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ABSTRACT
- 2
Although family caregivers of relatives suffering from

Alzheimer's disease are receiving increased attention in the research
l1iterature and public media, little attention has been given to familyA
caregivers' experiences with a relative suffering from Alzheimer's
disease, who reside in a psychiatric institution. Psychiatric
institutionalization is currently one alternative to management of the
-aggressive and wandering behaviors of those suffering from the

disease.

A qualitative method was utilized to examine the phenomenon: of
family caregiving of a relative suffering from Alzheimer's disease, *
who resided in a psychiatric institution. The sample consisted of ten
family caregiiers whose relative resided in the, psych1atr1c
institution. Open-ended interviews were tape recorded and transcribed
verbatim. Through continual comparative analysis, data were
categorized. into comnon]y occurring themes. Emergent concepts and
hypotheses were verified through additional interviews. '

Caregiving was found to be a fiJg stage process which togk place
over a numb!g of years. Family caregivers experienced changes in
thougnt’énd changes in 1ntaraetion with others. These changes became
the properties-assocfated with the five etages in_the'proceés of -
caregiving. o ‘ ot -

Data {1lystrate pe}terns of family caregiver loss of control of
care management, increased interaction with formal caregivers, and .

increased social isolation of primary family caregivers.

o

. \
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I. INTRODUCTION

; J
As the percentage of elderly people in the population increases,

more_attention is being given ‘o 1ssue§¢wh1ch areAparFic.ularly‘
troublesome for this group. Dementias are not uncommon among the
elderly, and in the past two dgéades increasing interest has beep
given to a‘form“of dementi? called A]zheiméris disease. '
Alzheimer's disease is a degenerative disorder whigh affects
cells of the brain, and was first identified by a physician named
Alois Alzheimer in 1906 (Mulder, 1980). The onset of the disease ‘is
gradual and it usually affects individuals over 65 years of age,
though it has occurred as early as 40 (Barto], 1979;ﬁGwythef/E’
Matteson, 1983).* The duration of the disease 15 usually from 5 .to 10
~ years and leads to death (Gwyther & Matteson,:1983). The neuronal
k changes in the brain are characterized by neurofibrillary tangles,
senile plaqqg formation, ventricular enlargement, severe atrophy of
the brain c;rtex and degeneration of the nerve cells (Gwyther & -
Matteson, 1983; Hayter, 1974; Schneider & Emer, 1985; Williams, 1986).
These changes are manifested by memory loss, impaired judgement,
inability to engage in abstract thought, mood‘chdhges, personality”
changes, and behavior changes (Gwyther & Matteson, 1983). There is
considerable variability in 'the progressioﬁ of the dist§e, but the
-average time from diagnosis §6 death has been estimated at seven yga}s
(Ninos & Makohon, 1985). The disease usually progresses from méméky
loss, time disorientation and lack of spontaneity, to increased memory
loss,‘Vé}bal communipation difficulties) perseveration, and wandering.
It then pragresses to include motor skifl abnormalities, disinterest
:32; communication difficulties

in food, seveke memory loss, an
(Hayter, 1974). Several authors have}discussed the progression of the»
disease in terms of specific stages (Bartko et\hl;{ 1983; Burnside,
1979;iQhaf1es et al., 1982; Haytery 1974; Williams, 1986), but this



concept has not been universally accepted (Zarit & Zarit, 1982).

Individuals who suffer from Alzheimer's disease are usually otherwise

physically healthy (Hayter, 1974). Researchers are currently

investigating relationships betwéen Alzheimer's disease and slow

(partko et al., 1983; Nee, 1985; Schmidt, 1983, but there is
presentiy no known cause of the disease (Bartko et al., 1983;
Burnside, 1%79 Charles et al., 1982; Hayter, '1974; Zarit & Zarit,
1982). N ' \

Physicians are frequently reluctant to'giyega diagnosis. of

v;zhses, autoimmune processes, genetic factors and aluminum toxicity

Alzheimer's disease, because conclusive diagnosis is pessibfe only ~
after a positive brain biopsy, which is rarely done prior to death
‘(Dahl 1983) Many physicians prefer to labeiﬂthe symptoms more

generally as senile dementia or as senile dementia of the A1zheimer s

type, though the physicians guide to diagnostic critEria for mental

disorders indicates that nearly all cases of senile and preseniie
»dementia are associated with Alzheimer's disease (Spitzer, 1980).

An estimated 1.5 million individyals (Gwyther & Matteson, 1983),

or between five (Gwyther & Matteson, 1983) and ten (Luke, 1982)

—-- percent of the popuTation over the age of .65, are afflicted with
Alzheimer's disease Jn the United States. In Canada it has been
estimated that 10,000 deaths per year are attributed to Alzheimer's
disease and that as many as 100, 000 to 300,000 individuals may be.

.afflicted with the disease in varying degrees at a given tiyle (Health ‘

. and Welfare Canada, 1984) -
| A 1arge amount of the avaiiab]e literature about Adzheimer's '
disease focuses on. nanagement of the ‘diseased individual (Bartko et -
1., 1983; Bartoi 1979; Berkman & Rehr. i975; Burnside, 1979;,Charles
et al., 1982; Chisholm et al., 1982; Cohen et al., 1984; Cutler &
Narang, 1985; Dahl, 1983; Gobolt,'1986,fﬂalsher, 1983; Hayter.-1974{

“ -



LaPorte, 1982; Ninos & Makohon, 1985; Schafer, 1985; Shomaker, 1986
Thornton et al., 1986; Williams, 1986), though concerns about support
for family members of individuals who suffer from Alzheimer's disease
have been expressed by health care workers both in the literature and
in practical settings.

A review of the literature unveiled several assumptions and
untouched areas of examination relating to family members and their
relatives who are afjljcated with Alzheimer's disease. It was found
that family members were not generally acknowledged as caregivers
after their reiative was institutionalized in any type of health care
facility. There was little consideration given to family members'’
experiences and feelings after the relative was institutionalized, and
there was little di§cussion about those family members who did not
attend formal support groups.

No statistics were available which reflected where individuals
who suffered from Alzheimer's disease were cared for during the
progression of the disease, but several authors reported that most
elderly demented individuals are cared for in the community and that
the most frequent community caregivers are family members (Barnes et‘
al., 1981; Horowitz, 1985; Poulshock & Deimling, 1984; Rabins et al.,
1982; Reifler & Wu, 1982; Robertson & Reisner, 1982; Zarit et al.,
1980). However, individuals suffering from A1zrgimer's disease were
usually institutionalized in the later stages of® the disease, when the
family cog]d no longer cope with the care and supervisioﬁ which was
required (Hayter, 1974; Willisma, 1986; Zarit et al., 1985). The
major ménifestatioﬁ of Alzheimer's disease is mental impairment:
Johnson and Johnson (1983) contend that a family caregiver's inability
to cepe with the care and supervision of the relative is inf1uenc;d
more often by mental impairment than by physical impairment of the

elderly care recipient. S~



Individuals who suffer from the disease are frequently admitted
to health care institutions for treatment at varying times during the
progression of the disease. Alzheimer's disease is considered a
chronic treatment situation by health care professionals, and the
acute care facility is not perceived as the appropriate place for
long-term treatment of the individual suffering from Alzheimer's
disease. Difficulties in care management are increased when
behavioral manifestations of individuals with Alzheimer's disease
create difficulties within nursing home and hospital environments.
Thegp facilities are frequently not equipped to handle the needs of
indﬁvidua]s suffertng from Alzheimer's diseaséfvparticularly in the
later stages (Aronson & Lipkowitz, 1981; Bartko et al., 1983). Most
nursing homes and general hospitals in g;nada are not legally
designated or designed to confine individuals within facility /!
boundaries, nor are they equipped or prepared to manage severe
aggressive behaviors of their residents. The disturbing behaviors of
individuals suffering from Alzheimer's disease, such as continual
aggressive acts and wandering, have created management difficulties
for family caregivers and health care personnel. The difficulties
presented by care recipients have frequently resulted in psychiatric
institutionalization of that individual. Psychiatric institutions are
legally designated for confinement of individuals without their
_consent in situations where that individual is perceived as a danger
| to himself and/or others by health care authorities.

Treatment of any individual in a psychiatric institution fis
stressful, and the experience raises many issues for family members
(Rose, 1983). Stigmas attached to 'mental illness' can bring about
fears that lead to a denial of the need for psychiatric treatment
(Horwitz, 1978). Family members may become ashamed or embarrassed

about the individual who is identified as having a mental {llness.
. T o



There is frequently an element of contagion to beliefs about mental
illness. Spread of the stigma to include family members may be
feared, feelings which may be\reinforced througﬂ\perceived rejection
or blame by others (Anderson & Meissel, 1976; Gof}man, 1963). Fears
could also be supported by beliefs that mentdl illness is genetica Ty
transferred or passed on through physical contact. For those reasons,
hospitalization for treatment of a mental illness is viewed by family
members as & 'private matter’' and as a 'last resort’ (Rose, 1983).
Family members must also deal with their assumptions and perceptions
about psychiatric institutions which were found to be based on
previous expe#ience with health care institutions (Rose, 1983). It is
assumed that the psychiatric institutionalization of an individual
suffering from Alzheimer's disease has an impact on family caregivers.
This {mpact may be similar to that which is experienced by family
members of individuals institutionalized for treatment of other
diagnosed mental illnesses. '

Family caregivers who have a relative suffering from Alzheimer's
disease and who is residing in a psychiatric institution must deal
with the traumas relafed to the 'ongoing funeral' of Alzheimer's
~Jwdisease (Gwyther & Matteson, 1983). They myst also contend with the

stress of their relative's admission to a psychiatric institution for

treatment of the disease.

