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CARING FOR PEOPLE
WITH ALZHEIMER'S DISEASE
AND RELATED DEMENTIAS

Strengths-Based Approaches

Judah L. Ronch

AS A GROWING NUMBER OF PEOPLE with Alzheimer’s disease (AD) and related de-
mentias enter the United States health care system, particularly the long-term
care health care system, interest among professionals has moved away from the
medical model of care toward person-centered care. Primary caregivers—family and
paid staff—are learning to improvise a path of care while cures to AD and related
dementias -are sought because the, system’s previous exclusive reliance on the
acute care medical model is not proving effective. :

As innovation and improvisation took hold among care providers and pro-
duced informal consensus and commuaities of practice, a sense emerged that de-
spite the relentless progression of AD, staff and caregivers were indeed able to
help the person with AD by using “whatever [their] ingenuity and hearts suggest”

I wish to thank Drs. Eron and Lund for their discussions over these many years that allowed me
to use their conscruces and theory in refining my earlier work on the experience of the “self” in AD.
1 am in debt to Jean Marks for her always astute and expert comments, for her edicing of easlier
versions*of this manuseripr, and for help with the references. She often undesstood the essence of
whar I wanted to say and helped me clarify the message. Despite this experc help, I am solely re-
sponsible for any etrors In this chaptet.
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(Luria, 1985). The licerature and professional conferences

BEST PRACTICES AND . “ — ;
continued to showcase “best practices and creative pro-

creative programs devel- o .
. grams that grew from intuitive hunches, adaptations of
oped, usually by nursing - , . - .
interventions successful with other popularions (e.g., 10~ ;
home and day center .. . e it '
. . dividuals with developmental disabilities), and other 1
paid caregivers, who be- : . . . !
. ground-breaking thinking. Best practices and creative !
lieved that there had to . i
' . programs developed, usually by nursing home and day '
be a betrer way to give . i . l
. center paid caregivers, who believed that there had to be :
care than by responding ) . “ !
.. om a better way to give care than by responding to “problem
to “problem behaviors o .
hehaviors” when they occurred. Ultimately, the ways of
when they occurred. : o . . .
the paid caregiver joined with the innovations thought up

by family caregivers.

Family caregivers improvised and became creative on their own to meet the

multiple, cascading needs of relatives for whom they cared; they shared their

" newfound solutions in support groups and Alzheimer’s Association newsletrers. .
Because there were few acceptable alternatives, however, people with AD, along
with the family members they cared about, were held hostage by a hateful dis-
ease characterized by one caregiver as "a maniac” (Roach, 1985). Through sup-
port groups and professional channels, an inventory of innovative approaches
began to evolve out of family caregivers' and paid caregivers’ trial-and-error €x-
periences. A caregiving wisdom arose and became popular among paid and fam-
ily caregivers because it provided a valuable tool kit of practical, commonsense
approaches that were more effective than anything modern medicine offered at
that time.

The effectiveness of these improvised innovations, was difficult to study
under strice controlled conditions because conrrolied studies are confounded by
definitional, ethical, and measurement problems {(Holmes, Ory, & Teresi, 1994).
Uniformity was lacking in treatment approaches, making direct comparisons
elusive. This lack of empirical, behavioral research initially led to the use of stud-
ies of outcome measurement in which stories of the person with the disease were
not subordinated to statistical analysis. This led to a greater breadth of under-
standing among all caregivers about how the people with the disease responded
t0 various interventions and care practices. To achieve 2 faller appreciation of the
path to person-centered dementia care and to highlight the positive develop-
ments in care for people with AT on which to build future care paradigms, it is
important to look at the historical milestones leading up to the current ap-

proaches in dementia care.

HISTORICAL PERSPECTIVE OF
STRENGTHS-BASED CARE AND ALZHEIMER'S DISEASE

When helping an individual contend with AD, using the person’s residual
strengths is now the norm because of important changes that have raken place in
how society views people with AD and how people with AD view themselves.
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This shift coward "person—centered care” (Kitwood, 1997) has resulted in a new
way of looking at and ralking about AD and its effects that goes beyond think-

ing of AD as being only a neurological condition.
The impetus for 2 new care model to help individuals with AD and provide

support for care providers arose out of a forrunate confluence of scientific, demo-
graphic, and sociopolitical changes during the 20th centufy. Shaped by advances
in how scientific phenomena and people’s behavior wetre understood, these inno-
ative models weie the iens though which the behavioss of people with AD were
given new meaning. The productive interweaving of scientific advances and op-
rimistic views of what human beings are capable of doing to help themselves con-
vinued to evolve and gather momentum at the dawn of the 21st century. With
¢he clarity of hindsight, eight milestones may be identified that combined to

generate and energize this movement:

_ Dr. Alois Alzheimer’s pioneering worl:

2. Research that debunked the myth of senility and established the bio-
logical, psychological, and social bases of cognitive impairment in
aging adults

3. The practice of educating family caregivers about AD and making
them the focus of professional intervention, even while the idea per-
sisted that there was nothing that could be done for the person with the
disease

4. Patients rights movement

5. Dynamic view of behavior of AD patients
Establishment and growth of the Alzheimer’s Association and its affili-
ared branches arouad the world
Medicines approved for teeating AD

Serengths-based models of mental health interventions

Bach milestone had a pivotal effect on a cale paradigm—-—and the whole had 2
greater impact than the sum of the parts in promoting person—centered care for

people with AD.

TrE WORK OF DR. A101S ALZHEIMER

Amid the promise of an ultimate cufe generated by ¢he biomedical research on
AD being conducted as chis book was being published, it may be easy to forget
Frau Auguste D., the first person to be diagnosed with an Alzheimer's-like con-
dition that now beass Dr. Alzheimer’s name. Fifty-one-year-old Frau Auguste D.
had been wandering the city of Rrankfurt, Germany, screaming in the streets, and
causing her socially prominent husband and her family great embarrassment. She
accused her husband of infidelity and her doctors of rape (Pierce, 2000).

Dr. Alzheimer believed her to be suffesing from. “presenile dementia,” &
condition known for many centuries and believed to he associated with atrophy
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of the brain. Afrer she died, Alzheimer performed an analysis of tissue taken from
Frau Aunguste’s brain, He found that she had 2 profusion of thickened neouro-
fibrils, or zangles, arranged in bundles within the cells and neuritic plaques in
the intra-cellular spaces. These remain the unique pathological signs of the dis-
ease. Alzheimer's classic papers, published in 1906 and 1907, proposed thar Frau
Anguste D, had not been a victim of presenile dementia (presumably vascular in
origin) as he had first thought, but rather that she had been 2 victim of a specific,
unique neurodegenerative condition now called Alzheimer’s disease.

Dementia senilis, senility (a term that is now considered anachronistic), was
a common diagnosis for older adults whose behaviors included wandering and
acting suspicious, confused, and verbally disruptive. Though its clinical presen-
tation was remarkably similar to Frau Anguste D.'s, dementia senilis was be-
lieved to be the result of reduced cerebral blood flow secondary to normal arte-
rial narrowing or hardening of the arteries as people aged. No one thought at that
time, or for many years thereafter, that Frau Auguste D. and the many older

adults who were considered senile could be suffering from the same disease.

