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In memory of Auntie Olga

and with respect for Auntie Ben,
who cared for each other
throughout their lives,
including dementia at the end.

And to Aunt Carol,

who has begun her journey
into the strange world

of dementing illness.



Preface

An eighty-five-year-old never-married woman, who
cared for a sister with Alzheimer’s until her death
some years ago and who now has no family living
nearby, has adjusted cheerfully over the years to giv-
ing up driving, walking with a cane, and eventually
not being able to walk to the grocery store. Her
identity and her daily routine have centered around
her little house, her yard, and various cats who have
adopted her.

In recent years she has begun to move across that
invisible boundary between the eccentricity of
someone living alone and the incompetence of
someone who cannot manage alone. Her friends and
neighbors think she needs to move to a place where
she will receive some assistance in daily living, but
she has rejected this idea as well as any suggestion
of assistance from service agencies. Meanwhile, she
has let things burn on the stove, has neglected some
bills and repairs, her telephone service has been cut
off once, and she has had a fall or two. Most impor-
tant, her friends are no longer willing to help her in
her home or have her ride in their cars, because she
has allowed a half dozen untamed cats and their
kittens to take over her house, including using her
closets and corners as litter boxes; she is oblivious
to the odor.
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These friends, who have helped her immeasur-
ably over the years, telephone her only living sib-
ling, an eighty-one-year-old sister living 300 miles
away. They tell her: “It’s time. Something has to be
done. She needs help.” And so the woman is taken
on “q little vacation” and left with the widowed sis-
ter, who must break the news: “You’re not going
back. You need to live somewhere where people can
help you now. You have to give up your home.” And
then these sisters, who have lived apart since they
became adults, begin a new relationship at the end
of their lives, with one dependent upon the other.

The eighty-five-year-old woman, who has essen-
tially been kidnapped and moved into a group home
(albeit a lovely one) after living alone all these
years, reflects on her situation with painful resigna-
tion; “This is happening because I have lived too
long.”

The eighty-one-year-old widow, who is taking re-
sponsibility for her sister while trying to maintain
her own health and independence, is struggling to
deal with her sister’s uncooperative behavior as well
as her own sense of guilt: “She’s very unreasonable.
I'm wondering if that might be Alzheimer’s. I just
think she can’t help it.”

DURING A BoUT with pneumonia in April of 1981, for ap-
proximately three minutes, I experienced 2 memory lapse.
Suddenly, without warning, I did not know what day it
was, or if a reunion I had looked forward to for months
had occurred. Time stopped. I felt very small, lost, falling
through some black hole in the universe. My instinctive
reaction was to curl up in the fetal position. Fortunately, my
husband was there to ask grounding questions, and the
moment passed.

Several years later, when I first visited an Alzheimer’s
day care center, I remembered the incident. I was disturbed
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by the seeming insensitivity of some staff to the distressing
confusion of their clients. After a period of participant ob-
servation, however, I came to understand the daily demands
experienced by service providers. It was difficult for staff to
remain sensitive to the needs of clients when their own
needs as workers often were not met.

I became curious if this center was typical. Was there a
general pattern of stress in dementia care? Or was staff
stress associated with conditions found in some settings
and not others? Just as I asked these questions, the Califor-
nia Department of Aging established eight Alzheimer’s day
care centers as a model project for dementia care. And so,
the seeds of this project were sown. With generous finan-
cial support from the Alzheimer’s Association and steadfast
emotional support from family and friends, I spent three
years in the eight centers, immersed in the world of people
who live with a dementing illness and people who provide
dementia care. I came to understand patterns of stress expe-
rienced by both caregivers and care recipients,

I began this project with the usual stereotypes about
people with dementia: they are so confused that they can-
not make decisions for themselves; the disease causes them
to misbehave; they are fading away, no longer the same
person. But [ came away from this research with consider-
able evidence that refutes these stereotypes, as well as con-
firmation of the general principles I teach in a sociology
of aging course: that there is tremendous variation in the
aging process and considerable potential for change and
growth in the later years of life, even for people who live
with impairment and disability. I am convinced as a result
of this project that these principles of variation and poten-
tial apply even to people with dementia. Consequently, I
feel a strong sense of responsibility as an advocate, not only
for Alzheimer’s care providers whose daily work is not well
supported, but especially for people with dementia whose
daily lives become meaningless in the eyes of others.

