how their relationships with other people were altered by the diagnosis.
These changes required deliberate efforts to resist relegation and handle
relationships as two key aspects of their strategy to manage life with
memory loss.
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Resisting Relegation

Respondents perceived a general decrease in the activities and roles of
their daily lives since being diagnosed. Some noted specific tasks that
they were no longer able or allowed to perform which used to be impor-
tant parts of their lives, such as driving or cooking. Driving symbolizes
independence and spontaneity for many Americans and cooking is a
core aspect of identity for many women of this generation. The follow-
ing focus group excerpt reveals the perceived losses that accompany the
inability to drive a car:

R1: As for driving the car, I used to like to. We were getting somewhere.
But now I have to get in a car with someone else and tell them where
I want to go. Or I go where they’re going. (male, AD)

R2: That’s so frustrating too. It really is. (female, AD)

RB: What’s frustrating about it?

R1: You can’t do what you want. You have to do what somebody else
wants. They have to do it for you.

R2: You can’t just do it yourself. You have to ask. So you have to adjust
your schedule to someone else’s. I guess the best word for it is that it
is somewhat humiliating to be in that position when you're used to
running your own life.

Likewise, for these two women with AD who prided themselves on their
ability to provide food for their husband and children, difficulty with
cooking was a complete assault to this prized identity: “I had somebody
helping me [with] cooking for a while and that really bothered me. It
made me feel less than myself. I learned how to cook when I was 12 years
old”; and “Even when I worked I came home and fixed dinner. Now I
go to do it and I'm an absolute blank how to make that dish. I mean, it’s
gone. It’s gone just like everything else”

On top of their admitted shortcomings, their previously held percep-
tions of themselves as independent, autonomous, and capable people
were often questioned by others as a result of the diagnosis, which sig-
nificantly complicated everyday life and often reversed social roles such
as parent, nurturer, or partner. These two men with AD were typical of
the general remorse and frustration expressed by respondents: “I think
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the disease itself is enough problem but the constrictions that they [fam-
ily members, doctors, etc.] place around you. You can't do this, you can’t
do that. You can't drive. You end up being extremely frustrated”; and
“We are treated differently obviously. We have to be because there are
certain things we can't do, and they have to do them for us. That’s the
one that was hardest to give up . . . independence.”

Closely related, living with AD/MCI meant a potential loss of privacy
and freedom, leading to significantly more constricted social lives. This
conversation between a woman and man attending an AD support group
reveals how this is often framed as a choice by these respondents: “I don’t
very often go out on my own. I don't feel very secure all by myself. You
know, well, what if I forget where I'm going? What if I forget where I've
been?”; and “Well, I've reached that stage too in that I really can't go any-
where unless somebody takes me and brings me back”” The following senti-
ment expresses a feeling of infantilization commonly reported by my study
participants, regardless of whether they were diagnosed with AD or MCI:

[B]efore when I was free to go, I'd go take a walk around the block rather
than blow my stack. By the time I got back my feet hurt so that I quit
worrying what I was mad about. You can’t get away from everybody now.
Your husband will go with you, and that doesn’t do it. Your neighbors will
stop and talk to you, just for a minute. Then they’ll say, “Well, I'll walk
around with you” And I wish I'd never told them I have it because it took
away my freedom. (female, AD)

A general decrease in activities since being labeled with AD/MCI was
almost uniformly reported. Typically, these tangible losses, such as the
treasured roles of a retired academic, were troubling: “T used to teach
classes, I used to edit a journal. I used to do all kinds of things I'm not
doing now. I used to go to workshops, and I'm not doing any of those
things. And I really, really miss them” (female, AD). Others simply no
longer have the energy or interest to continue doing what used to be so
meaningful to them, like these two men with MCI who have lost their
passion for languages, music, or writing:

I was always very interested in languages because I learn languages eas-
ily, and music, I had a good ear for music so I could play a few things by
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ear, but I noticed that actually as time has gone by that I've lost interest in
doing those things. And I sort of blame it, have a tendency when I think
back to think that it’s because of memory loss. (male, MCI)

I do find the hardest thing is to become stimulated in doing something. I
used to become stimulated in writing or a musical instrument or some-
thing like that. And I don’t have any interest there right now. But when I
find something that interests me, then I start to go. But to maintain that
interest and enthusiasm is not so easy. (male, MCI)

In addition, perceptions of being deemed compromised led many
respondents to express feelings of aggravation. The loss of roles and
activities was of great concern to the individuals in this study, who
although they acknowledged their shortcomings, emphatically pleaded
that they not be conflated with them.

In corroboration with first-hand accounts, the spouses of people
living with AD/MCI also noticed differences and were particularly
distressed about the losses they observed. The role of change in the
equation was common, as seen by the husband of a woman with MCI
and the wife of a gentleman with AD: “It’s like he is slowly just vanishing.
It’s like his mind is shutting down”; and “It’s really a sad thing to watch
somebody who was very sharp just go down to where they can’t speak,
they can't dress themselves, they can’t do anything” More explicit ac-
counts of the unpredictability and loss of control involved in dementia
were also reported:

I find that I'm having to do more, or at least more of the detail stuff, and
I get angry. I try not to, but I do. I don’t like what I'm seeing. I'm scared.
There isn’t a whole lot more I can do except try to, please god, have pa-
tience. I feel like [my husband] isn't cooperating and so I get angry. I
mean he has the puzzle books, he has other books, the things he’s inter-
ested in, but he doesn’t do it. That book hasn’t been opened! You have to
keep at it. And I guess I get angry if he’s not going to help himself, I get
angry. It has to be a two-way thing. (husband diagnosed with MCI)

All of a sudden I have seen a tremendous drop in his mental ability and I
am so scared. Because I don’t know now, I did know, I knew exactly what
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I could count on and I had everything, more or less in balance, the help I
needed, but now I don’t even know what I have, and so I am frightened.
And this is a period of sizing up. I'm simply beside myself. 'm having a
hard time. I'm trying to be calm and take it one day at a time, but if I go
any further then one day I get dizzy, really dizzy. Because of the ambigu-
ity of this stuff. The ambiguities are just awful. (husband diagnosed with
MCI)

The fear and uncertainty of these two women whose husbands were
diagnosed with MCI—not even AD—echo that of those diagnosed
themselves. Both parties are aware of and rightfully concerned about
the changes that have transpired.

The decreased roles and activities that individuals with minor mem-
ory loss experienced and their spouses corroborated typically led to
more restrictive lives since being diagnosed. Although many respon-
dents willingly noted the need for additional support in certain realms,
few felt comfortable with the connotation of being less than competent
or needy that accompanied their diagnosis and no one spoke without
remorse about their newly tarnished identity. Study participants ac-
knowledged that their previous identity was threatened by their present
condition. This situation required negotiations with others and a man-
agement of one’s identity on a far more conscious level than had been
necessary before being diagnosed.

Handling Relationships

In addition to living more restricted lives, another important change
requiring impression management concerned their relationships with
others—as the quotes above indicate. Individuals suggested that interac-
tions with their families and friends had been altered by the diagnosis.
One of the most compelling examples of this came from 81-year-old
Mrs. O, long ago widowed and the matriarch of her large family. Her
long gray pigtails hanging halfway down her back, her sparkling blue
eyes began to tear up as she told me the following account:

My family members’ relationships [with me] changed as soon as they
found out that I was “no longer competent.” The things that I say seem
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to be a lot more subject to question than they used to be. It’s as if I can't
possibly know anything anymore. At least thats the way I feel. I'm very
irritated. [Laughter.] I realize that I forget things and that I'm not always
completely with it, but I feel like I still have enough intelligence, you
know, to be a person, and not just someone you pat on the head as you go
by ... .1 guess maybe I'm a bossy person by nature, but I really resent
being bossed around and being told how I should do something when I
know I know how to do it. It’s devastating, and it takes away your sense of
self. And I find it very hard to deal with. . . . It is important to me because
I feel like I'm still a person and my wants and desires should at least be
considered before decisions are made. (female, AD)

Another man, Mr. F, told me that he and his wife had grown apart since
his diagnosis six months earlier: “I think that what happens is that you
do some things yourself instead of doing things together” (male, MCI).
In contrast to prior studies suggesting that couples are involved in a joint
career of managing memory loss,? this finding may provide evidence
that prior relationship status or differing reactions to the diagnosis may
influence whether couples “do things together” and maintain an “us
identity” or not.*

Perceived changes in relationships as a result of diagnosis created a
situation whereby individuals felt they needed to manage not only the
symptoms of their disease but also had to vigilantly negotiate their ev-
eryday interactions. Respondents felt their diagnosis had caused in-
creased tension over the management of self and others. This in turn
caused interactional problems and required further management, pro-
ducing a spiral of dilemmas. Although the processes through which in-
dividuals extricate themselves from this messy and dangerous situation
are idiosyncratic, some patterns are identified in the following section
on methods of management.

The families of people with AD/MCI also talked about how many of
the negative changes resulting from memory loss were difficult to watch
and sometimes put a strain on the relationship between themselves and
their loved one. Wives of men with AD were particularly vocal about the
changes that had transpired in their marriages, especially when cher-
ished traits or aspects of the relationship were now compromised: “One
thing that really attracted me to him was his mind. I was attracted to
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that more than anything else. And it has been hard for me to see this
[memory loss], because our conversations have diminished and his ex-
ecutive abilities are all practically gone”; and “I miss the lack of sharing
more than anything. There’s less intimacy, which I deeply miss. Less fun,
but still lots of pleasure” The wife of a man with MCI expressed similar
concerns: “It has affected our relationship because sometimes he accepts
the help and sometimes he doesn’t want it. As I see the situation, there
is absolutely no planning on his part and it’s very hard for me to have to
think of everything else that needs to be done, for his safety as well as
for mine”

As these data demonstrate, an AD/MCI label significantly affects
both those who are diagnosed and their loved ones, often leading to feel-
ings of loss, anger, uncertainty, and frustration, as reported elsewhere.*!
Arguably, many of the changes that occurred were based on assump-
tions of (at least pending) incompetence from those with whom they
were interacting, including clinicians, Alzheimer’s Association staff, and
family members. Nonetheless, both diagnosed individuals and spouses
reported significant changes and often framed them as losses. Since so-
cial interaction requires constant negotiation, such restrictions created
the need for active impression management on behalf of individuals
diagnosed with memory loss on top of dealing with the physical and
functional realities of their condition.

Assessing the Positive Aspects

Although contemporary assumptions regarding the changes accom-
panying a diagnosis of AD/MCI pertain to loss, many people with
dementia and their spouses also noted positive aspects of the diagnosis.
Importantly, these included the ability to travel, to spend more time with
loved ones, to focus on those things that brought enjoyment, to appreci-
ate what one still had, and to plan for the future. For example, “[Since
the diagnosis], we're taking advantage of everything that comes our way
that we can afford to do” (female, MCI); and “I think we’re doing more
things together as a result of it because you don’t know what’s going to
happen down the street” (wife diagnosed with MCI). While the previ-
ous quotes revealed a certain outlook or perspective per se, others were
more task-oriented: “I think I have a very different view about how long
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I'll be around, or when life will come to an end, or when I'll be incom-
petent, than I did before the diagnosis. No question. And I'm getting rid
of things at home. . . . There are all sorts of decisions of that sort and I
didn’t used to think about death before but now I do” (male, MCI); and
“Id like for him to write [his stories] down to go into the computer for
the kids because he’s got a lot of good stories to tell and I don’t want
them forgotten either. I'd like him to do it before his memory gets worse,
looking into the future” (husband diagnosed with MCI). Mirroring the
findings from chapter s, after the initial shock abated these respondents
were often relieved at the news, glad to be able to identify it as some
known entity, and empowered to do something as a result.

These data suggest that individuals diagnosed with memory loss often
felt they were socially disenfranchised as a result of being diagnosed;
beyond physical and functional limitations, the social and emotional ef-
fects of the diagnosis were evident. Despite the tangible consequences of
being diagnosed, however, there were also positive aspects of the label.
For many respondents, the potential to have an input in their final years
and medical care that would not have been possible if they were diag-
nosed later in the disease trajectory, or with any condition of sudden-
onset, was framed as a benefit. Importantly, both negative and positive
changes accompanied a diagnosis of minor memory loss for these study
participants, each precipitating the need for various identity manage-
ment strategies. In stark contrast to the exclusively negative framings of
AD in the media and medical arenas, these data offer a counternarrative
that includes the perceived benefits of being diagnosed. Thus, both posi-
tive and negative aspects of a diagnosis influence the paths, or careers,
of Alzheimer’s patients.

Methods of Management: Interactional Tensions

Since the framing of AD in the public media and biomedicine is over-
whelmingly grim, study participants echo the sentiments of the late
President Reagan when he said, “Unfortunately, as Alzheimer’s disease
progresses, the family often bears a heavy burden. I only wish there was
some way I could spare Nancy from this painful experience;* in report-
ing fears of how their memory loss will harm those they love. Given
this neoliberal framing and the concrete changes that had transpired
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since their diagnosis, individuals with memory loss implemented vari-
ous methods of management or ways of adjusting to the changes they
noticed, to normalize their experiences and minimize threats to their
existing identities. Such efforts generated, arguably inadvertently, a shift
in identity as well as a sense of community belonging for the group of
individuals attending AD/MCI support groups. Their methods of man-
agement included focusing on the positive, accepting help, attaining
serenity, employing humor, and being proactive.

Focusing on the Positive

The desire to remain positive appeared to be a basic tenet of all support
groups observed. One particularly common strategy was to focus on
what could still be done rather than on shortcomings or what had been
lost. Many people reported the importance of trying to continue doing
what they had done before the diagnosis, including an inherent opti-
mism, personality traits, and treasured identities: “I forget a great deal.
It's annoying. I think this is the kind of thing we just have to deal with.
We have this problem and we can’t change that, but we can improve our
lives by not letting it just bring us . . . unhappy twenty-four hours a day.
Make the best of it and do the best we can” (female, AD); and “I feel
good. I try to do everything that I normally do: walk and watch televi-
sion and go out for dinner and things like that. [I try] to make it just
go as even as possible” (male, AD). Likewise, two men with MCI, one a
retired small business owner and the other a retired academic, remind
us of important aspects of their identities through the following claims:
“The cognitive ability, the thinking, is slower I think, but still there. I
can still make a contribution at the office, although it takes me longer
and so use it or lose it” (male); and “Yesterday I got the page proofs from
another article, a very scientific sort of article, of which I'm sort of the
lead author because I put it together. But there are four other authors,
and it is being published in an important journal. So suddenly I'm on
cloud nine” (male, MCI)

This effort to maintain the norm or balance between equals seemed
to be especially important to the spouses of people with AD/MCI,
who wanted their partners to be involved. For example, “It’s really im-
portant that [people with memory loss] have a sense of some doing”
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(wife diagnosed with AD). More elaborate explanations include the
following:

It’s very interesting because I slip back and forth on this, but I feel until
he cannot do for himself he has to take ownership of the disease. So that
I don’t want to be overprotective. I feel he needs to be doing and having
some responsibilities. I think that makes him better, because he has a rea-
son for being around. And if we do everything for them what’s the point?
Until they are unable to do it. (husband diagnosed with AD)

An overarching theme throughout the data was the need to remain posi-
tive, to appreciate what remains, and to resist the corrosive rhetoric of
loss of self. As reported elsewhere, people with AD/MCI were able to do
this especially well when their spouses interpreted their memory loss
similarly.*®

Accepting Help

Other respondents spoke of the advantage of being open and honest
about needing assistance and accepting help from others. This also
came from data with both the diagnosed individuals and their spouses:
“I certainly think that it’s important to let family all be aware of one’s
problems. Not to the extent of complaining and complaining, but this is
what it is and I have to deal with that. I wouldn’t deny it ever” (female,
AD); and “[My husband] uses [the term] memory problems and he
finds it very comfortable to tell people. If he gets stuck with a word,
instead of struggling with it he just says, Just a minute. I have memory
problems, and I'll get it in a minute, or Tl think of something else™
(husband diagnosed with AD). Mrs. O makes a similarly compelling
plea for appealing to people’s basic humanity to elicit help as needed:

RB: How would you explain what you are experiencing to someone
else?

MRs. O: I would say, “I have trouble remembering things. Sometimes
you'll tell me something and I'll forget it and you’ll have to tell me
again” I'm a very direct sort of person. But that’s the way I would talk
to my grandchildren, or anyone actually. You know, “I listen to you.
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I hear what you're saying, but I won't always be able to remember it,
and you might have to tell me again.” I find being direct is usually the
best way to handle things like that. (female, AD)

As reported with countless other medical conditions, admitting short-
comings granted the support that respondents sometimes required and,
ideally, garnered empathy from those with whom they were interact-
ing. Accordingly, being communicative and accepting help were seen as
important methods for managing difficult circumstances by the diag-
nosed individuals and their spouses alike.

Attaining Serenity

In addition to focusing on the positive and accepting help, many
respondents demonstrated a general serenity when talking about their
condition that echoed the mantra of other self-help movements, partic-
ularly Alcoholics Anonymous,** whose cherished motto borrows from
Reinhold Niebuhr’s well-known poem:

God grant me the serenity to accept the things I cannot change;
courage to change the things I can;

and wisdom to know the difference.

Living one day at a time;

Enjoying one moment at a time;

Accepting hardships as the pathway to peace;
Taking, as He did, this sinful world

as it is, not as I would have it;

Trusting that He will make all things right

if I surrender to His Will;

That I may be reasonably happy in this life
and supremely happy with Him

Forever in the next.

Amen.

The views expressed by study participants diagnosed with AD/MCI

echo a similar sense of serenity: “I have a clear picture, more and more
I have a clear picture of what I can and what I can’t do and I accept it”
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(male, MCI); and “It’s [memory loss] been going on for several years. It
didn’t come on suddenly. It sort of grew. I'm just accepting it. There’s not
much else I can do” (female, MCI). Another woman, exhibiting a com-
mon dissatisfaction with the term disease, nonetheless demonstrated
extraordinary serenity: “I just hate the term disease . . . I have a great
lack of ease with not remembering things. Oh god, it drives me crazy . ..
but we have to accept what we can’t change” (female, AD). More detailed
accounts reveal the strength of character that is required/can evolve
from taking a stance of serenity:

Ive improved in the sense that 'm more able to accept the fact of what
is happening to me, and that it’s not getting better, that I am losing my
memory. And so at first I would become sort of angry or a little upset,
but now I'm beginning to accept that and be able to adjust to that, and I
do see there’s a certain amount of compassion that people show, and that
makes me feel good, and also reminds me that I should feel the same way
because, although they may not have the same problem that I have, they
certainly are human beings like I am. So that’s an adjustment that is mak-
ing me feel good about myself. And it makes me feel stronger, as far as
being able to handle it. (male, MCI)

While it does seem to come quite easily for many respondents to accept
their forgetfulness, it seems that some of this may be related to being
part of what has been called the last great generation—people who lived
through world wars, depressions, and other socioeconomic hardships.
The story of Ms. R, an 83-year-old woman living with AD, demonstrates
a clear acceptance of her condition that involves her making an implicit
comparison to others who have been less fortunate:

What have I got to, excuse me, bitch about? Because there’s nothing big
in my life that’s happened that’s really horrible. I don’t know anyone who's
had as good a life as I had, despite the fact that I have this problem now.

With a sense of altruism, she continues:

I'm glad I have this problem instead of one of my family, someone in my
family, because that would absolutely, all day long I'd think about it every
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night. I think I'd suffer more if someone I loved had this problem than if
I have it myself.

She sums up with the role of religion in her life:

Now if that’s not the Lord taking care of me, I don’t know. I really do ap-
preciate that, and I tell Him every night. . . . I just had the best life I've
ever known anybody ever had. And I'm still having it now [that I've been
diagnosed]. (female, AD)

While spirituality/religion were not overarching themes in these data,
I have reported elsewhere on the significant role such positive modes
of coping can play for people with memory loss and their loved ones.*

Comparisons between groups like Alcoholics Anonymous, where the
narratives of self loss as an alcoholic are prevalent, and other disease-
based support groups like those for Alzheimer’s, AIDS, or cancer are
useful. Importantly, the realization of the identity of alcoholic, while
spoiled.*® provides both internal biographical continuity for individuals
and external social cohesion with other group members. In particular,
conceiving of alcoholism as a disease generates “a sense of consubstanti-
ality or kinship” among members of Alcoholics Anonymous.*” The sense
of fighting for a common cause and of hope for the future commonly
pervades the rhetoric and daily discourse in these types of support net-
works,*® as the fight is against the disease and not the person with it; that
is, the person is not the disease. Such framing signals both the initia-
tion into joining a subculture, the necessary third step to Becker’s career
model, and the accomplishment of the hybrid patient/research subject/
support group member that Keating and Cambrioso claim is part and
parcel of the bioclinical manifestation of modern medicine.

Even with conditions for which diagnostic processes are ambiguous
or treatment regimes are emergent, such as Chronic Fatigue Syndrome,
infertility, depression, or AIDS, research demonstrates that support
groups serve a unifying and legitimating function.>® Thus, even (poten-
tially) spoiled identities can achieve solidarity in the company of people
in the same situation. Such circumstances play a crucial role in uniting
members of various health-related social movements (as chapter 7 will
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discuss) and both legitimate the condition and unify individuals in their
processes of incorporating Alzheimer’s identities.

Employing Humor

Humor was another strategy used by many respondents. Humor and jok-
1,** implicitly
or explicitly communicating ideological assumptions while displaying

ing have long been considered mechanisms of social contro

social identity. However, humor is also an important resource for manag-
ing conflict during emotionally laden experiences,*! and for encouraging
a sense of community among members dealing with common contingen-
cies.*” Humor can also be used as an act of resistance against dominant
paradigms, here the loss of self. DeShazer uses the movement to make
breast cancer scars visible as an example of what she calls rebellious
humor to deflate the culture of optimism that renders invisible (or mar-
ginalizes) the pain and suffering in the moment as well as those deaths
that do result from the condition.*® In other words, humor is a tactic
whose results are at least twofold, that is, it is a mechanism for both elab-
orating and controlling conflict.** The following support group excerpts
demonstrate how humor operates both as a coping mechanism and as a
means through which social bonding is produced:

RB: How long have you been experiencing memory loss?
MR. T: Well, it’s certainly been at least ten years, I'd say. Maybe I just
made that up [laughing]. (male, AD)

R1 [to R2]: Do you think I have Alzheimer’s disease? (female, AD)

R2 [to R1 and R3]: Yeah, both of you have it. (male, AD)

R3: [Exaggerating for effect] I resemble that remark! (male, AD)

R1 [to R3]: And all this time I thought you were faking it all. (male, AD)

RB: How would you describe what you experience [with memory loss]?

Rs: [In a jokingly pedantic, academic tone] What’s on my record is that
the distal end of my central nervous system is not up to par.

RB: How about more specifically?

Rs: [Rolling his eyes] It’s a pain in the neck. (male, AD)
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Likewise, jokes were a common thread in all my interviews and humor
permeated the support groups, which may have alleviated some of the
pressures of being confronted with their memory loss. For example,
three men with AD made the following jokes: Regarding forgetting one
has dementia, “That’s the good side of memory loss”; [when asked about
current activities] “I just try to avoid trouble. You know, fly under the
radar”; and [in reference to wandering] “They ought to tie me down?”
Such inclusionary putdowns*® serve to minimize negative experiences
by sharing the distress with others who can relate to such incidents. In
this way, humor and joking establish boundaries of membership while
simultaneously allowing group members to candidly discuss what they
are going through. The use of humor was a central characteristic in sup-
port group, interview, and observational data.

Being Proactive

While fully cognizant of their increasing shortcomings, participants
believed they had, or could have, control over at least their response
to being diagnosed. What they did after the diagnosis was up to them.
Consequently, the method of management that was by far the most
frequently expressed in the support groups was being proactive and
doing something in reaction to the label. The utility of being purposeful
immediately following the news of a terminal illness is well established
in the social science literature.*® Arguably a mechanism for attempting
to normalize what were often described as unpredictable behaviors and
atypical experiences, discussion of medications, alternative therapies,
and recent medical findings were customary in the support groups. For
respondents, knowledge was empowering, and especially in the eyes of
these three men with MCI, medical information was central: “Dr. Weill
was on last night on Larry King and he says to do the turmeric, so, 'm
going to try that. What the heck. There’s nothing to lose [and there]
may be something to gain”; “I think the more you know, the more you
learn about MCI and Alzheimer’s and dementia, the more you learn
the better able you're going to be to make a decision when the issues
start. . .. So the more you read the more you understand, and the more
of us talking to each other, the better decisions we can make”; and “They
[researchers] are saying more and more that we should start earlier
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and earlier on medication. Then of course theyre going to begin say-
ing soon that actually anybody from age 50 on should take NSAID’s or
anti-inflammatories.”

As these quotes suggest, many people endorsed biomedical discourse
when they spoke about how important it was to be informed and active
in learning about what was going on and keeping up with new discover-
ies. Although these types of reactions are perhaps more closely related
to the sample population of affluent, highly educated, Caucasians ac-
customed to self-advocacy than to a general adaptation to the diagnostic
label or experience of memory loss, study participants demonstrated a
clear enthusiasm for being proactive about informing both their fami-
lies and medical personnel of their needs and experiences. For example,
this woman with AD and man with MCI make strategic appeals: “If you
don’t get out there and make yourself known and heard, make yourself
heard, and you really need to. . . . I need to have the knowledge that I'm
doing what I can”; and “If you put yourself out there and identify who
you are, what your problem is. And say, ‘Let’s talk about what’s happen-
ing and what we can do about it It’s not enough to just curse the dark-
ness. We need to get some light on the subject.” Similarly, an 89-year-old
retired physician reports actually feeling better as a result of his concrete
effort to be proactive:

I'm feeling better recently because the more knowledge you can get about
it, that helps just get through the day and to begin to put things back in
perspective again. And I'm a realist, that there is no cure . . . but I keep
reading and studying and saying [to family members], “Hey, come in here
and read this” So to be informed. And I think it is the issue here. Who
you turn to that will listen to you or work with you or help you to work
through the problems. (male, MCI)

The attitude of these information seekers resembles the process of
becoming professional patients that interactionists have noted comes
with the uncertainty infusing the illness trajectory of cancer.*’

Notions of staying mentally active were observed regularly and the
adage “use it or lose it” was employed repeatedly by both individuals
with memory loss and their spouses alike. For example: “I don’t think
we should let the Alzheimer’s eat us up. If you like to play checkers, play
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them!” (female, AD); and “It struck me it’s like physical exercise. If you
don’t get any physical exercise your muscles get tired and you can’t do
it anymore. If you don’t exercise your brain the same thing would hap-
pen” (male, MCI). While these sentiments undoubtedly reflect a neolib-
eral emphasis on self-regulation, they simultaneously bolster a sense of
agency. The hope for a fix, of course, is also present in many statements,
such as: “I think that we may be passing up ways of solving, of fixing
it, the Alzheimerss. . . . Because I think all of us can have a vocabulary,
and I may be wrong about that, but most adults our age have a good
vocabulary. It can be spoiled, though, if we don’t find a use for it” (male,
AD). Nonetheless, spouses also reinforce this rhetoric and arguably gain
a similar sense of security from it: “I've been watching [my husband] re-
ally working hard at exercising his brain. I don’t know where he gets the
motivation, but it really is nice for me because I can see him doing what-
ever he can to keep things functioning” (husband diagnosed with MCI).
In fact, the proverb “use it or lose it” appeared to be an informal mantra
of the support groups I observed. Since a similar theme characterized
my in-depth interviews with diagnosed individuals, it appears that the
role of being proactive rather than passively letting the disease attack
was a crucial organizing principle for study participants, especially those
attending support groups where such logic was touted.

These findings demonstrate that respondents used various methods
to manage their interactions and identities after being labeled with AD/
MCI. Although the management strategies obviously differed among
participants and in accordance with circumstance, impression manage-
ment was as common a phenomenon for the individuals observed in
this research as has been demonstrated with AIDS and cancer.*® These
efforts helped manage the uncertainty both of being diagnosed with
an unknown and incurable condition and of contending with behav-
iors that were often erratic. However, management strategies such as
focusing on the positive, accepting help, attaining serenity, employing
humor, or being proactive, can also have unintended consequences and
the strategies may be perceived differently depending on the context in
which they are used.*’
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Opportunities for Diagnosis

Despite the impressive surge of research on the subjective experience
of dementia within the social and behavioral sciences, there is a gen-
eral paucity of data exploring the psychosocial outcomes of being labeled
with AD/MCI. While receiving a diagnosis, arguably itself a strategy for
identity management to rule out psychiatric problems or “illnesses you
have to fight to get,”*® respondents noted that an important function
was the ability to avail themselves of certain services and opportunities
that they might not otherwise have known existed. The two primary
resources highlighted were support groups and research studies, both
of which served important purposes for the individuals diagnosed and
their loved ones by simultaneously offering them a sense of collectivity
and agency.

Utilizing Support Groups

Support groups were, not surprisingly, unanimously praised for the guid-
ance and friendship they offered to individuals dealing with memory
loss. While not everyone attends support groups, as there is a significant
selection bias, the sense of community that emerged from these meet-
ings appeared instrumental for study participants in much the same way
as has been documented with other support (or self-help) groups.® The
benefit of these forums was indisputable for both those with memory
loss and their spouses. For example, there were personal benefits, such
as: “T had the idea that I was the only one that has it [AD]. I knew that
wasn't true but when you actually see other people [it helps]” (male,
AD); “[Support groups make it so] you don't feel like you're in it alone”
(male, MCI); and “[It reminds me that] there’s plenty of other people in
the same situation. It’s just a small thing, but it's very important. And
I'm not alone” (male, AD), as well as social advantages “Talking to other
people with shared experiences is unlike talking with your friends and
family, no matter how great they are” (female, AD). Spouses again cor-
roborate the feelings of diagnosed individuals: “[Support groups] have
worked out beautifully because it’s the one place where [my husband]
has been able to talk about, accept, and hear about other people. . . . It’s
important to him to be here. He goes and he knows he has Alzheimer’s”
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(husband diagnosed with AD); and “I really feel that it [the support
group] has done a lot for me having courage, I guess. It’s easier to have
courage when you know other people are doing it too. I think about that
when I'm thinking ‘this is scary” (husband diagnosed with MCI).