DEBUNKING THE MYTH OF SENILITY

Based on the groundbreaking work of doctors Blessed, Tomlinson, and Roth
(1968) in England, and the research of Katzman (1976}, Terry, (1 963), and their
_colleagues (Katzman & Karasu, 1973; Katzman, Terry, & Bick, 1978) in the
United States, researchers were able to demonstrate that older people who be-
came forgetful, lost their social and language skills, and had diminishing related
cognitive functioning were not suffering from inevirable senility but had specific
neural damage in their brains that was visible under the microscope during au-
topsy. They found that in the majority of individuals with these symptoms who
were examined, the neural damage was the same type (i.e., neuritic plaques and
tangles) described by Alzheimer in his studies of brain tissue from Frau Auguste
D. and other patients with similar clinical picrures who died before age 65.
Furthermore, the majority of older people who had no equivalent behavior diffi-
culties (i.e., were not forgetful or functionally limited by memory impairment)
did not manifest the same profusion of plaques and tangles in their brains as did
those with cognirive, functional, and behavioral problems. The realization that a
majoriry of older people who experienced cognitive impairment weze suffering
from the same disease as Frau Auguste D. (or some other identifiable organic
pathology) was a significant breakthrough in how scientists and practitioners
began to view cognitive impairment and dementiz (i.e., 45 2 resulr of ilinesses,
not merely normal aging) (see Torack, 1983, for a thorough review).

ArzeariMER’S: THE FaMILY DISEASE

Clinicians traditionally were taught to diagnose the patient’s condition and to
treat the family of the person with AD. This approach reflected sensitivity to the
family’s stresses and caregiving burdens but excluded any direct intervention
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with the person with AD. The family’s experience was the focus of the therapeu-
tic intervention; the lack of specific medical intervention to treat the disease itself
had made the effect of the dementia on the patient 2 secondary clinical consider-
ation. Inevirably, sympathetic conversations with the family took place, mostly
about placing the person with AD in a long-term care facility (typically in a psy-
chiatric facilicy or nursing home). Such discnssions—and the family’s reactions
likely based on feelings of guilt and shame—took place without the person with
AD being present, or worse, if he ot she was present, they were conducted as if the
individual was not there. ‘

With the initial breakthroughs in research and practice, Nancy Mace and
Peter Rabins, M.D., in their classic book The Thirty-Six Hour Day (1981), were
able to comfort and empower with knowledge those families caring for individ-
uals with AD. Most imporeant, Mace and Rabins provided families with some-
thing they seemed to want most desperately—a way to be caring as well as the
primary caregiver (i.e., to keep the AD rejative home with the family). Mace and
Rabins taught the family about the nature of AD, the underlying bases of the be-
havioral changes they witnessed, how to be helpful to the patient and other fam-
ily members when extraordinary behaviors occurred, how to prevent extraordi-
pary behaviors, and how to understand the impact of the disease’s manifestations
on the emotional and social life of the whole family. J

During this same period, public psychiatric facilities downsized and/or fo-
cused on patients who were younger and acutely ill, and nursing homes became
reluctant to admit people with challenging behavior or .AD if there were other,
less—problem-prone candidates awairing admission. Families had limited choices
of satisfactory :nstitutional aleenatives, and assisred living, day care, and trained
home care aides were not available.

‘The phenomenal response to The Thirty-Six Hour Day (now in its fourth edi-
tion) demonstrated that family members desperately needed and would embrace
a compendium of toois and wisdom that helped many of them follow their pre-
ferred way of caring for & person with AD at home for as long as possible. The
Thirty-Sixc Hour Day was also one of the first available resoutces that professional
caregivers, especially those in nursing homes, could turn to for in-depth, psycho-
socially based explanations of the problematic behaviors (e.8., wandering, 2g-
gressiveness) that were typical of residents with AD. Mace and Rabins’ book ex-
plained problem behaviors using motivational models that went beyond the
strictly biological explanations of bebaviors that were the standard of the time.
By demonstrating the differences in behaviors, Mace and Rabins provided care-
givers with strategies to prevent these behaviors from occurring by understanding
each resident’s emotional status and response to the demands of the environment.
These insights helped nursing home staff develop special programs and inter-
ventions for residents with AD that engaged the residents’ interests and re-
framed their problem behaviors s signs of poor person—enviropment fit, thus
encouraging care providers to modify the environment as the most direct way to

reduce the problem behaviors.
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PaTienTs’ RicHTS MOVEMENT

The rise’of the patients' rights movement in the Unired States changed the way
sociery viewed people with chronic physical or mental illnesses and the way
people with AD viewed themselves. The reports that parients with cancer, heart
disease, and acher illnesses who became active participants in their treatment had
better survival rates and significant increases in longevity (Cousins, 1974, 1989)
suggested that patients who were actively engaged in combating their illness did
better than those who passively received treatment from others. Recent research
findings (Salovey, Rothman, Detweiler, & Steward, 2000; Taylor, Kemeny, Reed,
Bower, & Greenwald, 2000) increasingly supported the value of an active model
of engaging the disease as a significant and concrete way for people to escape the
addirional problems arising from the passive experience of their illness. This ac-
tive model entailed individuals becomiﬁg empowered and doing something pos-
itive by participating in cheir care. The presence of a disease does not negate or
disallow the patient's intact abilities from heing facrors the patient can mobilize

to contribute to his or her recovery.
. As people with physical disabilities had asserted the

primacy of who they were as people, those with cognitive
disabilities began to speak our on their own behalf and in-
crease society’s awareness of the talents, strengths, apti-

AS PEOPLE WITH
physical disabilities had
asserted the primacy

of who they were as
people, those with cog-
nitive disabilities began
to speak out on their
own behalf and increase
society’s awareness of
the raleats, strengths,
aptitudes, and the.capa-
biliries they had that
they could put to use
alongside professional
intervention to promote
their own well-being.

tudes, and the capabilities they had that they could put to
use alongside professional intervention to promote their
own well-being.

The patients’ rights movement 1llustrated the pos-
sibility of reframing society’s view of a clinical popula-
rion previously characterized primarily by diagnoses and
disabilities. The movement helped pracritioners to focus
their care toward enhancing an individual's capabilities
without, for example, unearthing the ontogenetic roots of
all mental health problems or requiring a cure for all the
patient’s problems. In other words, for the person who had
a physical or mental illness, the patients right’s. movernent
portrayed the message, “Tust because part of me is not in
optimal condition, all of me isn't sick,” as well as the mes-

sage, “We are able to be help ourselves by using what is strong to fix what is
wrong.” Society had consigned people with disabilities to the wrong side of the
“hypermobile” and “hypercoping” worlds of the "well” against their will, much

 as society presumed that people with AD had left the “hypercognitive world of
the intellecrually intact” (Post, 1995) once the diagnosis was made.

Society’s view of what it means to have an illness had changed. An illness
could no longer oaly be seen as something that defined a person (e.g., hemo-
philiac, schizophrenic). Having a diagnosis did not make him or her fundamen-
tally different from his or her contemporaries. An alternate view had emerged
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that proposed thar z2n illness was not something that redefined an individual if
he or she did not allow it. The patient’s constellation of actributes, strergchs, and
other coping mechanisms that predated the illness were not forfeited when a se-
rious mental or physical illness occuered. Just as people in society withouc an ill-
ness are expected to be independenc and scrong on their own behalf (and in whom
passivity would be towned on), this view advocated that people with an illness
could be expected to use whatever abilities they had at their disposal to promote

a better quality of life while, and possibly after, being il

The change from seeing the individual as a passive victim.to seeing the in-
dividual as being an active participant in the experience of the illness allowed his

or her feelings about being ill to occupy 2 central and even

decisive role in informing care and treatment choices. The

individual’s feelings about the illness, degree of resilience,
coping style, available strengths {e.g., humor, faith, tenac-
ity, survival skills, self-control) came to be seen as assets
that the patient brought to 2 new role as a reammate of
health professionals, relatives, friends, and other cAregiv-
ers. One later and very creative manifestation of this de-
velopment was the rise of therapy groups and organized
advocacy activities that involve people in the early stages
of AD (see Chapter 15 for examples).