I acknowledge that at some point people who have been
diagnosed accurately with Alzheimer’s disease (or a related
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disorder), and who live long enough, will experience deteri-
oration so profound that they will become increasingly con-
fused, lost, and dependent upon others for virtually all of
their personal needs and decisions. But these are not the
people who still live in the community, including those
who participate in Alzheimer’s day care. These programs
include people “moderately to severely impaired,” but even
those identified as “severely impaired” (who also fill the
halls and day rooms of long-term care facilities} are not
without considerable variation and remaining potential.
My concern, as a result of this research, is that variation
among people with dementia is ignored and their remaining
potential is not developed, because of inappropriate treat-
ment by care providers who are simply trying to get through
the day, managing stressful working conditions as best they
can.

When people are in pain, it is difficult to consider the
pain of others. It is easier to rationalize that they are not in
pain. I remember being in labor for twenty-eight hours with
my first child, fading in and out of a conscious sense of
connection with time and the reason for being there, asking
for drugs or a C-section despite all of my clearly predeter-
mined, politically correct decisions about “natural child-
birth” prior to labor. My main concern was to “stay in
control,” not “lose it.” The attending OB-GYN was a gentle,
caring young man who stayed hours longer than his sched-
uled shift. Sometime during the long night he told me we
needed to monitor fetal heart rate during contractions, and
he hooked up the equipment. I was aware that this meant
screwing electrodes into the baby’s head, and I raised a weak
objection to the possibility of inflicting pain. But under
the circumstances, struggling to “stay in control,” I chose
to believe the doctor’s explanation that “infants don’t feel
pain, or remember it.” This is the same argument that has
been used for decades to justify surgery without anesthesia
for infants. Recent research has demonstrated, of course,
that infants do suffer pain. But it has been convenient to
believe otherwise.
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Alzheimer’s care providers also experience very difficult
labor, during which they struggle to “stay in control.” And
under the circumstances, they choose to believe that ex-
ercising control over people with dementia either “doesn’t
hurt” or “is for their own good.” But for the person with
a dementing illness, unnecessary and unwanted interven-
tions by caregivers often contribute to the sense of lonely
degradation, self-doubt, and incompetence that accompa-
nies the downward slide into Alzheimer’s. And sometimes
people with dementia express anger and frustration, not
only because of the illness but because of the caregivers’
attempts to “stay in control,” including dismissing their
anger as just an expression of the disease.

The central dilemma of Alzheimer’s care is that both
caregivers and care recipients struggle to “stay in control,”
to avoid “losing it.” In the process, they may have quite
different interpretations of the interventions that are neces-
sary and appropriate in the daily lives of people with demen-
tia. What kind of help is helpful? And by whose definition?

While I was writing one draft of this manuscript, my
study breaks involved spending time outside my home on
a coastal bluff above the Pacific in northern California,
watching wildlife or pulling a few weeds. On two occasions
I encountered wounded birds and faced the dilemma of
whether or not to help. A hummingbird was caught in a
maze of cobwebs attached to a window. I knew her consti-
tution required almost constant movement so I worked
quickly to remove her from the web with a piece of card-
board. She was motionless during this process, and even
when it appeared she was free she remained still, lying on
one side on the cardboard, looking up at me. I slid her from
the cardboard to my palm, worried that she was too far gone
to fly. And then, while I held this uncharacteristically mo-
tionless hummingbird in my open palm at eye level, she
looked at me once more and flew off, with the reassuringly
rapid movement and sound of a healthy hummer.

On another study break, I found a barn swallow fluttering
on the ground, lying on her side. I knelt over her and slowly
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tried to try to pick her up, but she began flapping her wings
wildly, her body landing in a heap with one wing bent,
breathing heavily. I went away. Several hours later I re-
turned, and she had moved a few feet, lying at an awkward
angle. Again she resisted my efforts to move her, and it
seemed she would injure herself more if I persisted in trying
to help. And yet it was difficult to let her suffer, knowing
that eventually she would die or be killed by a predator.