Given the encouragement they received in these groups, it is not sur-
prising that many respondents championed the meetings as integral to
managing memory loss. Support groups were also seen as a forum in
which to present and discuss upcoming media coverage, research re-
sults, and general questions or information on AD/MCI, which was
shown earlier to be an important strategy for individuals trying to man-
age the changes they were experiencing. Support groups were perceived
to provide obvious benefits for members.

Beyond the stated incentives to those who participated in support
groups, however, such involvement has some hidden consequences.
Since the groups observed in this study tended not to be staged, that is,
they met together regardless of where along the disease trajectory they
resided, members were often keenly aware of what the future had in
store for them. For some respondents, this was a distressing reminder
of inevitable decline. It was not uncommon for members of the support
groups to express their sadness that eventually they would all be trans-
terred to support groups directed at advanced Alzheimer’s (or worse, a
day care setting). Alternatively, tragic stories about individuals known
by a single participant or represented in the media might be seen as a
strategy to lessen the anguish of all members; “seeking reinforcing com-
parisons”*? might make their own situations seem more bearable.

Given that the groups were offered either by research centers (such as
the specialty clinics where they had been diagnosed) or the Alzheimer’s
Association, the support group environment tended to have a strongly
medicalized culture. As such, group members might have felt pressure
to enroll in various affiliated projects, including research. More impor-
tantly, while a few study participants tried and stopped coming and
fewer never tried, those who chose not to be a part of the groups because
they were not comfortable with talk therapy or what sociologist Susan
Ferguson has termed psychological gentrification® often had few other
channels of formal support or information. Consequently, alternative
understandings of aging and memory loss needed to be periodically if
not wholeheartedly disregarded by members—at least during the sup-

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EVERYDAY LIFE WITH DIAGNOSIS | 161

port group meetings themselves. If individuals with memory loss must
consciously navigate between the everyday experiences requiring inno-
vative and fleeting management techniques and the stationary, techni-
cal jargon and explanatory frameworks of biomedicine, then a rift can
appear between tangible events and emotional sense-making. Despite
the indirect negative results of support group involvement in theory,
that is, that they function as what postmodern theorists refer to as a
technology of self whereby we act in ways that self-regulate us, in daily
life respondents considered such groups an instrumental aspect of living
with AD/MCI.

Participating in Research

Closely related to the above, the second resource diagnosed individuals
and their families perceived was participation in research. Many respon-
dents felt that being involved in research allowed them to do something
(i.e., be proactive), to help advance science, to benefit future generations,
and to possibly even receive some personal benefit. Individuals with a
family history of dementia seemed particularly eager to be involved in
research and none of the respondents noted an unwillingness to par-
ticipate if offered the alleged opportunity to do so. For example: “My
mother had Alzheimer’s and my sister was recently diagnosed with
Alzheimer’s, and that is the main reason I got into the research. Not that
I thought I had any symptoms, but then as time [went] on, [I was] more
aware and conscious of the fact . .. when I got it” (female, MCI). The
following support group excerpt is also instructive:

Ri: After the diagnosis I got into a project that was really helpful. For
about three years I was on this project, and during that time I was
simply like I always was. So, I've really had a lot of [help] because I've
had these different people who advised me or suggested things or
gave me the opportunity to be in the project. It was a drug trial. And
it was really interesting to do. The trial was wonderful because they
had such excellent people. We did a lot of things. I think anyone who
has an opportunity to get in and see how some of these things can be
done, it helps you very much. (female, AD)

RB: Would others of you participate in a drug trial?
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R2:1would do it if it were offered. (male, AD)

R3:1 think I would if it looked like it promised something to come.
(male, AD)

R4: I think I would be willing to do a trial because I'm always interested
in innovations and I'm always interested in anything in the medical
field. (female, AD)

Rs: I have been in one or two drug trials and I would certainly do it
again. I mean, they aren’t going to give you something that would
hurt you, and who knows, it may help. (female, AD)

According to study participants, the perceived benefits of being diag-
nosed with AD/MCI were noteworthy. In practice, the price to pay,
unfortunately, was that one often had to undergo more of the imper-
sonal and degrading tests depicted in chapters 3 and 4, which typically
left a person feeling increasingly deficient. Also, since research par-
ticipation is limited, many people suffered angst over not having
access to studies they hoped could assist them or their loved ones. The
inclusion criteria for research also reflected the trajectory of AD, as
individuals eventually became too impaired to participate in a given
study or they became eligible for one that signaled cognitive decline.
Such involvement is arguably a reminder of the social degradation of
AD/MCI.

Although study participants were experiencing a reportedly har-
rowing condition, they relied on support groups and research studies
to discuss their emotions, to garner information, and to seek refuge.
Support groups and research participation were tangible expressions
that respondents were doing something. Had their memory loss never
been diagnosed, they likely would not have had access to these re-
sources that allowed them to experience a sense of community and
agency. Accordingly, support groups and research participation were
also concrete strategies employed by the respondents to manage their
identities and interactions. As such, with guidance from clinical and
research staff, support groups and research participation were mecha-
nisms through which individuals diagnosed with AD/MCI and their
families normalized otherwise foreign and disorderly experiences. It
is important to note that these were, in fact, the only options made
available to people with memory loss. The diagnostic process, then,
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commenced what had the potential to be a lifelong dependence on
biomedical solutions and answers; alternative approaches for manag-
ing memory loss were clearly marginalized. The lives of forgetful peo-
ple become medicalized into those of Alzheimer’s patients by offering
them exclusively biomedical solutions to problems that are personal,
social, and medical.

Conclusion: Being Socially Labeled

A fundamental interest of qualitative sociology is to understand the
types and qualities of interactions people have with one another and the
effect of these exchanges on their sense of self. Interactionists highlight
processes of meaning-making that are not static but continually modi-
fied through negotiation. Accordingly, our understanding of the world
and our self-concept are always potentially shifting. Roles, and therefore
the interactions based on them, are fluid.

Threats to personhood can occur in many contexts, including insti-
tutional settings like prisons or mental asylums, sites of degradation and
torture in enslavement or detention/prisoner-of-war camps, and perhaps
less obviously, with the assignment of various labels, medical or other-
wise, that connote second-class citizenry. Viktor Frankl's Man’s Search
for Meaning is a compelling account of a Holocaust survivor’s realization
that human life is never without meaning. In fact, the hopelessness of
the situation, according to Frankl, “did not detract from its dignity and
its meaning. . . . [Rather, we should be found] suffering proudly—not
miserably—knowing how to die”** Being deprived of one’s humanity
in any setting can destroy a sense of social belonging and render indi-
viduals seemingly obsolete. Classifying individuals as criminal, sick, or
subhuman has been used to control unruly populations or groups of
people perceived to be in need of coercion, if not brutal force, to comply.
Ritual acts of insubordination are demeaning and derogatory strategies
of social control.>® Further, the forced suspension of time and everyday
life that can contribute to a diminished sense of self for prisoners,*® can
extend to those with particularly debilitating chronic illnesses. Ironi-
cally, such a complete assault on a person’s identity can rob individuals of
their unique attributes while at the same time serving to solidify the group
identity of those sharing common circumstances.””

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

164 | EVERYDAY LIFE WITH DIAGNOSIS

The process of becoming an Alzheimer’s patient is neither linear nor
facile, but involves many junctures or phases. This chapter has shown
that there is a complex trajectory or continuum of AD/MCI experi-
ences. It has elsewhere been claimed that there is a moral career of
successful prison gang membership,’® which includes five phases: pre-
initiate, initiate, member, veteran, and superior.>® Likewise, the process
of becoming a patient involves many phases. It is perhaps not surpris-
ing, then, that upon diagnosis respondents referred to AD/MCI as a
death sentence (see chapter 5), yet interviews years later depicted indi-
viduals who were struggling to present themselves in ways that specifi-
cally disproved this very sentiment. For these respondents, the process
began with the advent of the diagnosis and included various turning
points—or steps: being evaluated, getting a diagnosis, accepting the di-
agnosis, and joining a subgroup—before culminating in an identity as
an Alzheimer’s patient.

Rather than being instantly relegated to the status of a patient or
impaired person, as clinical management strategies might imply, in-
dividuals instead balanced the diagnosis by incorporating it into their
pre-existing identities. Normative expectations of beliefs and behaviors
are in fact remarkably difficult to manufacture and sustain in the prac-
tice of everyday life. In many ways, individuals diagnosed with AD/MCI
embarked on a process of normalization—or the making familiar—of
memory loss, which involved a delicate balance between both biomedi-
cal facts and personal beliefs. This effort to avoid being relegated to the
status of a diseased or sick person was the consequence of a situation
whereby respondents felt they had experienced a clear transition (i.e.,
regression) in the way they were perceived by others since being di-
agnosed. These data depict views and values of an outside world that
require the creative management of social interactions.

One significant departure, or point of resistance, between manage-
ment strategies and phenomenological processes of normalization lies
in the common belief that some memory loss naturally accompanies
aging. Thus, the diagnosed individuals were forced to incorporate this
tension into their new identities as people living with a brain pathol-
ogy resulting in forgetfulness. This debate seemed to permeate support
group conversations and often prevented respondents from seeking out
research studies; frequently individuals would express themselves in a
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contradictory manner at different times. A conversation that transpired
between people diagnosed with MCI speaks to the divergence between
group members and a general confusion regarding past conceptions:

RB: Do you think that what you’re experiencing is a disease?

Ri: Yes, I think it is a disease. (male, MCI)

R2: You do? Or is it a stage? I don’t know, maybe it’s just a stage. (male,
MCI)

R3: It’s probably not a disease because it's something that’s going to be
with you for the rest of your life and diseases aren’t. (male, MCI)
R4: 1 think it’s a disease. A disease or a malfunction of the brain some-
how because there was certainly nothing that I knowingly did to try

to get this and then when it did come I didn’t recognize it anyway.
(male, MCI)

Rs: [When I was younger and before I was diagnosed] I thought all
those people who couldn’t remember anything couldn’t remember
because they were old. . . . It was not an accident or an illness. It
was a situation that you have to go through when you get older. You
forget. Period. (female, AD)

The lack of consensus over what comprises normal, age-related memory
loss was the most significant point of contention in the incorporation
of the disease-identity for the individuals in this study. As with the
data from clinical evaluation, perhaps this resistance demonstrates
a keen understanding of the entanglement of dementia and aging.*®
Those diagnosed with Alzheimer’s or mild cognitive impairment intui-
tively resisted the undisputed biomedical labels ascribed to them, thus
requiring consistent reminders that their memory loss was indeed
pathological. Although some of these reminders came from medical cli-
nicians, Alzheimer’s Association staff, and family members, the excerpt
from the MCI meeting above suggests they also come from within the
group itself; members prevent each other from falling off the proverbial
wagon and thus losing so-called insight into their deficits.®* In this way,
members socialize one another into biomedical interpretations of their
memory loss.

Most importantly, individuals with minor memory loss managed
their symptoms by devising concrete strategies to combat biological,

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

166 | EVERYDAY LIFE WITH DIAGNOSIS

social, and personal losses. Respondents had become responsible im-
pression managers of an identity inscribed with the label “demented”
To aid them in the challenge of managing a newly spoiled identity, such
strategies literally became necessary resources of self-preservation.®® In
efforts to avoid the master status of a demented person, study partici-
pants endured the potential threat to their selves by utilizing methods of
management reflecting an identity that is constructed and reconstructed
over time; identity persists as a fundamental characteristic.

Thus, respondents sought out resources to aid them in their endeavor
to understand memory loss and integrate it into their lives without com-
pletely compromising who they were prior to the diagnosis. For study
participants, after the initial reaction and emotions attached to the
diagnosis began to subside, every effort was made to continue living;
the focus was on what could be done and not what might have been or
would in the future be lost. These individuals especially wished not to
surrender the activities, roles, and relationships they had enjoyed prior
to the diagnosis. Accordingly, with a supportive environment, dementia
becomes what Jenny Knauss called her early onset AD: a manageable
disability.*?

Through participation in things like support groups and research
studies devoted to AD, diagnosed individuals further embark on the
process of incorporating Alzheimer’s identities. While retrospectively
reconstructing past behaviors to normalize their diagnosis, people par-
ticipate in things like research projects and support groups for strategic
reasons, which include managing uncertainty, making space for the new
diagnosis within their existing identities, and garnering expert help de-
spite the circumscribed scope in which these services are offered. But
both support groups and research involvement also afford respondents
dealing with memory loss the chance to feel connected to others in a
similar situation, help others, and be proactive—a motivation for taking
the third step in the process of assuming the master status: membership
in a subgroup. The next chapter discusses the role of the Alzheimer’s
Association, the national voluntary health organization devoted to the
cause, in the incorporation of this new voice and its effect on the process
of becoming a person with AD.

Rather than obediently adorning the label of a demented person,
however, the moral career of my study participants involved (aims) to
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reconstitute the power relations between themselves and other able-
minded people, including clinicians and social others, by continually
negotiating their identity as competent people. Their adaptation to the
purported symptoms of memory loss and resultant social relations can
be seen as a new interactional strategy whereby the diagnosis becomes
a resource utilized to get through the day. In spite of the many frustra-
tions and heartaches accompanying the condition, respondents fought
to avoid having their lives reduced simply because they had been di-
agnosed with memory loss. They moved forward and continued living
their lives by accounting for and controlling their experiences the best
they could. Rather than being passive recipients of a diagnosis as depic-
tions by the pharmaceutical industry, public media, and bench science
suggest, these narratives suggest that participants employed the label
both as a resource to help them manage the changes in their lives and as
something that needed to be taken into account to deal with the recent
affront to their social and personal selves.
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Advocating Alzheimer’s

Biomedical Structures and Social Movements

In 1982, President Ronald Wilson Reagan designated the first National
Alzheimer’s Disease Awareness Week. Ironically, just over a decade
later he delivered a speech disclosing his own Alzheimer’s diagnosis.
His openness and his wife Nancy’s active involvement in the cause
offered great promise for promoting a more accurate understanding
of the condition and a fuller inclusion of affected individuals into the
Alzheimer’s social movement. Yet this did not happen. Why did their
courage, optimism, and activism not promote fundamental social
change? Based on in-depth qualitative interviews with twelve staff
members from the U.S. Alzheimer’s Association, the first and most
visible national advocacy organization devoted to the cause, as well
as participation and observation at dozens of academic meetings and
inter/national conferences sponsored by the Association, this chapter
explores how individuals diagnosed with memory loss are envisioned
and served by the voluntary sector within the United States. This chap-
ter begins with a background of the Alzheimer’s disease movement,
specifically the Association’s role as the primary social movement orga-
nization (SMO) fueling it. Next, I trace the history of the Association
and its contemporary contexts and philosophies. Using the perspec-
tives of staff at local and national chapters and the image portrayed
on their official website, I will outline the Association’s organizational
identity and institutional logic. Drawing on organizational theory,
my central argument is that the founding ideals of biomedicine are so
deeply ingrained within the Association that cause and cure research
and treatments to help caregivers cope with the presumed problem
of having a loved one with AD are the focus of efforts rather than the
inclusion of people with AD themselves, or a care focus.! Recent schol-
arship supports the claim that a contentious issue that has plagued the
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Association since its inception is the existence of two related but ulti-
mately conflicting goals: one, to rid the world of AD through a cure or
medications to effectively treat the condition, advanced by the medical
community, and the other focused on helping people currently liv-
ing with the condition manage their daily lives, advocated by those
providing support to people with dementia (and, more recently, diag-
nosed individuals themselves).>

I will argue that an additional tension also exists between caregivers
as the primary constituency and the lived experiences of those with AD/
MCI themselves, since the latter is far beyond the scope of biomedicine.
If caregiver needs are both historically embedded within the Association
and can be easily served through basic science solutions (i.e., pharma-
cological treatment of behavioral and psychotic symptoms of dementia,
or BPSDs, and the presumed stress and burden associated with being
a carer), then the well-being of people with Alzheimer’ is secondary.
The original role of people with AD in the Association was limited to
being research subjects and passive recipients of care, which has cre-
ated what Max Weber referred to as an iron cage for the Association.
Consequently, the social justice aims of combating the negative social con-
structions of people with AD contradict the organizational identity of the
Association.’

I compare the AD movement and more traditional Health Social
Movements (HSMs) that rely on medical definitions and simultane-
ously challenge the authority of scientific knowledge and the prac-
tices based on it,* which the AD movement has not historically done.
Recent mobilization efforts from the on-line community known as
DASNI (Dementia Advocacy and Support Network International),
the Alzheimer’s Foundation of America (AFA), and Dementia Alliance
International (DAI) will be outlined to analyze counter or resistance
narratives that have sprung up within the movement in response to
the Association’s perceived inability or unwillingness to be critical of
biomedicine or to focus on aspects of care. While the comparatively
radical and vocal approach of such narratives of resistance has the po-
tential to change the Alzheimer’s disease movement and even its most
powerful SMO, the chapter reveals persistent myths® that will have
to be debunked before goals as lofty as social change can begin to be
realized.
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Background of the Alzheimer’s Movement

Robert Butler, gerontologist, physician, psychiatrist, and Pulitzer-prize
winning author, was named the founding director of the National Insti-
tute on Aging (NIA) in 1974. He coined the term ageism and is credited
with establishing the causal link between senility and Alzheimer’s, which
redefined the former as no longer an inevitable aspect of aging. Butler
quickly established Alzheimer’s as a National Research Priority for NIA. In
the late 1970s, a disease-based social movement started to coalesce around
Alzheimer’s and began providing support to family members. With the
help of several families attending support groups, another key actor,
Jerome H. Stone, founded and became the first president of the Alzheim-
er’s Association after meeting with the NIA in 1979. The Alzheimer’s
Disease and Related Disorders Association was incorporated on April 10,
1980. That year, the National Institutes of Health (NIH) invested $13 mil-
lion in Alzheimer’s research. The establishment of first the NIA and then
the Alzheimer’s Association signaled a clear response to views that ser-
vices and information on the condition were inadequate. The movement’s
formation was based primarily on the redefinition of senility as a bio-
medical classification (Alzheimer’s disease), which by including cases of
people over 65 years of age rendered it the fourth or fifth leading cause of
death virtually overnight and thus made it well-deserving of public atten-
tion.® The subsequent “Alzheimer’s Industrial Complex” began swiftly and
has since seen tremendous success.

Compared to other contemporary health social movements, the AD
movement has been far less inclusive of its target population and excep-
tionally slow to identify and promote public spokespersons. In the late
1970s, it was practitioners and scientists working with families affected
by Alzheimer’s who sought public attention for the condition. When the
first voluntary organization was formed in its name, the intention was
to direct public attention to the condition and garner federal support
for research looking for a solution. The movement successfully framed
itself through the promotion of AD as a significant social, not simply an
individual, problem, transforming senility from a private family matter
into a medical epidemic demanding public concern.

Like all social movements, external structures and internal dynamics
shaped the maintenance, principles, and outcomes of the AD movement
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and its organizations. The Alzheimer’s Association, with concerted ef-
fort from (primarily) bench scientists and affected families and (more
recently) people with AD, has been a catalyst for the lobbying initiatives
of the Alzheimer’s movement. Given its biomedical focus, the Associa-
tion has been very effective in seeking monies to fund research projects.
Attempts to give voice to the perspectives of people with AD, however,
have encountered considerable obstacles.

As with other marginalized groups such as children, those with de-
velopmental disabilities, or the mentally ill, proxy interviews with carers
have historically been seen as the best way to understand Alzheimer’s,
both reflecting and reinforcing pejorative assumptions that people
with dementia are deficient or, worse, irrelevant. This view often stems
from the belief that people with AD cannot learn or communicate in
a meaningful way, do not want to do so, or would be harmed by the
interaction. Such assumptions created by and situated within a society
that glamorizes a youthful, fit body and mind further weaken people
with AD’s ability to assert their interests. In practice, such presumptions
of incompetence’ insinuate that people with AD cannot advocate for
themselves, speak effectively in civic realms, or serve as leaders of the
social movement claiming to represent them, regardless of their aptitude
or aspirations. Ironically, the conundrum is that the most salient barrier
to challenging negative perceptions is precisely this lack of visible and
credible spokespersons to portray the condition.®

In the United States, the rise of activism in other arenas has proven
that structural trends change when patient advocates become visible,
often forging new types of clinical research and practice.” The laudable
efforts of the AIDS and breast cancer movements both criticized and
galvanized biomedicine. These movements had large and ambitious
groups of young, savvy, at-risk activists, including charismatic spokes-
persons who generated urgency and support'® and could be effectively
targeted for education and prevention.'" In contrast, the AD movement
was not initiated by or originally intended for people with the condi-
tion. Further, since cognition is compromised with Alzheimer’s, people
are less likely (both presumptively and in reality, as the condition pro-
gresses) to pursue public speaking and/or advocacy.

Historically, while the AIDS movement kept a local grassroots focus
on individual needs, the AD movements more macro national approach
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easily converted into an interest group aimed at making policy changes
from within existing social structures.'> The AD movement has not
made concerted efforts to challenge medical authority or knowledge,
which arguably correlates with the enormous amount of monies ear-
marked for finding a cure, or what renowned political economist Carroll
Estes might call the Alzheimer’s Enterprise.'® In contrast, AIDS activ-
ists demanded drug trials and alternative therapies when no efficacious
medications existed. The distinctions between these movements include
the targeted populations (and their perceived competence) as well as
their relations with and expectations of biomedicine.

The U.S. AD movement has been far more similar to the mental
health and disability movements in terms of its approach to biomedi-
cine than to the AIDS or breast cancer movements.'* Despite a con-
stituency comprised of people with stated conditions, considerably less
criticism of biomedicine and its implications have surfaced in the men-
tal health and disability movements relative to the AIDS or breast cancer
movements. Arguably, this is due in part to the stigma and historically
contested legitimacy of certain conditions (e.g., mental illnesses) as a
disease and/or the moral accountability often associated with physical
disabilities (e.g., genetic deformities or weak immune systems). In ad-
dition, the perception of such people as vulnerable engenders an embit-
tered struggle against assuming the stigmatized identity of a mentally ill/
disabled person. Yet the mental health and disability movements have
both made enormous progress in their efforts at inclusion. The goal of
being heard so feverishly achieved by these other movements remains
in the elementary stages for people with AD. If the AD movement has
constituents who question the biomedical model of Alzheimer’s, then it
will be important for them to challenge the historical foundation of the
Association in order to advocate for people with AD.

The bench science and care provider underpinnings of the Al-
zheimer’s Association—the countrywide powerhouse behind much of
the movement in the U.S. media, public discourse, and the research
community—have yielded an impressive commitment first and fore-
most to cause and cure research and to a lesser extent caregiver issues
and long-term care policies. Diagnostic advances, including early and
even preclinical identification, result in people currently experiencing
AD being able to articulate their positions more clearly than when the
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Association was established. One result of this biomedical trend is that
the movement has been forced to account for this phenomenon. It has
responded by trying to incorporate these voices instead of relying solely
on the viewpoints of carers. The Association started altering its objec-
tives as previously unheard perspectives emerged, including addressing
new realms pertaining to quality of life, experiences of memory loss,
and meeting the individual needs of a clientele that is now both young
and old. However, as attention shifts, traditional initiatives such as basic
science, fund-raising, education, and family support are in direct com-
petition for resources. As the largest and until recently the only social
movement organization aimed exclusively at dementia, the Association
remains the most influential U.S. player in the AD movement. Discover-
ing the factors influencing the activities of the Alzheimer’s Association
is essential to understanding what has frustrated the stated intentions of
including people with AD.

Part of the obstacle to incorporating these perspectives may be due
to the relationship between social death,'® or marginalization, and so-
cial worth. Research on dementia suggests that those who suffer from
prolonged terminal illnesses, who are very old, and who are believed to
experience a loss of personhood as a result of their condition are often
relegated to the status of inanimate objects.'® The symbolic liminality
between life and death presumed of people with dementia risks render-
ing them socially obsolete. Such existential demarcations exacerbate the
likelihood of societal disadvantages'” engendered by social construc-
tions of AD as the “never ending funeral” and a “living death”'® The
“competence-inhibiting support”*® implied by the surplus of manuals
geared at formal and informal providers of care signifies how easily
those caring for people with AD become the object of attention and how
often they are perceived as the second, if not the real, victims.

Although early attempts to incorporate the voice of people with de-
mentia into research®® did not gain much momentum initially, an im-
pressive number of both first-person accounts of Alzheimer’s*' and
social and behavioral research with people who have AD** have now
emerged, including two noteworthy sociological articles coauthored
by people with dementia.”* While this impressive surge of studies has
begun to reverse the trend of viewing people with AD solely as deficient,
which pathologizes their behavior?* and effectively silences their voices
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in public life, it has not yet made its way into the Association or reached
the point of initiating social and structural change.

If the objectives of the Association correlate with how members are
defined and treated, then understanding the interface between media,
politics, and medicine and the efforts of social movements and their
organizations is crucial. Societies that ascribe worth on the basis of age,
or place higher value on citizens who are youthful, both reflect and re-
inforce structural forces that act to stereotype, devalue, and exclude old
people regardless of any SMO’s intentions. Likewise, the hegemony of
biomedical principles in modern American society also gives preference
to cause and cure over care.

The remainder of this chapter will investigate the ideological re-
sources fueling the Alzheimer’s movement’s central advocacy organiza-
tion and the environment embedding it. Many social factors influence
social movements, including ideological differences, sociohistorical
conditions, politics, and constituency resources. Biomedical definitions
normalize, or name, diseases, thus making them a household word and
legitimating their existence; that is, naming illnesses potentially unites
members of disease-based movements. Shifting the definition of Al-
zheimer’s to include dementias of all ages circa 1975 greatly increased the
number of reported cases and led to its being perceived as a significant
social and health problem. Yet the relationship between science, poli-
tics, and cultures of disease has profound consequences for members
of health social movements, including the formation of collective iden-
tities, minimizing the blame-the-victim mentality, influencing policy
changes, procuring research monies, and increasing awareness of tar-
geted conditions.

The dynamics of the Association affect not only people with dementia
who may or may not be involved in the movement, but also any impli-
cated actors® as well as to their significant social others. An examina-
tion of the Association’s origins, goals, and tactics can begin to address
why incorporating this voice meets such resistance.

The Association and Obstacles to Inclusion

As the previous two chapters have revealed, respondents with AD
express a resounding willingness to become more visible and vocal in
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the dialogue surrounding dementia. Voicing their concerns satisfied a
need to do something during a time of heightened uncertainty and was
a valuable management strategy, as shown in chapter 6. Unfortunately,
forgetful participants in this study also cited a variety of barriers pre-
venting them from being heard, including the fact that the nature of
the condition with which they had been diagnosed pre-empted their
ability to advocate in a confident and articulate manner. Importantly,
despite these obstacles, at least in theory respondents resisted taking on
the purported deficiency perspective® as a master status, were eager to
inform the movement in their name, and sought inclusion to dispute the
pervasive rhetoric of self loss.

Likewise, staff from the Alzheimer’s Association unanimously
stressed the importance of incorporating the perspectives of people
with dementia when planning the programs and policies aimed at
them: “There’s a real consciousness in the Alzheimer’s Association . . .
to engage people [with AD] and involve them” (Interim President, Na-
tional Office); and “[There] is a slowly growing voice [of people with
AD] that’s invited [to participate]. We want their voice as part of the . ..
we want to include them in the Association” (Associate Executive Di-
rector, Southwest). Yet when Association staff discussed their perceived
ethical concerns regarding the utilization of people with memory loss
in public forums, they used rhetoric that reinforced notions of self loss.
For example, the Interim President at the time of this research said the
following:

We've had terrible moral quandaries over bringing somebody into a hear-
ing room who was clearly demented, making a spectacle of themselves.
And you know, they haven't said okay to that. They don’t even know where
they are [emphasis added]. And wrestling with that and saying, “Are we
exploiting these people?” and “What'’s the appropriate thing?” You know,
we do that [have them testify at senate hearings] with the full participa-
tion of family members and surrogates, and recognize that they’re sure
there’s some risk, but there’s a payoft that brings it home.

Rather than take the approach of, say, Michael J. Fox, when he went
off his Parkinson’s medications prior to his testimony before the Senate
Appropriations Subcommittee in 1999, the Association has framed
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the use of spokespersons from within the ranks of people with AD as
exploitative of their symptoms, yet it has done so without explicitly
discussing that decision with those affected. That is, the Association
arguably made this choice based on assumptions that suggest infantiliza-
tion or paternalism.