Statement of the Purpose

Though psychiatric institutionalization has been one management
strategy for some individuals who suffer from Alzheimer's disease,
there has been no reported examination of family caregiver experience
with these individuals. Family caregivers' experiences with relatives
suffering from Alzheimer's disease and who are admitted to a
psychiatric institution are salient to government groupé and poticy

makers as the elderly population increases and facilities and services



\
are propﬁzed. The purpose of this study was to examine family
caregivers' experiences with a relative who suffered from Alzheimer's

disease and who resided in a psychiatric institution.

Definition of Terms '

Family
The term 'family' in this study refers to that social group which

was defined as family by the individuals who participated in the
study. The term 'relative' was used to identify individuals who Lere
identified by the subject as being a member of the family. The
relative who suffered from Alzheimer's disease will be referr:UPto as

the ADR--Alzheimer's Diseased Relative--during this discussion.

Family Caregiver

'Caregiver' has been defimed by Hirst and Metcalf (1986) as "one
who attempts to meet the physio]ogica] and psychological needs of the
individual" (p. 24). They indicate that this definition refers to
both family members and health care workers. 'Family caregiver'
refers to identified family members who provided any amount of care to

the ailing individual in the form of physical or psychological

support. A primary family caregi;er was that family member identified
by participants as holding the majority of responsibility for physical
and/or psychological care for the relative suffering from Alzheimer's
disease. This definition of a primary family caregiver corresponds to
the definition used by, Zarit et al. (1980), where primary family
caregivers were "principaliy respon;ible for providing or coordinating

the resources required by the person with dementia" (p. 650).

Psychiatric Institution
A psychiatric institution houses individuals who are receiving

treatment for a yariety of psychiatric disorders. The institution



differs from other health care facilities in that it is ledally
designed to-treat and/or confine individuals without their consent for
varying periods of time. Two such institu;Tons exist in the provirce

of Alberta.



II. SURVEY OF THE LITERATURE

Literatdre was reviewed which addressed issues related to
Alzheimer's disease and family caregiving and to the impact that
psychiatric institutionalization has on family members. Several
issues which were assumed to be salient to?tﬁis group of family
caregivers were not addressed in the‘§,terature. - There was little
investigation of interactions among relatives of individuals suff!ring
from Alzheimer's disease or between family members and informal and
formal supporters. There was miniqaliniscgssion of family members'
feelings when a relative was institutionalized in a health care
facility. Family members who did not attend formal support groups
were not considered by researchers in their evaldations of support
programmes. There was also no discussion of issues which were of
concern to family caregivers who p]acéd thetr relative suffering from
Alzheimer's disease in a psychiatrdic institution. -Some of the
underlying assumptions reflected in the liter;ture.were:

1. Family meﬁber; want to care for their ailing, elderly relatives
despite the burdens and difficulties encountered.

2. In families where there is a relative suffering from Alzheimer's
digease outside an institution, there is only one major
caregiver.

3. The decision to instituttopalize an elderly fami]y member {is made’
by family members. )

4. A family member is no longer perceived as a carggiver once the
relative with Alzheimer's disease is institutionalized. |

5. Formal support groups are beneficial for family members uho have
a relative suffering from Alzheimer's disease. f

6. Psychiatric 1nst1tutionalization is stressful for famity
members. )

These assumptions provide the structure for the fol]owinq d1scussioh

)

of the literature. ’ //



Assumption 1: Responsibility to Care

Several authors stressed that family abandonment of the elderly
is a myth and that inatitutvicmalizatim of an elderly family member is
* usually perceived by family members as a last resort (Aronspn &
Lipkowitz, 1981; Dietsche & Pollman; 1982; Gree.ne,“ 1982; Hawranik,
1985; Hayter, 1982; Helphand & Porter, 1981; Hirst|& Metcalf, 1986;
Lebowitz, 1978, 1985; Lynott, 1983; Mace, 1984;: Moss & Kurland, 1979;
Reifler & Wu, 1982; Treas, 1977; York & Calsyn, 1977). ©

Much of the literature on family caregiving suggested different
methods of responding to behaviors of the &ndividual with Alzheimer's
disease. These recommended management strategies frequently involved
role changes for family members. The strain experienced by family
members resulting from role change was alluded to by several authors
(Haytor, 1982; Kapust, 1982; Mace, 1984; MacVicar & Archbold, 1976;
National Advisory Council on Aging, 1984; Power, 1979; Rabins et al.,
1982). |

There has been increased interest by researchers on issues
related to caregiver burden and coping abilities of the primary family
caregivers in these families (George & Gwyther, 1986+ -Gilhooly, 1984,
1986; Kraus, 1984; Pratt et al., 1985; Zarit & Zarit, 1982; Zarit et
al., 1980, 1985, 1986). The focus in the research has been on the
identification of indicators of bﬁ:den, the measurement of burden and
the impact of subjective caregiving burden on decision-making
regarding institutionalization. Most authors proposed practical (
measures for family and formal caregivers to de.crease family caregiver
burden. ‘Institutionalizatim of a family member suffering from
Alzheimer's disease occurred when the burdens of caJ":egiving became t{:oo
great for the family members (Zarit et al., 1980) and most often |
occurred when the health of the family caregiver deteriorated
(Montgomery, 1984; Rakowski & Clark, 1985). Gilhooly (1984) feund



that though many of her subjects reported "experiencing considerable
burden," thejr mental health ratings were ot consistent with the
assumption that caregiving had a negative impact on the well-being of
the family caregivers.

This type of inconsistency in the findings of caregiver burden
ressaréh is not .unconmon. Schotars indicated that family members do
wish to care for their ailing elderly at home, despite the reported
burdens experienced. Little research has unvéi]ed the dynamics of

family relationships in these situations.

Assumption 2: Major Family Caregiver

One of the most frequently addressed issues in the literature
about Alzheimer's disease was that of family caregiving. However,
those who discussed family caregivers did not study the whole family
nor the interactions among family members. They focused on the
perceptions and experiences gf one family member who was primar1ly
responsible for caregiving and/or care maﬁagement. This reinforced
the assumption that in families where there is a relative suffering
from Alzheimer's disease who is being cared for at hohg, éhere is only
one major caregiver.

Feelings and perceptions of'primary family caregivers were
[extensively reported in the literature. Some of those cited we;;:
anger at the situation, the patient, and/or other family membefff
depression, grief, isolation, fear, frustration, burden.’anxiety,
guilt and fatigue (Barnes et af., 1981; Breu & Dracup, 1978; Cohen,
1984; Glosser & Wexler, 1985; Gwyther & Matteson, 1983; Hampe, 1975;
Kapust, 1982; Kart, 1981; Labarger,‘1981; Lezak, 1978; ﬁfce, 1984 ;
Mailick, 1979; Poulshock & Deimling, 1984; Rabins et al., 1982;
Reifler & Wu, 1982; Robertson & Reisner, 1982; Scott et al., 1986;
Tusink & Mahler, 1984; Thonﬁsoﬁ & Doll, 1982; Zarit et al., 1980).

’ )

"y
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Family conflicts were also reported as being a part ofsthe family

caregiving experience (Gwyther & Matteson, 1983; Kart, 1981; Lezak,

1978; Rabins et al., 1982). These caregiver perceptions and feelings

were frequently reported, without explanation df how the information
was gathered. . c

The research about family caregiving which was reviewed did not
include more than one family caregiver. The family member who was
used to gather data about caregiving was the primary family caregiver.
ReportedAfee1ings of primary family caregivers reinforced the notion
of a single family caregiver 4n thisﬁzype of situation. Reports of
family conflict indicated that primary family caregivers were not
totally isolated from other family members. Use of the primary family
caregiwver as the only family participant in studies examining family
caregiving issues does not allow the researcher to examine the
complexity of the phenomenon or the perceptions of other family

members who may be involved to lesser degrees in the caregiving.

Assumption 3: Dgcision-quing and Institutionalization

Scholars who discussed the family decision-making process did not
include examination of the role of formal caregivers. This suggested
that researchers assumed family members were solely responsible for

the decision to institutionalize their elderly relative. The argument

- was that institutionalization of a family member suffering from

Alzheimer's disease occurred when the burden of caregiving became too
great for the family caregivers (Zarit et al., 1980). This often
occurred when the caregiver's own health deteriorated (Montgomery,
1984; Rakowski & Clarkp 1985), or if the mental health of fhe care
recipient was poor (Johnson & Johnson, 1383). The specific rationale
behind institutionalization varies with each gituation, but most
researchers would agree thai %ge decision to institutionalize E

relative occurs

11
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whem family members perceive their éituation to be 'intolerable’

(Araoason & Lipkowtiz, 1981; Johnson & Johnson, 1983; Johnson & Werner,

1982; Lynott, 1983; Zarit et al., 1980). » -
The process of decision-making regarding institutionalization was

idemtified as a strain for family caregivers of an elderly famiTy

member. During the decision-making process, family membér; often

found themselves in conflict with each other (Johnson & Johnson, 1983; \\

Natfonal Council on Aging, 1984). Family conflicts usually resulted

fram different perceptions of the situation and perceived filial

obligations (Greene, 1982; Johnson & Jéﬁnson, 1983; Johnson h Werner,

1982; Lebowitz, 1978; Lynott, 1983) or lack of 6ﬁanﬁing and discussion

regard%ng placement prior to the institutionalization (Greene, 1982).
Researchers,who addressed decisi&h;making issues related to

1nst1tdtjonalization of an elderly family member did not incTude

reparts from or about the involvement of formal caregivers in the

decision-making procegs. Only reports from primary family caregivers

were cbnsidereg. Because of this omission}- the assumption that the

decision regarding institutionalization of the e1der1y;fs madé

<P
entirely by fami¥W} members was reinforced.
/S

Assumption 4: Caregiving After Institutionalization )

If a caregiver is one who attempts to meet the physiological and
psychological needs (Hirst llMetcalf, 1986) then wheﬁrer the recipient o
of care is institutionalized should not necessarily preclude