Although a toral cure of increased survival rate was
not always achieved for all illnesses, new ways of helping
people cope with illnesses were emerging. These collab-
orative strategies and the positive impact they had on

people's health aliowed the person who was ill to be view

'THE CHANGE FROM
seeing the individual as
2 passive victim to see-

ing rhe individual as
being an active partici-

pant in the experience
of the illness allowed -
his or her feelings about

being ill to occupy a

central and even deci-
sive role in informing
care and treatment
choices.

ed as the source of

unique and critical information—the effect that cheir experience of the illness

had on their syrmptoms, goals, prognosis, and outcome.

BEHAVIOR AND THE INDIVIDUAL WiTH ALZHEIMER'S DISEASE

Dr. Alvin Goldfarb—a gifted clinician, dedicated teacher, and one of the pioneers
of geriatric psychiatry——rerninded clinicians thar the dynamic unconscious, first
described by Freud, did not cease to play its usual role in determining a person’s
hehavior aftes the onset of a dementing disorder (Goldfarb, 1961, 1969, 1974).
Goldfarb predated the patients' rights movement by many yeass. By analyzing

the behavior of older people and those with AD through

the lens of Freud's dy-

namic psychiatry, he advised clinicians to look for the evidence of normal psy-
chological processes and their use of available defenses against anxiety when con-
sidering each patient’s attempts ot behaviors—successful or not—to adapt to his

or her unique experience, including memory

loss. He explained that the dis-

turbed behavior of someone with AD was understandable if the basic tenets of

dynamic psychiatry were applied (i.e.,
conscious defenses against anxiety and

that behavior remains motivated by un-
is not random, accidental, or wholly a re-
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sult of the disease). By reminding clinicians of the influence of the normal intra-
psychic mechanisms in each patienr with neurological disease, Goldfarb told
themn that Alzbeimer’s disease was not the generic answer to all questions about
why people with AD behaved as they did. Goldfarb’s analysis contained the
understanding that the disease bad the person, and not vice versa.

A relared perspecrive on neurological diseases gained a wider audience
through the popular writings of Dr. Oliver Sacks (1985). Flis many books have
personalized a variety of diseases by virtue of his gifred ability to tell the stories
of an assortment of people with neurological maladies that do not lose the person '
in the illness. He, roo, has encouraged clinicians to atrend to the experience of the
person with the illoess when deciding on treatment strategies, intluding the
gifts, quirks, and all the rest that males thar person human.

THE ALZHEIMER'S ASSOCIATION

The creation and growth of the Alzheimer’s Association (see Fox, 1989) and, in
particular, its network of affiliated local chapters brought the voices of the people
with AD, their families, and friends to the center of public, political, and scien-
tific discourses about AD. As a strong advocacy, educarional, and consciousness-
raising organization, the Association brought AD out of the shadows and re-
duced the feelings of shame and isolation felt by so many people with AD and
their relatives. The Association has raised pub_lié awareness about the disease’s
devastating impact through public events, caregiver training, and support activ-
ities and has sponsored scientific research to find a cure; and public profile of
the disease continues to'grow as family members of celebrities and well-known
individuals are affected by AD. The overall impact of the Alzheimer’s Association
is probably best appreciated in the way that the public recognizes AD as 2 dis-
ease and the fact that people with AD are not as likely to be writren off as senile.

MEDICATIONS ¥OR AD

Although there is no cure for AD, available medicines demonstrate the ability ro
slow down the relentless progression of cognirive and functional deterioration in
some individuals who are in early and middle phases of the disease. The drugs,
and those under development, may help to forestall the financial and psycholog-
ical cost of institurional placement for some people with AD. In essence, medi-
cines may offer 2 way to slow down the clock so that families may have a longer
period of time during which they may experience and enjoy the intact cognitive
functions of the person with AD. The positive effects of these medications is not
lost on people with the disease, who have responded with evident relief and pleas-
ure to their therapeutic effects. Although very new to the market and far from
whar is really needed ro rurn the disease around, these drugs offer a chance to
forestal] (bur not halr) the effects of the disease as medical science zeros in on bet-

ter therapies.
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STRENGTHS-BASED PSYCHOTHERAPIES

The development of modern, strengths-based psychotherapeutic approaches,
such as those found in this volume, have added a pivotal dimension to AD care.
These approaches utilize the strengths of the individual to achieve change without
first having to impose a pathologizing frame to establish the agenda of therapy.
Thus, they don’t require the unequal relationship in which the view of the profes-
sional dominates when conceptualizing the problem and its possible solutions. In
this sense, strengths-based approaches create the basis of “I-Thou” (Buber, 1970)
relationships in which each party is an equal of the other and personhood is pre-
served in both, even if formal psychotherapy is not used as an intervenrion. In

. AD, the strengths-based approach {Cohen, Kennedy, & Eisdorfer, 1984) may be

combined with an understanding of the perspective of the person with the illness
(Cotrell & Schulz, 1993; Ronch, 1996) to establish a collaborative, nonimposing
relationship to deal with AD in an active way.

STRENGTHS-BASED APPROACHES AND PROBLEM BEHAVIOR IN AD  One
advantage of the strengths-based approach to helping people with AD is that it
opens up myriad opportunities to intervene in a psychosocial domain, in which
traditional therapies, especially pharmacotherapy, have been less than dramaric in
their impact (Cohen, 1997; Maletta, 1992). Although new medications carget the
neurochemical mechenisms implicated in AD, they have been less successful than
“low tech—high touch,” interpersonal approaches in altering the impact of demen-
tia on the person’s psychosocial functioning in a significant way (Cohen, 1997).

Cognitive-behavioral intervention (Teri & Gallagher-Thompson, 1991},
person-centered care cultures (Kitwood, 1997), environmental refitting and nor-
malization (Fagan, Williams, & Burger, 1997), and individualized music selec-
tions (Gerdner, 2000) all have been reported to have had a positive impact o0 the
supposedly unmedifiable difficult behaviors assumed to be intrinsic to the dis-
ease and primarily caused by associated brain damage. These findings support a
paradigm shift from #liness-centered to person-centered views of behavioral phe-
nomena in AD. As a result, 2 door is open for clinicians to recast the stereotypes
regarding the possible psychosocial origins and treazment of the behavioral
symptoms of AD. _

" The ultimate goal of person-centered care is to improve the quality of life
of the person with AD and the lives of those people who cate for them in paid
and unpaid capacities. Shifting from an illness-centered, biomedical model of
disease to a person-centered, biopsychosocial model permits caregivers to go
from passive observers of chronicity (Kleinman, 1988) to active categivers in
maintaining an individual’s sense of self. This change of view has two interrelated
benefits. First, it allows the caregiver to engage the person rather than the illness
when trying to bring relief, thus targeting what is potentially alterable (i.e., the
behavioral repertoire of the person, rather than the immurable illness). In this ap-
proach, a hopeful mindset is created and chronic helplessness and caregiver
burnout are avoided; helplessness and burnout being the inevitable consequences
of seeing the disease as only responsive (modesely at best) to medication. Second,
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people with AD are challenged to engage their own coping screngths in a con-
text of optimism about the results, rather than in an armosphere of despair and
inevitable failure. In Kirwood's (1997) terms, a "malignant social psychology™ is
replaced with an enabling one that supports personhood and all of the posirive
behavioral potential that such an approach may evoke. The operative interpersonal
dynamic is one of collaborative problem solving as opposed to custodial control.

Kirwood’s concept of a positive social psychology promotes care of people
with AD based on an ecological, adaptational viewpoint of their behavior. It asks
the questions; Why did a particular behavior occur zeo? To which aspects of. the
internal or external environment is an individual responding? And how is he or
she experiencing the world and giving meaning to events based on remaining
memory for information and of his or her self? This kind of psychosocial model
of motivation posits that an individual’s behavior results from trying to fulfill
unmet needs (Cohen-Mansfield, 2000) or arises because of excess environmen-
val stress that cannot he ameliorated by previously adaptive responses. The model
presumes that all behavior of people with AD does not resulr only from the direc,
organic impact of dementia (Cohen-Mansfield, 2000; Lawler, 1995). Because
problem behaviors in people with AD are often caused by mulriple factors, a
complete assessment of possible physiological (e.g., physical illness, medication
[Feinberg, 2000]), environmental (e.g., noise, isolation), and other porential bases
of the behavior is essential before a psychosocial approach is warranted as the sole
intesvention (see Cohen-Mansfield, 2000).