In addition, various competing organizational needs conflict with the
stated objective of including people with AD. Some of these dynamics
are within the Association itself and others are external factors similar to
those confronting many voluntary organizations. The staff I spoke with
were personally motivated in the struggle to help people with AD and
their loved ones, as most had the condition in their own families. They
highlighted the importance of including people with memory loss in the
realm of research, policy making, and service delivery. Yet, most cen-
trally, they spoke of the benefit of putting a face on the Association itself
and thought that the most effective way to do so was by encouraging
spokespersons from within the ranks of those living with memory loss.
Many, including the interim president, saw increased public awareness
as the primary benefit of these efforts: “This is a disease that is so devas-
tating that many people have some experience with it in their families,
but when you personalize it—[when] you show somebody who looks
like them, it has [an] enormous effect.” Others spoke more specifically
about “demanding better care”:

[T]here are people who . . . don’t want people to know but there are just
as many people who . . . don’t mind sharing their stories to get the word
out. [W]hen you’re more visible . . . people become more vocal about de-
manding better care, . . . more money for research . . . [and] making sure
that the families and friends that they know get the care. (Development
and Communications, East Coast)

At least one woman had the admirable and pioneering goal of challeng-
ing negative stereotypes and assumptions of self loss that could result
in meaningful social change: “We will . . . somehow . .. change the face
of Alzheimer’s disease to show these people who are able to speak for
themselves, who are healthy, who work out every day, who take care
of their dogs, and who work on their computers” (Executive Director,
Northwest).
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Despite this staff member’s vision of the potential of people with Al-
zheimer’s to combat pejorative framings of AD, however, most Associa-
tion staff depicted the purpose of their inclusion as more instrumental:
to be public spokespersons for the condition (and thus the Association).
When this study was conducted, caregivers were the only spokesper-
sons used to lobby policy makers for more research monies to fund bio-
medical research and spoke at designated points®” to federal and local
agencies, practitioners, and potential private donors. Perhaps due in
part to pleas from people like the executive director quoted above, those
with the condition were beginning to demand inclusion by serving on
various committees within the Association, thus allowing them to in-
form the very practices and programs aimed to serve them. In 2006,
for example, the Early Stage Advisory Group was established to utilize
diagnosed individuals in “helping the Association provide the most ap-
propriate services for people living with early-stage Alzheimer’s, raise
awareness about early-stage issues and advocate with legislators to in-
crease funding for research and support programs.”*® After extensive
deliberation, the first person with early-stage Alzheimer’s was appointed
to the Board of Directors in 2008. But people with Alzheimer’s were dis-
satisfied with the roles that staff envisioned them playing within the As-
sociation. When I asked staff what capacity people with dementia could
serve in the Association, it became clear they felt that diagnosed indi-
viduals could help primarily through quality control and policy efforts:

I think one of the strongest things a person with Alzheimer’s can do is
help make sure the services are the right services. Youre doing them for
those people, and admittedly their needs are going to change as they ad-
vance in this disease, but you always want to go to the people who are
affected and have them involved in designing the system. (Interim Presi-
dent, National)

[There is a] role [for] the person with the diagnosis in advocacy for
changes in Medicare, Medicaid, etc. . . . [The Association] holds a Public
Policy Forum each year [and] there are more and more people with the
disease who not only are invited to come, but are invited to be part of the
congressional testimony. The educational role that they played in [this]
forum was invaluable. . . . I think they perform a community education
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role [as well], either with people who have or may have the disease as
well as with concerned family members. The advocacy by people with
the disease makes it more likely that we will be able to keep building the
prevention side of the spectrum, or the management side. (Public Policy,
Midwest)

In contrast, some staff underscored a potential for self-advocacy through
“peer support and education” and the importance of going to the source
for answers: “I think we are moving to a point where we understand
that we need to and have to listen to persons with Alzheimer’s dis-
ease because they know what we need to be doing to help them” (Vice
President, Programs and Public Policy, Southeast). Others elaborated
this point:

Education [and] peer support. Educating the public at large, but educat-
ing other people within their [support] group or even in the early stages.
I think there can be opportunity for peer support. The Association can
be a liaison between people who are already involved in the Association
and people who may have just received a diagnosis, who want to talk to
somebody else about the disease. It’s different if I sit down and talk to
somebody about their diagnosis versus somebody with the disease talk-
ing. (Regional Director, Northwest)

Unfortunately, the initial Advisory Group complained that their role
was largely symbolic and there was no real change or authentic voice in
the Association.?” The perceived roles for spokespersons with AD were
seen to serve the immediate needs of the Association far better than the
larger issues of social change upon which the movement is based or the
microlevel experiences of diagnosed individuals.

While the Association’s recent interest in persons with the disease
might be a form of what social movement scholars call cooptation (e.g.,
to increase public knowledge of the condition, and subsequently the or-
ganization itself), many chapters are now encouraging people with AD
to plead their cause by recruiting advocates from the more than 4,500
Association-sponsored support groups across the nation. Facilitators of
these groups are ostensibly able to hand-select lobbyists reflecting the
image the Association wants portrayed. Since the (biomedical) knowl-
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edges and practices informing the Association’s activities and official
policy positions are often at odds with the subjective experiences of in-
dividuals with AD, however, these efforts appear to first and foremost
aid the Association in procuring more attention and funding; putting a
face is also a strategic maneuver:

When we talk about how to get the policymaker’s attention, they’ve heard
from the 8o-year-old caregiver who lost her husband. Part of the judg-
ment to do this [have people with AD testify] was a judgment that tacti-
cally we needed something fresh. . . . I think from a strategic point of
view, we needed a new voice. The guys on the Hill were kind of getting
used to us. “Well here you are back again. Don't have to tell me your story.
You told me last year” And when Congressman or Senator [name] had
to sit with a guy he went to law school with who is his exact age and who
he knows, who is a person with Alzheimer’s disease, it was shattering to
him. It blew his little mind. So I think strategically we were ready for, we
need new faces, we need new voices. We're not getting through. . . . Stra-
tegically the times demand that we do something more. (Director, State
Policy and Advocacy, National)

Inclusion of people with dementia has largely been framed by staff as a
good business decision.

Another important strategy was to encourage celebrity involvement.
American sitcom actor and comedian David Hyde Pierce, for example,
has done extensive advocacy for the Association since 1998. Princess
Yasmin Aga Khan, daughter of the late Rita Hayworth, has also served
on the Association’s Board of Directors for many years. The Associa-
tion’s most recent efforts to this end, however, have come from their
“Celebrity Alzheimer’s Champions,” a growing list of actors and athletes
who make philanthropic donations and compete in contests such as
“Who Wears Purple Best?” to raise Alzheimer’s awareness. Hyde Pierce,
Aga Khan, and designated “Champions” cannot, of course, provide first-
hand perspectives on the condition, but instead represent what social
movement scholars refer to as symbolic gestures. Despite the ardent in-
tentions of the staff I spoke with, efforts to include people with AD are
frustrated by the internal dynamics of the Association, external factors,
and overarching features.
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Internal Dynamics

On April 10, 1980, representatives from five family support groups and
staff from the National Institutes of Health and the National Institute on
Aging cited two primary objectives in forming the Alzheimer’s Disease
and Related Disorders Association, Inc.: increasing public awareness
and the search for a cure. By 1988, dropping the “and Related Disor-
ders” solidified a constituency and clearly demarcated the organizational
objectives of the Alzheimer’s Association. This single-disease orienta-
tion is still evident today in the organizational identity of the Association
provided on its website:

As the largest non-profit funder of Alzheimer’s research, the Association
is committed to accelerating progress of new treatments, preventions
and ultimately, a cure. Through our partnerships and funded projects,
we have been part of every major research advancement over the past 30
years. The Association is the leading voice for Alzheimer’s disease advo-
cacy, fighting for critical Alzheimer’s research, prevention and care initia-
tives at the state and federal level.>

Since the Association was primarily established through input from pro-
fessionals trying to eradicate the condition and families trying to cope
with the stress and burden associated with what was commonly referred
to as the disease of caregivers, vast contributions have been made in
both areas. Diagnostic efficacy has greatly improved, allowing for much
earlier diagnoses, and there are now five FDA-approved medications for
treating AD.*' Significant research on caregiving within the social and
behavioral sciences®” has translated the perspective of care partners into
both the Association’s efforts and public policy. When I asked about the
Association’s mission, the tensions between cure and care, or hope and
help, were evident: “Our objective is obviously to help find a cure. But
in the meantime, to provide services and programs” (Communications
Coordinator, Midwest); and “Well, [our mission] is twofold. To cure,
to prevent this disease, do research. And to enhance care and quality
of services for persons with the disease, their families, and the health
care community” (Chief Executive Officer, Southeast). A more detailed
elaboration underscores “help and hope™:
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Our ultimate objective is to be out of business. That said, we know we
have to be in business for awhile, so we also work very strongly on care
issues. To me, the mission of the Alzheimer’s Association . . . is about help
and hope; help for people with Alzheimer’s and their families today [and]
hope that through research it’s over. (Director, State Policy and Advocacy
Programs, National)

Interestingly, only one respondent noted that a choice was involved
in deciding what to emphasize, “You can put the care or the cure first,
depending on which chapter you are, but [The Association’s mission] is
to eliminate Alzheimer’s disease through the advancement of research
and to enhance care and support for individuals, their families, and
caregivers~ (Associate Executive Director, Southwest).

Since the founding ideals mean that people with the disease and their
perspectives are often overlooked, staff noted that the long-standing his-
tory of a caregiver-based organization had only recently begun to shift.
When I asked about the biggest change in their time at the Associa-
tion, most noted efforts to include people with dementia, “In the 8os
the research was clearly on caregiver burden, caregiver stress . . . the
caregiver’s support groups. In the late 9os we began to turn the corner
and look at the person with the disease” (Regional Director, NorthBay);
“The Association has, for probably the last decade, but very strongly in
the last six or seven years, been shifting its focus from being primarily
caregiver driven to much more of a balance, looking at the needs of in-
dividuals” (Interim President, National); “The most interesting thing in
the last three years has been the emergence of persons with Alzheimer’s
into full membership, if you will, in the movement” (Director, State Pol-
icy and Advocacy Programs, National); and “[The Association] was set
up by the families to support the families. In the last five years there has
been slow movement where the voice, a voice would come up here and
there of a person with dementia . . . there is a slowly growing voice that’s
invited” (Associate Executive Director, Southwest). While staff estimates
varied regarding how long the trend to include people with AD had
been going on, most said it had started around the turn of the century.
Critics suggest that efforts to include people with AD are far from being
realized, and some staff clearly had yet to begin turning the corner at all.
When I asked about the objectives of the Alzheimer’s Association, a few

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

182 | ADVOCATING ALZHEIMER’S

showed clear caregiver priorities, “Basically to be the primary resource
for families, caregivers, and the people who are in the environment of
the individual with the disease” (Executive Director, Washington, D.C.);
and “We want to be the number one, primary resource for the caregiv-
ers” (Chapter President, East Coast). A decade and a half after the move
to include people with AD began, it has not been achieved.

Although participants noted various reasons for the shift toward in-
corporating people living with Alzheimer’s, they primarily attributed it to
scientific progress, namely, earlier diagnosis rather than the human rights
or social justice aspects of inclusion—demonstrating the biomedical hege-
mony: “Some of that is that the science has changed. There are things that
you can tell people now. And so there is a different relationship” (Interim
President, National); “It had to do with people receiving their diagnosis
earlier. The medical professionals became more aware of the disease and
had better criteria. A knowledge base was gained, so that the disease was
being processed earlier, and so people were being given the diagnosis at a
stage where decision making could be made” (Vice President, Programs
and Public Policy, National); and “For years and years when both the diag-
nosis and family public acceptance of that diagnosis occurred so far down
the line in the disease course, the likelihood that people with the disease
would be engaged in self-advocacy was pretty cut off. It was a little too
late. But the science has improved and the visibility of the disease has im-
proved. We consequently open up the opportunity for people to be acting
in their own best interests” (Public Policy, Midwest). In concert with the
last line in the previous quote, one staff member, who revealed progressive
views in prior quotes, mentioned the emancipatory potential of inclusion:
“With the earlier diagnosis now comes the opportunity for people to be
their own spokespeople” (Regional Director, Northwest). These data dem-
onstrate variation among Association staff.

Yet despite scientific advances and the designation of AD as a spec-
trum disorder that can now allegedly identify people decades before they
show clinical signs of dementia—which offers the potential for inclu-
sion of individuals simply at-risk and thus removes some of the ethical
concerns—there are factors within the very Association itself that have
prevented the incorporation of people with AD. The salient features of
the Association’s organizational identity presenting the largest obstacles
include habits, survival, and structure.
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Organizational Habits: The Slow Wheels of Change

Chapter 2 highlighted the complex environment embedding AD.
Combined with basic science and family-support underpinnings, staff
suggested that these dynamics obstruct the incorporation of diagnosed
people into the debate even within the Association itself:

We're like all organizations in that we've been doing things in a certain
way and it’s hard to change. And the people that we serve [now] are the
people with the disease. . . . That’s changed since I've been with the As-
sociation, but it’s been emerging over the last decade. (Interim President,
National Office)

The strength of that history as a families helping families organization may
make it hard for the leadership, which is made up of people who have had
family experience and people who are vendors of all kinds of services, [to]
focus on the person with the disease. (Regional Director, Northwest)

The primary barrier [to incorporating people with AD as spokespersons]
may simply be working through habits. . . . That kind of conscientious
consideration of the role of the person with the disease in our advocacy
work, in our leadership, is just work that hasn't been done yet. (Public
Policy, Midwest)

This reflects what organizational theorist Phillip Selznick long ago
argued happens when policies and practices become so deeply embed-
ded within an organizational culture that they are mistaken for goals.*?
Accordingly, organizational habits, or what Meyer and Rowan called
institutionalized rules and rationalized myths,** aimed at finding respite
for families were consistent with the curative focus of the founding
scientists. Even though they took a back seat to the search for a cure,
efforts to detect and treat the stress and burden of caregivers as well as
manage allegedly difficult behaviors and depression in advanced cases
of AD were well within the realm of medical science at that time and
important psychopharmaceuticals have resulted from that work. Despite
the fact that diagnoses now happen far earlier, when many people are
only mildly impaired, the primary organizational habit at both the
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policy and practice levels remains a biomedical (even pharmacologi-
cal) focus, including the allocation of over $315 million to bench science
since 1982 (this is up from $150 million in 2005).%>* The constraints of
the biomedical “iron cage”*® encouraging conformity (by not deviating
from institutional norms) were corroborated by staff: “We are the larg-
est private funding organization in the world for Alzheimer’s research.
And caregiver support” (Director, State Advocacy Policy and Advocacy
Programs, National); and “Even at the chapter level, ultimately, the
research funding at the federal level is our number one goal. I think
nationally, state and local, that's our number one focus. A lot of what we
do at the policy level in the state is try to deal with current family care-
giving situations” (Public Policy, East Coast). Unfortunately, both these
factors potentially impede the inclusion of people with AD despite the
avowed aims of staff.

The Association’s founding ideals of cause and cure are also evident
in the medical and scientific underpinnings of the organization’s ob-
jectives. Staff at the Association reveal an entrenched biomedical focus
through their framing of at least three key issues: differentiating AD
from mental illness, distinguishing dementia from normal aging, and
defining mild cognitive impairment (MCI) as preclinical AD.

An important decision made by the Alzheimer’s Association was its
deliberate attempt to distinguish Alzheimer’s from any sort of mental
illness. Staff members reinforce medicalization by emphasizing the le-
gitimacy of Alzheimer’s disease lest it be conflated with mental health
concerns for which, unfortunately, far less sympathy is thought to
exist. Recall that chapter 2 demonstrated that what most distinguished
the 1906 discovery of Alzheimer’s was the observation of plaques and
tangles that removed the condition from the realm of psychiatric con-
ditions. When asked to define Alzheimer’s, staff reinforced efforts to
medicalize memory loss as well as the psychiatric/neurologic divorce
that were the impetus of the Association, their subsequent drawbacks
being based perhaps in the fact that bench scientists were involved in
the Association’s founding (that is, neurologists and biologists rather
than sociologists and psychologists). Some opted for general descrip-
tions, such as: “To a lay audience I would say that it is a disease that has
a reality in changes in the brain, and as an aside to you, the reason I
would do that is because so many people think of it as a mental condi-
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tion” (Chief Executive Officer, Southeast). Others, however, were far
more explicit:

It [separating Alzheimer’s from mental illness] is a complicated issue. . . .
I know there was a problem, actually when I first started. Something went
out from the Association that said, “Alzheimer’s disease is not a mental
illness” I think it was shortly after I came here [circa 1990], and I didn’t
know any better. And obviously others didn’t know any better. But it be-
came clear to us not to draw that line very fine. There’s research fund-
ing from NIMH [National Institute of Mental Health], there’s psychiatric
services—there’s a whole lot of services that we thought we would surely
be allowed to access through Medicare but we weren't because what was
happening was that the carriers—if you got the Alzheimer’s code, there
were a number of Medicare carriers around the country that were de-
nying people mental health services, occupational therapy, you know, a
number of services that were allowed under Medicare. But the idea is
if you have Alzheimer’s you can’t benefit from those, so they were be-
ing denied. We brought the researchers in saying, “Your information is
no longer relevant. Research shows people can learn, and lots of benefits
come to people with dementia” And it took us almost four years, but
we got the rule changed. It’s now a policy that’s distributed throughout
the country. Having an Alzheimer’s diagnosis cannot be used to deny
any services. But one of those services is mental health services. (Interim
President, National)

While the Interim President attributes at least some responsibility for
this problem to the Association, others saw the issue as far more sys-
temic and financially motivated:

I think the folks that were trying to say that Alzheimer’s is not a men-
tal illness didn’t want our folks to get caught up in a dysfunctional sys-
tem. Also, you've got the great divorce that goes back fifty years between
neurology and psychiatry, which we still suffer from to this day. And I
think there is a lot of evidence in the late 8os that state mental health
departments took efforts that this population would not be on their tab.
My home state of Massachusetts, California, and New York, and others,
adopted policies that said, “We are not going to be the primary payer for
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somebody who has psychosis due to an organic cause such as Alzheimer’s
or related dementia” So I think there were some proactive efforts by state
officials to kind of keep this costly population oft their books, if you will.
So that’s why there was a lot of that “Alzheimer’s is not mental illness”
stigma. (Director, State Policy and Advocacy Programs, National)

So long as people with Alzheimer’s were afforded their necessary rights
under disability regulations, the Association appeared to prefer employ-
ing the medical categorization of Alzheimer’s disease rather than risk the
stigma of a condition that was deemed a mental illness. This was argu-
ably a political decision to allow their constituents to benefit from the
rights granted to the disabled without identifying with them. Similar to
the process of assuming an Alzheimer’s identity outlined in chapters 4
to 6, there is also an evolving organizational identity for the Association
similar to that discussed within other social arenas.’” While I will out-
line the organizational consequences, these efforts to remain distinct
from mental illness also have significant social and individual effects.
The Association resides in a tenuous space of allying with but remaining
separate from the realm of mental health, a struggle social movement
scholars suggest signals goal displacement in the process of niche devel-
opment at the Association.

While noting its strong reliance on the disability movement, the In-
terim President posited that the Alzheimer’s Association was not the
place for radical activism like seen in the disability movement: “We've
been working with the disability community for—well, I started . . . in
1987. And we've been working hand-in-glove—we have very good rela-
tions with the disability community.” He went on to elaborate:

If you look at the disability community as a model, you could argue,
“Gee, people chaining themselves to Senator’s desk, refusing to leave their
offices”—could get results. . . . We have gauged that as we've gone along.
Every few months we sort of ask that question, are we being militant—as
militant as we should be? Are we pushing as hard as we should be? What’s
appropriate not only for the outcome we’re seeking but for the people we
represent? It’s an association that has a culture and has people that have
sensitivities about—they don’t want to do Act Up kinds of things where
they get out and lie down in the middle of the street.
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If our environments shape us, then the context within which social
movements exist matter. As demonstrated with the senior rights move-
ment*® for SMOs trying to serve a diverse clientele, such as AARP,
activism often takes on an admittedly more innocuous process of lobby-
ing policy makers for concrete things rather than fighting for the larger
social justice issues, such as preventing agism and negative perceptions
of people with the condition. As with the Gray Panthers’ role in that
movement, the Interim President of the Association felt there were more
appropriate groups aiming to combat issues of justice, particularly web-
based forums sharing information on dementia and posting editorials:
“In the Alzheimer’s web-based international group [DASNI] there are
some people that are much more sort of militant and demanding and
they’re getting people to pay attention and mostly within the Alzheimer’s
movement as opposed to effecting legislation. But I think that’s a sensi-
tive action in general” So, while seemingly not opposed to the intentions
of these “militant groups,” the Association “has a culture” and “people
that have sensitivities.” Much like AARP, rather than seeing themselves
as a potential catalyst for social justice, the Interim President sees the
Association resembling more of an organization or company first and
social movement participant in a supportive or secondary capacity (if
indeed at all).

The second aspect within the Association that reinforced biomedi-
cal knowledge was the persistence and urgency with which staff distin-
guished dementia from normal aging. Such distinctions may have been
necessary when the Association was founded, but are now dated. When
asked to describe Alzheimer’s, however, staff echoed biomedical tenets
and still vehemently demarcated this divide: “That it is a disease process;
it is not normal aging. That it is different from a memory impairment
that can be age associated” (Vice President, Programs and Public Policy,
Southeast); and “We distinguished it from senility. We said this was a
disease. It was not a normal part of getting older” (Regional Director,
Northwest). More alarmist descriptions included: “I would say it’s a dis-
ease that’s not a normal part of aging, or it’s a disease where you lose bits
and pieces of who you are. . . . It gets worse and worse until you can’t
take care of yourself. People say it’s a normal part of aging but it’s not”
(Communications Coordinator, Midwest). Here the Association both
reflects and reinforces narrow pejorative biomedical constructions of
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AD insofar as the very definition of the condition is presented as self
loss “where you lose bits and pieces of who you are,” and involves social
death whereby “you can’t take care of yourself” These data suggest a
similar perceived need for the Association to clarify that memory loss
is atypical as chapter 3 revealed it was for clinicians diagnosing it in the
tirst place. Without such differentiation, after all, the very existence of
the organization is questioned. Since there is something that can be done
to treat dementias, the Association performs a vital service. Therefore,
biomedical principles bolster the legitimacy of the Association.

Although Association staff viewed these historical and biomedical
factors as potential barriers to diagnosed people seeking services, they
routinely substantiated these myths®® in their own materials, support
groups, and training. In light of their need for consumers, compliance
with biomedical practice maintains security.*

The final example of what Clarke and her colleagues call the new
biomedicalization*' is shown through the staff depiction of mild cogni-
tive impairment, a rare categorization (even more so at the time of this
study) used in specialty clinics, as simply the earliest stage of Alzheimer’s
disease. This was done despite the fact that the medical community did
not officially designate it as such until 2011—years after I completed this
study. Yet staff spoke with frustration regarding those who did little to
make it clear to people that they were on their way to AD (which would
ideally usher them to the Association):*?

I got really pissed off when they came out with the mild cognitive im-
pairment crap and I'll tell you why: because it gave people a reason to
be more in denial. And I was hearing things like, “Well, we're not sure if
this is going to turn [emphasis in the original] into Alzheimer’s” And I'd
be like, “Yo! It IS, what is this it is not going to turn into [emphasis in the
original]” It gave people more of a reason to be in denial. . . . I constantly
get people, especially adult children, asking me clear questions about a
real progressive dementia and then they’ll say to me, “Oh, but my father
doesn’t have Alzheimer’s disease, he has MCI” But the questions they will
be asking me are clear-cut dementia and somebody somewhere along the
line, probably because they couldn't treat it anyway, said, “Oh, I think it’s
MCI” I understand its place but it seems to be misused. (Education/Sup-
port Group Manager, East Coast)
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The astute Director of Policy and Programs at Headquarters in Chicago
echoes the concerns about MCI laid out in chapter 2, but is concerned
for very different reasons:

DIrECTOR: For my two cents, mild cognitive impairment is early Al-
zheimer’s disease. And it’s bullshit to dress it up.

RB: Why do you think it is being dressed up?

DirecTOR: Well, I think it’s hard to deliver a sentence of Alzheimer’s
disease. I think it’s a lot easier for even our best physicians to say,
“Well, it’s just some mild cognitive impairment. Down the road it
might turn into Alzheimer’s disease, but we really don’t know.” It’s a
buffer. I think it’s a buffer for the health care professional. 'm kind
of with John Morris in Saint Louis, who says MCI is bullshit. It’s a
research term. And it is. If you look at where MCI came from, it
came from something we don't have in this country, National Data
Set Analysis in Canada. . . . It’s a retrospective term of art from
population-based research. I don’t know that, I think that clinically
it’s used to soften the blow. And it confuses the public. (Director,
State Policy and Advocacy Programs, National)

Noting the medical futility—“because they probably couldn’t treat
it’—and lack of hope—“it’s hard to deliver a sentence of Alzheimer’s
disease”—MCI is interpreted as a buffer for doctors and as giving “peo-
ple a reason to be more in denial” In this way, the Association relies
on medical experts to identify pathological memory loss and at least
inform people of their diagnosis so potential consumers can avail them-
selves of the services being offered. The tension between the Association
and the general medical community (as opposed to memory clinics)
being relied on to diagnose AD was evident throughout the inter-
views. Without clear diagnoses, potential constituents will not seek out
Association-sponsored programs, make donations, or otherwise identify
with Alzheimer’s.

Organizational Survival

As a nonprofit agency, the Association relies heavily on private dona-
tions. This affects the inclusion of diagnosed perspectives vis-a-vis the
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public image portrayed and the allocation of money. As a voluntary
organization, the Association realizes that certain things sell better than
others and has not always encouraged favorable portrayals of people
with the condition.*> As with childhood conditions or those striking
young mothers, pulling on the heartstrings and depictions of pathetic
victims are essential tools for fund-raising, despite the fact that this is
no longer the (only) picture to portray.** Along with epidemic projec-
tions, notions of a complete annihilation of self have historically served
the Association well in garnering sympathizers (i.e., employing fear to
advance resources).*> As with the habits of the Association, such initia-
tives are institutionalized:

The Memory Walk is a prime source of not only income but visibility
for us. There is something very powerful about seeing a large group of
people in T-shirts walking down your street saying, “We’re dealing with
the disease” and “Get ready, you might be dealing with it too”” If you have
an early-stage celeb come out, who is in the prime of life and says, “This
is what happens.” I think that is going to scare people. (Development and
Communications, East Coast)

Some staff explicitly referred to the potential of genetic testing to pro-
duce spokespeople for the condition, despite criticism that biomarkers
or “genetic tests for late onset AD make no sense at the individual level”*°
given the massive uncertainty when dealing with susceptibility genes.

When I get my hands on a person who’s 30 or 40 years and says, “Noth-
ing’s happened to me yet, outwardly, but my brain is beginning to deterio-
rate and over the next 20 years . . ” At first people won't take that person
seriously . . . but the more they hear from that person, and, of course, it
won't be one person. Itll be hundreds of thousands of persons. And you’ll
have CEOs saying it, and you’ll have athletes, and you’ll have teachers and
sanitation workers, and you’ll have neighbors . . . and it will be all around
you. And still a lot of the four million people with Alzheimer’s are hidden
away [but] it won’t be that way when it’s people who don’t have symp-
toms, but have the disease. They’re out there. There are lots of 30 year
olds with Alzheimer’s, but they are 20 or 30 or 40 or 50 years away from
symptoms and they don’t know it. (Public Policy, East Coast)
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Whereas AARP has been accused of including younger and younger
people to market old as sexier, the Association endorses apocalyptic
demography*” and metaphoric images of scientific progress as combat
to unify members and help elicit support under the common goal of
disease eradication despite the resultant tensions. Yet staff understand
the double-edged sword involved:

It creates an interesting dilemma for us. The more you emphasize that
people have rich lives and should have and should play more of arole . . .
but think about the flip side of that: “Oh, Alzheimer’s isn't so bad. Look

»

at all the creativity, and look at how wonderful . . ” it’s fraught with com-
plications. How do you reconcile with the need to tell people that this
disease is awful, and that we should get rid of it. That it isn't a good thing
to live with this disease. So you’re constantly juggling . . . if you allow
one picture to dominate, you get a distorted view. (Interim President,

National Office)

This “interesting dilemma” leads some to highlight the human rights
issues:

What we have to do is make sure we’re protecting human rights at the
same time we're letting the world know how awful and ugly and destruc-
tive the disease is. Separating the human, the person, from the disease is
a trick because you need the person to exhibit the disease. (Public Policy,
Washington, D.C.)

Like many nonprofit organizations serving vulnerable constituen-
cies, in an effort to combat the perceived contradictions they face vis
a vis “human rights,” the Association orchestrates the need for pub-
lic awareness and education because its members and staff believe,
based on medicoscientific fact, that a disease exists which demands
attention.*® Demographically, financially, socially, and personally, the
problem is portrayed as devastating and warranting resources matching
its prevalence, thus echoing the Association’s ethos and the scientific
investigations behind it. The complicated and mysterious nature of the
disease also aids the Association in its efforts to excite adequate mon-
etary and human investments in the cause. Its website has shown this
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employment of ambiguity for over a decade, where cure is always just
around the corner. In 2004, the website reported:

Hope, formerly nonexistent, is growing. Scientists are slowly solving the
disease’s mysteries. . . . Within five years treatments could be available to
delay or prevent the disease.*’

A decade later, the Association boasted:

The race is on. Alzheimer’s and related dementias research is a dynamic
field, and momentum builds each year. . . . The Alzheimer’s Association
has been involved in every major advancement in Alzheimer’s and related
dementias research since the 1980’ and is a leader in the global fight for
a world without Alzheimer’s.>

Similar to clinicians employing ambiguity in chapter 3, the Associa-
tion draws heavily on a rhetoric of hope and scientific progress. Remi-
niscent of the Nixon era’s War on Cancer, predictions of cutting-edge
breakthroughs combined with catastrophic projections are effective
means of creating hype for investment.’® Yet such representations also
have unrecognized consequences for people with AD that fragment the
face of the social movement in irrefutable ways. For example, depict-
ing AD as a complete annihilation of self arguably prevents potential
members in the early stages from joining the social movement or seek-
ing services from an organization that makes such one-sided portray-
als. Such derogatory public portrayals and lack of genuine inclusion
of people with dementia have led to outcries from and arguably even
the foundation of more radical groups, like Dementia Advocacy and
Support Network International (DASNI) and the Alzheimer’s Founda-
tion of America (AFA) since the turn of the century as well as the 2014
establishment of Dementia Alliance International.