.caregiving by a family member. However, most of the 1iterature about
family Tdregiving of individuals Qith Alzheimer's disease chused on
‘.fa-d1y members who were caregiving while the relati?e rgs{ded oufside'

an institution. Some researchers have found that famiiy members
continued to be  involved with the ailing family member after he was
institutionalized (Smets, 1982; Wiancko et al., 1986; York & Caslyn,

FE



1977). Though most of the research on caregiver burden con;eﬁtrated
on primary caregivers' experiences while the ailing relative .was being
cared for at home, Prétt et al. (1985) indicated that caregiver burden
did not subside as expected after the care recipie;t was
institutionalized. Wiancko et al. (1986) stated that with
1nstitutionalizatioﬁ of a cognitively impaired spouse, the dynamics of
the burden changed for fam#ly caregivers. . *

After a relative is institutiona]izedt family members must 1eafi
new roles and develop new skills to deal with health care
professionals (Ha%}é}, 1982; Hirst & Metcalf, 1986; Mace, 1984;
Rakowski & Clark, 1985; Safford, 1980; Wiancko et al., 1986; York &
Calsyn, 1977). Barnes et al. (1981) report that thest® new roles were
often adoptgd by‘family members with-reluctance and feelings of
inadequacy. ) ’ \

Examination of literature where scholars examined family |
caregivers from a formal caregiving perspective unveiled the findings
that 'family interference' was the result of role changes for family |
members, lack of information, lack of involvement and responsibility
for care of the sick‘relative,'and discrepancy in expectations of
formal and family caregivers (Robinson. & Thorne, 1984). Interfering
behaviors included: demanding undie attention, criticism of‘care,
complaints about conditions, sabotage of patients' compliance,.and
generélly making a_ﬁuiéance of themselves. The authors suggest that
formal caregivers have been socialized to resist these behaviors.
Smets (1982) proposed that family membe:s behavéﬂin ways that are
expected of them by health professionals. If health professionals
hold negative attitudes"toward‘faﬁilips, it creates confiict between

family members and the health care workers who provide formalized

i

support.

Researchers have focused on family members as caregivers prior to .

. ]
’ o 4
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institutionalization of the care recipient, though some have reported
that family members remained involved with their relative after
institutionalization. Several authors mentioned the role changes and

adjustments required by family caregivers after institutionalization

of the care recipient, but research addressing this issue is minimal.

The concertration of attention to family caregivers prior to
institutionalization, combined with the health care literature
examining formal caregivers' negatiVe attitudes toward family members,
reinforced the assumption that family members are no 1ongen\yonsidered

as caregivers after the institutionalization of the care recipient. |,

Assumption 5: Formal Support Groups

Cohen and Syme (1985) defined social support as “the resources -

(potentially useful information or’things) prowided by other persons"”
(p. 4). A person feels supported when he feels cared for, valued, and
is a member of a social network (Cobb, 1976). Social ;upport for
family -caregivers can be either formal or informal (Zarit et“ai.,
1985). Informal SUpport is that which is provided by friends,

‘re1at1ves and acquaintances, aod formal support is that which is
provided by professional he]pers,(Cohen'& Syme, 1985). Hayter (1982)
stated that, family carébivers do not get the support they need from
health care‘professionals, partially due to the formal carediving'
focus on the ailing individual. She asserted that relatives need help
in understanding the disease and treatments, they need to be allowed
to venti]ate their feelings, and they need reassurance and
encouragement to make. appropriate decisions. V

Examination of the literature related to support issues in
general showed that support was one of the most basic activities of
nurses (Grossnan-Schulz & Feeley, 1984; Schoenhofer, 1984). Again, _
support was largely discussed in terns of the individual patient.

- . »
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Grossman-Schulz and Feeley (1984) found that the definition of suppokt
provided by nwrses varied. Nﬁ?ses were unclear about what criteria
were used to evaluate supportive measures. Hawranik (1985) suggested
that formalized family support was not adequately assessed after
families had been °plugged in' to the system. She cautioned that
satisfaction of the support received by family members may be either
felﬁ satisfaction, or it may be an acceptance ofkthe situation based
on family members' percept{ons that no other alternatives are
available to tivem. .

Support graups for the families of the institutionalized
individual suffering from Alzheimer's disease are usud¥ly initiated by
hes1th care pyu#eisiona]s. This also appeared to be true of family
support groups of non-institutionalized individuals suffering from the
disease. The groups frequently havé an educational component to them,
and they provide an opportunity for fami1y members to share their
feelings and expzrfences with other group members. Aronson and

Yatzkan (1984) describe the support group movement for the family

members of individuals suffe?ing from Alzheimer's disease as a "'seat

of the pants’ mavement that has sprung up to fill the large gaps in
service that extst"” (p; 5). ‘

Reports of evaluation of existing support grodpsﬁare timited.
Glosser and WexTer (1985) found that the family members' evaluations
of an educati@nal/support group were geﬁéral]y positive, despite
limitations of the evaluasion tool used. S;udies of support groups
done by Lazarus et al. (1981) and La Vorgna (1979) found that the
nqmber of invited participants who;chose not to attend group sessions

were 3 (37.5% of the total invited participantsb and 5 (33.3% of the
total fniited perticipants), respectively. There was no-discussion of
other forms of social support ut11ized‘by these individuaTs.
Evaluations from support group participants were positive. A ﬁajor

15
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#;\\1mitation of this research was that the findings were obtained from

mall sample sizes and the studies took place over a short period of
A ime. Despite the absence‘of substantial evaluative research
egarding the usefulness of support groups, the underlying assumption
remains in the literature that these groups are a helpful method of
providing support for family membets who have a relative suffering

from Alzheimer's disease.

Assumption 6: Families and Psychfatric Institutionalization

Because the phenomenon being studied concerned admission of a
family member to a psychiatric institution for treatment of
Alzheimer's disease and.this specific group of individualshas not
been discussed in the literature, general family attitudes related_to.
mental illness and psychiatric institutionalization were egg}ored, '
Issues considered in the literaturedwere family members' definitions
of mental il1lpess, family dynamics, the'1mbact of nsychiatric
institutionalization on families, thg negative social reactions to
mental illness and feelings that family members have nbout the
experience (Anderson & Meisel, 1976; Goffman, 1963 Horwitz, 1978;
Rose, 1983; Vannicelli et al., 1980). ‘

Few researchers have examined family members " attitndes about
mental ilTness (Vannicelli et al., 1980). However, Anderson and
Meisel (1976) pointed out that "famifieé cope least well with
situations or behaviors that threaten theif’sense'of security” (p.:
869) and that psghhiatric institutionalizat1on of a family member has
been found to be one such situation. The authors discussed how mental
illness of a family member brings about 1sqlation of that famfly from

" the community. Feelings of shame or enbanrassnent may retdlt in
expectations from fanily menbers that chers will reJect them, -
stiguatize them, or b1ane them for their part 1n pronoting the nental

il1lness..



Rose (1983) found that the concerns which family members

Eﬁ* experienced when a relative was institutionalized for treatment of a

psychiatric disorder reflected their own definitions of mental

1¢§;3111ness. They attempted to mold their definitions of mental illness
so that they were acceptable to them and could be applied to their
relative. Vannicelli et al. (1980) found that social class, ethnic
background, and peer group influences had more impact on the
development of attitudes about mental iilness than did the subjects’
own experiences with mental illness. Thus, it appeared that an
individual's definition of mental illness is largely influenced by
interactions and relationships with others in the community.

\The perceived social stigma associated with admission to a
psychiatric institutioﬁ determined which individuals family members
contacted for help or support (Rose, 1983). Family members "became
protective of the patient and they came to view mental illness as a
'private' experience” (Rose, 1983, p. 509). Available supports were
perceived as being ‘limited, which in turn, influenced family members'
understanding of the illness.

i Family he;bers also had to deal with precon" jons about
psychiatric hospitals as being 'asylums' (Rose, 3983). Assessments of
the psychiatric institution were tied to definitdbns of ménta]
illness. ”Eamily members frequently looked for similérities between
their experiences with the psychiatric institutioQ and past
experiences with other health care institutions.

Scholars agreed that social stigma is connected with psychiatric
institutiondlization. This stigma appeared to influence the
experiences of family caregivers by challenging their attitudes and
beliefs. Such a challenge during a period of crisis affected levels
of stress experienced by family caregivers. No evidence was given to

'gqggest whether or not family caregivers of individuals suffering from

a -
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Alzheimer's disease who were admitted to a psychiatric institution

experienced similar stresses.

In summary, much of the literature indicated that the abandonment
of elderly family members is a myth. Several authors discussed family
caregiver issues in relation to Alzheimer's disease. These reports
tended to focus on the feelings, perceptions and role changes of one
primary caregiver, with limited discussion of other family members.
There was some exploration of family decision-making processes related
to institutionalization of an ailing family member. The assumptions
apparent in this literature were that family members wanted to, and
did care for their ailing relatives, despite enormous financial,
physical and emotional burdens. Family caregivers were dicision-
makers when institutionalization of the care recipient was
considered.

The literature on formal support for family members focused on
family support groups of institutionalized and non-institutionalized
individuals with Alzheimer's disease. Minimal evaluation of formal
support services has been reported, though the belief that formal
family support groups were beneficial for family members prevailed.
Recent nursing litérature addressed some issues of support, but
definitions of support were unclear. It was also foﬁnd that some
health care professionals held negative attitudes toward family
caregivers, institutionalized care recipients, and that family members
were no loﬁaer perceived as caregivers after the relative had been
institutionalized.

Family members who experienced admission of their relative to a
psychiatric institution for treatment of a mental i11ness experienced
internal upheavals in terms of their definition of mental {llness and

S

their perceptions of psychiatric institutions. It appeared that

\ o
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psychiatric institutionalization of individuals suffering from
Alzheimer's disease was not addressed in the literature. Thus, no
assumptions were evident relating specifically to the issue of
psychiatric institutionalization of a relative suffering from
Alzheimer's disease.