If the person with AD is indeed trying to adapt in order ro fulfill unmet
needs or is responding to environmental stressors, it would be plausible to be-
lieve that he or she would rely on available memory, which, in AD and similar
disorders, would be composed largely of whar is stored and available in remote
memory. The person with AD would logically rely less and less over time on his
or her recent memory. This approach to understanding behaviors observed in
people with AD-allows clinicians and caregivers to look at the person’s behavioral
repertoire, and especially so-called difficult or problem behavior, as evidence of
the person’s attempts to cope and adapt successfully. The problem results from a
person’s failure to.engage the appropriate behavior in the present situation be- |
cause of diminished cognition and a dwindling reserve of memory traces associ-
ated with successful solutions to the current problem (a poor fit between context
and retrieved memory), not from a desire to create a problem.

This analysis is at odds with the typical interpretation of problem events re-
flected in the behavioral lens of traditional terms used to categorize them, such
as acting out, infantile, regressive, or dirruptive. Terms such as these carry implicic
messages of malevolent intent or psychopathological origins of the behavior and
create a mindset in caregivers that orients them toward protecting themselves or
controlling the behavior by force to prevent an impending carastrophe. Unfortu-
nately, responses tied to these interpretations usually bring about precisely those
awful consequences caregivers were hoping to prevent.

The dominating frame of reference in dementia care used to categorize and
cope with problem behaviors preserves the viewpoint of the caregiver when at-
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tempting to explain and intervene. As long as the behav-

. joral repertoire of the person with AD is seen through the

lens of an implicit cuitural bias embedded in contempo-
rary caregiving (i.e., that the motivarion of the patient’s
behavior is viewed from the point of view of the care-

TERMS SUCH AS

acting oui, infantile,

. vegressive, OF disruprive
carry implicit messages
of malevolent intent

giver), the behavior will be seenand responded to as prob-
: lem creating rather than problem solving in origin. The
older adult’s behavior and intent are judged on the basis
of their impact on the caregiver, not from the viewpoint
of the older adult attempting to cope with his or her daily
life that has been co-opted by a disease and his or her re-
action to it. It is 2 decidediy unempathetic and defensive
view, aggravated by misattribution and risunderstand-
ing abour what happens to the person with the disease and
where the purpose of behavior originates (Feinberg, 2001).

or psychopathological
origins of the behavior
and create 2 mindset in
caregivers that orients
them toward protecting
themselves or control-
ling the behavior by
force to prevent an im-
pending catastrophe.

PERSON-CENTERED CARE AND THE ROLE OF
TEE SELF IN THE EXPERIENCE OF THE IDISEASE

| Approaches to demeptia care at the dawning of the 21st century have a post-
| modernist spirit because the approaches perceive that the biological condition as
l well as the person’s experience with it make up the field for intervention (Morris,
2000). This view is similar to a line of thinking that advocated more humanized
care (see Bowker, 1982) that could be achieved by changing the focus of care to
the individual with the illness and away from the modernist scientific practice
of caring for a class of people through a uniform set of care tasks. The evolving,
postmodernist view benefits patients and care providers when the patient, not the
dementia, is cared for in an atmosphere rooted in collaborarive, interpersonal rela-
rionships because illness is “s social state of affairs” (Gadamer, 1993) that involves
people, social institutions, cultural practices, and shared meanings (Motris, 2000).
The central-and inescapable role of an individual in a caring relationship
with someone with AD was addressed in Cohen and EBisdorfer’s (1986) charac-
cerization of AD as the “loss of self.” Molly, a patient of mine, first arciculated rhe
essence of this phrase many years ago during ous injtial interview. She explained
her tendency to rummage rhrough closets and drawers of other residents in her
| nursing facility as an attesapt to find herself. At chis time she could no longer do
things {e.g., read and cemember what she'd read) that defined for herself who

“the real me, the real Molly was” (Ronch, 1987). '
< Molly’s definition of her experience with AD and how it was a “self-altering”
"l phenomenon, was echoed in Oliver Sacks’s classic stories about the vicissitudes of
people’s lives as they are affected by neurological illness. He observed that “a dis-
: case is never a mere loss or excess—there is always a reaction of the affected or-
i ~ ganism or individual to restore, to replace, to compensate for, and to preserve its
idenrity, however strange the means might be” (Sacks, 1983, p. 4), Feinberg's
work (2001) on how brain damage inevitably affeccs the patient’s experience of
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self, like Sacks’s observation, is an important dicrum for praceitioners to remem-
ber while they contemplate the social state of affairs of people with AD. They
must incorporate this concept when creating a theory of why a particular behav-
tor has occurred.

Damasio (1994, 1999) and Feinberg (2001) both proposed that an individ-
ual’s self, the core targer and potential participant in the collaborarive, person-
centered care relationship, has an identifiable neurological substrate bur no single
neuroanatomical locus (site). Though a fuller explanation of their intriguing
ideas is beyond the scope of this chapter, their attempts to locate the neurologi-
cal mechanisms at the root of an individual’s self in the strucrure and function of
the brain permits use of the rerm se/f as more than 2 vague theoretical construct,
It suggests a physical basis for the essence of an individual's experience of AD and
a target of therapeutic impact.

Damasio described the neural basis of the self as being built on a continu-
ously growing body of autobiographical data; that is, the self is a “perperually
created neurobiological state” (1994, p. 99). This conceptualizarion helped to
build a self-based, problem-solving view of what happens in people with AD
when problem behaviors occur. “In brief,” he wrote, “the endless reacrivation of
updated images about our identity (a combination of the past and of the planned
future) constitutes a sizable part of the sense of self as I understand it” (Damasio,
1994, p. 239). People with AD increasingly rely on images from the past that
ate contained in the remote memory of self and are increasingly unable to plan a
furare. Thus, it would appear that the portions of aurobiographical memory they
use to make sense of current events, to recall, as everyone does, “interpretations of
past events” (Damasio, 1994) in the conrext of the present, and to maintain iden-
tity in the process increasingly would reflect knowledge of the self from the past.
‘This was, as Molly described in our interview, the goal of her rummaging be-
havior. The self is not composed of objective or photographic memories of events,
says Damasio (1994), but rather is the product of a subjective and creative process

of selecting and interpreting personal experiences into an ongoing sense of self
(Scheibe, 1989). Actempts at problem solving such as Molly’s will make use of
responses that are likely to fir with her remaining knowledge of her self, even as
her memory of specific events and the ability to recall them vanish. Possible solu-
tions are retrieved because of having been confirmed 7 #he past as successful so-
lutions in situations that have sufficient similarity to her current problem. Thus,
for Molly and other individuals with AD, meaning is [argely determined by the
self as embedded in memories of the past thar appear to fit the present contex-
tual demands. But, sadly, these old memories of self increasingly do not fit the
present.