Regarding resource allocation, most funding comes from private phi-
lanthropists who have family members with the condition. Thus, staff
noted that funds tend to be earmarked:

Most people when they’re asked what we should be doing say, “You
should be doing more research” That’s where the general population
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thinks we should be investing all of our time. The caregivers they couldn’t
care less about. The people that care about the caregivers and those issues
are the families that are dealing with it. (Development and Communica-
tions, East Coast)

Therefore, discrepancies exist between where patrons and the general
public, and perhaps even Association staff, think monies should go (i.e.,
programs vs. advertising or care vs. cure).

Association staff perceived a lack of adequate funding to devise and
implement new objectives, including the inclusion of people with AD.*?
Many chapters do not seek foundation funding and few, if any, obtain gov-
ernment support. Respondents postulated that financial constraints re-
sultin encouraging those services that reach the most people, are the most
cost-effective, and are fundable. That is, a tension exists: “There’s the whole
utilitarian thing of do I try to help the most people a little or a few people a
lot? I try to help alot of people at least a little and you hope it helps some of
them alot, but you atleast go for the broad effect” (Public Policy, Washing-
ton, D.C.). An organization historically addressing the needs of families
requires substantial reorganization to first identify and second, meet the
needs of this new clientele. Accordingly, the Interim President astutely ob-
serves that the Association must begin by answering the question of who
its client is and then either redirect or expand its efforts accordingly:

There are a lot of organizational issues here. Who is the client? and what is
the role of the client in defining what an organization does? The organiza-
tion isn't the movement. There is a much bigger thing going on out there.
The organization is obviously the most visible part of it in some ways, it
plays a leadership role [but] what are some of the organizational issues?

Thus, since “the organization isn’t the movement,” efforts to reconcile
the Association’s history with the changing dynamics of its constituency
serve the institutional goal of ensuring stability first and foremost. In a
market economy, not only are individualized services costly and benefi-
cial to fewer people than standard caregiver-based or group programs,
but the Association is already well-equipped to serve these latter needs.
A middle ground between a largely biomedical focus and a more social-
psychological one has yet to be realized.
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Organizational Structure

Another internal obstacle to incorporating the voice of people with AD
is the decentralized structure of the Association itself. While it is repre-
sented in all fifty states and claims to reach millions of people affected
by Alzheimer’s across the globe through the national office and more
than 75 local chapters, the number of chapters has steadily declined
since 1993, when there were 221.°> Decisions directly relevant to the
population each chapter serves are made at the local level. Although the
Association has an impressive web presence and a clearinghouse where
all chapters can review protocol for programs used in other regions, the
individual chapters within the organization have differential access. The
devolution of services suggests there is little infrastructure unifying the
chapters more broadly, which may create a lack of cohesion on the issues
of advocacy and inclusion:

We [chapters] are affiliated with the national office in Chicago but they
really can't tell us what to do. We are our own 501c3 with our own board
of directors, by-laws, etc. so boards, through the years, have made dis-
tinctions over how they wanted to structure their organization. Right
now I would say that 90, 85-90 percent of all the chapters are like this one
where they don't have a good handle on the programs for the individual.
(Chapter President, East Coast)

It [incorporating people with AD] is probably more prevalent in the met-
ropolitan chapter areas. . . . It’s only us because we have a long-standing
history with early stage, but in the other offices [it is] not so much. I
think that’s probably pretty typical. There are chapters that dont even
have support groups for people with the condition. (Executive Director,
Northwest)

Since there is no official Association policy on such endeavors, some
chapters are pioneers in their efforts to incorporate people with AD,
but most “don’t have a good handle” on it because they lack the
resources, savvy, or impetus. The focus of local chapters on individual
communities potentially obfuscates the unification of Association staff
on the larger social justice issues upon which the movement is based,
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despite their potential for furthering efforts aimed at specific people
with AD.

Institutional theorists argue that organizations will adopt inconsis-
tent, even incompatible, practices to gain external support and sta-
bility.** If the Alzheimer’s Association—like all formal organizational
structures—is comprised of rationalized institutional rules, then the
framing of AD as an epidemic, as devastating and yet constantly on
the verge of a cure, is a myth incorporated in rule-like ways to gain
and maintain legitimacy from the medical community, resources from
donors, and thus enhanced stability and survival prospects. Accordingly,
parent organizations, regulatory agencies, and financial sources create
an iron cage encouraging and rewarding conformity,*® in this case to
the strictly biomedical framings of AD and the associated pejorative as-
sumptions of life with the condition. The organizational habits, survival,
and structure of the Association remain so deeply entrenched in bio-
medicine that the pursuit and politics of that worldview have become
goals in and of themselves.*®

External Factors

Conflicting ideologies within the Association itself are further exac-
erbated by the external factors confronting the Association, including
public perceptions of aging and AD, the role of science/medicine, and
client characteristics.

Public Perceptions

Depictions of Alzheimer’s remain skewed if not overtly pejorative, as
a general cynicism pervades the discourse on topics of aging and AD
despite the Association’s founding thirty-five years ago (in 1980). Associ-
ation staff attributed much of the struggle over inclusion to larger issues
of ageism: “I think that probably the bigger problem is ageism and that
age is still discounted to some extent. You know, old people get sick and
they die” (Education/Support Group Manager, East Coast); and “I fear
that because of a level of ageism in public life and in private life that
what gets public officials’ attention more is the person who is still in his
or her working years. It makes it all the more, ‘My god! This could be
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me”” (Public Policy Director, Midwest). Some staff even demonstrated
an understanding of the misrepresentation of AD:

I believe that the dominant perception of Alzheimer’s among just average
folks who haven’t had much contact with people with the disease would
be a prototypic 8o-year-old person who is no longer able to communi-
cate, who is incontinent and who is drooling from the side of the mouth
(which they don’t). (Public Policy, Midwest)

Ageism universalizes aging experiences and conflated all AD with the
end stages, which is inaccurate despite the latter being helpful in terms of
garnering sympathy. As an organization in the voluntary sector, various
dilemmas regarding appeals for support are encountered. Considering
demand side client characteristics,”” the Association serves people who
are both personally and socially disenfranchised. Accordingly, per-
sonal disadvantage occurs when the ability to communicate is deemed
impaired. As people with AD allegedly require others to act on their
behalf, professionals and families of people with AD historically served
as proxy interpreters of their perspectives. The social death upon which
these assumptions are based marginalizes people with AD, thus silenc-
ing their agenda.

My data with diagnosed individuals corroborate the concern that the
general public holds a number of misconceptions about the condition
and the people with it. If many people believe that AD is an old per-
son’s disease, then the decision to unite the rare early-onset strain of
the condition with the relatively common state of senility exacerbated
this inaccurate conflation. While the vast majority of people are over
65 years of age, less that 4 percent of current AD cases are people di-
agnosed with early onset AD in their forties and fifties®® as with the
initial categorization of the disease over a century ago. Many people also
consider it normal to have some memory loss as people age, and hence
they conflate aging and disease.>® As the prior quote showed, another
common portrayal is that of a sudden onset and a catastrophic outcome,
or universalizing the condition to one stage: the late-stage. In reality, AD
is a gradual process with significant variation in the ensuing eight to
twenty years during which people typically live with the condition. To a
large degree, Association staff attributed many of the public misconcep-
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tions to (past) media portrayals of people with dementia as old, defec-
tive, and destitute or with otherwise inaccurate projections of memory
loss: “If you look back fifteen years at any television documentaries on
Alzheimer’s what they focused on was the person in the fetal position”
(Vice President, Programs and Public Policy, Southeast). Again, a public
policy representative shows a nuanced grasp of what sells in the media:

What the press tends to pick up about Alzheimer’s issues falls into two
categories, I think. One is the breakthrough drugs, there are lots of stories
about, “Well, they’ve finally found out what causes and cures it, and all we
have to do is go through seven more years of clinical trial and we’ll know
for sure” There’s always a story about that. And then the other is of the
special care unit in the nursing home where people are ballroom dancing.
Between those two poles of Alzheimer’s experience, there’s not a whole lot
of press. (Public Policy Director, Midwest)

Noting the lack of attention to daily life with AD, or what is “between
these two poles,” the media is framed as doing a disservice to diagnosed
individuals and the Association alike. Although participants were hope-
ful that this was beginning to reverse, the negative media projections
were perceived as potential barriers to getting people with memory loss
to even seek a diagnosis, let alone avail themselves of the services offered
by the Association. While staff said they were critical of the media cov-
erage of Alzheimer’, they did so without interrogating their own role
in the portrayal of life with AD®® or how it serves their institutional
interests. Given the iron cage of biomedicine, tragic portrayals of people
with Alzheimer’s justify the Association’s continued need for financial
resources from private donations and foundations even as they contra-
dict the personal views of staff. Yet, using fear as a motivator for resource
allocation is a double-edged sword for the Association, as this inherent
contradiction puts the Association in a tenuous situation whereby intan-
gible social justice issues like adequately representing people with AD
become secondary.

Staff also suggested that a general paternalism surrounds the treat-
ment of people with AD. In particular, family members might not
want their loved ones to be spokespeople so as to prevent them from
potentially being humiliated in public: “There are so many families
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and individuals where if you go to them and say, “Wed like you to be a
spokesperson, they won't because of not wanting to deal with the public
perception and the stigma or just the unwelcome encouraging words”
(Public Policy, Washington, D.C.); “This disease is so horrible [original]
and so demeaning [original] [that] I don’t think families want to parade
that person around” (Education/Support Group Manager, East Coast).
While the latter quote reveals negative portrayals even in-house, others
took on more responsibility: “We [Association staff] get a little paternal-
istic at times and are overprotective of people, and sometimes we have to
recognize that persons with Alzheimer’s disease have the right to make
decisions too” (Vice President, Programs and Public Policy, Southeast).
Being overprotective, common among many families, service providers,
and Association staff, assumes that people with AD (necessarily) require
protection, which critics refer to as a process of infantilization,’* despite
individual notions of human rights and an implicit understanding of
this tension.

Poignantly, the type of candidate respondents thought would be most
persuasive as a spokesperson posed serious dilemmas. Association staff
envisioned someone famous, young, and early-stage despite the statisti-
cal improbability. They voiced a collective need for a spokesperson of
celebrity status, such as Christopher Reeve or Michael J. Fox. As previ-
ous data revealed, younger people with AD (early-onset or even bio-
markers) are allegedly more tragic and resonate more powerfully with
politicians, particularly in the later stages:

The challenge is that people in the very early stages look very normal,
and sometimes there’s a bit of disconnect. They say, “Well, gee, he doesn’t
look so bad. That person is functioning pretty well” Some of the most
effective testimony has been with a person present who is actually fairly
far advanced in the disease, but who is themselves not old . . . when they
look at a 58-year-old fighter pilot who's owned his own business and is
very handsome and looks much like the legislator sitting there across
from him, there’s some connection. And when they see that guy sitting
there muted by Alzheimer’s disease, that’s pretty powerful. When your
85-year-old grandmother is going senile [people think], “Well, she’s just
old and that’s what happens.” So, I don’t think there is the same sense of
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urgency as when you look at somebody who’s 65 and go, “Oh my god!”
(Director, Development and Communications, East Coast)

As chapter 2 noted, however, early-onset AD is extremely rare and has a
far more rapid progression and biomarkers are a matter of susceptibil-
ity, not predictability. This complicates the ability of individuals with
early-onset AD to serve as spokespeople and makes the validity of those
with the biomarkers doing so questionable. Therefore, groups with early
onset or biomarkers are both poorly situated to accurately represent AD
experiences. Yet staff highlighted preclinical cases, including genetic
predisposition, biomarkers, and what at the time was a relatively recent
emergence of mild cognitive impairment, as promising far more com-
pelling spokespeople yet raising ethical quandaries surrounding debates
on diagnostic efficacy, genetic testing, and the Human Genome Project.
Therefore, although both the Association and the movement benefit
from the expansion of classification systems,*” it engenders medical and
public uncertainty and exacerbates ethical dilemmas. Similar to AARP’s
role in the senior rights movement, the Association’s decision to delay or
forgo taking a stance on issues that might alienate (parts of) its constitu-
ency jeopardizes the objectives of the larger social movement.

The Role of Science/Medicine

While both basic science and biomedicine have played profound roles in
the Alzheimer’s movement and its leading SMO, staff members envision
general practice physicians constituting a major barrier to the Associa-
tion’s ability to employ the voices of people with AD. As chapters 2 and
3 demonstrate, there is considerable scientific controversy surrounding
a unified definition of dementia and debates persist about whether or
not AD is qualitatively different from normal aging.®® Since Alzheimer’s
cannot be definitively determined premortem, the accuracy of diagnos-
tic procedures varies, sometimes widely. As people age, it is even more
difficult to discern pure cases of AD, since few are without comorbidi-
ties. For those diagnosed, there are no magic bullets to cure AD and
there are no “survivors” as there are with other health social movement
constituents, which amplifies the obstacles to self-advocacy.
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All these issues confound the diagnostic process in clinical practice.
In support of the clinical data from chapter 3, Association staff accused
general practice doctors of a particular lack of education regarding the
Association’s services and AD more broadly: “The biggest barrier [to
including people with AD] I see is lack of knowledge on the part of
physicians, which also leads to them not identifying it [AD]” (Public
Policy Director, Southwest). While this staff member framed it as lack
of knowledge, others ascribed more intentionality:

Doctors study their whole lives to cure things, or to at least be able to treat
things, and only in recent years have we even been able to treat [original]
this and I find doctors often don’t even give them clear a diagnosis. I
find they want so much to give them hope, and I'm not criticizing the
doctors because I think they want so much to give them hope, but then
people come to me either in my support group or my early-stage group
or here [chapter] and they don't even have a clue of the progression of the
disease. . . . And they’re saying to me, “Well, it won't get any worse than
this, will it?” which is so pitiful. Up until very recently, we couldn’t do
anything [original] and I think doctors feel so hopeless about that and I
think that’s why they don’t know what to say. (Education/Support Group
Manager, East Coast)

Despite focusing on how doctors “don’t even give them a clear diag-
nosis,” including the effect of this on her interactions with diagnosed
individuals, she was empathetic. Others, in contrast, noted how doctors
failed to refer to the Association:

[Relations with doctors] have always been a challenge. We know that phy-
sicians don’t refer families. We're hearing that physicians say, “Yeah . . .
yes, I think you have Alzheimer’s disease.” So they don’t complete the
diagnostic process. And they give them a medication like Aricept or
Excelon and think that they’ve done everything and they send them on
their way. Or they know that the diagnostic process is complete and the
diagnosis has been confirmed, but they don’t know exactly what to do,
so they give them a pill and they send them on their way. . . . Basically it
comes down to time. They don’t have the time to talk from time to time
about the Alzheimer’s Association. They don’t have the knowledge of the
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Alzheimer’s Association. They don’t know we're here. They don’t know
what we’re doing. If they know we're here, they don't know how we can
help. I don’t think a lot of it is deliberate on their part. I think it’s just lack
of time and ignorance, frankly. (Regional Director, Northwest)

While the above respondent was somewhat sympathetic to the insti-
tutional constraints under which doctors operate, namely time, others
were less charitable:

A lot of families, unfortunately, have less than positive experiences where
[the doctor] will say, “We suspect your husband has Alzheimer’s, here’s
some pills, good luck,” and the family is kind of left hanging. They are
cared for on the medical side, the physical side, but the emotional, men-
tal, financial, legal, with all of those things they are left hanging. And if
the physician doesn’t know enough to say, “Call the Alzheimer’s Associa-
tion and they will get you into a support group and they’ll hook you up
with an elder law attorney, etc” If they don't know to do that, what is a
family to do? (Communications and Development, East Coast)

To try to reduce the number of families being “left hanging,” the
Association had numerous physician training efforts under way:

[There is a] terrible disconnect between the medical system, which is to
me what’s happening when doctors aren’t saying, “There’s an Alzheimer’s
Association. Here’s some community resources you might tap into,” and
so forth. ... You ask people where do they get their information and they
say their physician. . . . You have to create a culture [of referral] within
the physician community. To try to educate physicians [is] really tough
because how do you get them, and why should they care what the Al-
zheimer’s Association says? (Interim President, National Office)
In contrast to the prior quotes that place the onus on doctors or “a
terrible disconnect,” this woman framed it as a matter of educating con-
sumers better:

In every training I have done in the last eleven years the issue of physi-
cians has come up: they don’t know enough, they don’t diagnose, they
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don’t treat, they don't refer. . . . There’s not an awful lot of law or regulation
or public programs that can change physician behavior . . . the only thing
that is going to change physician behavior is equipping the consumer to
get more out of that physician visit. (State Policy and Advocacy Program,
Washington, D.C.)

Despite earlier diagnoses, when people could talk about their condition
freely, doctors were allegedly not channeling people to the Association
quickly enough, if at all. Rather than acknowledging the concerns of
physicians regarding over and mis-diagnoses, the lack of efficacious
medications, and difficulties arising from time constraints, emotional
burden, and jurisdictional issues,’* Association staff again echoed the
sentiments of clinicians in specialty clinics. In this way, Association staff
viewed doctors as both the problem and thus the potential linchpin to
solving some of their internal obstacles: “I think getting physicians to
refer people to us. We have to get that. I mean if our goal is to get to
people early and support them through the journey, we have to partner
with physicians, or physicians have to partner with us. I think that is the
huge barrier” (Executive Director, Northwest). Given the Association’s
biomedical tenets, attributing this discrepancy between diagnosing and
referring people to a lack of knowledge on behalf of the doctors “conve-
niently recreates the authoritative position”®* of biomedical solutions as
opposed to their being part of the cause. Efforts to educate consumers
(people with AD and their families) arguably have the same effect of
assigning blame due to lack of information.

Client Characteristics

There are also characteristics specific to the Association’s clientele that
potentially reduce the inclusion of people with AD and the visibility
of their perspectives. Staff felt seniors were less comfortable speaking
about personal experiences to their doctors: “The cohort of people who
are that age [in their 8os] are kind of shy about this advocacy business.
Generationally, you just didn’t speak about these things” (Public Policy,
Midwest). Yet others predicted a sea change: “I think there’s the begin-
ning of a cohort effect, where you've got people who are more willing
to talk about this. Older generations may be a little more shy about it,
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even if they could do it” (Interim President, National Office). Staff mem-
bers were confident that times would change with the aging of the baby
boomers. In fact, many presented the boomers as a solution to the prob-
lems with doctors outlined above: “The baby boomers are saying, ‘We're
not going to put up with this. We are going to question our doctor,
we're going to figure out what’s wrong, and we are going to come out in
the open” (Education/Support Group Manager, East Coast); and “The
social reform is going to happen on its own because this next generation
of people are the generation of people who are the most likely to ques-
tion their diagnosis and question their doctor and want answers and
they are not going to tolerate a doctor saying, ‘Well, you have dementia.
Goodbye.” (Chapter President, East Coast). Interestingly, most of the
staff I spoke with were roughly in the baby boomer generation, so when
statements like the last line below were made, they came with strong
conviction:

[Cllearly with the boomers aging our way of looking at aging is chang-
ing and is going to continue to change. [They] don't buy that they have
to be decrepit and are less likely to say, “Ah, that’s just aging” and accept
it. I think that the boomers are more likely to ask their . . . physicians
questions and to seek alternative medicines if the medicine doesn't help
them. . .. They’ll fight. They’re not going gently into that good night [em-
phasis added]. (Associate Executive Director, Southwest)

Unfortunately, accepting such factors as inevitable or beyond the con-
trol of the Association also prevents a more critical stance that would
advance the aims of the larger movement and aid inclusion efforts.

Another client characteristic perceived to obstruct the incorporation
of first-person perspectives was the sheer variability among people who
have AD. Reflecting concerns expressed in chapter 2 about the lack of
uniformity in the neuropathology of AD, staff noted this conflict: “Be-
cause it varies from person to person and it has so many different effects
on everybody ... there are so many different layers. It's hard to pinpoint
one thing for them to look after [i.e., advocate] when it just varies so
much” (Communications Coordinator, Midwest). Accordingly, the dif-
ferent layers complicated the Association’s ability to serve the wide range
of client needs:
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[If] [e]very case of Alzheimer’s is a new case of Alzheimer’s, [then] . ..
take that new case of Alzheimer’s to a family, which all families are dif-
ferent with their own dynamics, so there’s another new situation and so I
don’t think there’s any [one] thing. . .. A little bit of extra finances would
help but the financial is not the, it’s just one of many, many burdens in-
volved with this. (Chapter CEO, East Coast)

Such heterogeneity in demographics, comorbidities, disease progression,
and stage of the condition threatens to preclude a sense of cohesion, a
group identity, and a unified public image—all things that fuel social
movements and social change—and also makes choosing a spokesperson
difficult. Organizational theorists Meyer and Rowan might argue that
the biomedical policies and practices have become so ingrained within
the Association that they have become ends in themselves. Abiding by
the institutional rules of biomedicine, like an iron cage,®® has become
the overarching organizational goal of the Alzheimer’s Association.

Thus, factors such as public perceptions of aging and disease, the role
of science and medicine, particularly doctors, and various client charac-
teristics are framed as the main obstacles to the inclusion of people with
Alzheimer’s as spokespersons by the Association. This seemingly un-
questioned buy-in to biomedical interpretations of memory loss by the
leading advocacy organization makes the AD movement significantly
different from other traditional health social movements.®’

Historical Context: An Overarching Obstacle

Another crucial factor related to conveying the perspectives of people
with AD is the pathology of the disease itself, which exacerbates both
internal and external barriers. The dilemmas the Association has
encountered in trying to change its image and orientations from a sin-
gular focus on families to one that includes those with the condition
have important ramifications. Health social movements often work for
the benefit of carers, whose activism is crucial to building SMOs. Now
that people with AD are diagnosed far earlier in the disease trajectory,
remnants of families as the real victims mentality severely fragment
the movement. Unfortunately, the site of pathology engenders assump-
tions of incompetence based in Western views that brain functioning
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defines humanness. The etiology itself also confounds the situation,
since traditional deficiency perspectives®® view symptomatic forgetful-
ness as an impediment to communication. In a hypercognitive society,
where people envision the fundamental essence of themselves as located
solely in the brain,®® this conflation between personhood and the mind/
brain reflects and reinforces constructions of diseases as threatening a
person’s core being in the world. Similar to mental illness or childhood
conditions organized around proxy advocates, a history of family advo-
cacy is particularly difficult to combat even when articulate people with
the condition emerge.”® Despite the increasing availability of people
with AD to engage, the social construction of AD obfuscates efforts to
debunk suppositions of ineptness.

Further, learning to incorporate a new constituency is laborious. The
efforts devoted to branding a personal face for AD so clearly advocated
by Association staff are also hindered by historical factors. The (past)
social construction of the disease as a condition where people were often
diagnosed without any awareness of their situation led to many of the
(present) views that people with AD cannot advocate for themselves.
The current availability of people in the earliest stages renders a large
group of people who are high-functioning and will live far longer with
the condition. As a result of this dynamic, the Association has yet to
reach equilibrium with the diagnostic advances allowing for, if not de-
manding, such incorporation. Although related to the external factors
of both public perceptions and the role of science/medicine, these views
are largely the result of the protracted translation of science to the pub-
lic. Finding spokespersons from a group of people with a progressive
degenerative disease poses dilemmas for the Association:

To use an awful term, when youre “branding,” my hunch is you can’t
brand as easily and as quickly for someone who is going to go away. . . .
So, to be perfectly cold and blunt about it . . . you know their day will
come sooner, when they can’'t—no matter what their drive, they physi-
cally and cognitively won't be able to anymore. (Public Policy, Washing-
ton, D.C.)

[We wanted] to have a representative from the early stage [support] group
on our program committee [as] the liaison [but we decided] to have it be
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a time limited position, and so what we chose was six months, at which
time we can renew that. But by being very up-front with the person . ..
we didn’t have to face the issue of how do we delicately and with dignity
and integrity ask the person to leave [when they are no longer capable].
(Regional Director, Northwest)

Accordingly, “branding” would be difficult since it is unpredictable how
long a given person’s ability would last or how they might be feeling on
any given day. Therefore, advocates who have a shorter window of time
are seen as less efficient and effective than unimpaired care partners or
celebrities. The intersection of disease pathology and the Association’s
mobilization strategies is thus critical. The historical and social con-
structions of AD further confound the internal and external barriers to
assigning spokespersons from within the AD community.

Overall, elements both within and beyond the Association as well
as the environment embedding the condition must be acknowledged.
The disparities between what Association staff want and what is or-
ganizationally feasible are noteworthy. While we may begin to see
spokespersons utilized earlier in the course of illness when the symp-
toms are less visible and/or they are more receptive to pharmaceutical
treatments than in the past, the current climate provides a tremendous
disincentive.

Narratives of Resistance: Lessons from Outlier Cases

While most of my respondents were patients of specialty clinics, and
the majority accepted biomedical interpretations of their memory loss,
which is clearly a sampling limitation, both Mrs. B and Mr. C from
chapter 5, in particular, tell us something important about the possible
variation within clinics but also how the majority of people who are
receiving diagnosis (from PCPs) might experience the condition. Read-
ers will recall that both were put off by the tests that they felt focused
on their shortcomings and the overly reductionistic tone of being diag-
nosed with AD and MCI, respectively. Neither employed medicalized
notions of memory loss, so while admitting their difficulties, they were
not comfortable with the identity options being offered. They saw clini-
cians who were fatalistic and looking for deficit. When Mrs. B asked me,
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“How sure are they that this isn't just about age?” and Mr. C inquired
what the technical difference was between MCI and the early stages
of Alzheimer’s, they arguably reflect a nuanced understanding of the
Entanglements of Dementia and Aging.”! There are no doubt many
more people like Mrs. B and Mr. C who never seek evaluation for their
memory loss in the first place and/or do not visit specialty clinics.

In terms of the social movement, by around the turn of the century
various groups were beginning to coalesce in reaction to the perceived
inadequacies of the U.S. Alzheimer’s Association. The primary short-
comings identified mirrored the power struggles that arose in the found-
ing years of the Association,”® including conflicting interests of bench
scientists and caregivers, between Alzheimer’s and related dementias,
and more recently between the needs of diagnosed individuals and care-
givers. Critics complained that the Association was too focused on cause
and cure research at the expense of supporting people currently living
with the condition, that preference was given to Alzheimer’s over other
dementias despite the difficulty of distinguishing pure cases, and that
the perspectives of people with the condition were marginalized or alto-
gether ignored. While the AD movement followed a grassroots model”
in the formative years, contemporary divisions have led some to suggest
that the movement is currently more representative of an interest group
model.”*

In 2000, the Dementia Advocacy and Support Network International
(DASNI) was created as an on-line forum to promote discussion among
and support for people dealing with dementias of all sorts. As of 2005,
the organization reported having 200 members with dementia. Cur-
rently, they boast that one-third of the affiliates are living with dementia,
the other two-thirds being comprised of “those involved with our well-
being,” including primarily sympathetic others such as family members
as well as more radically minded academics, service providers, and even
neuroscientists. According to their website, DASNT’s principles, beliefs,
and values include:

We are autonomous and competent people diagnosed with dementia,
and our loyal allies;

We believe that shared knowledge is empowerment;

We believe our strengths provide a supportive network;
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We are a voice and a helping hand;

Our purpose is to promote respect and dignity for persons with de-
mentia, provide a forum for the exchange of information, encourage
support mechanisms such as local groups, counselling, and internet
linkages, and to advocate for services.”®

In stark contrast to the advocacy efforts of the Alzheimer’s Association,
the DANSI motto declares: “Nothing About Us, Without Us!” Not
surprisingly, then, rather than lobbying Congress, DASNI members
worldwide make presentations at Alzheimer’s Disease International
(ADI) conferences (arguably the most progressive international organi-
zation devoted to the cause) as well as national and local meetings, and
launch far more attempts to promote social change. Members also pub-
lish books, give TV and radio interviews, and write academic and lay
articles on the subject of diagnosis and living with dementia. The exis-
tence and strong presence of this group speaks to the desires and unmet
needs of people with dementia to be included in the associated debates.

DASNI is clearly a more radical group within the movement, who
advocate for the full inclusion of people with Alzheimer’s and all de-
mentias in the debates that so intimately affect them. A good example
of their grassroots efforts is when I published an article on this topic in
2004 and the then president sent me an email expressing dissatisfac-
tion that I had failed to reference their organization. Coincidentally, a
few years later I was later involved in publishing an article with Jenny
Knauss, a DASNI member with early onset AD, and her husband who
had recruited study participants predominantly from that organization
and elicited my help analyzing and writing up the data. In off the record
conversations, a number of DASNI members told me that the Associa-
tion’s efforts to include them (as of 2008) felt like a “dog and pony show”
At that point, involvement from people with dementia had been along
the lines of speaking about their experiences at various Association-
sponsored conferences and events. Along with the Alzheimer’s Societies
of Canada and the United Kingdom, a few seminal social and behavioral
scientists are credited with being DASNI Supporters on the website, in-
cluding American sociologist Phyllis Braudy Harris, psychologist Ste-
ven Sabat, and British psychologist Linda Clare (and her colleagues),
some of the first academics to study narratives of dementia. Studying the
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impact of developing a shared social identity, Clare and her colleagues
reported the “Collective Strength” of DASNI through interviews with
members. DASNI gave people with early-stage dementia a needed sense
of belonging, identity, purpose, and positive value. Most significantly,
“belonging to DASNI helped to counteract the challenges to self and
identity posed by developing dementia, thus significantly affecting the
experience of living with dementia, and creating the possibility of ef-
fecting social change”’® In short, the shared social solidarity among
members provided hope and space for resisting the dominant negative
framing of dementia allegedly reflected and reinforced by the American
Alzheimer’s Association.