The researcher examined experiences of family members of a
relative with Alzheimer's disease who resided in a psychiatric
institution. An understanding of family caregivers' experiences is
basic to the identification of salient factors for these families
before appropriate formal support can be provided for family members.
Health professionals will not begin to be able to effectively support
family members of institutionalized and non-institutionélized
individuals suffering from Alzheimer's disease until family
céregivers' perceptions have been systematically analyzed. Because
the‘research into this area has been limited and the available
literature reflected several assumptions, a qualitative approach was

chosen to examine the phenomenon.



III. METHODOLOGY
Grounded Theory o

Qualitativé research generally takes an inductive approach where
data are gathered in order to identify salient concepts and variables
related to a phenomenon. Research which uses an inductive approach
does not organize data to fit a pre-chosen theoretical framework.
Rather, theory is developed from collected data. Grounded theory 1is
one type of qualitative methodology. Theories which are discovered
using a grounded theory approach are grounded in evidence fodnd within
the data.

The purpose of grouﬁded theory is to generate theory which will
“account for much of the relevant behavior" through comparative
analysis of social units of any size (Glaser & Strauss, 1967, p. 30).
Through the comparative process, conceptual categories are generated
from evidence within the data. Conceptual categories were defined as
abstractions of the evidence {Glaser & Strauss, 1967). Conceptual
categories are general in nature, while the properties of the
categories are more specific in nature. .Glaser and Strauss (1967)
stated that evidence related to a conceptual category may change or
vary with each case, but that the concepts themselves wiil not change
if the conceptual category is tﬁzoretica11y sound.

During initial data collection and analysis, the researcher’
identifies a core category'which “Sums up in a pattern of behavior the
substance of what is going on in the data" (Glaser, 1978, p. 94). The
core category 1§ the main theme or the “main concern or problem for
the people in the setting” (Glaser, 1978, p. 94). Glaser (1978)
defines a basic social process (BSP) as one type of core category
which has “two or more emergent stages“ and "gives the feeling of
process, changes, and movement over time" (p. 97). The BSP is further
differentiated into the basic social psychological process (BSPP) and

2 :
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the basic soéia] structural process (BSSP), which is the social
structure in which the social psychological przgﬂsg/;ccurs. In the
phenomenon in question the basic social psycho ogical process was
caregiving and the basic social structural process was family life
development. Thus, the core cate?ory in this study was the basic
social process of family caregiving. In this situation, the
psychological process of caregiving influenced the structural process
of family life development.

Other broad or general subcategories or concepts re1ated‘to the
core category are also identified during initial data collection and
analysis. Using a grounded theory gpproach, these identified concepts
are then verified through further data collection and analysis. This
process of verification continues until a conceptual category is
considered saturated. Saturation occurs when no additional data are
béing found which refine the properties of a conceptual category. As
iimi]ar evidence is repeatedly unveiled "the researcher becomes
empirically confident that a category is saturated" (Glaser & Strauss,
1967, p. 61). Thus, grounded theoryiint]udes both inductive and
deductive thinking in its process (Field & Morse, 1985)

Through continued comparison of cases, hypotheses about
relationships between the concepts emerge. As the h}potheses develop,
they, too, are verified through further data collection and analysis.
The accumulated 1nterre1ation$ of concepts "form an integrated central
theoretical framework--the core of the emerging theory" (Glaser &
Strauss, 1967, p. 40). o

During the process of theory development, th researcher turns to
existing literature which provides more data to be considered during
the process of abstracting concepts. Ongoing review of the literature
also generates ideas about cbncepts and their reiationships which'may

affect the direction of theorizing (Glaser, 1978). “Data collection
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continues until ... no new data and no new additions are added to the
category and one overriding, or core category can explain the
relationship between all of the others" (Chenitz & Swanson, 1986,

p. 8).

Yalidity and reliability are key issues in quantitative research
methodology whére the approach is deductive. There is considerable
debate in the scientific literature about the relationship of
reliability and validity to qualitative research. Reliability refers
to the ability of a study to be replicated by other researchers.
Analysis in grounded theory is dependent on the "researcher's skill,
creativity, time, resources, and analytic ability" (Chentitz &
Swanson, 1986, p. 13). Therefore, an exact replication of a study
using the grounded theory approach is not possible because no two
researchers will be exactly alike. Chenitz and Swanson (19@6) felt
the question of whether the discovered 'g:&ended‘ theory could be
applied to other similar situations over time was of greater concern
when addressing issues of reliability. Leininger (1985) supported
this view of reliability, stating that the phenomenon under study
should "consistently reveal meaningful and accurate truths about
particular phenomena™ (p. 69).

One method of increasing the reliability of’a theory is to test
hypotheseS as they develop by asking participant§ to evaluate the
findings (Stern, 1985). This makes the findings reliable for the
specific group being studied. Peer evaluation and contiﬁued
literature review could also serve to increase the reliability of a
qualitative s (Field & Morse, 1985). - : |

'In_g‘Ztive research, validity refers to the degree to which

- an ‘ﬁgtrument measures what it is supposéd to be measuring® (Polit &

Hurgler, 1978/ p. 434). In qualitative research, validity reférs to

confi on of "the truth or understandings associafed with

22
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phenomena” (Leininger, 1985, p. 68). It focuses on the question of
whether the theory is relevant to the particular group being studied.

Validity can be increased through the use of participant
observation as a method of verifying observations made during
unstructured interviews. This assures. that findings obtained from
questioning during the interviees with that subject are checked .
through observations in the natural setting. Ongoing literature
reviéw during the process of data analysis and theory development also *
helps to verify, elaborate, or point out factors wh{ch are not evident
in the hypotheses as they are being formulated (Chenitz & Swanson,

" 1986). Detailed field notes about relationships between the‘subjects
and researcher also allows the researcher to address some of the
potential threats to validity.

In grounded theory, the issue of external validity is addressed
through the process of theoretical sampling where the goal during
subject selection‘and data analysis is to find a case that does not
fit into the existing categories (Glaser, 1978). Negative ceses
foster emergence of new copcepts and verification of existing
categories (Glaser & Strauss, 1967). The purpose of qualitative
research is not to generalize to larger or different populations, but
to study the phenomenon by examining a specific sample which is
directly affected by the phenomenon. The discovered theory could then
be tested further by examining larger samples which are affected by

the phenomenon.

Sample Selection

Theoretical or purposive sampling was the major method of
sampling instituted in this study. It has been described by Glaser
(1978) as a method of sampling which depends on the process of data

collection and its analysis in order to promote the,emergen?e of ,



24

theory. Initially, telephone contact was made by the principle
reseaycher with the listed next-of-kin of Alzheimer's patients who
were admitted to an active, 30-bed, psychogeriatric unit at a
psychiatric institution in Alberta. The names and telephone numbers
of the patient’'s next-of-kin were obtained from the hospital records
by a member of a Family Support Reééqrch Committee at the psychiatric
institution. This information was obtained for all new admisSions
between July 18, 1986, and June 12, 1987, who were officially
diagnosed with Alzheimer's djisease or senile dementia of th§
Alzheimer's type. This was the predominant mode of entry into the
families of the individuals residing in the psychiatric institution.
Two additioné] subjects who were known by the researcher to have had
experience with Alzheimer's disease were purposefully chosen to
participate in the study for additional verification of the developing
hypotheses. Family caregivers included individuals who were
identified in the hospital record as the next-of-kin, or by the listed
next-of-kin as a family member who had attempted at some boint “to
meet the physiological and psychological needs of the individual®
suffering from the disease (Hirst & ﬁetcalf, 1986, p. 24).
.0ccasiona11y, the listed next-of-kin would 1dent1fy an alternate
family member who‘was equally or more involved in caregiving.

To determine the c3mplexity of family caregivers' experieﬁces, 1g
was appropriate in some 1nstabces to. interview. more than one family )
membér.‘lldentification and selection qf‘;econd,‘or subsequent
subjects from each family depended on demographic data obtained during
initial interviews with the 1isted néxt-of-kin.

A diagram of the subject s family tree was constructed during the *
- initial intapvieusﬂas_a way of initiating—the_intervjow process and of -
identifying further.potential subjects within the family. The
criteria used by the investigator for selection of additional’

i
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informants was cooperation of the listed next-of-kin in providing
required information about the potential subject, the second family ?}
member's proximity to the city of Edmonton, and that family member's“
willingness to participate in the study. The exact number of family
members interviewed depended on situational factors such as the number
of family members of the Alzheimer's patient, the ayailabi}ity of
family members for interviews, the level of interest and cooperation
of family members, ‘the ease at which family members were able to
express themselves, the extent to which they were willing to share
their experience, and the researchgr's time requirement for
clarification of developing hypotheses.

Open-ended interviews were conducted with each informant to
elicit an understanding of each individual's experience. Family
members were interviewed separately un]eas they requested otherwise,

and the primary investigator explained to each informant how

confidentiality was to be. maintained.
The Sample

A definitive samp]e/size was determined by the richness of the
data obtained in the interviews, the number of volunteering“
informants, and the data analysis process (Stern, 1985). The sample
consisted of nine family caregivers from six families which had a
relative residing in a psychiatric institution at the time of
participation in the study, plus one §ubject whose relative had
previously resided in a psychiaé;ic institution and had died a few
years prior to participatibn in the §fudy. Four relatives who had the
diaease were male and three were female, and their ages ranged from 66
to 84 yeai‘s1 Three of the ten participants in the study were
female spouses of ADRs who resided at the psychiatric 1nst1tution.

Six parti;ipants were children, three females and three males, of. four



relatives who suffered from Alzheimer's disease (see Figure 1). All
were defined as hajor caregivers at some point during the progression
in the diseae, though only five participants co-resided with their ADR
phior to institutionalization. One female in-law of an individual
suffering from the disease was included in an interview with that
ailing individual's child because of the in-law's involvement in
caregiving. The majority of family caregivers in this sample were
femalez, and in six of seven situations the identified primary

fami]y caregiver was female.