People in helping professions, as well as family care-
givers, face a number of persistent, recurrent dilemmas in
deciding about appropriate care for “wounded birds.” If the
person offers passive cooperation, is it appropriate to “take
over”? If the person resists efforts to help, is it appropriate to
let them suffer?

During the course of writing this manuscript, I have
become a “family caregiver” myself, facing some of these
decisions in regard to appropriate care for a relative. The
eighty-five-year-old woman in the story at the beginning
is my aunt. Her eighty-one-year-old widowed sister is my
mother. And I am expected to help, because I “know some-
thing about Alzheimer’s,” which my aunt is now suspected
of having. ] am not convinced. I do know that she seems to
be “functioning better,” but less happy, in her new home. I
also know that suggestions that she has Alzheimer’s are
offered when she is considered to be “confused” or “uncoop-
erative,” because she does not agree with decisions others
have made for her. And whether or not she has “mild de-
mentia” is irrelevant to the larger ethical issue: should peo-
ple have “taken over” the decision about her living arrange-
ments, even if it was thought to be “for her own good”?

My aunt's experience is similar to that of many individ-
uals I have met in Alzheimer’s day care centers, people who
have been diagnosed (accurately or not) with Alzheimer’s
disease or a related disorder, whose expressed concerns
and wishes are often dismissed because they “don’t know
what’s good for them.” My mother’s situation, and that of
the staff in my aunt’s care home, is similar to the experience
of care providers in the day care centers. All caregivers
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struggle with the ethical and practical issues of how best to
meet the needs of someone who seems unable to live inde-
pendently. And all caregivers must take care of themselves,
as well, if they are to continue to provide care to others.

I feel privileged to have been included as a temporary
“insider” in the eight Alzheimer’s day care centers, to be
able to understand the daily reality of this work. The direc-
tors and staff in the eight facilities were wonderful hosts,
and many became special friends over the course of this
project. I hope this research will contribute to greater recog-
nition of their work and improvement in their working
conditions.

A number of the day-care participants I met have since
died or moved into long-term care facilities. A number of
the workers and directors have left this field of employment
because of the stress associated with the work. Regardless,
their experiences have made a lasting contribution to this
study. I hope their words will not be forgotten.



Acknowledgments

THIS WORK BEGAN as a graduate research project in the de-
partment of sociology at the University of Southern Califor-
nia. As my interests crystallized and I became determined
to conduct a multisite field study, the difficulties inherent
in such a project would have been insurmountable without
a very supportive dissertation committee. I am most grate-
ful to Vern Bengtson, Jon Miller, Andy Scharlach, and Carol
Warren, who offered both the intellectual investment and
emotional support necessary to complete the research.

Over the years, Vern Bengtson has provided much wise
counsel, as well as many intellectual gifts I very much
appreciate and cannot repay, including his ability to quickly
read a manuscript and ask precisely the right questions that
cut to the central issues of thesis and organization. Most
important, I appreciate Vern'’s interest in my career develop-
ment. His affirmation, respect, and encouragement mean a
great deal to me. Jon Miller’s intensity and keen intellect, as
well as approachability, are qualities I especially value, and
his candor and insightful questions during revisions have
offered concrete alternatives I needed to consider in sorting
out the final process of data analysis. Andy Scharlach’s care-
ful reading and specific suggestions have been most helpful,
but I am particularly grateful for Andy’s social work/coun-
seling skills! This gentle soul offered well-timed words of
encouragement and kindness I needed to complete the final
stages of the writing.



XX ACKNOWLEDGMENTS

And last (alphabetically) but first, I wish to express spe-
cial thanks to Carol Warren, for everything: careful super-
vision, helpful criticism, and professional and personal
encouragement before and throughout this project. Most
important, I appreciate that Carol was in the right place at
the right time in my sociological journey. I can only hope
that this work pays tribute to Carol’s vitality, irreverent and
ironic humor, intellectual curiosity, commitment to the
discipline, and unflagging encouragement of excellence in
her students.

In addition to committee members, Claire Specht gra-
ciously contributed materials from her files on occupa-
tional stress in helping professions, and Evelyn Cohen
generously permitted access to her library of resources on
facility design and dementia care. I very much appreciate
their help.