Unfortunately, a number of the charismatic leaders of this particular
SMO are no longer actively participating in the forum, presumably due
to either death or more advanced symptoms of dementia. Since many of
the original members were people affected with early-onset AD or other
progressive dementias, the website seems to have lost its momentum
and doesn’t appear to have many recent postings.

Also around the turn of the century, another major resistance organi-
zation, the Alzheimer’s Foundation of America (AFA), was established
in New York City in reaction to a perceived inadequacy of existing ser-
vices (read Alzheimer’s Association) to meet the needs of diagnosed in-
dividuals and their families. AFA’s celebrated motto is “Caring for the
Nation—one person at a time,” and it urges people to “Reach Out For
Care” With its stated mission being “to provide optimal care and ser-
vices to individuals confronting dementia, and to their caregivers and
families—through member organizations dedicated to improving qual-
ity of life;””” this SMO was established as a “consortium of organizations
to fill the gap that existed on a national level to assure quality of care
and excellence in service to individuals with Alzheimer’s disease and
related illnesses, and to their caregivers and families”’® As a result, their
goals were far more focused on meeting the everyday needs of affected
persons and families by increasing public awareness and education than
on finding a cure, and they clearly demarcate themselves as grassroots:
“Help remove the fear and denial surrounding Alzheimer’s disease and
related illnesses, Lead to early detection and proper treatment, Prompt
greater utilization of community resources, and Ultimately improve
quality of life”
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The establishment of Dementia Alliance International (DAI) in 2014
appears to share many of DASNT’s core objectives. A nonprofit group of
people with dementia from around the world, they are “an advocacy and
support group, of, by and for, people with dementia.””® The professional
looking website touts “We can all live well with dementia,” and an all-
encompassing mission statement:

To build a global community of people with dementia that collaborates
inclusively to:

1. Provide support and encouragement to people with dementia to
live beyond the diagnosis of dementia.

2. Model living beyond the diagnosis to other people with dementia
and the wider community, and living with purpose with dementia
looks like.

3. Advocate for people with dementia, and build the capacity of
people with dementia to advocate for themselves and others living
with the disease.

4. Reduce the stigma, isolation and discrimination of dementia, and
enforce the human rights of people with dementia around the
world.*

Unlike DASNI, only people with dementia can be members of DAI The
Alliance is also in partnership with Alzheimer’s Disease International,
both referring to themselves as “the global voice on dementia” DAT’s
social justice aims are evident on its website, including pieces entitled “I
Repeat: Please Don’t Call Us Sufferers,” “It's Time to Redefine Dementia,’
and “People with Dementia Still Have Capacity,” and a stated vision of
“A world where a person with dementia continues to be fully valued”®*
As a result, the organization has initiatives like Quilt to Remember,
the nation’s first dementia-related quilt that “pays tribute to all those
who have passed or are living with dementia, and their families, so that
others can recognize the reality and enormity of this disease, and ac-
knowledge that we stand united for optimal care and a cure””®* This quilt
is comprised of donated memorial squares covering over five Olympic
size swimming pools and has been traveling the country for almost ten
years. Another noteworthy aspect of the organization is AFA Teens,
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which “seeks to mobilize teenagers nationwide to raise awareness of Al-
zheimer’s disease and to engage, educate and support teens and their
families”®* These actions stand in stark contrast to the biomedical un-
derpinnings of the Alzheimer’s Association, both in terms of the decid-
edly more innovative and arts focus and the intergenerational grassroots
structure.

As of 2015, the organization touted more than 2,300 member orga-
nizations who were “dedicated to meeting the educational, social, emo-
tional and practical needs of individuals with Alzheimer’s disease and
related illnesses, and their caregivers and families . . . all resulting in
better care for those affected by the disease.”®* An outgrowth of AFA,
Alzheimer’s Foundation International currently includes member orga-
nizations in Canada and Israel.

While the relatively recent addition of these three SMOs bolsters the
AD movement’s overall strength in theory as well as the breadth of af-
fected individuals who can be reached, neither DASNI, the more radical
SMO, nor AFA, the more middle ground one (in terms of stances taken
or commitment to bench science) have nearly as much political power
as the Alzheimer’s Association. It is too early to determine what impact
DAT will have on the landscape. In many ways, the AD movement mir-
rors the role of SMOs within the senior rights movement generally, and
the relative strength as well as shortcomings of its most powerful orga-
nization, the AARP.®*

Conclusions: Despite the Best Intentions

Drawing on organizational theory, I argue that biomedical ideals are
so deeply ingrained within the Association that they serve as an iron
cage whereby they become ends in themselves. Since the institutional
thought structure of the Association is a clinical one, following rules that
abide by a distinctly biomedical framework has become a goal in itself.
Thus, social constructions of Alzheimer’s as an epidemic and a disease
are the organizing principles of advocacy within the Association at the
risk of further marginalizing the very population for which it is named.

The Alzheimer’s disease movement is given credit for encouraging
the emergence of AD as a social problem that recast the disease from a
relatively rare phenomenon to the fourth or fifth leading cause of death
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in the United States in just one decade.®® The mobilization of resources
that advanced and organized the AD movement occurred within a con-
text of structural and psychosocial conditions that contributed to the
creation of a movement necessary to cultivate the presentation of AD
as a significant global health concern. Engaging the age-old structure-
agency debate, tracking how the AD movement has responded to and
affected the voice of those with AD might begin to bridge micro experi-
ences and larger structural forces by examining how health social move-
ment organizations influence illness experiences, and vice versa.

Although biomedical constructions of AD serve as a unifying force
within the Association, the increased sophistication of diagnostic
technologies yielding vast numbers of people far earlier in the disease
process has not had the effect of bringing to the forefront personal ac-
counts of the condition. This is arguably because the Association, and
the movement upon which it is based, elevates certain goals (e.g., cause
and cure) at the expense of others (e.g., quality of life, social justice,
or care). As with other single-agenda organizations,®” the Association
neglects potentially competing concerns; the biomedical ethos impedes
an understanding of the many ways people live with and experience the
disease. Such rival ideologies are impediments both to micro level aims
such as serving people with AD and their loved ones and the macro level
social change agenda of the movement.

While external funding allows for the provision of more, often badly
needed, services, monies can exert strong pressures on SMOs to orga-
nize in ways consistent with funding sources. This may result in an or-
ganizational focus on providing more programs and sponsoring more
biomedical research at the expense of policy initiatives and more inno-
vative changes. The situation is confounded by the fact that the majority
of financial resources come from individual donors earmarked for find-
ing a cure and improving services for family members. Thus, there is a
tension between the wishes of individual staff, family members, donors,
and people with AD/MCI and the organizational needs of the Alzheim-
er’s Association.

Despite the availability and willingness of people with AD to speak
about their experiences, both they and Association staff perceive
various barriers to this integration. On an organizational level, orga-
nizational routines, the pursuit of funding, and a decentralized or-
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ganizational structure prevent the incorporation of people with the
disease. Regardless of intentions, inherent biases favor biomedical aims
and caregivers as the primary clients. Beyond the Association, exter-
nal factors, including public perceptions, the role of science/medicine,
and client characteristics further obstruct these efforts. An overarch-
ing factor encumbering the Association’s ability to incorporate these
perspectives is the disease pathology itself. Both the social construc-
tion of AD historically and Western links between personhood and
brain functioning encourage organizational habits of paternalism. More
first-person accounts promise to help reverse assumptions that people
with Alzheimer’s cannot effectively organize and campaign, yet the
conundrum is that the perspectives of people with AD are not inte-
grated into the philosophy of the Association. Arguably this is a result
of the perception of an AD diagnosis as social death. Despite the fact
that encouraging more people with AD to speak publicly can benefit
the Association’s efforts, the incorporation of personal spokespersons
for the AD movement suffers from the same biomedical and caregiver
biases as does Alzheimer’s research and practice. Although diagnos-
tic advances aid the Association by offering access to people in earlier
stages of the disease, biomedical, social, political, and economic forces
continue to generate significant obstacles. Given the perception that
people with AD are incompetent, barriers may relate to the biomedical
foci of the organization itself that do not address such misconceptions
about affected individuals. Future attempts to bridge the gap between
the biomedical/caregiver focus and the perspectives of those with AD
will prove crucial to the Alzheimer disease movement and as the trend
toward earlier diagnosis continues, it might become vital to the survival
of the Association itself as well.

The Association’s efforts have resulted in its conformity with cer-
tain biomedical agendas, presumably at the cost of more emancipa-
tory efforts such as combating the conflation of aging and disease or
Alzheimer’s and social death. Such diffusion risks transforming a social
movement into an interest group working for moderate reform from
within existing sociopolitical processes and structures. If the Associa-
tion appears to be a formal, professional organization working for re-
form via conventional methods, then it is not surprising that obstacles
to including people with AD are so pervasive.
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My data highlight the difficulties of incorporating the narratives of
people with AD into biomedical structures and the social movements
based on them. Despite the considerable potential to recruit advocates
from support groups to lobby as members of the social movement, that
so few chapters currently do so is likely a result of the contradictions
within the Association itself. Presently, the recent advances in including
the perspectives of people with AD only exacerbate the Association’s al-
ready severe schism between achieving biomedical and client objectives.

This chapter discusses the history and the biomedical underpinnings
of the Alzheimer’s Association, particularly the institutional rules cham-
pioning a biomedical framework and promoting a distinct (narrow)
view of AD. In practice, the Association channels patients into research
subjects and support group members. While DASNI, AFA, and DAI,
the three groups that more recently came onto the scene in response to
the Association, or others like them, may someday offer an alternative
framework for the movement and affected individuals, recent strategic
decisions to highlight 1980s sitcom pop idol Punky Brewster®® rather
than people with dementia themselves, have had the unfortunate effect
of diffusing the American Alzheimer’s Association’s potential for creat-
ing meaningful social change despite the stated intentions to that end of
many of the staff.
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The Future of Alzheimerss

Alzheimer’s was first diagnosed in 1906, well over a century ago, yet the
cause remains unknown, disputes over how to classify it persist, and
definitive diagnosis can only be made postmortem. Since the 1980s,
when the National Institute on Aging and the U.S. Alzheimer’s Asso-
ciation were established, Alzheimer’s has included both people under
65 as well as those (the original AD, now called early-onset) 65 and
over (referred to as typical or late-onset and comprising over 9o per-
cent of cases, but previously considered age-related senility). Fueled by
medical and political interests, the decision to unite the two categories
rendered AD the fourth to fifth leading cause of death seemingly over-
night, launching what critics call the “Alzheimer’s Industrial Complex”
that, with projections of $638 million National Institutes of Health dol-
lars allocated in 2016, is still going strong.' The NIH research portfolio
devoted to AD corroborates what scholars of the political economy of
aging such as Carroll Estes might predict: the primary area of federal
investment in AD research is the development and enhancement of
diagnostic tools to identify the condition as early as possible, including
bio- and preclinical markers and pharmaceutical treatments for behav-
ioral problems. This is despite claims that “[e]xpanding the diagnosis
of dementia mostly increases profit for corporations and industries
involved with developing screening and early-diagnosis tests, and
pharmaceutical and complementary medicines marketed to maintain
cognition in old age”” Among the more than $500 million allocated spe-
cifically to AD research by the NIH annually, there are very few projects
devoted to the psychosocial aspects of Alzheimer’s and none that rely on
the subjective experiences, or narratives, of diagnosed individuals them-
selves. As a result, the lion’s share of time and money has gone into drug
trials and developing techniques to identify pathological precursors of
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AD. Yet thirty-five years after uniting senility and what we now call early
onset AD, we still do not have efficacious medications or consensus on
what is causing the condition. While we currently have five medica-
tions, no major pharmacological discoveries have been made in the past
decade and, according to most scientists and clinicians, the medications
that exist at best plateau decline for a year or so. We don't even know
what causes Alzheimer’s. Well-intended, highly esteemed scientists have
devoted entire careers to it and certainly tens of billions have been spent
on finding a cure. Yet disagreement about whether the characteristic tau
or beta-amyloid are the cause persist, and recent developments suggest
a third, entirely new, causative agent known as TDP-43—a gene most
commonly associated with amyotrophic lateral sclerosis (ALS) and fron-
totemporal dementia (FTD).

Despite the new diagnostic guidelines proposed in 2011, a number of
potential problems arise with increasingly earlier diagnoses, including a
lack of scientific consensus and increased uncertainty among practitio-
ners, (potential) patients, and the lay public alike. As the NIA and U.S.
Alzheimer’s Association aligned in yet another medicopolitical move to
add both a presymptomatic phase (SCI) and make what had been con-
sidered a potential precursor (MCI) a bona fide stage of AD, Alzheimer’s
joined the growing list of spectrum disorders, demonstrating a classic
case of what sociologist Peter Conrad calls “diagnostic expansion.” Di-
agnosing people at a point when they are aware of the disease trajectory
and representations in the mass media, however, also opened the door
to exploring how medical efforts to detect an AD diagnosis affect the
individuals being diagnosed and how patients might in turn shape prac-
tice, both of which were among the goals of this study.

Medical sociology has a long history of investigating the meaning
and social construction of various medical conditions and technologi-
cal innovations. Building on the rights movements of the mid-twentieth
century, there has been a rise in health social movements and increasing
attention to patient/consumer experiences drawing on illness narratives.
Studies in this area have shown that various factors constitute the social
worlds of biomedical science and its technologies on the one hand, and
people seeking medical care on the other.

My data suggest that the deficit-based biomedical focus of specialty
medicine generates a process that by design questions the narrative co-
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herence of individuals being evaluated for memory loss. That is, their
competence is de facto questioned by the act of seeking evaluation
(even though the vast majority initiated contact themselves and did so
to establish a “baseline”). Consequently, the diagnostic process serves
as a harbinger socializing potential patients into Alzheimer’s identities.
When diagnosed individuals seek out the Alzheimer’s Association, an-
other important transition occurs; individuals become a model of the
afflicted through interactions with socializing agents touting a strikingly
similar biomedical ethos. The Association’s explanatory framework
for interpreting AD is strictly medical despite the persistent scientific
disputes, lack of consensus, and strong internal commitment to care
aspects. In particular, involvement with support groups and research
studies—welcome sources of camaraderie for the newly diagnosed—
are also crucial steps in solidifying Alzheimer’s identities. As a social
constructionist and symbolic interactionist, in my view a major social
consequence of being diagnosed with Alzheimer’s is the resulting in-
teractional tensions in addition to the very real symptoms of disease
associated with the condition. These tensions are especially distressing
in a modern capitalist, arguably ageist, society.

Given the narrow biomedical interpretations of illness, that is, the
lack of alternative frameworks or ways to interpret AD, and scant at-
tention paid to context and/or psychosocial aspects, people diagnosed
with Alzheimer’s are forced to navigate their way around medical labels
and institutions. And they do so in an attempt to maintain their pre-
diagnosis sense of selves and to combat what Erving Goffman would
have called their newly spoiled identities. My respondents demonstrate
keen stigma management strategies when they push back—albeit often
subconsciously—against what they see as the restrictive and demoral-
izing structures associated with their label. The people with AD who
participated in this research resist the exclusively negative framing of
the condition and their perceived relegation to second-class citizenship
resulting from it. But they do not do so easily or without cost.

Theory Generation: Incorporating an Alzheimer’s Identity

The sample level theory that my data have generated suggests that an AD
diagnosis launches a social process that requires diagnosed individuals
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to incorporate the label into their lives and balance the threat it pres-
ents to cherished identities. Diagnosis is the first major turning point
and involves negotiating everyday forgetfulness, converting forgetful-
ness into so-called symptoms, and eventually embarking on the path of
Alzheimer’s. The diagnostic process, then, serves an important social
function and for most respondents begins the transition to the process
of incorporating an Alzheimer’s identity. Yet living with Alzheimer’s
involves interactional tensions that necessitate the employment of vari-
ous strategies to manage them. One of the most surprising things to me
is that their efforts at impression management draw from a decidedly
optimistic repertoire, including focusing on the positive, accepting help,
attaining serenity, employing humor, and being proactive. After being
diagnosed, interacting with the Alzheimer’s Association is the second
crucial turning point in socializing individuals to see themselves as per-
sons with a disease rather than simply forgetful, and the majority of my
respondents do so. Despite the important resources afforded as a result
of being diagnosed, including time to plan, medications, and services
such as support groups and research studies, however, individuals with
mild memory loss do not naively, willingly or fully adopt the label of an
AD patient.

As they actively resist being conflated with their condition and
treated as deficient by utilizing various interactional strategies, however,
my respondents also demonstrate what Michel Foucault called “tech-
nologies of self” (whereby they subconsciously self-regulate) and in so
doing they both reflect and reinforce modern biomedicine. Perhaps the
best example of this is how reminders of their collective forgetfulness
during support group discussions reinforce a biomedical understanding
of memory loss. Since lack of awareness is said to be part of dementia
symptomology, this support simultaneously legitimates the diagnostic
criterion itself. Outside biomedical contexts, however, one-on-one in-
terviews reveal a very different interpretation of their memory loss—
one that demonstrates decidedly more resistance, at least in theory, to
the perceived consequences associated with their diagnosis. Countless
respondents—dare I say the vast majority—were decidedly more nu-
anced in their understanding of the complexity and multifaceted nature
of memory loss during my personal interactions with them than I ob-
served at the clinics or during Association-sponsored support groups.
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For example, over a shared cup of tea in her Berkeley Hills home, Mrs. B
vehemently rejected the medicalized version of her memory loss offered
by the clinic while fully acknowledging the symptoms involved and even
her fears that it would progress. Mr. C was clearly more concerned about
the social aspects of his MCI diagnosis than the biological ones. Like-
wise, Mr. N and Mrs. V were predominantly worried about the impact
of diagnosis on their intimate relationships rather than themselves. Mr.
and Mrs. R sought a follow-up appointment with his primary care pro-
vider to seek a second opinion in spite of the grim picture painted for
him by the specialty clinician. Both Jenny Knauss and Richard Taylor
were diagnosed with early-onset AD at 58 and 65, respectively, and de-
voted the remainder of their shortened lives advocating for the accurate
portrayal of life with AD.? These accounts demonstrate the continuum
of resistance keenly and actively employed by respondents in my study.

Throughout the empirical chapters of this book, I have discussed the
social and institutional conditions that I observed in my study. Drawing
on the political economy of aging, which argues that structural forces
and processes make important contributions to the social constructions
of old age and aging, I note that macro social dynamics, such as the
dominance of science and medicine, technological innovations, and di-
agnostic changes through the NIA-Alzheimer’s Association proposed
guidelines, surround and shape individual experiences of memory loss.
In terms of the seemingly disparate practices of specialty medicine, data
reveal that the medical approaches of neurology and psychiatry in prac-
tice create experiences that are in fact strikingly similar for individuals
undergoing evaluation. Observations of and interviews with clinicians
diagnosing AD/MCI indicate that standardization, presumed patient
incompetence, and the need for patient management characterize the
practices of specialty medicine despite well-intended practitioners. The
biomedical milieu of memory loss in general as well as within the spe-
cific disciplines of neurology and psychiatry ultimately offered post-
diagnostic alternatives that included predominantly pharmacological
interventions and research participation.

Various interactional consequences resulting from the conditions
outlined above were reported, yet my respondents do not describe their
diagnosis or life with AD in nearly the same negative tone that might
be expected. The experience of being evaluated is indeed harrowing for
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many, including the demoralizing, impersonal, and anxiety-provoking
exchanges with clinicians. Their reactions to the diagnosis range from
disbelief and anger to sadness and fear. At the end of the day, however,
the vast majority also report being relieved. Since a diagnosis prom-
ises potential order in the presumably chaotic world of memory loss,
the vast majority were also happy to learn that they were not “going
crazy” and it was not “all in their heads.” For respondents, the transition
from experience to symptom required a redefinition of forgetfulness as
a problem. Although the path of forgetful persons begins long before
individuals have something to call it, being diagnosed is a crucial turn-
ing point commencing an illness identity. The diagnostic process, then,
serves as a potential legitimating force for socializing patients to reframe
forgetfulness and atypical interactions as symptoms. That is, an impor-
tant juncture in becoming an Alzheimer’s patient, rather than simply a
forgetful person, is giving the forgetfulness a medical name. In practice,
the social meaning of diagnosis is an important element to people seek-
ing medical attention for their memory loss.

Upon diagnosis, however, respondents note significant transitions in
their lives. Thus, while being diagnosed normalizes awkward behaviors
and removes personal blame, it also demands identity management to
avoid the self-fulfilling prophecy of an Alzheimer’s diagnosis at a time
when the “zombie trope™ serves as a powerful cultural metaphor. A big
part of the problem is that we conflate AD with the late stages, when
most diagnosed individuals—like the rest of us—will die from some-
thing else long before they forget to breathe or swallow.

Since the consequences of a given situation become the structural
conditions for future actions, the experiences of diagnosis influence
the subsequent social interactions of study participants in significant
ways. To commence an Alzheimer’s identity, the second step required
accepting a medical definition of their forgetfulness and retrospectively
categorizing past experiences as pathological, which the vast majority
of my study participants willingly did. An unanticipated result of being
diagnosed, however, is that extensive interactional problems must be
managed in addition to the already socially and emotionally disrup-
tive experience of degenerative illness. Respondents reported two kinds
of interactional tensions: struggles with everyday activities and their
relationships with others, both requiring various methods of identity
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management. Since medical diagnoses, like all labels, involve poten-
tial social ramifications, diagnosed individuals are forced to navigate
their way around the diagnostic label ascribed to them and the related
medical structures. The tension between defining experiences as neuro-
chemical deficiencies and assuming the status of a deficient person risks
falsely dichotomizing biomedical determinism and a sense of decline
in personal efficacy and self-worth. My respondents rightly perceived
the diagnosis as a threat to their self and identity. However, noteworthy
positive opportunities resulting from the diagnosis were also reported,
and the subsequent resources, such as the ability to order one’s life and
a sense of both autonomy and collectivity when with others similarly
diagnosed, were framed as benefits.

After being diagnosed, many people with memory loss seek infor-
mation and services from the Alzheimer’s Association. Given the As-
sociation’s organizational identity, the limited alternatives available to
individuals diagnosed with AD involve primarily biomedical solutions.
Three overarching conditions affect the Association’s interaction with
AD/MCI patients and ultimately the identities of these individuals.
First, there is an inherent bias within the Association in favor of bio-
medical research and caregivers as the primary clients. Second, both
the social construction of AD historically and Western links between
personhood and brain functioning encourage an organizational culture
of paternalism despite compelling, if recent, data suggesting otherwise.
Third, the perception that people with AD are inarticulate or incompe-
tent as advocates, coupled with the biomedical focus of the organiza-
tion, diminishes the opportunity to address progressive goals such as
misconceptions about people living with Alzheimer’s. The portrayal of
AD as both mysterious and devastating benefits the Association’s efforts
to increase awareness of the disease and the organization itself as well
as to solicit financial support. This orchestration relies on the existence
of Alzheimer’s as a medicoscientific fact warranting attention and the
promise of a cure. Thus, dynamics within the Association, including
organizational habits, survival, and structure, obstruct the incorporation
of diagnosed individuals themselves, despite the staff’s stated intentions
to the contrary.’

Thus, although diagnostic advances aid both the Association and
specialty medicine by offering access to people in the earliest stages of
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the disease, the sociohistorical context and deficit-based approach si-
multaneously generate significant obstacles to a fuller understanding of
people with Alzheimer’s. By neglecting potentially competing concerns,
the biomedical imperative impedes an understanding of the many ways
people live with and experience the disease. Also sacrificed are more
emancipatory efforts, such as combating the conflation of aging and
disease, brain functioning and personhood, or Alzheimer’s and social
death.

My data highlight the barriers to incorporating narratives of people
with AD into biomedical structures and the social movements based on
them. The highly structured and routinized character of clinical medi-
cine positions patients (especially cognitively impaired ones) as objects
of science (i.e., “cases”) rather than partners capable of interaction (i.e.,
“biographies”).® The Association’s capacity to address the needs of peo-
ple diagnosed with AD is limited to services within the existing bio-
medical infrastructure, namely, support groups, research participation,
and the occasional opportunity to advocate publicly for funding to do
cause and cure research. Further, public policy initiatives have focused
on procuring monies for biomedical research rather than reforming
long-term care services or financing. Thus, the Association has had little
effect on policy that improves quality of life for current clients with AD
or the more progressive objectives of the larger social movement. When
diagnosed individuals interact with the Association, another important
turning point in assuming a biomedical identity occurs, thereby posi-
tioning its clients to further embark on the road to becoming patients.
Involvement with support groups and research are essential steps in
achieving this identity.

Therefore, these data demonstrate that study participants moved be-
tween a series of identity turning points in learning to view themselves
as persons with Alzheimer’s. The various phases in the transformation
from a forgetful person to an Alzheimer’s patient, which are based on
interactions with specialty medicine and the Alzheimer’s Association,
highlight how biomedicine and the organizations based on these pro-
cesses affect identity. Although not unidirectional, these junctures in-
clude: 1) exhibiting everyday forgetfulness, 2) noting that something just
wasn't right, 3) seeking and receiving a diagnosis, 4) initiating contact
with the Alzheimer’s Association, namely, by attending support groups
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and/or participating in research studies, and ultimately 5) managing an
Alzheimer’s illness identity. My data also depict micro (or individual
level) interactions that are capable of influencing mezzo practice and
macro structures. For instance, medicine creates its own (potential) un-
doing by generating huge numbers of people who are diagnosed early
enough in the process to articulate their (negative) experiences of test-
ing procedures, their views on memory loss (as people who lived many
decades before the redefinition in the 1980s), and the increased expecta-
tions of practitioners ushered in by the baby boomers. Nonetheless, it
perhaps comes as no surprise that so few respondents expressed out-
right dissatisfaction with the medicalization of AD, since acceptance at
least on face value is requisite to receiving access to the limited support
that does exist. The only explanatory framework is being a patient—an
AD patient at that—which while bad, also potentially elicits sympathy.
Those who did question the utility and ethics of diagnosis, however,
were a vocal minority and we would be wise to heed the caution these
narratives of resistance suggest.

The transformation of forgetful experiences into an Alzheimer’s
identity involves at least two major turning points: being evaluated and
diagnosed and interacting with the Alzheimer’s Association and/or
participating in research studies or support groups. While the interac-
tional tensions associated with an Alzheimer’s diagnosis are significant
and require additional impression management on top of the already
cumbersome task of dealing with the symptoms of the condition for
all respondents, the perceived benefits the Association could offer out-
weighed the psychosocial costs for the vast majority who ultimately took
the second step. For them, the illness trajectory included four aspects:
reconstructing and reinterpreting past behaviors in light of new notions
of forgetfulness as disease; relating to others based on this news and
the subsequent interactional tensions; establishing resultant manage-
ment strategies; and ultimately finding common cause and hope for the
future through participation in support groups and/or research. These
four stages are not linear; rather they overlap and interconnect in so-
cially messy ways, which further increases the complexity of the experi-
ences and interactions surrounding them. Furthermore, the small but
vociferous narratives of resistance refute any uniformity suggested by a
stage-model approach.
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In addition, there are also various reciprocal effects between condi-
tions and actions. For example, advanced technologies lead to earlier
identification of AD/MCI, which in turn generates potential spokes-
persons. The latter insisted that the Alzheimer’s Association include an
early-stage advisory board and people with AD on the board of trustees.
Subsequently, the internal dynamics of the Alzheimer’s Association, its
exclusive focus on biomedical research, and the general perceptions of
these conditions were all altered. Likewise, earlier diagnoses inevita-
bly affect the processes of clinical practice as patients, including those
who actively opt out of taking on the Alzheimer’s identity, are able to
speak about their experiences of symptoms, cognitive evaluation, and
diagnosis.

Most crucially, this book is a story about individuals diagnosed with
Alzheimer’s or mild cognitive impairment—especially those willingly
adopting an AD identity—who consciously exploit, negotiate, and resist
the undisputed biomedical label ascribed to them. While they have to
do this if they want to save face or minimize stigma, they also desire the
legitimacy and hope for a cure that in modern Western societies only
medicine promises them. As a result, the medical label itself is some-
thing to be achieved. Since diagnoses are socially constructed, or mate-
rial/social artifacts,” respondents require reminders that their memory
loss is indeed pathological. Although most of these prompts come from
medical clinicians, Association staff, and family members, they also
come from within the support groups; members socialize one another
into medical interpretations of memory loss. Thus, support groups, as
well as research participation, reinforce AD identities for both patients
and families alike. Since AD is a condition that according to biomedi-
cine robs people of meaningful social interaction, my findings call into
question the diagnostic label itself. These narratives depict views and
values of an external world, including clinical practice, advocacy agen-
cies, and intimates, that motivate people to manage their social interac-
tions. That is, this book traces the processes of socialization through
which the majority of my respondents do ultimately become Alzheim-
er’s patients, including both passive and active consumption of biomedi-
cal tenets, and in so doing interrogates the perceived mandate to do so.
When I, the sociologist and human being, hear the projections of the
prevalence or economic cost of Alzheimer, all I can think about is the
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angst, the restlessness, the dry mouth, and the racing heartbeat that I felt
every single time I observed someone being evaluated and diagnosed.
The seemingly palpable silence that followed. And I can’t help but won-
der, this is all to what end?

Contextualizing the Stories

Although a diagnosis of Alzheimer’s disease or mild cognitive impair-
ment is in theory treated as a condition of immediate debilitation, now
that we diagnose so early it is a circumstance that requires new and
often innovative types of interaction. My respondents strove to achieve
an identity free of disease despite—or arguably as a result of—being
diagnosed with a condition surrounded by a rhetoric of irreversible dev-
astation and the associated assault on their personhood.