The interviews with family caregivers were done at varying times
after the ADR was admitted to the psychiatric institution. At the
time of the fnterviews, ADRs had resided in the psychiatric
institution from one to thirty-six months. Fjve ADRs resided on a '
geriétrjc assessment unit af\the time of tﬁe family caregiver's
particibation in the study. One ADR res*ded at the institution on a
1ong-térm care unit for individuals suffering from neurological
disorders at the time of the family caregiver's participation. That
ailing relative had been cared for in the institution for
approximately two years. One care }ecipient had been a resident in
the psychiatric institution until his death, which occurred
approximately five years prior to the family caregiver's participation

in the study.
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FIGURE 1: THE SAMPLE

7 ADRs

N

3 female 4 male

Family Caregivers

2 O\

7 fema]e 3 male

3 spouses (PFCG) ,
4 adult children* (3 PFCG) 3 adult children (1 PFCG**)

(PFCG - Primary Family Caregiver)

*One daughter-in-law was included as an aduft child because of
her participation in caregiving. . She was not a PFCG.
**In this situation there were no other family members available

to assist with caregiving.

27



¥

&

The Procedure f/j

When a family member agreed to participate in the study, an
initial meeting was arranged to obtain a formal written consent (see
Appendix A) and to initiate the interview process. The purpose of the
first interview with the listed next-of-kin was to obtain demographic
information, to'develop rapport with the informants, and to discuss
the subject's experiences with the relative who suffered from fhe
disease. Subsequent interviews were conducted with primary caregivers
in the early stages of data collection and data analysis to enshre
that tﬁe subject's salient experiences and perceptions were included

in the data. The interviews were fpcused on family caregivers'

“experiences with the ADR and at experiences with formal caregivers.

Interviews were open-ended, but an interview guide was used to provide
direction during initial interviews (see Appendix q). Open-ended -
interviews allowed the subject to “teach” the reseercher about her
é&periences (Stern, 1985). An elementary model of the fam{1§§
caregiving process emerged from the ihitial interviews. After” this
hypothesis development had begun a second interview guide was
developed (see Appendix C) in which questions were directed at the
rudimentary hypotheses. The final interviews were done using she
seeond interview guide. This deductive approach to data collection
promoted verification of developing hypotheses. The hypotheses were
efther supported or re}uted by family caregivers. Data analysis of
the final interviews resulted in modification of arly hypothesés,
yielding the five stage model of change in the family caregiving
process. | {

There were between one and three interviews done in each family.
A total of ten in-depth interviews were done and these varied in
Aength from 2 to 6.5 hours, with an average of 2.45 hours.

The intervfeus were tape recorded and most 1nterv1ews took,place

kr

28



in the family members’ hoﬁés. Daté were collected from one sub}éct
through a telephone interview. In this case the subject was willing
to share her experiences with the researcher, but was reluctant to
meet face to face with the researche?. Another interview was done at
the subject's work pTace at her Eequest. At one point during the
process of data ana]ysis‘an interview was done during a subject's
visit with her relative in the institution. In this case verbal
consent was obtained from the subject for the researcher to aééompany,
her to the psychiatric institution to visit her ADR. Tape recorded
interviews took place prior to, and after the visit was completed.
This addition of participant observation allowed the researcher to
experience a visit with an individual suffering from Alzheimer's
disease which increased the researcher's understanding of a family

caregiver's experiences from an emic perspective.

Data Analysis

The taped interviews were tranééribed~verbatim as soon as
_possible after the termination of each interview. In the grounded
theory approach to research, the phenomenon being studied is toibe
viewed from the ?erspective»of the subjects, Thus, it is the
subjects’ “definitipns, meanings, and vdlueé given to a phenomenon
that are identified, described, and analyzed" (Chenitz & Swanson,
1986, p. 42). When an idea or experiencé emerged across successive
interviews,. a catégory was dgVelopéd to encompass the theme related to
those ideas or experience?." The categofies which” demanded
subcategorizétfon were broken down furthé} into reTating themes.
Subcategorization was based on continual reemergence of themes.
Through th1§ process coding or identification of thémes within the
data began,‘and hypbtheses st;ftea to develob (Stern, 1985).

3
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It became apparent‘aftec the first few 1nterv1ews that the
subjects had experienced similar situations in their-caregivinga This
discovery led to a process of mapping data from each interview onto a
time line and data from the time lines were compared. This resulted .
in the identification of common experiences. These common experiences O
eventually deVeloped into the maJor categories of the discovered
theory. The major categories became the stages of change in the
family caregiving process. Subcategories of each of the major
categories consistently recurred gs the family caregiver relationships
with others. ' '

Once categories were identified, the properties about categories
and concepts were then verified with informants. This ensured that . /
there was a mutual agreement between subjects and the researcher of AN
the salience and definition of concepts, and of the re]aticnsh1ps

between different identified concepts. Further interviews were done
| until the categories were considered saturated. Saturation of a
cafegory referred to the presence‘of enough data within a category so
that ‘it was considered theoretically complete.

_Field notes containing supportive descriptive information about
the interviews and the researcher's‘thodghtsfgbout reletionships
between the concepts were kept for reference during data analysis.
The field notes were also a source for providing direction during
subsequent interviews. )

Hypothesis formation developed from the’ process of 1dent1f1cation

of catégories and relational patterns betweeq those categories (Stern,
1985). As' the hypotheses and theories'energed; veri?icetioh by the oo
:inforﬁan;s was sought during the'taped_jntefciews. Thfough this °
process, the develOping-hypotheses and theory were either proven or
not proven by . the inforuants thenselves (Stern, 1985). Further

_ literature was reviewed throughout the process of data: collection and
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analysis, and links were made between the newly developed theory and
existing literature in order to support or reject the developing

theory.

In summary, there were nine stages of analysis through the use of
grounded theory (Turner, 1?81). These stages were: category
development and category saiuration, formulation of abstract
definitions, use of definitions and exploitation of categories,
linking categories and testing the links, connecting the findings with
existing theory and the test ng of emerging relationships between and

within categories.

Ethical Cansiderations

The researcher examined family caregivers' experiences with their
relative with Alzheimer's disease who resided in a psychiatric
institution in Alberta. Approval of the study was given by the -
psychiatric institution's Research Coordination Committee on September

22, 1986 (see Appendix D). The study was also given approval by the

~department of Home Economics at the University of Alberta, in.

accordance with the uanersity ethical requirements for réée:;éh
involving human subjects (see Appendix Ef. .

The researcher did not have access to hospital records. Required
information about the next-of-kin was obtained from a member of the
Family Support Research Committee who was given institutional
, thorization to participate in this way in the research project.

Findings of the study were not released to hospjtal staff nor the
institution's Family Support Research Committee until the data
analysis was completed, and the findings approved by the primary

investigator's thesis committee. Neither the tapes, nor transcribed
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interviews are available to the personnel of the psychiatrfc
institution, though selected portions of the interviews have been used
for illustrative purposes in the final report. Identifying
information in reports of the findings has been removed or substituted
to maintain informant confidentiality. This ensured anonymity of the
subjects who took part in the study. The interyiews were conducted
individually unless the subject requested otherwise, and the
confidentiality of each family member has been and will continue to be
maintained.

Before the interview process began a written or verbal informed
consent was obtained from each informant. In one situation where the
subject was interviewed by telephone, a verbal consent was obtained by
telephone and was stored on a tape separate from that of the
interview. ‘ -

The need for additional support for subjects was not perceived by
the researcher as being necessary after their participation in the
study was completed. All subjects either indicated that they were or
had been receiving formal emotional support or that they knew where
formal emotional support could be easily obtained and would not
hesitate to seek it out should they feel the need to do so.

A short report of the research findings was forwarded to each
informant upon completion of the study. Adnresses were obtained from
the 1nformants when written consent for participation in the study was

»

obtained.
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The identity of the informant was not present on the tapes nor on &,

interview transcriptions. The tapes have been completely erased and
written and taped verbal consents will be stored in a locked cabinet
for a period of five years. The transcribed interviews will be kept

by the primary investigator for an indefinite period of time.
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IV. FINDINGS

An assumption of the grounded theory approach to research "is
that all groups share a specific social psychological ‘problem'”
(Hutchinson, 1986, p. 196). The basic social psychological problem of
the phenomenon -examined was family caré@iving of a loved one
experiencing mental deterioration as a result of Alzheimer's disease.
A1l other categories in the model were incorporated in this single
core category. As data were collected and anélyzed, five stages of
change in the family caregiving experience emerged. These five stages
became the major subcategories of the core category of family
caregiving. Examination and comparison of specific properties of each
stage focused on caregiver interactions with family members and
non-family. Family caregiver interactions with others reflected their
shifts or changes in thought associated with each stage. Examination
of properties related to interaction patterns also appeared to reflect
changes in roles, positions, and relationships, though the effect
which these changes had on the changes in thought were not always
apparent.