This multisite field study would not have been possible
without the generous support of the Alzheimer’s Associa-
tion (IIRG-87-055). I am indebted to the day-care partic-
ipants and staff, whose kind cooperation and friendship
made this work enjoyable.

Writing is such a private experience; it is difficult for
someone else to understand or value the process or the
product as much as the writer does. I must express apprecia-
tion to Michael for everything, especially understanding.
And to Heather and Lauren for trying to understand, and
occasionally even being interested in the research! I hope
that what my daughters have seen is some of the excite-
ment of the intellectual journey, more than the destination,
and that they remember something more than just the price
of the ticket.

I am most grateful to the editorial staff at Temple Univer-
sity Press. Janet Francendese has a special ability to envi-
sion the final form that will emerge from an embryonic
manuscript. Janet has been particularly helpful in the evo-
lution of this work from something written for a committee
to something people might actually want to read. Her in-
sight has given birth to this book.



ACKNOWLEDGMENTS XX1

Jennifer French and Carol Offen (a freelancer) provided
insightful personal reactions as interested readers, as well
as helpful technical advice for editing and production.
David Bartlett and Michael Ames have been supportive and
understanding during the inevitable delays in complet-
ing the manuscript. An anonymous reviewer provided very
constructive, specific suggestions for revisions and encour-
aged me to develop the unique contributions of this work.
Most important, Irv Zola has been an inspiration through
his own writings and a guide throughout the revision of this
work. I owe a special debt to his political perspective regard-
ing the dehumanization of all people with disabilities.

Parts of this book have been published elsewhere. Por-
tions of Chapter 1 may be found in The Gerontologist (Ly-
man, 1989a). Much of Chapter 4 has been published in The
Journal of Aging Studies (Lyman, 1990). “Facility Design
and Staff Stress: A Case Study” (in Chapter 5) has appeared
in The Gerontologist (Lyman, 1989b).



Contents

PREFACE Xi
ACKNOWLEDGMENTS XIix

1 AN INTRODUCTION TO DEMENTIA AND
CAREGIVING 1

The World of Dementia Care 3

Care as Control 11

The Medicalization of Senility: A Historical Shift 13
The Biomedical Model of Dementia 18

A Socioenvironmental Model of Dementia Care 26
Conclusion 34

2 LOSING IT: STRESS AND DISTRESS IN
ALZHEIMER’S DAY CARE 35

Energy: Demanding Work 36

Losing People: Losing Control 46
We/They: Social Support 47

The Caregiving Relationship 50

The Price of Stress: Quality of Care 54
Conclusion 61

3 CARE AND CONTROL: MANAGING STRESS BY
MEDICALIZING DEVIANCE 62

Assessing “Level of Severity” 63
Infantilization: The Medical Model of Care 68

vii



viii CONTENTS

Social Control 70

Social Distance 78

Staff Stress and Quality of Care in a Nonmedical
Program 81

Conclusion 85

4 MEDICALIZATION, STRESS, AND CARE:
CONTRASTS BETWEEN TWO DAY
CARE CENTERS 86

Medical and Nommedical Programs: Structural
Conditions 88

The Medical Model of Caregiving 90

Contrasts in Work-related Stress 97

Contrasts in Quality of Care 103

Conclusion 105

5 THE PHYSICAL WORLD OF DAY CARE:
ENVIRONMENTAL STRESS AND CONTROL 106

Environmental Stress: Four Facility Design
Features 109
Environmental Control and Medicalizing
Deviance 126
Facility Design and Staff Stress: A Case Study 130
Conclusion 138

6 WHAT WORKS: PROVIDING QUALITY CARE
WITH MINIMAL STAFF STRESS 140

A Model Program at Valley Day Care Center 141
Conclusion 156

7 WHAT’S NEXT: RESEARCH, PRACTICE, AND
POLICY IMPLICATIONS 157

Research Implications 160
Practice Implications 170
Policy Implications 181
Conclusion 185



CONTENTS

APPENDIX A: RESEARCH METHODS AND RESEARCHER
ROLE 187

APPENDIX B: TABLES 207
NOTES 217

REFERENCES 219
INDEX 231