As the disease progresses, individuals with AD risk losing the abil-
ity to manage their identities in the manner deemed so important by
my respondents. As impairment increases, social structure may more
readily assign labels despite (past) protests from people in the earliest
phases. Although those diagnosed adeptly advocate their sovereignty in
this study, further decline will threaten their efforts. In a culture of age-
based worth, social interaction is challenging enough for seniors with
keen memories. When a society also has strict normative expectations of
communication, interaction, and so-called reality, the status of nonper-
son is ascribed to any individual who is deemed to have a sick brain, not
be fully conscious, or otherwise be cognitively compromised. What this
book argues is that we, “the not yet demented,” as DASNI members refer
to us, are the problem. Our own cultural reticence translates too easily
into unwillingness to join people with dementia where they are. Since
dementia represents a particularly horrifying state (we are socialized to
believe), the biggest barrier to a meaningful life in spite of dementia is
the fear of unimpaired others. Our anxieties, that is, become yet another
problem for diagnosed individuals to manage. We would do well, then,
to learn from my respondents, like Mrs. W, for whom life—while decid-
edly more challenging—is far from over.

This ethnography has analyzed the processes through which popular
social and medical discourses collude and collide with personal nar-
ratives of ostensibly non-age-related memory loss. Although there are
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perceived social and personal opportunities resulting from being diag-
nosed, the scientific debate over what constitutes pathological memory
loss and subsequent medical efforts to delineate methods of interpret-
ing evidence obscure accounts of subjective experience. Thus, people
with Alzheimer’s/mild cognitive impairment have experiences which
standard evidential methods are not accustomed to (or capable of)
managing.

The unintended consequence for clinical practice is that a cohort of
worried well have flooded into specialty clinics seeking evaluation. The
escalating diagnoses of early-stage AD generates an entire reserve of in-
dividuals who can articulate their perspective far more clearly than was
the case even a decade ago. While it is beyond the scope of this book,
it remains to be seen whether the new diagnostic guidelines rendering
MCI a stage of AD are the cause of or a reaction to the exponential in-
crease of people seeking cognitive evaluation. Either way, this creates a
new and different clientele for clinical practice and constituency for the
Alzheimer’s Association.

Since the questions that are asked both in science and in practice in-
fluence the possible answers that can be found, people diagnosed with
AD/MCI undergo considerable socialization into a medicalized version
of their experiences. Examining the social and personal effect of Al-
zheimer’s diagnoses in context elucidates the importance of continu-
ing to engage debates of agency-structure as well as nuanced issues of
illness narratives, the social construction/biomedicalization of health
and aging, and the interface of people seeking medical care with various
practices and technologies. Symbolically, a diagnosis of AD represents
what I term a social demotion, whereby individuals labeled cogni-
tively compromised are threatened with circumstances of social death
(whether immediate or anticipated). This directly correlates with cur-
rent constructions that equate brain functioning and personhood. For
only when the fundamental essence of self is reduced to the brain can
such disenfranchisement of our most deeply forgetful members be ac-
complished. The stories of medical professionals and advocacy organi-
zations must be further compared and contrasted with illness narratives.
Since competing discourses and ideologies exist in a pluralistic society
like the United States, it is through a multiplicity of perspectives that so-
cial understanding and, when necessary, change can be realized. That is,
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it is time to admit that “the concept of Alzheimer’s is an artifact of value,
one which has taken on a life of its own among medical practitioners,
the public, and advocacy groups alike,”® and ask the difficult questions
that follow.

Engaging Theory

This research project analyzed macro processes such as the biomedi-
calization of forgetfulness, the relationship of medicalization to the
identities of forgetful older members of society, and the political and
economic mechanisms through which the generation of biomedical
knowledges transforms and permeates society. My foremost interest,
however, was in the micro accounts of identity management and the
patient careers or illness trajectories in daily life. In particular, I wanted
to understand how the processes of biomedicalization transform the
identities and illness narratives of individuals diagnosed with Alzheim-
er’s disease.

Biomedicalization and its reliance on technoscience have fundamen-
tally shaped the history of Alzheimer, its conceptualization in clinical
practice, its organization in advocacy realms, and its implications for
identity management in everyday life. The data reported here engage
existing theory on biomedicalization by highlighting two major themes:
the perceived potential benefits of medicalization and the reciprocity of
biomedical knowledges and practices, that is, the way in which patients
influence practice. First, rather than medicalization being an exclusively
negative experience, as has been the typical presentation, these data sug-
gest that there might be positive aspects to having a diagnosis, including
increased social bonds with others so diagnosed and a degree of per-
sonal efficacy in their remaining years. This corroborates findings from
a handful of other studies on the medicalization of conditions such as
alcoholism or Chronic Fatigue Syndrome® that report positive aspects of
a diagnosis, including validation, a sense of relief, and support. Second,
in addition to the opportunities afforded to individuals diagnosed, there
are obvious contingencies which restrict the lives of the respondents in
my study. The generation of a large group of persons with early-stage
Alzheimer’s/MCI increases the expectations that biomedicine should
take the accounts of these individuals into consideration and that the
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Association address this constituency. Although largely theoretical at
the present time, these factors have created the potential scrutiny of bio-
medical diagnoses for which a definitive diagnosis can only be made
postmortem and the need to justify the unification of early- and late-
onset AD. The bioethical implications of this debate should significantly
alter the future organization of practices addressing memory loss.

My data also engage concepts of an illness trajectory or an individ-
ual’s career as an ill person, which insinuate a process leading to the
absolute adoption of a given identity. Research on specific medical con-
ditions has shown that when people are diagnosed they often take on
the status of a sick or impaired person or of a patient,'® at least in the
eyes of those with whom they interact, particularly if they have a chronic
illness. In fact, the diagnostic label is generally thought to become for
people what sociologists call a master status.'' In concert with work on
Holocaust survivors, prisoners, and people diagnosed with AIDS, I chal-
lenge the notion that people take on the status of patient or otherwise
compromised person in an immediate, complete, or detrimental sense.
Instead of fully assuming something like Talcott Parsons’s sick role, my
data show that respondents fluctuate between utilizing the diagnosis
as a necessary strategy of identity management and incorporating AD/
MCI as merely one aspect of their identity. In everyday life, respondents
manage the changes they are experiencing as a result of memory loss
to accommodate the diagnosis of Alzheimer’s into their pre-existing
identities. Understanding that this subject in formation we call a patient
involves a continuum of experience including a normalization of symp-
toms, an employment of diagnosis as a resource, and the discovery of
positive aspects in the diagnosis, challenges and expands existing theory.
It allows for the emergence of a path which simultaneously incorporates
resistance and acceptance.

Many social theories on identity construction/management imply
unidirectionality, if not linearity, of illness experience that was not cor-
roborated in my data. The advent of diagnosis is indisputably a crucial
juncture for individuals living with forgetfulness, but after diagnosis
noteworthy vacillation between stances and identities occurs. Thus, my
data support alternative frameworks suggesting a pendular reconstruc-
tion of identity'” that I argue is artistically crafted. Being diagnosed
with AD/MCI clearly involves a labeling process that requires identity
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management, but individuals also use and manipulate the diagnosis.
Identities are processual and so are diagnostic labels and the various
interpretations of such biomedical classification systems. It is important
to understand the processes through which illness realities are socially
constructed. As the narratives of resistance demonstrate, there is noth-
ing intrinsic to the feelings expressed by these respondents that neces-
sarily and inevitably lead to a definition of forgetfulness as a disease. In
fact, my data indicate that in order for individuals to take on an identity
that involves an illness they must have that identity reinforced by bio-
medicine and the structures based on it.

Perhaps the most important aspect of this study, however, is the find-
ing that individuals diagnosed with AD/MCI are a far cry from the pas-
sive victims of disease that we commonly perceive and portray them to
be. Whether their efforts to seek help and support indeed encourage
technologies of self that involve surveillance and buy-in to the medical
model or not, the narratives of resistance (both in terms of the majority
who accept but resist biomedical framings and the minority who flatly
refuse the medicalization of their forgetfulness) demonstrate the poten-
tial for agency. That is, these are not simply cogs in a Marxist medical
machine. The predominant narrative of assuming an Alzheimer’s iden-
tity—as and when they see fit—is a conscious decision. While critics
of biomedicine would be correct to argue this is a heavily constrained
choice, one that as I've shown comes with clear consequences for the
diagnosed individuals, not a single respondent in this study evoked a
sense of pity or elicited a deficit-model approach. Not one person.

Since this book argues that Alzheimer’s diagnoses rely more heavily
on clinical than objective criteria, the fact that scores of people may be
diagnosed with MCI who would otherwise have gone unnoticed had
they not gone for testing suggests the magnitude of the medical gaze.'?
Alzheimer’s, especially in its preclinical (now defined as the earliest)
stage, is the quintessential medicalization of our time. We must ask our-
selves what early diagnosis means, sociologically speaking, for them and
the rest of us as we ourselves age and anticipate ourselves as future old
people. If the diagnosis is not reliable, as Peter Whitehouse and his col-
leagues have argued,'* and given the psychosocial tensions identified by
my respondents, then bioethical discourse must attend to the potential
effects of such medical reductionism on the everyday lives of people
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who may simply be deeply forgetful. It is time we asked: is late-age Al-
zheimer’s really a disease? Would we all get Alzheimer’s if we lived long
enough? How and why have views on this changed over the years? What
is the utility of labeling people with it when no efficacious treatment op-
tions currently exist and we cannot definitely diagnosis until autopsy?
Do the perceived benefits of the diagnosis outweigh the psychosocial
costs?

Moving Forward

The medicalization of memory loss and the sociology of illness nar-
ratives, my two analytical anchors, provide insights into a few key
contemporary debates. Given the central place of memory in modern
Western life, I question whether or not memory-centeredness, and par-
ticularly memory loss being seen primarily as a medical problem, is
good for seniors or, for that matter, the rest of us. Conversations about
memory problems currently taking place in academia and in the public
at large are telling about views on aging and the salience of memory in
the United States today. My respondents and I are not alone in our skep-
ticism about the expansion of AD diagnoses. Recent provocative books,
including The Myth of Alzheimer’s, Forget Memory, Treating Dementia:
Do We Have a Pill for It?, and The Alzheimer Conundrum: Entanglements
of Dementia and Aging,'® are lenses through which we can consider the
advantages and pitfalls of conceptualizing Alzheimer’s as we do in the
current biomedical milieu. Bioethicists, social science and humanities
scholars, and even a few vocal neurologists, have begun arguing for a
reframing of AD that questions the very utility of diagnosing it. Neu-
rologist Peter Whitehouse and anthropologist Daniel George dispute the
current social construction of Alzheimer’s, especially the decision made
in the 1980s to include people aged 65 and over, instead suggesting that
The Myth of Alzheimer’s is propagated by the various institutions and
actors who stand to gain the most from medicalizing the condition—or
the said Alzheimer’s Industrial Complex. They suggest that a strictly
medical approach has social and psychological consequences that are
not offset by the only minimally efficacious treatment options currently
available. Artist and humanities scholar Anne Basting paints an inti-
mate picture of why we should in fact Forget Memory altogether and
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yet cannot seem to do so. Arguing that we need more appreciation of
in-the-moment meaning in the lives of all people, including those most
deeply forgetful among us, Basting adds to the growing empirical evi-
dence on how the arts therapies can benefit people with memory loss.
Accordingly, “arts provide a means to tap into imagination and foster
creative expression and meaningful experiences, the essence of which
is likely beyond measure.”'® Historian Jesse Ballenger and colleagues’
edited volume directly challenges both our cultural obsession with sil-
ver bullets and pharmaceutical quick fixes as well as the specitic lack of
efficacious treatment options for Alzheimer’s a century after it was dis-
covered and billions of dollars later. Renowned medical anthropologist
Margaret Lock aptly states, “No amount of preventive measure and no
drugs will defeat aging . . . nor can dementia be ‘wiped out as though it
is an infectious disease—aging and dementia cannot be disentangled.”"’
By championing experiences of dementia as something larger than tales
of tragedy can capture, these pioneers interrogate the Alzheimer’s Indus-
trial Complex itself. Joining the ranks of those writing against a defeatist
interpretation of memory loss, my work contributes to the growing
scholarship highlighting an explanatory framework for Alzheimer’s that
celebrates the humanity, dignity, grace, and personhood of those living
with the condition. In so doing, this book aspires to contribute to the
nascent field I envision as academic narratives of resistance.

I argue that by highlighting the social nature of memory and how self
is relational, AD can be seen as a singular case of more general and pro-
cessual social phenomena common to modern Western societies. Not
only is the current case of Alzheimer’s the quintessential case of biomed-
icalization, but it is also steeped in deep-seated cultural ageism. Con-
temporary American views about aging position seniors not as actors
or agents in their own right, but as a drain on limited societal resources.
Our fear of growing old both reflects and reinforces the current cultural
age bias. In stark contrast, sociologist Meika Loe allows seniors them-
selves to define their own conceptions of aging well. Unlike the success-
ful aging discourse within psychology, Aging Our Way'® demonstrates
the resilience and resourcefulness of the oldest old in spite of various
obstacles.'” Drawing on cultural capital and social networks, her respon-
dents strive to age in place rather than crumble under the deficit model
attached to aging in a manner similar to that which I have elsewhere
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argued can happen when diagnosed individuals see AD as a “manage-
able disability” and/or couples adapt to Alzheimer’s by “negotiating the
joint career”*® Many social scientists have highlighted the importance
of incorporating the perspectives of older adults into the conceptualiza-
tion of aging well, yet few have done so empirically. By meeting seniors
where they are and learning the lessons that they think are important
in organizing what they define as successful living and aging, we might
well begin to reverse the ageist cultural assumptions preventing mean-
ingful intergenerational dialogue. Literary critic Margaret Morganroth
Gullette?! shows how and why contemporary social constructions of
Alzheimer’s are based on the dominance of cognitive hierarchies across
the lifespan, fueled by what she calls the “memory-obsessed media” and
American anxiety about decline. According to Gullette, unless we are
Agewise we cannot even begin Fighting the New Ageism in America. To
paraphrase J. Eric Oliver’s Fat Politics,”* we hate old people (just as we
do those who are “fat”)—despite the lack of data to support the grim
public portrayal of aging—because our fear of growing old both reflects
and reinforces the current cultural age bias. When a particular framing
of an issue has cognitive resonance, it becomes exceedingly difficult to
challenge. In the ways identified here, this book engages these larger
debates, especially an understanding of the “ways of aging” Loe so elo-
quently depicts and an endorsement for striving to be “agewise.” By in-
terrogating our societal fear of Alzheimer’s and ageism more broadly,
and showing more accurate portrayals of life with the condition, I hope
the counternarrative offered here advances public and sociological un-
derstanding of what has been framed as the most dreaded disease of our
times. The cognitive resonance of the “dementia narrative” as presented
by the mass media and biomedicine makes it difficult to debunk. Yet, if
we want to bring some humanity to memory loss, and we should, then it
would behoove us to remember what Mrs. W, a 72-year-old widow, told
me weeks after being diagnosed with AD: “I'm still the same person I've
always been. It’s just that now I'm me with Alzheimer’s” And at the end
of the day, who among us would want to be seen any differently?

This book has traced the processes of medicalization through which
cadres of forgetful seniors come to see themselves as Alzheimer’s pa-
tients, and the (often hidden) glimpses of agency and resistance along
the way. Experiences of dementia occur within a cultural context that
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has expanded, in seemingly endless fashion, the range of behaviors
defined as abnormal. Our willingness to interpret forgetfulness, espe-
cially in seniors, as disease has increased exponentially. Is it any wonder
that we so strongly resist imagining ourselves as future old people? If
we continue to proceed without caution, ignoring the context of social
conditions and issues of the larger social order that political economists
of aging warn against, then we might well find that we have destroyed
the precious little space within which we as modern humans can age
meaningfully.
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Interview Guides

I. PERSONS WITH MEMORY LOSS
(Family members were asked modified versions of these questions.)

o When did you first notice changes in your memory? Can you give ex-
amples?

« How did you feel about your memory difficulties at the time?

o When did you share these changes with your friends and family? Who
specifically did you share with or who did you choose not to share with,
and why?

« Why did you seek medical attention for your memory?

« What was your experience of being tested like?

« Do you feel comfortable discussing your diagnosis?

« How did it feel to hear that you had AD/MCI? What was your first
thought?

« How have your family and friends dealt with your diagnosis?

« How has your life changed since your diagnosis or discovery of some
memory loss?

« How would you describe your situation to someone else newly diagnosed
or a friend who does not understand the experiences you may have?

o How do you feel the general public understands Alzheimer’s disease?

« Has seeing your medical doctor been helpful to you, why or why not?

 Have you heard of the Alzheimer’s Association? If so, do you interact with
it and in what capacity?

II. CLINICIANS
« Background: What is your training and how long have you been in the
field?
o What are some of the typical reactions to diagnosis?
« Do you find that families or patients themselves seek diagnosis?
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What are some of the experiences that lead people to seek diagnosis?
How do you (or your team) inform people of their diagnosis?

What resources are available to people once they are AD-diagnosed?
What are some of the barriers to making a definitive diagnosis?

How has the role of geriatric assessment impacted formal diagnostics?
How has the role of diagnostics/pharmaceuticals/other technology
changed since you entered the field of AD?

How would you describe the etiological process of AD to a layperson?
What exactly is “mild cognitive impairment” and the current information
regarding using it as a diagnostic category?

What is the biggest effect of diagnosing people early?

How has this changed clinical practice? Research?

Are there any potential negative effects to diagnosing people earlier in the
disease trajectory?

How do you think AD fits into the long-term care system more

broadly?

What do you consider the most promising up-and-coming area within
AD research?

What are your opinions on local, state, and federal funding for AD re-
search, diagnostics, and care?

ALZHEIMER’S ASSOCIATION STAFF

Background: What is your role and how long have you been with the As-
sociation?

What is the objective of the Association? What is the objective of your
specific role within the Association?

How would you define, or describe, AD for a lay audience?

How would you define, or describe, MCI for a lay audience?

How would you like to see the Association develop over the next 10
years? Are there any areas you think need to be explored?

What initiatives are the Association (or your department) taking to
include the individuals with AD (target, dispense, inform programs and
policy)?

What do you perceive as the major barriers to incorporating this voice?
What is the biggest change you have seen during your time with the As-
sociation?

What do you consider the most effective policy/advocacy initiatives?
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o What is the biggest change in aging services that you have seen in your
tenure?

o Where would you like to see more AD-related monies allocated?

o What are your thoughts on Alzheimer’s disease as a social movement
within the U.S.? And globally? What is the Association’s role within this
movement?

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use



This page intentionally left blank

EBSCChost - printed on 2/14/2023 3:19 AMvia . All use subject to https://ww. ebsco.conlterms-of-use



EBSCChost -

APPENDIX B

Study Design and Methodology

This research project was informed by an inductive method of data col-
lection, sampling, and analysis. Rather than testing existing hypotheses
or applying sociological theories to data, this book instead aims to dis-
cover theory as grounded in the data itself. As such, the product of this
research is a mid-range substantive theory and its generalizability lies
in the concepts discovered within the sample studied rather than the
larger population from which it was drawn.' This is not to suggest that
this project has not been informed by larger theoretical perspectives,
since all sociological research draws from a framework of how society
works. Thus, my inquiry is primarily guided by a symbolic interactionist
tradition and social constructionism framework, but I also draw from
phenomenology as well. In this endeavor, a qualitative study design
utilizing the methods of participant observation, in-depth interviews,
focus groups, and website monitoring was devised for purposes of tri-
angulation. Interview and observation data collection began in 2002
and continued through 2009. Website monitoring and accumulation of
state-of-the-science findings were ongoing through August, 2015.

Data obtained from eighteen months of participant observation of
the diagnostic process (2003-2005) for memory loss included atten-
dance at neuropsychological and medical examinations, informant (i.e.,
family member) interviews, the team disposition meetings where clini-
cians met to discuss cases and determine a diagnosis, and the delivery
of that diagnosis. Observation also included attendance of various sci-
entific, clinical, and policy conferences related to Alzheimer’s and mild
cognitive impairment (2003-2014), many of which were sponsored by
the Alzheimer’s Association. The interview data, including group in-
terviews, were gathered in a semi-structured manner with open-ended
guides and lasted from 45 minutes to 3 hours. They were gathered in two
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waves (2003-2005 and 2008-2009), primarily in the San Francisco Bay
Area with additional interviews in Chicagoland. The aim of the focus
groups and interviews was to collect detailed accounts of illness expe-
riences from the perspectives of AD-/MCI-diagnosed individuals and
of the philosophies and daily practices of clinical staff at the specialty
diagnostic centers and the American Alzheimer’s Association. The web-
sites of the national branch and various local chapters of the Alzheimer’s
Association, Alzheimer’s Disease International, Dementia Advocacy
Support Network International, the Alzheimer’s Foundation of Amer-
ica, and, most recently, Dementia Alliance International were routinely
monitored to track how Alzheimer’s and mild cognitive impairment,
and individuals diagnosed with these conditions, were portrayed, the
history of the organizations and how they were structured, who the key
actors and national spokespeople were, and any efforts underway to in-
corporate diagnosed individuals.

Sampling

The complete sample (N=153) included four groups of respondents,
whom I have entitled potential patients (N=86), potential care partners
(N=32), clinicians (N=22), and Association staff (N=12). Convenience
and snowball sampling methodologies were used for recruitment.

The target population of the first part of the sample (N=86) included
observation of individuals undergoing the diagnostic process (N=46),
including follow-up interviews with 28 of them and in-depth interviews
with people recently diagnosed with early-stage AD (ESAD)? or MCI
(N=40),” when a person is considered to be high functioning (a diag-
nostic term typically used to indicate a person who is capable of conver-
sation, responding to direct questions, and has recall). These interviews
consisted of six (6) 1% hour focus groups (N=32) and 2-3 hour in-person
interviews (N=8) with people diagnosed in the early stages of AD
(N=24) or with Mild Cognitive Impairment (N=16). Observation was
conducted at the diagnostic centers of a research-based teaching univer-
sity and a Veteran’s Health Administration Hospital in Northern Cali-
fornia. Every participant had been, or was being, medically evaluated
and was deemed preclinical or in the early stages of AD (mini-mental
state examination [MMSE] scores ranged from 22 to 30). Since the level
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of cognition rather than the duration of the condition determine the
severity, or stage, of Alzheimer’s—that is, the person with ESAD/MCI
could have had the condition for one week or many years—the range of
time since diagnosis varied from weeks (for the 48 I observed being di-
agnosed) to 4 years (for the 40 respondents I recruited elsewhere). The
elapsed time since diagnosis varied because stage refers to a categoriza-
tion independent of illness duration. All respondents were over 65 years
old, and the mean age was 73.5 years. The sample included 48 men (56%)
and 38 women (44%), which is clearly not representative of the general
population of older adults.* All but 12 (9%) were married and resided
with a spouse. Of those not married, 9 were widowed (75%) and 3 were
single, and all these individuals lived alone at the time of the interview.
The respondents who sought medical attention at the two specialty diag-
nostic centers were predominantly financially well off, married, Cauca-
sians.” The focus groups were conducted in pre-existing support groups
for people diagnosed with ESAD or MCI at either a) local Alzheimer’s
Association chapters or b) the psychiatric diagnostic center, which was
an Alzheimer’s Research Center of California (ARCC). The participants
for in-person interviews were recruited from observation at either of the
diagnostic centers, pre-existing support groups, or the Alzheimer’s As-
sociation clinical research registry. The second component of the sample
consisted of observation of what clinics called “informant interviews”
(N=10), where data were collected from the loved one(s) of the “poten-
tial patient” by a clinician to corroborate the evidence gathered from
the individuals themselves, and three (3) focus groups (N=22) within
pre-existing support groups that met simultaneously with the groups
for individuals with ESAD/MCI. This subsection of the sample resulted
largely from the requests from the care partners at one of the study sites
who were informed of the research I was conducting with the diagnosed
individuals and then wanted to participate.

The third segment of the sample entailed observation (N=22) and
subsequent in-person interviews (N=8) with clinicians evaluating cog-
nition and rendering diagnoses in the two diagnostic centers. Clini-
cians observed/interviewed included neurologists, neuro/psychiatrists,
nurses, resident MDs, neuro/psychologists, clinical research coordina-
tors, and general clinicians. Demographically, there were 16 male (73%)
and 6 female (27%) clinicians; 18 Caucasians (82%), 3 Asian Americans
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(14%), and 1 Southeast Asian (4%). Age varied considerably from resi-
dent MDs to seasoned clinicians who had been in the field for thirty
years.

The final section of the sample (N=12) utilized telephone (N=5) and
in-person (N=7) in-depth interviews in 2003-2005 with staff members
of the Alzheimer’s Association, the national advocacy organization de-
voted to dementia and the major player in the U.S.-based social move-
ment surrounding Alzheimer’s.® All respondents had been with the
Association for at least a year, with a mean length of employment of 4
years. There were 5 men (42%) and 7 women (58%). These respondents
were representatives of the Public Relations, Public Policy, Community
Outreach, Education Management, and Program Management depart-
ments or were the CEO/Administrator at 8 different chapters, both rural
and urban. The Interim President was also interviewed. Potential par-
ticipants were selected if their job description on the website stated in-
volvement with patient issues, including patient services, patient quality
of care or life, patient advocacy, or policy issues concerning patients or
if they were referred by a previous respondent. Comprehensive demo-
graphic information on age and race were not collected for this part
of the sample, although most participants were middle-aged Caucasian
women who had personal experiences with Alzheimer’s. The larger age
range was probably from 30 to 6o0.

Data Collection

Participant observation occurred during the scheduled medical vis-
its to the two specialty clinics enrolled in the study. Observation was
largely restricted to people over 65 years of age who reported com-
plaints consistent with dementia of the Alzheimer’s type, although a few
cases included individuals less than 65 years old or with other types of
dementia. Verbal consent was obtained by the clinician being followed
before any potential patient/care partner was observed. Observation
of conferences geared toward Alzheimer’s/MCI included: the 2002 8"
International Conference on Alzheimer’s Disease and Related Disorders
in Stockholm, Sweden; the 2003 Unlocking the Mysteries of Memory
Loss in Washington, D.C.; the 2003 Caring Counts! conference in Sac-
ramento, California; and the 2003 Public Policy Day for Alzheimer’s in
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Sacramento, California. Audiotapes were also obtained from the 2001
Alzheimer’s Disease International in Wellington, New Zealand; the 2003
Public Policy Forum in Washington, D.C.; the 2003 Caregiving Plenary
in Washington, D.C.; the 2006 International Conference on Brain-
hood in Rio de Janeiro, Brazil; the 1% Early-Stage Forum in Pasadena,
California, in 2006; 2007 Alzheimer’s Day, Northwestern University
Alzheimer’s Disease Center; the 18" Alzheimer Europe Conference in
Oslo, Norway, in 2008; 2008 Seminar Series, Northwestern University
Alzheimer’s Disease Center; and the annual Gerontological Society of
America meetings 2001 through 2014. At many of these, I presented pre-
liminary findings.

Various Alzheimer’s Association websites were also monitored to
analyze the projection of AD/MCI, the incorporation of people with
these conditions, and the type and level of information made available
to the public. Relevant information was printed and analyzed. The focus
groups occurred at the regularly scheduled time and place of the sup-
port groups for people with early-stage Alzheimer’s disease (ESAD) or
MCI and lasted roughly 1% hours. The interviews with diagnosed indi-
viduals took place in their homes at a time chosen by them and, when
living with a spouse, often included the presence of the partner. Inter-
views with clinicians occurred in their offices and lasted approximately
45 minutes. Interviews with Association staff were performed both in-
person at local chapters and via telephone and lasted approximately 1
hour.

The aim of participant observation was to elicit an understanding
of the experiences of memory loss, including nonverbal gestures and
reactions to diagnosis; interactions with others, including family mem-
bers and medical staff; and the encounter between potential patients and
neuropsychological testing and clinicians as well as the daily practices of
clinicians diagnosing AD/MCI. At the conferences, I presented and col-
lected data on the state-of-the-science. Detailed notes were taken either
at the time of observation or dictated into a tape recorder immediately
following. Team case disposition meetings were tape recorded. All notes
and tapes were transcribed within approximately 2-3 weeks of the date
of observation.

Interview data were gathered via a conversational format utilizing
open-ended, unstructured guides. General questions for AD-/MCI-
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diagnosed respondents included their experiences of cognitive evalua-
tion and diagnosis, how their life and/or identity had changed, if at all,
since diagnosis; how they described, or made sense of, their condition;
their opinions regarding the general public’s awareness of, or reaction to,
their condition; what they perceived as their role in informing research
and care; and thoughts on the future. Questions for the clinical staff per-
tained primarily to the neurobiology/neuropsychiatry of Alzheimer’s/
MCI, clarifications on any terminology or situations observed, general
background training, areas of future promise, disease classification, and
most noteworthy changes in the field. Interview guides with Associa-
tion staff covered job description and duties, the objectives of both the
organization and specific departments, obstacles to these aims, how they
defined AD, what they saw as the role of individuals with AD within
the Association, what was being done, on either an individual or orga-
nizational level, to encourage the visibility of diagnosed spokespeople,
and existing barriers thereto. All interviews were taped and transcribed
within approximately 2-3 weeks. An overview memo highlighting main
themes and general impressions was generated immediately following
each interview. Throughout the process, copious memos were written
to record researcher observations and thoughts or to engage existing
theory.