Each stage signified a distinct change in thought for the family
caregiver. The changes in thought, which were accompanied by changes
in interaction patterns, may or may not have been accompanied by
identifiable changes in behavior or activity. The stages focused on
fariations in fhought processes which were abstracted from data
spcifically related to interaction patterns. Each of the first four
stages culminated in a cognitive shift which has been described by
Thorne and Robinson (1987) as a new "insight" about the experience.
The cognitive shift reflected a change in thinking or a change in
perception of the situation. Once 2 cognitive shift occurred, there
appeared to be a change in the nature of interactions which
participants had with others. The four cognitive shifts associated

with the family caregiving pfbcess~!2re: acknowledgement that
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something was wrong, acknowledgement that they needed more help,
acknowiédgement of the decision to admit the ADR to a psychiatric
institution and acknowledgement of loss. These cognitive shifts
provided distinction between the stages, though an exact boundary
between stages was not apparent. This suggested that there may have

. been some overlap between the coénitive shift of one stage and the new
or revised perceptions of the next stage. buring the periods of
overlap the subjects likely experienced a process of verifying their
new awareness before internalizing the change and moving on to deal
exclusively with issues related to the subsequent stage. ‘

Every family caregiver who was contacted by the researcher agreed
to participate in the study, and all subjects expressed interest in.
understanding more about the experiences of family caregivers'and of
helping others through the sharing of their own‘éxperiences. In most
sjtuations the intefview process aBpeared to have a cathartic effect
for the suqugt, as minimal directive questioning was required to
obtain data during the intervéews. » '

On the two occasions where two family caregivers were interviewed
together at their request, the caregivér who was initially contacted
felt that the input of the additional family caregiver would be
helpful in providing a c)earer picéﬁre of the caregiving experience.
There was little disagreénent between subjects during the fnterviews,
and the subjects frequently turred to the other family member for
verification of their observations or experiences. In both cases one
of the family members had a more active role in care management of the
ADR, though it appeared that each of the family members had assumed
specific tasks regarding care provisfon and care management. Analysis
of the data from these two interviews was similar to the analysis of

other interviews and the two subjects in each interview were

considered individually rather than as one for rﬁferences of frequency

o
.of ‘responses. “\

\ - . -
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During the interviews participants focused reflection of their
experiences with the ADR on thoughts and feelings about activities
associated with caring for the ADR. This illustrated their
understanding of the basic social psychological problem of this
phenomenon as faﬁi]y caregiving for an ADR. They were not able to
identify specifically with the abstract concepts of the five stage
process of family caregiving, though their reported experiences
continued to 'fit' the abstracted concepts. Glaser (1978) indicated
that the stages in a basic socia]'proce§§~m§y or may not be apparent
to the subjects and that identification of stages in a process is
dependent on the stages being 'built into’ the social structure

associated with the basic social process.
A. Stage I: Emerging Recognition

This stage had no identifiable beginning. This is significaht in
that it reinforces the notion that this first stage in the process of
change for family caregivers is connected in some way to that part of
the life of the family caregiver which }ook place prior to the ADR
developing Alzheimer's disease. The stage ended with the cognitive
shift or new insight that something was wrong with ADR.

The length of time for this stage varied considerably among the
subjects. This may have been due to factors such as the personality
of the family caregiver, the availability of other trusted individuals
to confer with, the caregiver's role within the family, prior
knowledge of Alzheimer's disease, and the type®of previous
relationship the caregiver had with the ADR. o

Through examination of the major theme of this stage, a process
of realizing that sohething was wrong with the ADR was identified.

Data 11lustrating this theme included quotations such as "I realized

-



N\ 36
/

there was more to it," "I could see that he didn't have no [sic}/
\

seﬁse,“ and "rfght then I knew something was amiss."

None of the family caregivers became ayaré during this stage that
the ADR suffered from Alzheimer's disease. They all experienced some
realization that "things weren't right" with the relative, which
focused their attentions to the identified source of ‘'trouble’ in the
family. In other words, the ADR was identified as the individual
within the family who had something wrong with him.

And as I look back, it's just as clear as a
painted picture to me now . . . [ didn't b
deliberately say there's something wrong ‘
. . . it was more vague than that . . . And
he cornered me coming out of the [building]
one time . . . and he said . . . "When is
your [ADR] going to have such and such?" And

I just turned . . . and said, "I wish you'd
leave him alone. He's a sick man!" And when

I went home I thought what a thing to say!

What is he sick from? But I had the
instinctive knowledge that this man was i11.

“Most subjects had no prior knowledge of the disease, but many of these
subjects did describe how they "vaguely" remembered reading or hearing
something about the disease prior to or during ‘this stage. They
related this vague knowiedge to the behav1or§ of the ADR in some way

during this stage.

I'd never heard the word (Alzheimer's). I
had vague memories of reading the Reader's
Digest article at which time I felt that
whatever they said in that article was
parallel to my [ADR's] behavior at the time.
And I noted it, and you know, you can't go
any furtheg than that. It wasn't complete
enough, or it didn't say. And I had a
feeling that that must have been about
Alzheimer's disease, that article. But it
was a long, long time ago.
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Those subjects who had prior knowledge of| the disease or
interactions with other individuals suffering/from the disease
suspected during this stage that the ADR had Alzheimer's disease.
However," their suspicions were not confirmed by formal helpers until a

later stage. Other subjects who had "never heard of Alzheimer's

disease before" had no perceptions of what the problem was. They werg

N

only able to identify that there was someth1ng wrong with their

relative.

The cognitive shift or new insight which occurred at the end of
this stage was the family caregiver's acknow]edgemént to herself that
something was wrong with the ADR. ' '

a) Family Caregiver Interactions With Family Members

i) Relationship With The ADR. The subjects had varying amounts

of contact with the ADR during this stage. Spouse caregivers had more
contact with the ADR than did child caregivers. None of the
participants described activities of providing physical care for the
ADRs. -ADRs' behaviors were described by family caregivers in terms of
interactions experienced prior to the first identified unusual
incident.

There seemed to be a real mental struggle wh11é~the subjects

tried to make sense of what was happening in their situation.

He was about 55 or 56 when I first became
fully aware that there was something wrong.
It was just 1ike something wrong and of
course you do all that outside searching. In
your mind you go through all kinds of crazy
things.

.

\\}f To make sense of the situation, subjects attempted to compare the
ADRs'

unusual behaviors of this stage to the behaviors and personality
[ )
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traits of previous years. Family caregivers frequently doubted their
own observations of ADRs' behaviors and were found to personalize the
behaviors of the ADR. r

Interpretation of the ADR's behaviors as personal emotional
attacks seemed to be most common during this stage among the spouse
caregivers of ADRs, though some child caregivers expressed similar

feelings either in general terms or Juring later stages in the process

of change.

He was trying to cope I guess, in his own
way. And of course my mother was
interpreting it as _him really not backing her
up or not trying ¥o help her . . . and my
mother would write off the fact that, you
know, "Well, he's always been a little crazy.
Why should he change now?" And stuff like

. that, you know . . . And he'd get
progressive]y worse and she interpreted -that
as being kind of negative toward her rather s
than the ailment. - :

You really do think you're wrong because the
Alzheimer doesn't have anything else except
just difficult to deal with. Now besides
that they (the ADR) tell you that it's you .
.. "It's not me, it's you." And if I heard
that once .1 heard it a thousand times from my
husband. “There's nothing wrong with me it's
you. Mind your own business. Get out of my
1ife." And not just a couple of times 11ke
that, but constant. And that's the reaction
to the prodding to try to find out what's
wrong of course . . . Verbally abusive.
Very much so. Very much so. And if he had
been conscious of what he was doing 1t would
be definitely abuse.

Descriptions of communication difficulties were prevalent in the

data, particularly between spouse caregivers and their ADR. However,
both spouse and child caregivers talked abouﬁ the straiﬁ they felt in
their relationship with the ADR during this stage. There were
descriptions of escalation in conflict. with ADRs and’ feelings of
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emotional distance from ADRs. These episodes of conflict were
frequently followed by periods of confusion and self blame by the
family caregiver. Most family caregivers stated that these feelings

and experiences were uncharacteristic of their relationship with the

/

ADR.

)

Well the question I asked myself many, many,
many times was ‘What is this?' Because I
couldn't get communication from my husband to
discuss any. problems of any kind. No matter
what came up it was like a blank wall. There
ware no answers coming from him . . . So I
was getting no answers from him and because
we had been, you know, redlly close and
because, you know, we had such good plans for
retirement, and now nothing was happening.
That was the question I asked most often,
'What is this?'

>
e

/
11) Relationships With Other Family Members. Some subjects

reported conferring with other family members about their sdspicions
about the ADR's behaviors in attempts to feel -assured that their
observations were justified. Subjects who received affirmation of
their observations experienced the cognitive shift of Stage I and
Amoved on to Stage II. When subjects turned to other family members
‘:heir perceptions were not always confirmed. Where the family
caregiver's perceptions were not reinforced by others it forced the
fami\ly caregiver to reassess her perceptions. This process of
reajxessmentmay have prolonged Stage I in the process for-thosg ,
family caregivers. '

Some subjects did not report!conferring with others about their

perceptions at this stage. The cognitive shift of acknowledging that

something was wrong with the ADR Yor these subjects appeared to be

strictly a private, internal process.
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b) Family Caregiver Interactions With Non-Family

There appeared to be little significant change in the quantity of
interaction that family caregivers had with non-family. Fami]x
caregivers did not ré]y on non-family for reinforcemént of their
suspicions about ADRs' behaviors during this stage. When subjects
looked back to this period of time they reported that hon-family
behaved in ways that suggested that they, too, suspected that
something was Qrong with thi ADR. However, there was ltttle or no

communication between family caregivers and non-family about the ADRs'

behaviors at this time.

\

Discussion

Data related to this time period illustrated a process of family
caregivers becom%ng aware that something was wrong with the ADR. The
subject said to herself that "something is not right" with the ADR.

The ADR was identified as the source of ‘trouble’:

Someisubjects indicated that this process was internal and other
subjects talked about conferring with other family members to jdstify
their perceptions about the ADR. Rose (1983) described family
reactions to meptal illness within the family as being a family matter
or a private matter. Some subjects did not turn to others to talk ~
about what was happening in their relationship with the ADR. They
perceived the difficulties they were having with the ADQ as a private
matter during this stage. Keeping the perceptions within the family o
or to one's self may have been the result of the‘fgm11y caregiver's
feelings of.hncertainty about the source of the ‘trouble' caused by
the subtleness of the initial behavioral manifestations of Alzheimer's
disease, the vascillation between 'normal’ and ‘abnormai' behaviors
and faﬁily caregiver self-blame regarding the cause of the 'trouble’-

{
in the relationship with thé ADR. N .
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Some subjects did receive confitpation of their suspicions from
other family members, which appeared Eo move them quickly into Stage
II of the process of change for family caregivers. However, turning
to others for confirmation of the initial perceptions that something
was wrong with the ADR was not required Yn order to achieve the new
insights related to the cognitive shift Oﬁ¥5tage I. * The process of
emerging recogn{tion was completed when thé subject acknowledged to

herself that something was wrong with the ADR.