Feinberg made use of contemporary neurological data to conclude that the
self is "the subject of our conscious experience and at the core of our being™:

Many different areas of the brain conrribure to the preservation of the self, but
there is no “marerial locus of the self” or inner “I” wichin the brain, The brain
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creates the self by producing 2 nested hierarchy of meaning and purpose, where
the levels of the self, and the many parts of the brain that contribute to the self,
are nested within zll other levels of the hierarchy. (2001, p. 149)

We expetience ourselves as unified, he concluded, “because our meanings and our
actions are unified within the nested self” (p. 149). That suggests that the per-
son with AD engages in the act of maintaining the unified self as the disease pro-
umably continue to do so until the areas of the brain nec-
This is what Molly expressed to
can therefore be viewed

gresses and would pres
essary to process meaning and purpose are gone.
me, only more simply. Behavior, such as her rummaging,
as her attempt to maintain her unified self in the face of missing some vital per-
sonal information she needs to do so successfully. : :
Feinberg's position that parpose exists “only from the inside perspective of

the self” suggested that the knowledge of why people with AD do something

cannot be located in the brain or known by identifying where the brain is dam-
aged. “The ontology of purpose and action, like meaning, is irreducibly personal”
(2001, p. 148). The self is not a siaiic entity, according to Damasio (1994) and
Feinberg (2001}, so it would follow that the self undergoes changes as dementia

rienced, The “margins of the self " are always being transformed, wrote

15 expe
r not we have

Feinberg, claiming that this process occurs in all of us, whether o
brain damage.

These observation
problem behavior into a completely different concext
the behavior of people with AD can now be viewed from a strengths-based per-

spective. Their behavior may now be interpreted as.motivated to preserve their

unified self. Eron and Lund (1996; see Chapter 12) observed that people have
strong preferences with regard to how they would like to behave, to see them-
selves, and to be seen by othess. They referred to this constellation of ideas about
self as a person’s preferred view. These are the ideas about the person’s behavioral
preferences that best fit how they see themselves and, thus, provide the basis or
motivation for preferred explanations a ‘
son’s behavior, and how others respond to it, may confirm or contradict his or her
jew. For example, a person with AD might explain his or her behav-
hers by making reference to the diagnosis: “T lose
1 tell me where the men’s room is?”

s allow those who work with people who have AD to put
and analytical frame, and

preferred v
jor to his or her self and/or ot
my way at times because I have AD. Can yo
He or she might explain his behavior by attributing it to some other cause: “1
can’t find my money; why did you hide it?” The essential point is that having
AD might or might not fita person’s preferred view at any time, and is less likely
co fit it as the dementia progresses and the images of an individual’s self in old or
remote memory storage lacks any knowledge of having AD. This lack of knowl-
edge is not denial in the classic sense but rather amnesia for an aspect of aurobi-
ography and a missing piece of the self as it is presently known.

When a practitioner attempts to help an individual with memory impair-
ment using interventions predicared on demands that the individual acknowl-

bout why a person does something. A per-
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edges his or her memory impairment (i.e., as by accepring the “fact” that they are
“forgetful”), the practitioner runs the risk of confronting the individual with
input that doesn’t fit his or her preferred view. The individual with AD has little
or no memory of that aspect of the self he or she currently knows. At times like
this, the person with AD is faced with his or her own pereeptions that are in con-
flict with those of helpers who clash with his or her preferred view and is pres-
cured to believe the “truch” of his or her forgetfulness. Though trying to be help-
ful, the practitioner is actually imposing an aspect of the patient’s self that is
largely or entirely unknown at that time. The experience can create 2 gap or dis-
junction that fuels problem cycles, creating negative and unsertling emotions.
Interactions like these that are based on the medical model approach to AD
deny the vaiidity of the individual’s experience of the illness and introduce an ad-
ditional burden, That is, the person with AD will experience a negative emo-
tional stare {e.g., frustration, sadness, anxiety, dysphoria, resistance, oppositional
behavior, anger) and more behavioral difficulties as the gap berween his or her
preferred view (‘I do remember”) and the disjunctive view of the caregiver (“You

have a memory problem”) widens (Eron & Lund, 1996).

STRENGTHS-BASED CARE Is PERSON-CENTERED

Recognizing that people with AD retain adaptive capacities, it is possible to ex-
amine how strengths-based care embodies a person-centered approach and how
these ideas may be pur into practice. One advantage of this particular view of
people with AD, and, therefore, of the culture of care best suited to enhancing
quality of life, is that relarionships with them can now include them as active
participants up to the limits imposed by the disease. Their role is no longer sub-
ject to the limits imposed by therapeuric treatment models. For example, it has
been found that when the person with AD is expected to be passive, as is typical
of some traditional care practices, bathing people with AD creates more work for
staff and excess disability (reduced optimal level of function created by care prac-
tices or medical intervention with the patients). When increased independence
is introduced and encouraged, the excess disability may be reversed and people
with AD become more autonomous (Rogers et al., 2000).

In essence, person-centeted care (Kitwood, 1997) sees the behavior of people
with AD as a reflection of the experience of the illness and as a manifestation of
the narrative o story of the illness in their lives (Morris, 2000). Commenting on
Frank’s (1996) The Wounded Storyteller, Motris wrote about the essence of what
practitioners might consider the essential process of murual personal change in
the caregiving relationship that defines the process of becoming (continual evo-
lution of the self). “Telling the stories of their illness,” Morris explained, “con-
stituces a moral action by which the ill negotiare the reshaping of their own lives.
Listening to such stories and responding to thern with empathy constitutes for
the listener an equally important moral act that also contains a possibility for
significant life changes” (Morris, 2000, p. 257). It is largely through their be-
havior that people with AD tell their stories. By observing, listening, and re-
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sponding with empathy rather than with judgment and avoiding the temptation
of “translating them into biomedical dialects” (Morzis, 2000, p. 258), the care-
giver avoids becoming merely an artendant to deterioracion (Kleinman, 1988).
The caregiver is able to be a healer by being 2 witness, not 4 judge, as the “mar-
gins of the self” (Feinberg, 2001) in both participants transform.

The person-centered approach rewards caregivers with more opportunities
to engage their own personal strengths and chances to bring out and support the
strengths of people with AD. As Kitwood (1997) observed, caregivers can con-
nect with a person with AD by bringing their own emotions and empathy to the
caring relationship. As caregivers do this and depart from the emotional detach-
ment and scientific objectivity demanded by the medical model, they rmake resti-
cution for the emotional impact of loss of self, a gradually occurring process,

he heart of developing dementia. This mode] addresses the problems

whichisatt
d celebrating the mu-

of caregiver demoralization and burnout by validaring an
tual emotional exchange that typiclly happens in human relationships of any
value. Due to the collaborative pature of the psychosocial model, both the prac-

titioner’s and the patient’s feelings are involved in and enhanced by the process.

DESTROYING THE MYTH

The myth that the person with AD has passed into an existence that is funda-

mentally different once the diagnosis of AD (Post, 1995) has been made is an ad-
ditional barrier to person-centered, strengths-based care. This belief encourages

ritioners to treat everyone with the same diagnosis as if by applying an un-

prac
dvnamic in which treat-
Y

alterable formula, a stance that results in a closed-loop
ment and explanation are mucually reinforcing and self-perpetuating. Post (1995)
“hypercognitive world” of the cognitively intact
once aperson is diagnosed, in which the explanations of human behavior and the
validity of personal choices no longer apply to the person with AD—regardless
of the actual nature ot severity of an individual's cognitive loss. Though alter-
nate models for understanding the behaviors of a petson. with AD have received
_Maasfield, 2000), biomedical frames still predomi-
behavioral difficulties in people with AD

wrote of the passage out of the

empirical support (Cohen
pate in-most approaches to explain the
(Lyman, 1989).