Data Analysis

As a qualitative researcher, all data—including interview and conference
transcripts, field notes, memos, and website/textual materials—were
taped, transcribed, and then analyzed using the constant comparative
method and coding paradigm of grounded theory.” Since grounded
theory aims to consolidate information into matrices to generate over-
arching themes, the ongoing process of taking notes, writing memos,
and (re)reading data lends itself to emergent themes and categories
for simplifying and articulating data. As line-by-line coding occurs,
themes are generated. Thus, theory is inductively derived from the data.
Throughout the process of coding data, analytic questions were repeat-
edly explored: under what conditions does this happen, and with what
mechanisms, strategies, rhetoric, and with what consequences?® This
inductive mode included revision of analysis through presentation of
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data to participants for verification, sampling for new participants based
on emerging concepts and theories, and comparing findings to those in
the literature.

The general principles of phenomenology® that highlight the subjec-
tive, lived experiences of everyday life and illness experiences, and the
daily work performed by clinicians and Association staff, also informed
this study. Since all sciences are the products of scientists working to-
gether, this study avoided an ex post facto critique of knowledge and
instead aimed to understand the consciousness of a given epoch. The
main influence of this paradigm was the need for reflexivity, describing
structures of experience, and the constant reminder that the experience
is processual. Therefore, data reflect a snapshot of the daily lives of the
people in this study when they were interviewed or observed.

Detailed notes were dictated to ensure that emerging theoretical
thoughts and a general overview of the data were recorded immediately
following each interview. Therefore, interviews were replayed or reread
as soon as possible to encourage incremental development of theory
and categorization of ideas and themes. Analysis began with open cod-
ing'® that involved identification of the dimensions and properties of
the themes as they emerged. To the extent possible, themes were labeled
using the words of the respondents. As more and more themes were
discovered, the feeling of saturation eventually resulted (for example, it
became clear that all data fit into existing themes or that two concepts
could be collapsed into one). Next, I aimed to consolidate themes by
using an explanatory matrix to identify core variables, or chose to focus
on specific variables for the purposes of presentation (say, sociopsycho-
logical aspects) within a particular substantive area. Again, the themes
emerging from the data were constantly verified through correspon-
dence with original respondents, input from colleagues, and keeping up
to date with the existing literature. These processes were performed as a
tool of quality control for ensuring that themes occurred within the data
themselves and that they were consistently observed.

Although the themes presented throughout the book may appear to
be distinct, it is important to highlight that they are nestled within each
other and various other overlapping categories. Further, although the
results of this study have been presented in a linear fashion, this is not to
suggest that individuals experience these things in any sort of determin-
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istic staged manner. Rather, these data are based on complex interac-
tions among multiple individuals in diverse social worlds. I have chosen
in this book to present the data in the way I felt best captures the essence
of the joint story of over 150 very different people. Of course, I will not
have perfectly represented every respondent, but I hope that most of the
diagnosed individuals that I spoke with, at least, feel I have accurately
told their story.
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Study Sites and Procedures

The primary specialty disciplines involved in diagnosing and managing
memory loss are neurology and psychiatry. This research was conducted
through participant observation of the diagnostic process at one of each
type of clinic. Both sites were located within large teaching universities;
the psychiatrically oriented center, an Aging Clinical Research Center
(ACRC)" and an Alzheimer’s Research Center of California (ARCC)? is
also situated within a Department of Veterans Affairs and the neurologi-
cally based center is attached to a tertiary teaching hospital. Whereas the
neurological center is discipline-based and directly linked to a medical
center, the psychiatric center is not a primary care center—it does not
prescribe medications, interpret lab results, or have expertise in per-
forming physical/neurological examinations.

While this book demonstrated a surprising amount of overlap in clin-
ical practice and patient experiences of the diagnostic process of mem-
ory loss between my study sites, this appendix will outline the distinct
settings, techniques, and tools used, and the clinical process at the Brain
Clinic and the Health Center.

I. The Brain Clinic

The Brain Clinic? is a neurological diagnostic center at a large research
university in northern California. It is nestled amongst many other cam-
pus buildings and sits directly across from the university hospital. On
the eighth floor of one of the campus’s tallest buildings, the memory
wing of the clinic feels professional and sterile. The hallways are busy
and there is a sense of fervor in the air. There are five or six small rooms,
each the size of a doctor’s office. They are all equipped with the typical
items found in a medical setting: a blood pressure cuff, cotton swabs,
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a sink, an examination table, a desk, and a few spare chairs. There is
also one main office with a computer, where clinicians await patients,
discuss cases, conduct internet searches, review MRI-scans, or dictate
findings. During my time at the clinic, I routinely observed two male
attending neurologists, one the dynamic, middle-aged director and the
other a kind, likable man with roughly a decade of experience under his
belt, and one tall, well-spoken senior neuropsychologist. The five to six
neurology residents were mostly white men in their thirties, but I did
observe one Indian woman and another Asian male, in that same age
cohort. The two neuropsychology staff I routinely observed were both
friendly, soft-spoken Caucasian women in their thirties. The clinic had
the feel of a professional office building, with people smartly dressed in
business clothing and carrying themselves with comportment.

After an average wait of one month, individuals seeking medical at-
tention for their memory loss follow the yellow footprints through the
long corridor of offices and sit in the waiting room at the end of the hall
overlooking the campus. Few people come alone to these visits. Typi-
cally, they have brought a spouse with them and on occasion it is an
adult child, a friend, or a sibling. It is not uncommon for there to be
more than one person attending these appointments with them.

History and Physical

If the bustling clinic is not running late, the day begins at 9:45 a.m. when
the person with suspected memory loss (and loved ones, if present) is
brought into one of the rooms by the medical student on rotation that
day. This component begins with the History and Physical (H&P), where
a resident MD will first take information regarding the individual’s past
medical history and that of his/her family, observed symptoms and/or
changes related to memory, everyday functioning, current medications,
and social history.

The patient, and any available family member(s), tells about the “his-
tory of the present illness,” including the chief complaint (e.g., short-term
memory loss), its onset, and length of duration. This component also fo-
cuses on other potentially diagnostic behavioral features, such as changes
in personality, language or navigational skills, or compulsive behavior.
Specific examples of the first symptom, particularly from the family, are
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strongly encouraged, as are concrete instances (e.g., stories) of memory
loss. Next, the past medical history is taken, which covers a general over-
view as well as incidents of head trauma, loss of consciousness, respira-
tory insufficiency, hepatic or renal insufficiency, and sleep apnea.

Although the resident MD has presumably already read the medical
chart, the doctor (I only observed one female resident in my time there)
will ask the patient to list the medications being taken. Beyond standard
medications, the focus is on memory and psychoactive medications
and their effect. Also discussed are alternative therapies and over-the-
counter remedies. The family history includes age and health status (if
living) and cause of death (if deceased) of all first degree relatives. Spe-
cifically, psychiatric, neurologic, and behavioral, including substance
abuse, criminal, or antisocial, problems are explored. The family his-
tory is diagrammed in the standard pedigree format. The social history
includes background data such as place of birth, education (how much,
what field of study, and where), occupations, hobbies, and substance use
history. In addition to being diagnostically useful, the ability of the patient
to provide this information is considered an indication of the status of
remote memory. As such, this report is in theory an important piece of the
puzzle, or one of the medical facts, leading to diagnosis.

The resident MD will then perform a neurological exam that in-
cludes the following items: general appearance and behavior, mental
status (apraxia), facial expression or appearance, cranial nerves (vision/
hearing), motor skills (bulk and muscle appearance, tone, pronator drift,
and strength), coordination, reflexes, stance (posture, balance), gait, and
sensory ability. In an attempt at differential diagnosis, precautions are
taken to rule out movement disorders. A general behavioral assessment
is also conducted at this time.

The list of things to be covered is standardized and the majority of the
thirty observations I made of the H&P were indistinguishable between
physicians. Most potential patients tended to be calm during this experi-
ence as it is a familiar and routine examination like so many others they
have undergone in their lives. Some people, however, do become upset
when discussing their experiences of memory loss. From start to finish,
this process takes approximately one hour.

When completed, the resident leaves the patient in the room to wait
for the neuropsychologist. Unless there is a delay in a previous neuro-
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psych (NP) exam, the neuropsychologist tends to come into the room
shortly after the resident departs. The resident MD then dictates the
findings, which will be included in the report sent to the referring
physician.

Neuropsych

The neuropsychologist introduces him- or more often herself and
explains briefly that s/he is there to administer some tests of the person’s
cognition. Often, the neuropsychologist states that some exercises will
be more difficult than others and encourages the person being exam-
ined to simply do the best he can or tells her there is no right or wrong.
In general, there is little room for small talk and the clinician is very pro-
fessional and formulaic in presentation. It is very standardized and gives
off a strong impression of research objectivity.

The main domains tested during this process include: global cogni-
tion, orientation, and working memory; semantic, episodic, visual and
verbal memory; language and episodic functioning; visuospatial skill;
praxis; abstract reasoning/problem solving; and a psychiatric depression
screen.

o The tests begin with the administration of the Folstein, Folstein and
McHugh (1975) mini-mental state examination (MMSE), which is a
thirty-item survey including the year, season, month, day of month, day
of the week; the name of the place where the test is being conducted, the
floor of the building they are on; what city, county, and state they are in;
the recall of three items (ball, flag, and tree); the spelling both forward
and backward of the word WORLD; a delayed recall of the three items
above; the naming of two items pointed to (watch and pencil); repetition
of the following phrase: “No ifs, ands, or buts”; following a three-step
command (“Listen carefully. I am going to give you a piece of paper. Take
the paper in your right hand, fold it in half, and put it on the floor”);
following a stimulus command (handed a piece of paper that says “Close
your eyes,” in which patient is told “Read the words on this page, then
do what it says”); writing a complete sentence; and copying intersecting
polygons from another piece of paper.

o The California Verbal Language Test (CVLT-MS), adapted by the lead
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neuropsychologist at the Brain Clinic, involves reading a list of nine
words, which can be grouped into three categories, and having the
patients repeat as many as they can recall. The test administrator records
responses verbatim. This is repeated four times and then a “thirty-second
distractor interval” is introduced by asking the person to count back-
ward from a hundred. Typically, the subject is told to stop once s/he has
reached seventy-nine, unless s/he had considerable trouble, in which case
s/he might have been stopped earlier. Then the patient is asked to recall
the nine items from the CVLT list again. The number of intrusions, or
words not present on the list, is also recorded as well as the time of day.
After ten minutes, the subject is again asked to recall the list after com-
pleting other exercises. Next, the cued recall involves the neuropsycholo-
gist reading a longer list of words and having the patient say whether

or not it was on the original list. Lastly, five minutes after the “yes/no
recognition,” the person is given a “forced choice recognition” where s/he
is given an either/or situation and must choose which of the two words
was on the original list.

Modified trails is a timed test which involves drawing lines in numerical
order between circled numbers and days of the week on a page (i.e., con-
necting the dots). The test administrator demonstrates the process draw-
ing from number one to Sunday, to number two, to Monday and then
asks the patient to begin. S/he is instructed to “Draw the lines as quickly
as you can.” The subject is corrected if a mistake is made and directions
are repeated if necessary. The total time is recorded (with a cut-off time of
120 seconds), as are the number of correct lines and number of sequenc-
ing errors.

Design Fluency is a timed test where the patient is given a page of paper
filled with small boxes each with five dots inside. Patients are asked to
“Use only four straight lines to connect the dots. Each line must be con-
nected with another line and a dot” “Also,” s/he is told, “you don’t have

to use all the dots and it’s okay for the lines to intersect. In each of these
squares, make a different design by connecting the dots with four straight
lines” This test begins with a miniature sample page, on which the tester
demonstrates. After the sample, the administrator repeats: “Now draw

as many different designs as you can until I say stop. Remember to use
only four straight lines to connect the dots. Work as quickly as you can
and make every design different” The number of correct designs (e.g.,
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different and with four straight lines) are recorded, as are the number of
repeated designs, rule violations, and repeated rule violations.

The patient is next handed a piece of paper with a design on the top and
is told to copy it below. After drawing this design, the tester says, “Now
remember this design, because I'll ask you to draw it again later,” and
takes it away. The time of day is recorded and there are seventeen possible
points for this, including two points for six different details and a bonus
point if all six of these tasks were completed perfectly.

Calculations then begin, with the tester pointing to a paper containing the
following problem: 214 x 35. The tester says, “Please solve this arithme-
tic problem.” If the subject gets this correct, the remaining problems are
skipped. If incorrect, the patient is asked to solve the remaining (more
basic) problems, including addition and subtraction. The number of cor-
rect responses out of five is recorded.

Alternating m and n involves writing, in cursive, the letters m and n over
and over again across a page. The tester first demonstrates the task and
then asks the subject to do the same. The goal is to discover “persevera-
tive errors,” whereby the patient has lost track of the pattern or used
micrographic writing, where the writing gets much smaller or slants
considerably in any direction.

Delayed Verbal Memory involves the delayed recall and recognition
conditions of the CVLT-MS. If the person has significant difficulty with
the recognition portion of the test, the forced choice paradigm (outlined
above) is then administered.

Comprehension 1 includes the following list of commands: 1a. “Make a
fist) 2a. “Point to the ceiling, then to the floor;” 3a. “Before touching your
chin, point to your eye,” 4a. The tester places a piece of paper on the table
and says, “Under the paper, put your hand”

Echopraxia is examined by the tester pointing to his or her nose and say-
ing, “Point to your ear” and extending a hand (as if to shake hands) and
saying, “Point to the lights”

Comprehension 2 includes the following list of questions: 1b. “A lion and
a tiger were fighting. If the lion was killed by the tiger, which animal is
dead?” 2b. “Do you put your socks on before your shoes?” 3b. “Do two
pounds of flour weigh less than one pound?”

Repetition includes the following three items: “Down to earth,” “Pry the
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tin lid off,” and “No ifs, ands or buts” (which is not given but used from
the MMSE response).

Working Memory includes the tester saying some numbers and asking the
patient to repeat them backward. It begins with two-digit numbers and
goes up to six-digit spans and there are two sets of these. The total back-
ward span is recorded as the furthest number of digits the patient got twice.
Verbal fluency involves the tester picking one letter of the alphabet and
asking the subject to recite as many words as s/he can think of that begin
with that letter. Instructions disqualify any names of people or places and
the same words with different conjugations. The letter used is “D” and all
responses are recorded for 60 seconds. If a patient pauses for 10-15 sec-
onds, the tester asks what other words they can think of that begin with “D”
and records these. The responses are recorded in 15-second intervals from
0”-157 167-30", 317-45”, and 46”-60". The number of correct D words,
repetition of D words, and the number of rule violations are all recorded.

Next the subject is asked to name all the animals s/he can think of,
beginning with any letter. And the same intervals are used to record
the same information regarding number, repetitions, and rule violations.

Visual Memory includes asking the patient to again draw the figure s/he
had copied earlier. The intention is for there to be approximately ten min-
utes between these drawings. The score is recorded in the same manner
as it was the first time. Then the subject is presented with four figures and
asked to identify which of them was the one that was originally copied.
Conversational Speech is rated on a scale of 0 (impaired) to 4 (normal) for
the following categories: melodic line, phrase length, grammatical form,
paraphasic errors, word finding, and comprehension. These are all based
on the tester’s impression or clinical judgment.

Facial Recognition Test includes a book of faces where the patient is asked
to match a specific face with a row of three faces. This is repeated six
times.

Confrontation Naming utilizes the Boston Naming Test (BNT) to elicit the
name for a given drawing. The drawings include: bed, flower, helicopter,
mushroom, camel, seahorse, globe, harmonica, igloo, knocker, pyramid,
funnel, asparagus, yoke, and trellis. The appropriate probes are given if

printed on 2/14/2023 3:19 AMvia . Al use subject to https://ww:. ebsco.conterns-of -use



EBSCChost -

254

| APPENDIX C

the person cannot recall or does so incorrectly. The first hint, the stimulus
cue, describes the item (helicopter: “it is used for air travel”) or asks a
question (mushroom: “Is it a fruit?”) and the second, the phonemic cue,
tells the patient: “It begins with the sound . .”

Abstraction involves first noting how two given words are alike. “For
example, if I said guitar and piano, you could say they were both musical
instruments” The given analogies are: dog and lion; table and chair; and
anger and joy. Next, the metaphor “That’s a loud tie” is read aloud and
the patient is asked to interpret it. Lastly, the following three proverbs
are read aloud and the patient is asked to interpret each of them: “An old
ox plows a straight row;” “Shallow brooks are noisy; and “A beard well-
lathered is half shaven”

Facial Affect Matching includes a stimulus page with one face on the top
and five faces below and the subject is asked to “Indicate which of the
five faces shows the same emotion as the face on the top.” The emotions
include: happiness, surprise, disgust, neutrality, anger, fear, and sadness.
Cube entails copying a cube from a three-dimensional drawing.

Praxis tests the patient’s ability to carry out given movements using a
specified hand. The buccofacial realm is measured with the command
“Show me how you”: “Cough” and “Blow out a match” The “intransitive
limb” is examined through the command salute. The “transitive limb” is
tested with the command “Show me how you”: “Brush your teeth” (right
hand), “Use a hammer” (left hand), “Saw wood” (left hand), and “Comb
your hair” (right hand).

Stroop includes a page of paper with the words red, blue, and green writ-
ten all over the page in different colors than that which the written word
represents (for example, blue is written in red ink). The instructions are:
“I want you to tell me the color of ink these words are printed in. Don't
read the words.” The tester presents the stimulus page and demonstrates
the first one and then says, “Begin here and say the color the letters are
printed in as quickly as you can without skipping any or making mis-
takes.” The subject continues this task for sixty seconds and the number
of correct responses and the “stimulus-bound errors” are recorded.
Number Location involves a sheet of paper with a box that has many
numbers circled on it. The patient is then given a blank sheet of paper
with a dot on it and asked to identify the number that matches the posi-
tion of the dot on the paper next to it. This is done ten times.
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o Psychiatric Screening includes a thirty-item Geriatric Depression Scale
(GDS), which is self-administered after all the NP testing has been com-
pleted.

This process takes approximately one hour from start to finish.
The neuropsychologist then fills out her “Impressions” of the patient:

1) The Bedside Screen Error Codes include overall screen data status:
good for research or not for research; factors affecting data: none,
data are valid; speech difficulties; visual impairment; hearing
impairment; motor difficulties; minimal education; English-as-a-
second-language (ESL); lack of effort; or other.

2) A checklist describing the subject is completed, including: “in-
terrupts, refuses to tolerate interruption, ignores professional
boundaries, ignores personal boundaries, tests interviewer, makes
personal comments, makes requests of interviewer, tends to be
tangential, fills in dead space, exhibits unusual calmness or ease,
became frustrated with argument avoidance, perseverates, ex-
presses ethical superiority, expresses narcissism, incorporates
interviewer into personal stories, seeks alliance with interviewer,
displays showmanship, or is angry” These items are ranked on a
five-point likert scale from “not at all” to “perfectly”

RN Interview

While the patient undergoes the NP testing, the nurse talks with any
available family member(s) or friend(s), called the informant(s), about
functional status (how well the patient is doing, if s/he is aware of his or
her impairments (e.g., has insight), and so on). The nurse explores the
living arrangements the family presently has, the psychosocial stressors,
and utilization of community resources.

o The Neuropsychiatric Inventory (NPI) is administered, which covers the
family’s impressions regarding presence and severity of specific behav-
ioral problems, including: “delusions, hallucination, agitation, depres-
sion, anxiety, euphoria, apathy, disinhibition, irritability, aberrant motor
behavior, night-time behavior, and eating habits.”
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o The Clinical Dementia Rating (CDR) Scale is also administered. This is
an instrument used in staging the severity of dementia and rates impair-
ment in six cognitive categories from the family’s perspective: memory;,
orientation, judgment and problem solving, community affairs, home and
hobbies, and personal care, each on a five-point scale.

This component takes roughly one hour.

Team Disposition Meeting

After the H&P and the NP/RN interviews have all been conducted,
the patient and family are typically given a two-hour lunch break, at
which point the team disposition conference takes place. On the weekly
intake of new patients, there are generally two teams comprised of a
resident MD, a neuropsychologist, and a nurse practitioner who had
seen (caregiver) informants from each family. They meet with one of
four attending neurologists. In all, there were seven to ten people pres-
ent per meeting (including myself). The format was standardized as
such: the resident MD recalls the presenting symptom(s) and duration,
past history, family history, and findings of the neurological and physi-
cal examinations. Based on this information, the attending neurologist
typically asks each team member to guess an MMSE score.

Next, the neuropsychologist reveals the results of the battery of neu-
ropsych tests outlined above, highlighting areas of difficulty and sys-
tematically noting the scores, standard deviations, and pictures or other
anecdotal information where relevant. It is not uncommon for either
(or both) the resident or NP to speculate on the accuracy of the pa-
tient’s reporting, typically in terms of whether he or she is a “good/bad
historian.”

The attending neurologist typically asks the resident MD what s/he
thinks is going on and often asks the neuropsychologist specifics about
certain tests or if s/he thinks there were any biases unaccounted for in
the testing environment. On several occasions, the attending neurolo-
gist drew various pictures of the brain on the marker board in the room
or asked others to do so if it was their area of expertise. Almost daily,
discussions centered on recent findings or empirical suggestions con-
cerning the specifics of the cases being discussed. Often, the general
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distinctions between conditions and referrals were made to recent lit-
erature discussed in their weekly journal club. Without question, the
team disposition meetings were a learning environment where the at-
tending neurologist taught—primarily, but certainly not exclusively—
the resident MD. In fact, the attending neurologist would often ascertain
that everyone (including others on rotation or observers like myself)
understood any vague terminology used. In the event that there was
anyone new (or with a different paradigm, such as myself) observing,
the attending neurologist regularly asked for the person’s impression of
the situation. Although this meeting was run primarily as a teaching
session, it was an open conversation and exchange between the different
people present.

There were occasionally divergent opinions regarding etiology, fre-
quently taking the form of neuropsychology on one side and neurology
on the other. Disparities regarding the magnitude of impairment (e.g.,
whether to classify a person as AD/MCI/nothing) were also somewhat
customary. Although this process prevented the outcome from feeling top-
down, in most instances the attending neurologist made the ultimate deci-
sion unilaterally. Discussion of follow-up treatment (such as additional
labs or tests, medications, and when to return) and research eligibility
was standard practice. When MRI scans were available, they would all
be displayed on the screen by the resident MD; everyone would stand
around while the attending neurologist (and often the resident) would
point out the areas of “gray” and “white matter” present on the brain
images, the latter of which represent the amyloid plaques characteristic
of Alzheimer’s. These meetings would cover two cases and often lasted
close to three hours. There was always someone, typically the RN, not-
ing the time and reminding the attending neurologist that the family
was waiting for him/her.

Diagnosis Delivery

Typically, the nurse or the neuropsych clinician would go to the waiting
room and escort the family back to the exam room for the diagnosis.
The attending neurologist would either introduce himself or one of the
clinicians would introduce him. The diagnosis was rendered in the same
small, narrow office where the H&P and NP were conducted and often
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up to five people in addition to the family and/or patient were present,
including the resident MD, the attending neurologist, the neuropsych
administrator, and two to three student observers (such as myself, but
more commonly medical students). Although the attending neurologist
would ask permission for so many people to be in the room, no one
refused during my observation and it did not seem a person really could
refuse such observation even if it bothered him/her. The attending MD
would sit at the desk next to the chairs where the family sat. The observ-
ers sat on the exam table and/or leaned against the wall.

The attending neurologist began by telling the family that we had just
had a team meeting to go over all the test results and that those findings
would now be reported. The most experienced attending neurologists
I observed typically asked the patient to tell them what the main prob-
lem was rather than assuming they knew it and used a compassionate,
respectful tone.

At this point, any pending questions from the team disposition meet-
ing were explored. This took only a few minutes and might involve cor-
roboration from the family, if present. Then the attending neurologist
would conduct an abbreviated physical exam to test for any abnormali-
ties that may not have been detected or to verify ones that were. This
would typically involve hand-eye coordination, reflexes, vision, and
occasionally gait. Within five to ten minutes of arriving, the attending
neurologist would begin discussing the findings of the tests, mainly the
neuropsych exam and periodically the MRIs.

There was significant variation between the attending neurologists in
delivering diagnoses. Although most began with encouraging informa-
tion or findings, some would start with the clinical name itself, saying,
“We think what is going on is Alzheimer’s,” or “It looks like dementia”
In other cases, they never used any label or disease name at all, even in
the case of Alzheimer’s. A few doctors were very clinical and techni-
cal in their presentation of the results, whereas others were basic and
easy to understand. Some welcomed questions, while others did not.
Some spoke with ease and compassion, allowing each diagnosis of the
same condition to fit the patient being diagnosed, and others were far
less adept at the task. Some were incredibly kind and reassuring, often
touching the patient’s knee, while others were abrasive and preoccupied.
Many would stress the importance of exercise and nutrition.*
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The attending neurologist then went over the recommended medica-
tions, including vitamin E, and how to take them. Most neurologists
would ask if there were any additional questions. After answering any
questions, the MD would then tell the patient that a report would be sent
to the referring physician. In many cases, the patient would be returning
to the clinic for a one- to three-month follow-up. If not, the attending
neurologist might never see the patient again. Within twenty to thirty
minutes the diagnosis was delivered, signaling the end of a long day, and
the family was on their way. The room would clear out and the nurse
would come in to get their consent for future research studies, includ-
ing using their demographic information in the clinic’s patient database,
and would give them a packet of information concerning community
resources they might want to avail themselves of, after which they were
free to leave. They would possibly have no further contact with the clinic
(until three months later, if at all).

In total, for patients most days began at 9.30-9.45 a.m. and ended
around 3-4 p.m.

I1. The Health Center

The Health Center® is a few miles away from the main campus of a
northern California research university, nestled far back behind the
many medical buildings within the self-contained Veterans Administra-
tion Hospital. The ARCC is on the first floor of an old institutional brick
building that feels like a public school or clinical setting. As soon as
you walk into the building, there are florescent pink signs saying “Uni-
versity Name/VA Health Center,” with arrows pointing in the direction
of the office. The same signs may be seen on either side of the door
entering the reception area for the clinic. The hallway leading to the
reception area is devoid of people and lined with closed office doors.
Further down the same hall are the offices of the three to four clinicians
who see patients; the other arm of the hall is comprised of researchers, a
data manager, and administrative staff. As one enters the door, there is a
reception desk (though I rarely saw anyone sitting at it) to greet people.

There are six small offices and two other rooms adjacent to the re-
ception area. In this part of the clinic, there are three clinical research
coordinators (also called research assistants, one of whom is respon-
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sible for doing in-take with all new patients and another who con-
ducts phone screenings of people seeking services). They are all eager
twenty-something women with open office doors. Two of the offices are
typically empty and one administrative office is occupied. The main re-
ception area also houses a room with supplies, a copier, and mailboxes,
which is directly across from the reception desk. At the other end of the
Health Center’s hallway is a small room where a neurological exam is
sometimes conducted. It is the only room in the entire facility that is
set up like a doctor’s office or examination room. It has the exam table,
desk, and miscellaneous items. There is no sink nearby. I only observed
patients being brought in there on two occasions.

The entryway to the reception area has two signs that read: “Quiet
please, testing area” and “Please ring bell for assistance” When someone
enters the center, the coordinators greet the person, offer him/her coffee,
and escort him/her to the room that says, “Patient Waiting Room” above
the door. This room seats ten to fifteen people comfortably and is filled
with reading materials regarding research and general information on
Alzheimer’s disease. There is also a small buffet that holds coffee, cream,
water, and sometimes snacks. It does not feel like a typical doctor’s office
waiting room. The coordinator (or receptionist) will then call the desig-
nated clinician to inform her that the patient has arrived. The clinician
will then typically come to greet the patient and any friends or family
present in the waiting room and will direct them back to her office (in
my observations, all the clinicians were female).

The clinician’s offices vary drastically from the ones in the reception
area. They are spacious with quality desks and chairs and bookshelves
tilled with reference materials. There were three clinicians seeing cli-
ents during the time I was observing: the codirector and head clinician,
who was a compassionate middle-aged Caucasian woman, and held a
M.S. and R.N.C.S.; the staff psychiatrist was a somewhat severe Indian
woman in her forties; and a general clinician, a professional, soft-spoken
Asian woman also in her forties, who earned her doctorate in Clinical
Psychology with a M.S.G. and an M.S.W. There were also two male psy-
chiatrists, one of whom was the director, who I only observed during the
weekly team conferences.
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Telephone Screen

When calling to schedule an appointment, one of the RAs conducts a
phone interview with the individual (typically the care partner/infor-
mant but occasionally the person with memory loss). This interview
collects background data, such as name and contact information for
patient, primary caregiver, and caller as well as details regarding refer-
ral source, affiliation, and reason for the appointment. The patient and
primary caregiver demographics, veteran status, medical history, and
history of complaints are collected at this time. Information regarding a
description and onset of symptoms and activities of daily living (ADLs)
are specifically probed.

A Typical Day at the Health Center

The sixteen potential patients that I observed arrived shortly before
8 a.m.

8-8:30 a.m.: The first thirty minutes are spent with the in-take Research
Assistant (RA) getting consent and background demographic data from
both the “informant” and the patient.

The following questions are recorded:

I. Procedural Data

« A randomized ARCC code/patient ID number
« Date of first clinic visit

I1. Patient Demographic Data
o Date of birth
o Zip code of principal place of residence
o Gender
« Military status, if applicable
« Race/ethnicity

A. Spanish/Hispanic/Latino origin? If yes, specify. If no, what is your race?

o Current marital status
« Living arrangement
o Years of school attended
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o Health care coverage
o Reimbursement mechanism for primary health coverage
o Primary payment mechanism for ARCC evaluation
III. Caregiver Data
o patient’s primary informal caregiver

Next, the RA goes over the form of consent to participate in research—
page by page—with the patient and loved one, if present. In some cases,
the patient is given the form to read. Then the RA does an “Evaluation
of Decision-Making Capacity for Consent to Act as a Research Subject”
checklist to assure that the patient is capable of consenting. This form
contains seven questions confirming that the patient understood what
the RA had just read. If a yes/no question is not answered correctly, a
cue is used that reminds the person of something and then the ques-
tion is asked again.® The RA then answers the following questions on
the form: Is the patient alert and able to communicate with the exam-
iner? Does the patient demonstrate adequate decision-making capacity?
Finally, the authorization to release medical records or health informa-
tion form is filled out and signed by the patient, including where results
from the evaluation should be sent.