Propositions Generated from the Data

PropositiqQns which were generated from the data related to
PP § 4‘3"_;—
e \,_‘"‘17

l).ﬁ The gore knowledge family caregivers had about
Alzheimer's disease prior to Stage I, the more quickly
they will identify that something is wrong with the
ADR.

2) The more confirmation a family caregiver receives from
other family members about her observations of the ADR
in Stage I, the faster she will acknowledge that
something is wrong with the ADR.

3) The more intimate the re]atiqnsaip between the family
caregiver and the ADR prior to an initial awareness
that something might be wrong, the greater the amount

of relationship conflict during Stage I.

B. Stage II: Making My Own Decisions

.The second stage in the process of change began with the family
caregiver's awareness that something was wrong with the ADR. The .

major theme of the interactions during this stage focuséd on the

i
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family caregiver's attempts to providé adequate care for the ADR and
on finding out exactly what was wrong with the ADR.

Family caregivers' experiences varied considerably during this
stage. The most significant difference resulted in the emergence of
two distinct groups of family caregivers. Family caregivers who were
spouses of ADRs tended to provide care for the ADR in their own homes
during this stage, the®ime span ranging from seven to fifteen years.
Primary family caregivers who were adult children of ADRs tended to
institutionalize their ADR in a nursing home during this stage. This
form of_institutiona]ization usually took place after a variety of
family caregiving arrangements‘had’been attempted. The.-adult children
all reported feeling they had no choice regarding their decision to
institutionalize the ADR in a’ nursing home during this stage. These
family caregivers felt that adequa%e care and supervision could ﬁot be
provided without twenty-four hour supervision from formal caregivers.

Nursing home placement of an ADR was chosen because family
caregivers feared for the physical safety of the ADR. In these
situations family members felt they had no other alternative but
placement in a nursing home because of their inability to provide
constant supervision fog the ADR. Other reasons given for the
decisfbn to place the'ApR in a nursing home were career, |
responsibilities, her “own family" rgsponsibilities. and lack of
physical space/for the ADR to be houség with her. Several subjects
stated that had it been financially possib&e for the ADR to be
adequately supervised and cared for outside an institution, that would

1

have been a preferred method of caregiving during this stage.

. . . nobody was prepared to look after her.
You know, we all had to work. And kids were
all in school. And none of us had kids old
enough to look after him. So there was
really no alternative but to - we - if we

4
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could have afforded to have a nurse come in
and look after him, would have begn the way
to do it. But we couldn t have afforded

that. So the only other place was the home.

Despite the emergence of these two distinct groups of family
caregivers, the data indicated thet both groups of family caregivers
felt they maintajned control over decisions regarding care for the ADR
during this stage. Generally spouse caregivers managed care and
provided physicai and emotional care to the ADR. They made decisions
about the quantity and quality of interaction which the ADR had with
other family members and non-fam11y All" fami]y caregivers who did
not<gIhce the ADR in a nursing home provided physical and emotional

care to the ADR without formal aSsisteqce until the list three to four

months of this stage.

Though participants felt there were no a]terRat1ves regarding thex
decision to 1nst1tut10na]ize the ADR in a nurs1ng home child family
caregivers were solely respons1b1e for the deois1on ‘to place the ADR
in the institution and had control of making ehe arrangements for

admission to the nursing home.

[the psychiatrist] recommended at the time -
he said, "I would definitely place him as

soon as I can.” And I said, "Well, I can't

do that. I'm going to make an effort to see
what we can do at home." And as I say, that
lasted maybe a little longer than a year

until when my mother died. Thén I realized .
. . it was around that time that I had him 3
reassessed because I thought things were - \
you know. I thought he needed supervision
and I was a bit afraid because I wasn't home.
And I didn't know what he was going to do and
I didn't know whether or not I could really
trust him, you know. 'And then I had Meals
for Wheels bringing in meals. And I had to
explain that to him.. And the meals would be
left there in the evening and he'd forget to
eat them, or he didn't want to eat them, or - X

RN
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so I said, “"Gees! I've got to do something,"
you know. "I really do." Because, I mean,
you know, he's going.to do something. So
that's when he was reassessed again.

They made decisions about whether to search for alternative living
grrangements, which nursing home to choose for the ADR, and their own
level of committment to care provisioo and/or management during this
stage. These family caregivers handed over the tﬁenty-four hour
. supervision and physical care to nursing home staff, but their actions
indicated that they remained actively involved in and maintained a
high degree of control over the management of care. They continued to
maintain major dec1sion-making control over the care management For
example, one subJect hired a companion for the ADR while ‘he resided in
the nursing home. This helped.the family caregiver deal with her
concerns about the quantity and quaiity,of formal oaré the ADR_was D
receiving inxthe nursing home. It was one way to maintain control
over the mandgement of care. Another family caregiver described how
she removed her ADR from the nursing home when she felt that care and
supervision were no longer adequate. Most subjects talked about their
frequent visits to the ADR residing in the nursing home. Doring these
visits they provided physical care and emotional support to the ADR
and expressed concerns to the nursing home staff about the quality of
care. These were other methods of maintaining control over care :
management. . , . _
Most of the ADRs were diagnosed by physiciaps as—hoving efther
Alzheimer's disease or senile dementia of the Alzheimer's type (SDAT)
~during this stage. Those participants whose relative was diagnosed

initially with SDAT and were later diagnosed with Alzheimer's disease,

a

spoke of these labels as though,theyzwgre tuo:distinct_conditions.. -

*Two ADRs were jnitially diagnosed as_having a psychiatric disorder,

/

such as lanio depression”and chronic depression.
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Participants were confused about the diagnosis and this had

‘ considerable impact on the family caregivers when the initial
diagnosis was not Alzheimer's disease. Some family caregivers, though
unclear about the meaning of the diagnostic labels, felt they knew all
along that the ADR suffered from Al zheimer's disease, regardless of
other medical diagnoses. These subjects had some previous knowledge
or experience with Alzheimer's disease prior to Stage I.

The cognitive shift of this stage occurred when the family
caregiver acknowledged to herself thaf she'needed more help with the
proviiion and/or management of care of the ADR. Participants who
cared for ADRs outside institutions came to this awareness after long
periods of time where they attempted to déal with care provision and
~management on tﬁ;ir own or with minimal help from family members. A
series of situatioﬁal events and the progressive deterioration of the
ADR led these subjeéts to their shift in thinking. Family caregivers
felt they had exhausted themselves and all their opt?ons. They felt
that they had "no other choice” but to hand the care of the ADR over
to a formal system of care. The time frame of this stage varied for
these subjects and ranged from seven to fifteen years. ‘

Family caregivers who 1nstitutionalized the ADR in a nursing home
also experienced the new insight that more help was needed. These
parbieipants appeared to come to this awareness on two occasions
during this stage. They experienced the realization that more help
was needed prior to taking action toward institutionalizing tﬂe ADR 1in
a nursing home. They also appeared to experience a similar cegnitive
shift after the ADR had been cared for in the nursing home for time
periods ranging from one/and half to three years. This second
cognitive shift moved these family caregivers on to Stage III.

Data related to the second cognitive shift provided evidence that

family caregivers and/or formal caregivers of ADRs institutionalized

R4
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im nursing homes took responsibility for the decision ta seek help
whem provision of care for the deteriorating ADR in the nursing home
was no longer suitable. This awareness occurred after several events
related to wandering and aggressive outbursts directed at nursing home

stafif and other nursing home residents.

. . one of the problems was that his wasn't
a locked nursing home. Because it didn't
have to be . . . Because it wasn't locked
and a kind of supervised place, he would see
whether or not somebody was at the desk and
then . . . you know, make a beeline for the
door whenever no one was around. And, ah .
they couldn't really supervise him all that
well and I realized he needs a supervised
location because he's going to get himself
killed. . . . I didn't really want to see
him go that way and end being run over or
causing an accident or being found somewhere,
you know. And I said - that's the time I
pursued it even more fully. And I talked to
the staff over at the [nursing home]. They
did another assessment and they - well in
fact they suggested to me that they could
really no longer look after him. Because
they thought he was no longer - he was more
of a problem. At that point he was getting
worse and they suggested at the time that I
contact [the psychiatric institution], which “
is what I did.

. . . they weren't equipped to handle him
anyway. He was getting to the point where he
was a screamer, and ah . . . they just don't
have the staff to handle that type of
situation . . . He got to the point where
language was abusive . . , screaming and
kicking his heels, and never happy about
anything really . . .

The family and formal éaregivers concurrently "reached a critical
potnt® where the care the ADR was receiving was no longer perceived as

being satisfactory for the needs of the ADR. In most situations the

formal caregivers from the nursing home assisted the family caregiver
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" in taking gstion to get more help for the ADR. Family caregivers
found themtelves in conflict with formal caregivers from the nursing
home in séme situations, one despite acknowledgement by formal and
family caregivers that more help was needed to provide adequate

supervision and care for the ADRs.