The following pages contain examples that illustrare the person-centered,
strengths-based approach. The first vignette reveals how this approach helped a
woman with AD and her family to resolve an issue of problem behavior by look-
ing at the experience of the woman with dementia as expressed in her behavior.
This demonstrates the role of collaboration in arriving ata solution and how the
practitioner can discover informarion by understanding the experiences of the
person with AD and his or her family members. Because the person-centered ap-

of an individual, this case’s intervention demon-

proach enlists the strengths
scrates how the pracritioner builds on the individual's past and successful attempts
held

t0 solve similar problems in order to learn about the preferred view currently

by the person with AD.
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‘Mary -
Mary, age 76, was brought to my office by her very distraught daughter

Helen and Helen’s husband John. They all appeared angry, frustrated,
and ready to explode-—though they all tried 1o be in control and objec-

" tive about why they had come to see me. As | welcomed them, John pre-

sented me with a small package of papers. He told me that the papers
were documents for me to sign to attest that Mary was forgetful and
lacked the capacity to make a competent decision; the one at issue
heing to return to her own home that very afternoon. John and Helen had
informed Mary that she was unable to take care of herself, and that if she
chose to do so, they were not legally liable for the cutcome. They be-
lieved that Mary was suspicious of them, and she resisted any advice
they gave to her about the inadvisability of her return home at this time.

After | recovered from the surprise | experienced on being con-
fronted by this demand, | gently informed the family that | was not pre-
pared to sign eny papers attesting io anything about Mary’s mental or
tunctional status, nor would | be at any point that day. | further informed

" John that if it was a legal opinion he wanted orif he wished 1o avoid legal

penalties for the ouicome of Mary's decision, he had come to the wrong
place. | did ask to see the papers and found that they were a detailed
presentation of what had happened with Mary and how she had refused
io go along with the family’s attempts to ensure her safety. | then asked
them to come into my office so we could all talk about the problem.
Helen told me that her mother, Mary, who was a refired nurse, came
1o live with her and John to continue her recovery from a recent fall and
broken forearm, which had resulted in a 2-week hospital stay in Mary’s
home town 50 miles away. Mary had been found to be forgetful and
mildly malnourished on her admission 10 the hospital and had lost 10

‘pounds. After her accident, Mary regained sufficient functional ability to

dress herself with assistance and to eat—but not o prepare her own
meals. But, Helen and her family members worried about Mary’s forget-
fulness and felt that she couldn’t take care of herself even when her arm
was fully healed.

Mary smiled and immediately said that her daughter and son-in-law
were very caring but overly concemed and that her memory was quite
good for someone her age. When {-asked her whether she remembered
why she had been admitted to the hospital, Mary correctly responded
that she had fallen after “passing out, | guess.” Helen interjected ihat
Mary's nexi-door neighbor, who had called the police for help, had
found Mary unconscious. Mary said that while she had not been well,
she now felt ready to go home and wished to “stop imposing on the chil-
dren’s hospitality.” “They have been wonderful to me and that's why I'm
in such good shape,” she volunteered, “but it's time for me to go home
today and get out of their way.”

John then added that Mary had spent the last 2 days packing her
bags and then unpacking them as she and her children went back and
forth about Mary's readiness to.return home. “And,” John continued,
“her bags are now sitting in the eniry foyer of our house pending the out-
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come of our visit with you.” | then asked about the papers that | was
asked to sign and inquired about the intended readers. John said that
Helen's brother, who lived in Oklahoma, didn’t understand how bad his
mother was and that if Mary insisted on going home before she was
ready to, they feared they would be held accountable for any possible
injuries Mary might cause to herself or to others as a result of her
"impaired” mental status. As they left the room at my request so Mary
could be interviewed alone, Helen whispered, “And ask her about the
drinking.”

| had leamned that John and Helen were worried about being viewed
by others as irresponsible and uncaring—if not legally liable—in the
midst of this froublesome and confusing situation. | could now join with
them to deal with the crisis that originated in Mary's stated desire to un-
burden her children now that they had done such a good job in aiding
her recovery. The next step involved learning about Mary and her mem-
ory problet. ‘

T'ur INTERVIEW WITH MARY |spoke with Mary about her situ-
ation and how she felt. When | asked her how her memory was working,
she replied, “Fine, | think.” | then asked whether she would mind if we
tested how good her memory was, especially because people are some-
times unaware of memory problems. She agreed, and the examination re- i
vealed that her Mini-Mental Status Examination score (MMSE) (Folstein, ‘,&g
Folstein, & McHugh, 1975) was 16 of a possible 30 (moderate memory # i
loss), with particular problems in short-term memory and 5-minute recall
iteme. But what was most interesting was her answer to the guestion
that asked the present year; Mary answered that it was 1942. | inquired
about the significance of this date and she said, woefully, that it was
when her “baby brother” died in World War |1. Her brother's death was
a particularly painful loss because their mother had died when Mary
was 11 years old and her brother was 3—lgaving Mary to raise him. “He
was like my own child,” she said through tears, “and | miss him like it
was yesterday that we got the news that he had died.”

After listening to Mary talk about her brother and witnessing her
grief, | shared the MMSE findings with her and explained that her type
of memory loss was especially difficult to acknowledge and cope with
since by its very nature people who had it usually couldn't remember that
they had a memory problem. Then, in an attempt to engage an aspect of
Mary's preferred view, | agked her whether she had learned about this
kind of mental status testing in nursing school. She laughed and an-
swered, “They didn't tell us about anything like that in those days.”

Mary's focus on the foss of her brother and the possibility of long-
standing, unresolved grief suggested that Mary might have a depressive
syndrome (Kennedy, 1995) and, therefore, be sleeping poorly. | asked
her if she used any medicines to help with her sleep or to calm her nerves
(both insomnia and anxiety are common to older adults with depression
and related insomnia). She responded by pulling a huge bottle of an anxi-
olytic medication out of her purse; it did not have her name on it, in fact,
it had no prescription label at alll | asked where she got the medicine,
and she replied that her doctor gave it 1o her while she was in the hos-
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pital, 1o help her sleep. When | expressed doubts that a physician would
give & patient a bottle of 500 pills like this, Mary said: “Oh, then maybe
{ got it from Frances, my next-door neighbor.” It was guickly apparent to
me that Mary’s memory problem was not a simple issue and that the
roles played by drug use, poor nutrition, depression, and other causes
yet unknown had 1o be investigated. | proposed to Mary that she meet
with me again 1o investigate these factors as contributing to her mem-
ory problem and appealed to her refained professional identity as a
nurse, specifying that more assessments were necessary to understand
why her memory wasn't functioning optimally. “Well,” she said with a
smile, “I think that's a good idea but | live too far away to drive back by
myself, so | guess I'll have to stay with my daughter until then.”

With Mary's permission, ! called her primary physician in her pres-
ence and informed him about the problem and my assessment of her
status, and asked whether the physician was aware of her use of an anx-
iolytic. He was quite surprised to hear about her use of this drug and he
said that he had not prescribed any for her. Because | believed that
Mary’s mental status might improve if she discontinued using anxiolyt-
ics, | arranged for the physician (who agreed with mej 1o tell her over the
telephone to stop teking the pills.

Mary agreed to cease her pill usage when | explained that they might
be making her sleep worse. She then cheerily volunteered that she drank -
a glass of wine most nights to help her sleep when she woke up at 3 AM.
after the pill's effects had womn off. She volunteered: “Maybe | should
stop drinking wine at night, too.” Mary, who had estimated that this one
giass held approximately 6 ounces of wine, announced, “But it's not a
problem because it's not like I'm drinking liquor or anything that's not
good for you.” Mary also agreed 1o see her primary physician within 2
weeks to receive a thorough physical evaluation.

She informed her family of her decision to stay with them until the
next week and her decision to stop using the sleeping pills and wine at
night. John and Helen were surprised and sfightly confused, but [ ex-
plained the findings and theorized that Mary's memory problem might be
due to or complicated by many factors discovered in the evaluation (de-
pression, aleohol, anxiolytic medication). . '

THE FoLLow-Up VisiT  Mary, John, and Helen returned the next
week and reported that Mary was sleeping better, was less irritable, and
was no longer suspicious. They mentioned that her memory was much
better but sfill a problem. A quick re-evaluation showed that Mary’s
MIMSE score had indeed improved by four points, but that her short-
term memory was still impaired enough to warrant concemn for her safety
and necessitated a more in-depth diagnostic 4ssessment.