8:30 a.m.: The RA takes the patient to pick up the results of CT/blood
work that were conducted prior to coming in for an appointment. If
they were not already conducted, the CT scan and blood work are done
at this point.

9 a.m.: The informant(s), if present, remains in the waiting room until
the clinician brings him/her to her office, where the reason for coming
to the clinic is discussed and background information is garnered. The
room is an office where the clinician sits behind a large desk with the
informant on the other side. The conversation begins with the clinician
asking the informant to talk about what has been going on with the
patient. After listening to the informant’s narrative, the clinician begins
asking specific questions about past medical, surgical, and psychiatric
history, whether any other conditions are being treated, and current
medications.
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9:30 a.m.: After returning from the CT/blood work, the same clinician
talks with the patient in her office. The clinician begins by asking what
has brought the person into the clinic. Depending on perceived level of
insight, or acceptance regarding impairment, the patient will discuss ex-
periences of memory loss along a continuum from having no problems
to giving specific details and examples of what s/he has noticed. The same
information on past medical, surgical, and psychiatric history, other con-
ditions, and current medications is then collected from the patient.

Next, the following tests are administered: Geriatric Depression Scale a
seventeen-item test asking questions about mood (for example, “Do you
feel most people are better off than you?” or “Do you feel worthless?),
Mini-mental state examination (MMSE) a thirty-point scale where a
lower number signifies more significant cognitive impairment. This test
includes questions about the current president of the United States, day
of the week, city they are presently in, home address, season, etc. The
patient is then asked:

o To repeat the following words: “apple, table, penny”

o To spell the word “world” forward and backward.

o To recall the 3 previous words repeated above.

 To count backward from 100 in increments of 7. They are stopped once
(if) they consecutively do so to approximately 65.

« To count down from 20.

o To identify two objects which are pointed to by the administrator: “pencil
and watch”

o To repeat the phrase: “No ifs, ands, or buts”

o To follow a three-step command: “Take the paper in your right hand, fold
it in half, and leave it on the desk”

« To “read this piece of paper and do what it says” (“Close your eyes”).

o To write a full sentence.

« To copy a paper with two intersecting pentagons.

In some cases, the clinician will conduct the neuropsych examination
herself (it was not clear to me when/why this was the case but presum-
ably time and training were factors). In the event that the clinician
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administers the NP, the same tests listed below are utilized and the RA
will simply schedule a follow-up with the patient after the NP battery is
completed.

10-10:30 a.m.: After talking with the clinician, the patient is escorted
back to the waiting room. The RA then brings the patient into her office,
while the informant remains in the waiting room. The patient is given
the Neuropsych testing by the in-take RA from the morning. This com-
ponent takes up to an hour and involves the following:

o Logical Memory I: Part A involves the test administrator reading a short
story (86 words), broken into 25 possible points by themes, and having
the patient recall as many details as possible immediately following the
story. The RA will circle details as the patient recalls them. Clock time is
recorded.

Part B involves a second story with different details but the same scoring
and time allotted. The sum of both stories is recorded, out of a possible
50 points. The patient is told at this point to remember this story, as
questions will be asked about it later.

o Animal Fluency Category Task involves naming as many different animals
as possible within a 60 second time period. All responses are recorded,
including repeats and non-animals.

o Trail Making A involves connecting the dots between numbers that are
circled. A sample, beginning with 1 and ending with 8, is performed by
the RA and then a new sheet of paper ranging from 1 to 25 is given for
the subject to complete.

o Trail Making B includes alternating between circled numbers and letters.
A sample beginning with 1 and ending with D is performed by the RA
and then another sheet ranging from 1-A to L-13 is administered.

o Boston Naming Test includes naming the following sketched pictures:
bed, tree, pencil, house, whistle, scissors, comb, flower, saw, toothbrush,
helicopter, broom, octopus, mushroom, hanger, wheelchair, camel, mask,
pretzel, bench, racquet, snail, volcano, seahorse, dart, canoe, globe,
wreath, beaver, harmonica, rhinoceros, acorn, igloo, stilts, dominoes,
cactus, escalator, harp, hammock, knocker, pelican, stethoscope, pyra-
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mid, muzzle, unicorn, funnel, accordion, noose, asparagus, compass,
latch, tripod, scroll, tongs, sphinx, yoke, trellis, palette, protractor, and

abacus.

If a person has difficulty naming an object, a “stimulus cue” will be given
(for example, “It’s a utensil” or “It measures angles.”). If a person still can-
not name an item, a “phonemic” cue is given (for example, [sphinx] “It
starts with the sounds sphy .. .” or [mushroom] “ma .. ). The number of

objects named are recorded as “correct without cue,” “latency secs,” “in/
correct with stimulus cue,” and “in/correct with phonemic cue”

o Block Design involves assembling blocks with red, white, or combined red
and white sides into the given design shown to the patient on a picture
that remains in front to him/her. The tester demonstrates with a simple
design to be sure the patient understands the directions. The designs get
incrementally more complex. This test is timed and scored according to
how much time it takes to complete the task. There are a total of nine
designs. After three consecutive failures, the test is discontinued.

o Logical Memory II involves asking the subject to recall as many details as
possible about each of the two stories read (approximately 30 minutes)
earlier. Again the patient is scored 25 points per story, for a total of 50
possible points.

There is considerable variation in this process. If the clinician is a psy-
chiatrist (one out of three I observed), then the clinician also conducts a
gross neurological exam. If not, this part happens in significantly abbre-
viated form or not at all:

« Patients are told to hold their hands out in front of them with their fin-
gers apart.

o The cranial nerve is tested: follow without moving your head, ringing a
bell, snapping in their ears, shoulders up, tongue up, say “ah,” smile.

« Motor skills are tested: reflexes, rigidity (wrist and elbow), tremors.

o Sensation: “Close your eyes and tell me when I touch you,” as clinician
touches various parts of the patient’s face, arms, and legs. Then a point
touch (prick) test is conducted. Position sense involves the patient closing
his/her eyes and telling the clinician when s/he feels her touching his/her
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fingers and toes. Vibration sense uses the vibrating wand and touches the
person.

o Cerabellar: involves alternating the turning of one hand in the palm of
the other over and over, touching the clinician’s finger and then one’s nose
(including with one’s eyes closed), and touching one’s heel to one’s shin
and moving it all the way down the leg.

o Gait: involves observing the patient walk, including heel to toe and push-
ing the patient slightly while his/her eyes are closed to test balance.

If the clinician does not perform a neurological exam, she might or
might not conduct the NP herself (1 of 3). If the clinician is an experi-
enced staff member (codirector), she might do an extremely abbreviated
version of the neurological exam (gait, tremors, coordination) but not
conduct the NP herself (1 of 3). Further, the sequencing of the tests or
the actual items of a given measure are not followed in a standardized
manner. As a result, this was often difficult for me to follow. Also, the
psychologist utilized a digital timer which beeped for the timed tests
whereas the other two test administrators used their watches, which did
not make a noise.

Immediately following the testing, the RA schedules an appointment
for the “family conference meeting” to give the results. The RA tells
them that the team needs to meet for a consensus diagnosis and to dis-
cuss any recommendations if appropriate. This appointment is typically
made within two to three weeks. At this point, the patient is dismissed
and the RA bids farewell to both the subject and the informant.

Most appointments are over by 11 a.m., making for no longer than
three hours at the Center.

Consensus Conference

The entire staff, including research assistants, the lead neuropsychiatrist,
the head nurse, the one neurologist, and any other neuropsychiatrists,
assembled weekly for what they called their consensus conference. They
would meet in a small conference room that felt like a classroom and
discuss the previous week’s patients. The primary staff member who had
administered the battery of tests would read a summary report she had
written (which she had left in all participants’ mail boxes prior to the
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meeting) and declare the diagnosis she was preparing to inform the fam-
ily at the family conference. There was little to no discussion, including
between the lead practitioner and the RA who had consented, collected
background demographic data, and administered the basic scales. I
never observed any physical images (they often didn’t even have access
to the CT scan results at this point) and the scans were rarely even men-
tioned. This was not a teaching environment per se, and felt far more
like a business meeting than a dialogue. I did not witness any dispute
(or even discussion per se) over the diagnosis determined by the lead
clinician. Each patient/client would be presented within roughly five
minutes. The entire weekly session tended to last twenty-five to thirty
minutes, depending on how many people were seen that week.

Diagnostic Disclosure: Family Conference

The family conference was, as mentioned, scheduled two to three
weeks following the evaluation with the intention of gathering as many
interested parties as possible, including family members, friends, and
neighbors. While this was the intended aim of the meeting, I only
observed a few family members (typically adult children) being called
in for the meeting. More often, the spouse would be the only person
present with the client.

As the prologue shows, this interaction, despite the intended purpose
and framing of the event, was very formulaic and scripted. There was
again no dialogue per se between the client and the clinician. The clini-
cian would cover the extensive list of topics below essentially verbatim:

Topic

1 Contact the Alzheimer’s Association [with contact information listed]

2 Legal/Financial Issues: Obtain Durable Power of Attorney for Finances and for Health Care.
Contact the Family Caregiver Alliance [with contact information listed]

w

Attend Support Groups

4 Medical Needs: Obtain primary care physician or continue with primary care physician.
Health Center/VA Alzheimer’s Disease Research Center of California will send our evalua-
tion to your physician(s), with signed consent from you

w

Medications: Caregiver should be responsible for monitoring medications.
Contact physician regarding medications.

(o))

Obtain Medic-Alert or other ID bracelet
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Topic

7 Home Safety: Obtain home assessment. Home safety precautions such as installing rails,
shower chair, getting home help, etc. Can patient dial 911 on the phone? Can patient be left
home alone?

8 Driving Safety: Patient should not drive until retested by DMV
9 Seek Day Care/Respite Care.

10 Seek Long Term Care: In-home care, Board and Care Facility, Skilled Nursing Facility, or
Other.

In addition, the clinician would talk about ongoing research stud-
ies offered at the center. There was a keen sense that an ongoing rela-
tionship was being established and there was far less emphasis on the
medical label itself. Any discussion of medications ended with a recom-
mendation that they speak with their primary care physician about the
matter.

While there was in theory far more focus on addressing the psycho-
social needs of clients, in practice it felt rehearsed and not tailored to the
person in question. The entire interaction typically lasted around fifteen
minutes and there was little deviation from the script or tailoring of the
interaction. The clinician would then tell the patient to schedule a one-
month follow-up appointment with the research assistant.
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Of course, this is related to a selection bias in my study in that respondents were
probably more likely to be “health seekers” than the general public.

Beard, Knauss, and Moyer 2009; Harris 2002.

Lock 2013.

E.g., Glaser and Strauss 1965; Kastenbaum 1969; Sudnow 1967; Sweeting and
Gilhooly 1997.

Karp 1996; Hughes 1951; Strauss et al. 1997.

For example, to access services through the Alzheimer’s Association, to qualify for
research studies, or to elicit help when necessary.

Chambré 2006; DeShazer 2013; Epstein 1996; Klawiter 1999; Kokler 2004; Radley
and Bell 2007; Robertson 2000.

Clarke et al. 2010; Clarke et al. 2003.

CHAPTER 6. EVERYDAY LIFE WITH DIAGNOSIS

1
2

Glaser and Strauss 1971.
Becker 1963; Hughes 1958.
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It is important to note that these were all early-stage or preclinical cases of AD,
so assumptions that this might be a matter of lack of insight or awareness—so
rampant in the medical and mass media framings of Alzheimer’s—do not apply
here. No one denied that they had AD/MCI.

Becker 1997; Hawkins 1993; Jenkins and Barrett 2004; Kleinman 1980; Kleinman
1988; Mattingly and Garro 2000.

Kleinman 1988.

Frank 1995.

Becker 1953; Becker 1963; Goffman 1963; Hughes 1958.

Karp 1996.

Adams, Pill, and Jones 1997; Beard 2004b; Clarke and James 2003; Gatter 1995;
Karp 1996; Steffen 1997; Strauss 1975; Weitz 1991.

Charmaz 1991; Goffman 1959; Kaufman 1986; Orona 1990; Strauss 1959.

Bury 1982; and Becker 1997, respectively.

Denzin 1992.

Williams 2000.

Carricaburu and Pierret 1995; Faircloth et al. 2004; and Williams 1984, respec-
tively.

Strauss 1975.

Strauss 1959.

Becker 1997.

Charmaz 1983.

Sveilich 2004.

Dumit 2006.

McIntosh and McKeganey 2000.

Cohen-Mansfield, Golander, and Arnheim 2000; Herskovits 1995; Orona 1990.
Beyond the progressive nature of the condition over time, it has been well
documented that the level of “functioning” varies throughout different periods of
the day for people (this is referred to as “sundowning’; c.f., Dewing 2003; Staedt
and Stoppe 2005; Taylor et al. 1997). Since “sundowning” is experienced by many
people with memory loss, lucidity fluctuates both in general and from moment to
moment.

Kaufman 1986.

The family members who participated in this research were simultaneously at-
tending “caregiver” support groups for Alzheimer’s/mild cognitive impairment in
aloved one, typically a spouse.

Beard 2004b; Strauss 1959.

Le Couteur et al. 2013, 4.

Ibid., 3.

Beard et al. 2012.

Hellstrom, Nolan, and Lundh 2005; and Davies 2011, respectively.

Bunn et al. 2012.

Gordon 1994.
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Beard et al. 2012.

“A.A. had its beginnings in 1935 in Akron, Ohio, as the outcome of a meeting

between Bill W., a New York stockbroker, and Dr. Bob S., a surgeon. Both had

been hopeless alcoholics and each had been in contact with a mostly nonalco-

holic fellowship that emphasized universal spiritual values in daily living. Under

this spiritual influence, Bill had gotten sober and had maintained his recovery

by working with other alcoholics. When Dr. Bob and Bill finally met, the doctor

found himself face to face with a fellow sufferer who had made good. Bill empha-

sized that alcoholism was a malady of mind, emotions and body. Although Dr.

Bob had not known alcoholism to be a disease, he soon got sober, never to drink

again. Both men immediately set to work with alcoholics at Akron’s City Hospital.

The name Alcoholics Anonymous had not yet been coined but these three men

were the first A.A. group. In the fall of 1935, a second group of alcoholics slowly

took shape in New York. A third appeared at Cleveland in 1939. It had taken over

four years to produce 100 sober alcoholics in the three founding groups. By 1950,

100,000 recovered alcoholics could be found worldwide” http://www.alcoholics-

anonymous.org/default/en_about_aa_sub.cfm?subpageid=27andpageid=24
Formal membership lists are not kept, but it is estimated that over 1 million

Americans are involved in AA and over 2 million worldwide.

Sullivan and Beard 2014.

Goffman 1963.

Swora 2001.

Beard 2004a; Swora 2001.

Becker 1997; Clarke and James 2003; Karp 1996; Weitz 1991.

Mauldin 2002.

Couch and Wade 2003; DeShazer 2013; Henderson 2000; Shakespeare 1999.

Boxer and Cortes-Conde 1997; Davies 1998; Lennox and Ashforth 2002.

DeShazer 2013.

Boxer and Cortes-Conde 1997.

Lennox and Ashforth 2002.

Beard 2004b; Karp 1996; Sontag 1977; Strauss 1975.

Wiener and Dodd 1993.

Butler and Rosenblum 1996; Sandstrom 1990; Sontag 1977; Weitz 1991.

For example, joking may not be appropriate in clinical or research settings to the

extent it is in support groups and being proactive and optimistic are far more im-

portant in the former context, whereas there is room to be serious, depressed, and

negative in the latter without having this be viewed as symptomatic of the disease

process.

Dumit 2006.

Charmaz 1991; Karp 1996; Swora 2001; Weitz 1991.

Wiener and Dodd 1993.

Ferguson 2001.

Frankl 1984, 104.
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Riley 2000.

Medlicott 1999.

Buckler 1996; Epstein 1996; Frankl 1984; Klawiter 1999; Turner 1996; Robertson
2000.

Brownfield, Sorenson, and Thompson 2001.

Phelan and Hunt 1998.

Lock 2013.

The ultimate paradox in AD is that a failure to admit one’s deficits is labeled “de-
nial” in clinical practice, something that is an exclusion criterion from many sup-
port groups and research projects despite the apparent link between AD symp-
tomology and such experiences. Further, individuals with dementia, particularly
in the late stages, are believed to “lack insight” into their memory loss. Although
it is sometimes talked about as symptomatic of the condition, its use as criterion
for eligibility in research, support groups, or psychotherapy implies that there is
also some agency ascribed to such unawareness. See Lopez et al. 1994 or Trouillet,
Gély-Nargeot, and Derouesné 2003 for more on the medical focus of this debate.
Beard 2004b.

Beard, Knauss, and Moyer 2009.

CHAPTER 7. ADVOCATING ALZHEIMER’S

1
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10

11
12
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Selznick 1949.

Chaufan et al. 2012.

Meyer and Rowan 1977; and DiMaggio and Powell 1983, respectively.

Archibald and Crabtree 2010.

Meyer and Rowan 1977.

Fox 1989; Fox 2000.

Booth and Booth 1999.

Beard 2004a.

Chambré 2006; Epstein 1996; Klawiter 1999; Robertson 2000.

Of course, this was obviously affected by the fact that the loss of life in youth is
considered very different from the anticipated death of senior members of society.
Chambré 2006; Epstein 1996; Klawiter 1999; Robertson 2000.

Rucht 1996.

Estes 1979.

It is not that the disability or mental health movements have not proposed other
models to combat the medical model, namely, the social, but activists from both
these movements have been less resistant to modern medical approaches than
members of AIDS or breast cancer movements. Consequently, relationships
between social movements and medicine vary significantly.

Glaser and Strauss 1965; Kastenbaum 1969; Sudnow 1967.

Sweeting and Gilhooly 1997.

Billis and Glennerster 1998.

Cutler 1986; and Gubrium 1986, respectively.
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Booth and Booth 1999.

Cohen 1991; Cottrell and Schulz 1993; Kitwood and Bredin 1992; Sabat and Harre
1992.

Bryden 2005; Davis 1989; DeBaggio 2002; Dyer 1996; Henderson 1998; Knauss
and Moyer 2006; Friel-McGowin 1993; Rose 1996; Sterin 2002; Taylor 2006.
Beard 2004b; Beard and Fox 2008; Clare, Rowlands, and Quin 2008; Corner and
Bond 2006; Harris 2002; Herskovitz 1995; Holst and Hallberg 2003; Hulko 2009;
MacQuarrie 2005; Phinney and Chesla 2003; Sabat 2001; Wilkinson 2002.

Beard, Knauss, and Moyer 2009; Harris and Sterin 1999.

Beard and Estes 2002; Bond 1992; Canguilhem 1991.

See Clarke and Montini 1993 on implicated actors for the ways in which even
those people who are not outwardly interested in seeking a medical diagnosis for
their memory loss in particular, but also all members of society in general, are
affected by the actions of social movements and their organization.

Booth and Booth 1999.

The debate over designated (or Request for Proposal) research versus investigator-
initiated studies is at the heart of this claim.

Alzheimer’s Association 2014f.

As reported at the 2006 Early Stage Forum in Southern California and the 2008
Early Stage Dementia Town Hall meeting in Chicago, Illinois, in the 2008 “Voices
of Alzheimer’s Disease: A Summary Report on the Nationwide Town Hall Meet-
ings for People with Early Stage Dementia” (see http://www.alz.org/national/
documents/report_townhall.pdf), and anecdotally to me by various members of
the original Advisory Board.

Alzheimer’s Association 2014a.

The U.S. Food and Drug Administration (FDA) has approved two classes of
drugs to treat the cognitive symptoms of Alzheimer’s disease. The first Alzheimer
medications to be approved were cholinesterase inhibitors. Three of these drugs
are commonly prescribed—donepezil Aricept®, approved in 1996; rivastigmine
Exelon’, approved in 2000; and galantamine Reminyl®, approved in 2001. Tacrine
Cognex®, the first cholinesterase inhibitor, was approved in 1993 but is rarely pre-
scribed today because of associated side effects, including possible liver damage.
The latter three are prescribed in the early and moderate stages while the former,
by far the most commonly used, is approved for all stages. The final medication, a
regulator of glutamate activity, Memantine Namenda®, was approved in 2003 for
use in the moderate to severe stages. Alzheimer’s Association. 2014. Medications
for Memory Loss. Retrieved 03/6/2014 from http://www.alz.org/alzheimers_dis-
ease_standard_prescriptions.asp.

E.g., Aneshensel et al. 1995; Gordon, Brenner, and Noddings 1996; Henry and
Capitman 1995; Lawton et al. 1991; Noonan and Tennstedt 1997; Zarit et al. 1998.
Selznick 1949.

Meyer and Rowan 1977.

Alzheimer’s Association 2014f.
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DiMaggio and Powell 1983.

Clarke 1991; Strauss 1978; Wiener 1981.

Beard and Williamson 2011.

Meyer and Rowan 1977.

Selznick 1949.

Clarke et al. 2003.

Recall from chapter 2 that the conversion rates from MCI to AD are widely
variable. Thus, a linear relationship between MCI and AD has to date not been
scientifically established, although the joint NIA-AA 2011 proposed guidelines
aim to do precisely that.

For example, much of the Association-sponsored media coverage projects cata-
strophic images of people with AD as completely incapacitated. Most notably, the
PBS adaptation of David Shenk’s 2001 book The Forgetting portrayed familial AD
and the subsequent devastations despite the indisputable rarity of this condition.
Stereotypical depictions of “bed-ridden” and stupefied people with AD are ram-
pant even within the Association itself.

Stockdale 1999; and DeShazer 2013, respectively.

Importantly, those who make effective spokespersons in the opinion of staff at the
Association tend not to be the articulate study respondents that I have introduced
throughout this book, but instead the “tragically” muted young individuals, a
phenomenon which was shown in chapter 2 to be extremely rare.

Lock 2013, 172.

Robertson 1990.

Gubrium 1986.

Alzheimer’s Association 2004a.

Alzheimer’s Association 2014d.

Stockdale 1999.

This is possibly in part due to the emerging need to expand services to address the
needs of people with AD.

In 2004, the website reported 167 free-standing chapters.

Meyer and Rowan 1977.

DiMaggio and Powell 1983.

Selznick 1949.

Billis and Glennerster 1998.

Alzheimer’s Association 2014f.

Beard and Estes 2002.

Through, for example, support of coverage such as the PBS documentary “The
Forgetting” or books like The 36-Hour Day.

Lyman 1989; Lyman 1993.

Hedgecoe 2003.

E.g., Beach 1987; Fox 1989; Herskovits 1995; Ming and Fernandez 2001.
Apesoa-Varano, Barker, and Hinton 2011.

Stockdale 1999.
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DiMaggio and Powell 1983.

Archibald and Crabtree 2010.

Booth and Booth 1999.

Post 1995; and Dumit 2004, respectively.
Stockdale 1999.

Lock 2013.

Fox 2000.

Rucht 1996.

Fox 2000.
http://www.dasninternational.org/principles.php.
Clare, Rowlands, and Quin 2008, 9.
http://www.alzfdn.org/ AboutUs/missionstatement.html.
Ibid.

DAI 2015a.

DALI 2015b.

ADI 2015.
http://www.alzquilt.org/about_quilt.shtml.
http://www.youngleadersofafa.org/.
http://www.alzfdn.org/2015.

Beard and Williamson 2011.

Fox 1989; Fox 2000.

Stockdale 1999.

Alzheimer’s Association 2014, https://www.alz.org/media_17778.asp retrieved
March 6, 2014.

CHAPTER 8. FORGET ME NOT

1

NIH 2015. Of course, these are only the projects funded explicitly under the AD
Mechanism. One can only assume that the actual numbers of funds allocated
under the rubrics of aging, neuroscience, or clinical research would increase that
figure exponentially.
Le Couteur et al. 2013, 3.
Richard and Jenny were both called upon by the Alzheimer’s Association to give
public talks about their experiences locally and at sponsored conferences. They
also published their own unabashed accounts, of Alzheimer’s from the Inside Out
and Alzheimer’s as a “manageable disability;,” respectively.

Richard, a Ph.D. in psychology, went on to gain global recognition as a
leading voice of dementia, including speaking at Alzheimer’s Association
and Alzheimer’s Disease International conferences. He was a founding direc-
tor of Dementia Alliance International, and was a force within the move-
ment. His mantra was “stand up and speak out!” based on his experiences
living with dementia. He worked to design and promote the use of web-
based technology to allow people living with dementia to “form enabling
support networks with their kindred spirits.” He was a prolific writer and
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would routinely send out emails to his listserv, which I was on, graphically
detailing his experiences.
Jenny chose to spend her time at the Chicago Art Institute following
a newfound interest in sketching. She also founded an advocacy group
named Alzheimer’s Spoken Here in 2003 with her husband Don Moyer
where she went into Chicagoland schools to talk about her experiences
with children. In March 2004, Knauss and two Alzheimer’s-diagnosed
men were the first diagnosed persons to address a plenary session of the
Alzheimer’s Association Public Policy Forum. In July 2005, Knauss ad-
dressed a plenary session of the Alzheimer’s Association Dementia Care
Conference. In the fall of 2005, Knauss and Moyer organized a nationwide
petition to get the Alzheimer’s Association to include diagnosed persons in
the planning process. The Alzheimer’s Association formed an Early Stage
Advisory Group which commenced activity in January 2006 and Knauss
served on the first group.
4 Behuniak 2011.
5 It should be noted that both the clinicians and Association staff in this study
were generally professional and compassionate individuals with admirable
intentions of helping persons with memory loss. The trends reported here
are based far more on the structural constraints operating at the various sites
and nationally than individual-level clinician or staff dynamics. After all, staff
members operate within the environmental ethos of the Association and our
environments shape us.
Heimer 2001.
Hacking 1990; Haraway 1991; Latour 1999.
Lock 2013, 53.

O o NN &

Wiener 1981; and Broom and Woodward 1996, respectively.

10 Charmaz 1991; Karp 1996; Sontag 1977.

11 Becker 1953; Hughes 1958.

12 Yoshida 1993.

13 Beard and Neary 2012.

14 Whitehouse, Frisoni, and Post 2004; Gaines and Whitehouse 2006; Whitehouse
and Moody 2006; Whitehouse and George 2008.

15 Whitehouse and George 2008; Basting 2009; Ballenger et al. 2009; Lock 2013.

16 See Beard 2012; deMedeiros and Basting 2014, 352.

17 Lock 2013, 242.

18 Loe 2011.

19 My colleagues and I on the Healthy Aging Network’s Brain Health Initiative found
a similar redefinition of dementia and aging well by those diagnosed and their
families. Beard et al. 2009.

20 Beard et al. 2012; Beard, Knauss, and Moyer 2009.

21 Gullette 2011.

22 Oliver 2006.
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APPENDIX B

1
2

9
10

C.f., Yoshida 1993.

When I use the term Alzheimer’s disease, I am referring to the biomedical defini-
tion of a progressive, degenerative disease, manifesting primarily in memory loss,
which includes functional impairment in daily living (chapter 3 addresses this
specifically). My use of the term refers to the condition that affects people over 65
years old and can last up to twenty years. I am not speaking about the rare condi-
tion called early-onset Alzheimer’s, where individuals are in their third to fifth
decades of life and have a much more rapid decline, typically living only three to
five years. To distinguish it from the former, when I talk about Alzheimer’s I am
referring to what is sometimes called late-onset AD, which comprises the vast
majority of Alzheimer’s cases. The individuals who were part of this study were all
deemed in the “early stages” by medical professionals, that is, they were believed
to have minor memory loss. In clinical practice, this is designated by a score on
the mini-mental state exam, which is the litmus test for dementia, of 25 [out of a
possible 30] or better.

Mild cognitive impairment is believed to be a preclinical stage of Alzheimer’s
disease. Despite significant scientific controversy about the condition, the medical
community largely agrees that people with MCI are at heightened risk of develop-
ing AD within five years. Consequently, it is increasingly diagnosed in specialty
practice.

This is either a finding which requires further investigation or a limitation of my
sample, as one would expect far more women than men to participate due to
demographic trends.

There is a glaring omission of cultural diversity, which could also be an indica-
tion of which populations have awareness of or access to specialty medicine, or it
could simply be a sample limitation.

In this study, I am using the Association as a proxy for the larger social move-
ment.

Glaser and Strauss 1967; Strauss and Corbin 1997.

Wiener 1981, 19.

Schutz 1967.

Strauss and Corbin 1990.

APPENDIX C

1

2
3

The ACRC was formed to study memory loss associated with aging. The main
purpose of the ACRC is to investigate the complex nature of Alzheimer’s disease,
its progression over time, its response to treatments, and problems patients and
caregivers experience in dealing with the changes that occur. They reportedly
utilize a multidisciplinary approach.
http://www.dhs.cahwnet.gov/Alzheimers/html/arccprogram.htm.

This is a pseudonym.
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Although not clinically proven to slow progression of Alzheimer’s pathology,
these recommendations are based on general medical beliefs that “lifestyle” fac-
tors such as good eating and exercise habits promote health.

This, too, is a pseudonym.

This was intended to verify that a potential research subject was capable of under-
standing the intention of the research and the consent form. Examples included:
True or False: “This is a research project, and not routine medical care,” or “I
understand that I can choose not to participate at any time without harm to me or
having it affect my health care”
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