The most remarkable change was in everyone's affect. Mary was no
longer suspicious in front of her daughter and son-in-faw and they, too,
had bacome more relaxed and less fearful. They voiunteered that Mary
was so much better that they were ready 1o take her back home, and she
remarked that they were taking such good care of her that she was not
sure that she wanted to leave. We all agreed that Mary needed a com-
plete medical and funciional evaluation to see whether she was able to
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live safely alone at home and to take care of all of her needs. ftwas also
agreed that Mary would see a social worker and other mental health pro-
fessionals to assess her emotional status and that she would have a
proper diagnostic work-up tor dementia. Firally, Mary agreed to be-
come involved with community agencies that could monitor her overall
well-being and to maintain contact with her health care providers and
her family about her status. The papers | had been asked to sign the pre-
" vicus week were not mentioned. '

The problem—céntered paradigm of treatment would have involved a ther-
apist confronting Mary about her lack of memory and her poor judgment. The
approach would have attempted to get her to accepr the need for subordinating
her view of the situation to that of her “cational” family members (i.e., with no
memory impaizment). It would have required Mary to accept information about
her seif and her memory status about which she was amnesic. In view of her need
co defend herself from John and Helen's insistence that she had memory impaiz-
ments, [ saw their accusations as a likely cause of her defensiveness, suspicious-
ness, and znxiety in her interactions with her family.

According to Eron and Lund (1996), the presence of these emotions (defen-
siveness, suspiciousness, and anxiety) indicared that the gap berween Mary’s pre-
ferred view and other people’s view of her (i.e., John's and Flelen's) was widening
and perpetuated problematic ermotional states that further reduced her ability to
be part of the “reslistic” solution. All the talk of her problems made her strengths
t00 difficulr to derive and created more enrrenched defensive behaviors. It fuelled
her insistence that her view of herself was correct and thar her children were well-

" meaning but wrong. Likewise, Mary’s daughter and son-in-law were dealing
with 2 widening gap between their need to get along with Mary and at the same
rime to take care of Mary appropriately, and cheir belief that others would see them
as neglectful or ill-informed if they allowed Mary to go home and she got hust.

Finally, any attempts by me to impose a solution on Mary that agreed with
the family members’ view of her dilemma would have indicated that the clini-
cian also saw her as having lost her place in the “hypercognitive” world (Post,
1995) and totally unable to make decisions. Signing the papers provided by John
or referring them to an atrogney fo afrange a capacity evaluation could have
served to increased the polatity the family members were experiencing. This
could heve further threarened Mary's ability to realign her view of her self in the
situation while maintaining her preferred view. It could have prevented a forma-
tion of alliances among Mary, her family, and myself. By aligning with John and
Helen and abandoning Mary, I would have been at risk of widening the gap be-
cween Mary’s preferred view and others’ view of her into a chasm (Eron & Lund,
1996) and exacerbating her symptoms 50 much that she would be unable to use
her remaining abiliry to collaborate on & solution to this crisis.

When aspects of Mary’s preferred view were discerned, it was possible for me
to align with her wish to be seen as caring, thoughtful, capable, and open to new
information to make decisions. It was also possible to engage her preferred view
in how she wanred others to see her. Being seen by others as a well-informed purse
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helped Mary to agree to an empirical approach (i.e., “let's see what the data say
about your condition before we proceed”), and allowed her to stop acting exclu-
sively on her desire to deny her memory problem and spare her children any fur-
ther caregiving burden by overstaying her welcome. By aligning with many as-
a - pects of her preferred view as revealed in the conversation with Mary, I was able to
" find a basis for collaborating with her based on the view of her self that remained.
We were also able to wozk on actively realigning the margins of the self (Feinberg,
if ' 2001) with her remaining functional capacities and personal preferences.

. Wilbur

Wilbur was an 82-year-old resident of a long-term care facility who
began a habit of waking up at 2 A.m., getting dressed, and heading to-
ward the main entrance. Staff tried to redirect him and get him 1o go
back to bed, but within 5 minutes he would be headed toward the lobby
of the building. He was sent by his interdisciplinary care planning team
to see the consulting mental health practitioners in the hope that a
sleeping medication would be prescribed or that some other psycho-
tropic drug could be tried for this “agitation” and “wandering.” When
staff confronted Wilbur, he insisted that it was time to get up; he had
things to do. Wifbur's son Frank kept close tabs on his father's status
and asked that his father not receive any drugs. He had heard about the
possible side effects of the drugs that are used to control behavior in
patients who have AD; he didn't want his father to develop more prob-
lems. Frank asked whether a staff member could sit with his father when
he got up and talk with him, but the facility staff was reluctant to “set a
precedent” because “then everyone on his unit would get Up and want
to have attention pzid to them.” Staff expressed concern to Frank that
his father's “wandering made him an elopement risk” and that they
might have to discharge him to & more secure setting if medication failed
to solve the problem.

In an attempt to understand what was motivating Wilbur's behavior
and to achieve a view of his behavior as strengths-based, the clinician
suggesied that a nurse’s aide ask Wilbur why he was getting up and
dressing himself at 2 am. Wilbur, a retired superintendant of a large
apartment building in New York City, responded that he had to await the
coal truck that was due to arrive soon {to re-fuel the coal furnaces).
When viewed from Wilbur's perspective, his explanation provided a
suggested reframing of the behavior from problem creating to problem
solving. '

To explore Wilbur's explanation, the nurse's aide on duty during the
night was told to accompany him to the lobby and see what happaned.
Everyone was curious to see what Wilbur would do when no coal truck

. appeared and especially interested to see how he continued prablem
solving when his memory of the past didn't produce a solution in the .
preseant. ‘

The nurse’s aide and Wilbur made their way to the front lobby at 2 Am.
and drank coffee iogether while Wilbur read the newspaper and awajted
the truck. After waiting 30 minutes in which he finished his cofiee and
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scanned the newspéper, Wilbur stood up and anrounced: “I'm going to
bed!” When the curious nurse's aide asked him why, he replied, “Those
trucks are never on time, and if they think that I'm waiting up for them,

they're crazy.” Wilbur's son confirmed that this was a typical occurrence’

during his father's working lite, and that when he would rsturn o bed
around 3 AM., he muttered about the unions that made his life miserable
by not delivering ccal on time.

This pattern was repeated every night for approximately 6 months,
One night, however, when Wilbur awoke and was asked by the night
nurse if he was going to await the coal truck, he said he wasn’t going
to wait for it in the lobby that night. If they want me they can find me,”
he proclaimed as he went back to his room, without cueing, and went
to sleep.

Staff viewed Wilbur as a problem creator hecause their modernist,
scientific explanation of his actions didn't allow for any alternate view of
his behavior. For them, Wilbur's actions were seen from the perspective
of how his behavior negatively infiuenced them and their waelil-being.
Their fear of liability if he wandered out or their belief that they would be
overwhelmed with requests o give all residents individual attention de-
sermined their view. The nesd for staff members to preserve their pre-
ferred view of being competent professionals supporied their need to
protect themselves because they belleved there was nothing they could
do except restrain or medicate Wilbur. Allowing him to get up and move
about, possibly fall, or escape the facility would conflict with the staff's
preferred view and widen the gap between how they viewad themselves
and how they feared others might view them. [f Wilbur came to any harm
they might view themselves—or others might view them—as incompe-
tent, a view that is at odds with their oreferred view that they are good
care providers. Staff provided support for their theory by baing able to
see only one sterectypical, medical model perspective and they did not
allow alternative views as to why Wilbur behaved the way he did. Only
when staff went with Wifbur and found out why his behavior made sense
to him were they led to respond 1o Wilbur's behavior in 2 way thai fit his
logic.

An alternative approach, one that would allow staff to align their pre-
ferred view of themselves, would be for them to recognize Wilbur's be-
havior as problem solving. Staff must identify Wilbur's behaviors as his
attempt to use a successful solution, recalied from his unigue life story,
and apply it to his present situation. Though the behaviors he chose as
his solution did not fit the time and place, they were close enough to fit
the current context as Witbur parceived it. Wilbur's best solution about
what to do when he awoke at 2 a.m, was 10 be a responsible building su-
perintendent and do what was required, but he still maintained his cus-
tomary limitations. Although he was unable fo otient himseif to time and
place, he relied on his remote memory to fap an adaptive response to
the present context.

Wilbur's thinking was based on a view of the world that was deter-
mined by his experiences only, one that the statf's appeal io current re-
ality (i.e., he was supposed to return o bed) was unabie o maodify.

(€7
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Attempis at reality orientation are typibaliy unsuccessful in similar cases
with people who have AD; after sufficient cognitive decling, they lack the
reguisite cognitive function to decenter and adopt the other views ot the
world. Telling Wilbur that it was not time to get up and that the staff's
' view of reality was the correct one would only serve o
TELLING WILBUR THAT confront him with his memory loss, an aspect of self
it was not time o get for which he had no memory. These dueling para-
digms are at the heart of many well-intentioned but in-
effective interventions in AD care, They are the basis
of the gap wideners that, for someone with AD, dis-
confirm the “self as now known” and fuel negative
emotional states (Eron & Lund, 1996) so challenging
to family caregivers and paid staff.

up and that the staff’s
view of reality was

the correct one would
only serve to confront
him with his memory

Jass, an aspect of self The staff was eventually able to view Wilbur's be-
for which he had havior as meaningful and, from his point of view, they
no memory. were able 1o de-center from their view of his behavior

and participate in his story and his solution in a help-
ful way. Reframing Wilbur's behavior from problem creating to problem
solving allowed staff to align with his preferred view and support thair
own at the same time by displaying their helpful and competent selves.
It also evoked aspects of Wilbur's self thet limited the problem behavior
at each cccurrence and ultimately stopped it for good. The stafi's com-
fort with Wilbur's use of soiutions, drawn from sirengths based in his
unique history, increased as he acted according to this familiar nighttime
pattern and provided the meaning that made them modify their theory of
what motivated Wilbur's behavior, seeing it as problem solving rather
than as preblem creating.

JO U —————— e

A STRENGTHS-BASED,
PERSON-CENTERED PERSPECTIVE OF MARY AND WILBUR

Each vignette atrempted to demonstrate how the contrast in views and conse-
guent interventions arising from them set the traditional analysis of behaviors
apart from strengths-based, person-centered approaches. Bach revealed how al-
ternatives to the traditional approach provided opportunities for successtully re-
solving episodes of difficult behavior. The ability to place the origins of behavior
in Mary's or Wilbur’s desire to use their coping ability (albeir flawed due to the
effect of dementiza on cognition} provided the platform for collaborative problem
solving based in the person’s operative theory of self or preferred view. But more
critically, it provided a win-win method for the preferred view of both the per-
son with AD and the caregiver (family or paid) to confirm their respective pre-
ferred views. .

SUMMARY

This chapter demonstrates the validity and value of a strengths-based, person-
centered approach to AD and relared dementia care. This approach is a comple-
mentary, synergistic construct that poincs the way for an individual to care for
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his or her seff while coping with the effects of dementia. Above all, it is the re-
sponsibility of those who provide paid and unpaid care—and for the social
institutions that represent sanctioned culrures of care and those who oversee
them-—~to ensure that an individual’s loss of self is not his or her price of care.
Strengths-based, person-centered care is one way to prevent the excess disabil-
ity that resules when care providers focus on the person’s illness and fail to “re-
spond to fragile clues of selfhood” (Post, 1995). As Sabat and Harre observed,
“as an organizing center, the ‘self” is not lost even in much of the end stage of
the disease” (1992, p. 460). '
The following is a list of principles of high-quality dementia care (Bradley,
Ronch, & Pohlmann, 1999) that captures the essence of strengths-based, person-
‘ centered ways to help people with AD and other related dementias. It is my hope
that the reader will use these ideas to develop his or her own approach to caring
for those with AD and related dementias through a creative application of these

principles.

PRINCIPLES OF STRENGTHS-BASED CARE
FOR PEOPLE WITH AD AND RELATED DEMENTIAS

» People with AD process information despite their cognitive impair-
ments and do not expetience their condition passively. They remain ac-
tively involved with both the external and internal {e.g., emotions, sen-
sations, comfort) envirdonments.

« Caring for people with AD is more effective and less difficult if their
perspective and their “experiences of the illness” (Cotrell & Schulz,
1993) are included when formulating care approaches.

»  People with AD, like the rest of us, have 2 preferred view that consti-
tutes the basic operating assumptions and frames of reference that they
use to interpret and give meaning to events in their lives.

s People with AD attempt to act in line with their preferred view as they
try to cope with life’s daily demands. Their preferred view typically may
not include recognition of being cognitively impaired. Quality caring
supports the preferred view reflected in coping attempts and tries to
guide the person with AD roward successful coping responses that are
in line with his or her preferred view.

e People with dementia try to make sense of their experiences so that they
feel emotions and try to provide for themselves or seek from others sol-
ace when upset, meaning when confused, and self-esteem when dignity
is compromised. They must increasingly make use of less recent, more
remote historical information abour their individual ways of coping in
such circumnstances; quality care helps provide a bridge to information
so thar the individual can cope to the best of his or her abilities.

e Problem behavior may be viewed as a sign that the person with AD is

cognitively or emotionally overtaxed, is trying to solve a problem, is
making sense of his or her experiences with information that is incom-
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plete or “our of date” due to memory loss, and/or is having an unsertling
emotional reaction to how he or she feels.

e Person-centered, strengrhs-based care reinforces self-esteemn by provid-
ing the cognitive, emotional, and biographical informarion to enhance
the individual’s ability ro be successful without first having to ac-

_knowledge his or her memory loss. Likewise, these behaviors are under-

stood to originare in the mechanisms used by all humanity to cope
rather than as signs of mental illness, willful misbehavior, purposeful
malevolence, or mora! failings.

* AD undermines the preferred view of the person with the disease, their
family members, friends, and/or paid caregivers. As the disease pro-
gresses, they all experience the universal challenge to their long-held
images of personal agency and competency as a result of the devastation
of the illness and the corresponding loss of options they might normally
use in the face of other iilnesses to “fix it.”

* Not all behavioral phenomena chserved in people with AD are attrib-
utabie to symptoms of dementia, per se, and thus, those who provide
care can help achieve optimal quality of life by mobilizing the personal
resources of the person with AD to achieve berter adjustment to life
with dementia.

* People with AD respond better and use their remaining strefigths when
they are presented with attractive opportuniries to do things thar fit
their preferred view as adulrs than if they are faced with demands for
mandatory participation in situations built around the illness paradigm
in which everything is centered on therapy.

*  Person-cenrered care mobilizes and makes optimum use of the strengths
of people with AD and the people with whom they interact.

THE OBJECT OF CARE

The experience of a person with amnesia was characrerized as his or her “having
lost faith in actualiry” (Palmer, 2000}. If professionals provide care to people with

dementia and other forms of amnesia amid a battle over actuality, they will win

the battle and lose the war. The object of such care js the person (with dementia)

as she knows him- or herself. The object is not to get the individual ro see real--
ity as others do, if only for 2 moment, before care is given. By doing that, one asks

the persen to lose faith in his or her own actuality~—where the self still exists.
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