“

The cognitive shift for all family caregivers was the result of a

series of events rather than a singular event. Phrases such as, "I

said 1 got to do something,” "I knew that it was coming,” "something
will have to happen,” and "I could see it coming” illustrated that the
shift in thinking was not precipitated by a singular event, but
through some build-up of events which family caregivers experienced
over a period of time. In situations where the ADR was being cared
for outside an institution, the subjects told of events which occurred
in the hours and days preceeding the ADRs' admission to a health care
facility. Family caregivers talked about the ADR keeping them awake
at night, and this seemed to be the single identifiable precipitating
factor to getting some action. They also talked about having
sleepless nights prior to the awareness that more help was needed. In
one situation the spouse was physically i1l and contacted the
communfiy nurse for some assistance. The community nurse then
arranged for the ADR to be admitted to an acute care hospital. The
ADR was later transferred to the psychiatric institdtion from the
acute care hospital. Another subject who was caring for the ADR at
home took him to a hospital emergency in the early hours of the
morning where he was admitted. He was subsequently admitted to the

_ psychiatric institution from the acute care hospital.

In situations where the ADR resided in a nursing home there also

appeared to be no single event resulting in the cognitive shift of

acknowledging that more help was needed.



a) Family Caregiver Interactions With Family Members

i)  Relationship With The ADR. The ADRs became increasingly

dependent on the subjects for assistance in meeting their basic
physical needs and activities of daily living during this stage. The
stage lasted several years for most participants and they chose
specific interactive events with the ADR which demonstrated a pattern

of increased dependency.

We'd reached a point where I couldn't get out
the door . . .. And he was so dependent on me
that [ didn't dare move, but when he was
right at my side.

With the increaséd dependency of the ADR, primary family caregivers
took on expanded roles of increased'management of household and/or
personal affairs of the ADR. Family carégivers provided physical and
emotional care to ADRs. Tbey also took over management of financial
concern; and activities of dailx\Jiving such as becoming the §o]e car
driver, taking responsibility for household and yard maintenance, and
becoming the ADRs' social connection to the outside world. These
" roles were not necessarily new roles for caregivers, but they did
involve greater 'activity or committment by the caregivers as compared
to the previous stage. These changes in roles reflected the changes
which occurred in the relationship between the family caregiver and
the ADR over the years. Description of the interactions between the
ADRgand the family caregiver illustrated these role changes.

Family caregivers also experienced a continuation of their

previous family roles such as spouse or daughter. Interactions within

these positional roles were dependent on the behaviors of the ADR °
which vascillated between usual and unusual behaviors, which is

characteristic of the disease. Early in this stage the vascillation

4
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in ADR behaviors were less dramatic. However, as the years passed the
vascillation in behaviors gradually evolved to a point where behaviors
varied from minute to minute with no identifiable pattern to the
changes. At this point few interaction patterns from prior to Stage I
were identified.

One other expanded role for subjects during this stage was that
of visitor to ADRs who were institutionalized in a nursing home. Only
adult child primary caregivers placed the ADR in a nursing home during
this staoc. Child family caregivers reflected on visiting experiences
with the ADR prior to Stage II, but none of these included discussion
of visiting the ADR in an institutional setting. After
'1nstitulionalization of the ADR in a nursing home the family caregiver
took on the role of the ADR's advocate in communications with the

institution's formal caregivers. .

ii) Relationships With Other Family Members. Primary family

caregivers' experiences 111ustréted feelings of isolation from other
family members during this stage, though they did talk about
interactive episodes with other family members. They felt isolated in
their roles as major providers and/or managers of care for the ADR.
Most of the family help that was provided to primary family caregivers
involved daughters and sisters and a son in one situation where there
were no other family members available. However, the primary family
caregivers did not feel they received enough practical and/or

emotional support from other family members.

I guess actually you feel that maybe
everybody should be helping you more so it's
not such a load on you. I know my counsellor
made me realize too. She says, "Well, why
does it have to be you that all this is put
on?" She says, "You should be getting help
from each family member. And" - but each
family member seems to have problems.
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Two themes related to the property of isolation consistently .
arose in the data. One major theme was that of primary family
caregiver protection of other family méﬁbers. Partitipants reported
primary caregiving interactions which were intended to protect the
ADRs, and the children, g?andchi]dren and/or nieces and nephews of the
ADRs. Protection was achieved through isolation of ADRs from family
members for the purpose of preventing emotional turmoil éf the ADR and
other family members. This isolation of the ADR was accompanied by
isolation of tge primary caregiver from other family members.

Another theme in the data was the pattern of balance between
é]oseness and distance in family interactions. Family members
provided help to the primary family caregiver with care of the ADR
during crisis situations by giving advice and by providing practical
assistance with daily living. Spouse caregivers received help in
dealing with extreme paranoid behaviors and in supervision of the ADR
and housekeeping from family members during a postoperative
convalescence. In these situations there was no report of family
interaction or receipt of assistance with caregivins on a regular
basis. In other situations adult child caregivers co-ordinated their
visits with the ADR in the nursing home or in his own home for the
purpose of reTieving the caregiving burdens of the primary child A
caregiver. The participants who reported these situations also talked
about receiving ongoing emotional support from a sibling with whom
they had regular interactions. In one situation a brother provided
emotional and practical support to the female primary family
caregiver. This brother and sister described their relationship as
having "always been very close.” Another brother provided support to
the primary family caregiver with care management decisions during a
crisis situation. This data suggesied that these adult child primary

caregivers received more emotional and practical support from family
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members than the spouse primary family caregivers.

The issue of distance in family interaction patterns was
suggested by the absence of discussion of help from family- members
during non-crisis periods and through illustrations of intentional
distancing from the ADRs. For example, one son of an ADR was involved
in caregiving and eventually took over the role of primary caregiver
" with the illness and death of the spouse céregiver. He discussed his
emotional need to continue to distance himself from “the situation®
and from the ADR. Another son of an ADR consciously distanced himself
from the situation to avoid "interfering" with the primary caregiver's
management of the care of the ADR. A third male child caregiver

described how provision of practical care to the ADR created conflict

within his own nuclear family.

Well, you see, my (ADR) never did live with
me because my wife couldn't handle it. 1
could - he come and stayed with us and I
devote all my time to him, or most of it. My
wife got to the point where she says, "Well,
either your (ADR) goes or I go." You know

. . . So it was only right to treat her
fairly.

Female family members also distanced themselves from the ADR and
the primary family caregiver. The reasons given for this distancing

were based on the female family members' inability to emotionally cope

with the deterioration of the ADR.

She could have did [sic] much more to take
the load off but she didn't . . . She had a
breakdown herself. She just doesn't have the
patience for it. She's involved with having
family problems at her place and it's too
much for her.

b) Family Caregiver Interactions With Non-Family

Family caregiQers had increased interaction about the behaviors
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and needs of the ADR with non-family during this stage. Relationships
with non-famLJy were discussed in terms of {nteractions with nursing
home staff, physicians, and community service providers, all
considered part of the forﬁa] network of caregivers. The informal .
network included neighbors and friends. This definition of formal and
informal networks was consistent with that of Zarit et al. (1985) in

their discussion‘pf social support.
-~
i)  The Formal Network. Though participants had increased

contact with formal caregivers during this stage, they maintained
control over the number of visits with formal caregivers, the type of
formal helping services utilized, and decision-making regarding the
care of the ADR.

A1l family caregivers had increased frequency of interaction with
general practitioners about the condition of the ADR. The
participants did not feel that these physicians were able to provide
the ADR with the ,help which the family caregivers felt was needed.
Primary family caregivers also suggested that the general
practitioners were unable to help direct them with care provision for
the ADR at home. Five participants described having to go to extreme

lengths before receiving the medical attention they felt was required.

And I kept insisting to the doctor that-that
he should be taken to the [Geriatric health
care facility] and tested there and have an
assessment done. And he just kept telling
me, “Oh, leave him alone. He's happy. He's
happy. Leave him alone. You keep phoning me
and telling me to try something which I did
all the time." And he was mad at me for
doing that. So we went to another doctor-my
own physician and he helped me. We switched
doctors and this doctor agreed that he should
be assessed.

The physicians' roles were described in terms of prescribing
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medication for ADRs and caregivers, diagnosing the ADRs, encouraging
nursing home placement and making rgferfa]s to other physicians
(specialists such as internists, psychiatrists and neurologists). An
ADRs were diagnosed by a physician as having either senile dementia of
the Alzheimer's type (SDAT) or Alzheimer's disease at‘zarying points
during this stage. Only one subject reported feeling relieved at the
diagnosis of Alzheimer's Qisegse in her ADR. This occurred after a
lengthy process which included misdiagnosis of a psychiatric illness
and treatment for other unrelated physical ailments.

Those subjects whose ADR was initially diagnosed with SDAT and
later diaénosed with Alzheimer's diﬁéqse spoke of these diagnostic
labels as though they were two distinct conditions. This suggested a
Tack of knowledge about these médical diagnostic labels. The
diagnoses seemed to be irrelevant information in these family
situations. Most of the family caregivérs were focusing their mental
and physical energies on provision and management of care for the ADR
during this stage. A diagnostic label for the condition/of the ADR
did not appear to provide them with relief from the energy being
expended. Thus, the diagnostic label was generally perceived as
language used by formal caregivers to label what the family caregivers
 were attempting to dea) with, and the importance of this diagnostic
process varied with each subject.

Community nurses visited all ADRs who were cared for at home
during this stage. This type of community service did not appear to
be instituted until the last three to four months of this stage. This
finding was remarkable considering that the stage>1a§ted from five to
fifteen years for the family caregivers. The participants perceived
the role of the nurses as being to “check in" on how the ADR was doing
and to provide the caregiver with emotional support, care supervision

and aid with ADR b?thing. Participants did not feel that the

Al
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community formé] caregivers were able to assess the condition of the
ADR adequately because of the changes in the ADRs' behaviors among

strangers.

And the thing is that the [ADR] does not
present what they are to.a - someone coming
in - the way they really behave in their own
family situation. The minute a stranger
comes in they're different people.

“Other community services for aid with home care were only mentioned by
a few subjects. For example, one family caregiver had arranged Meals
on Wheels to deliver a daily meal for a short period of time for the
ADR who was essentially unsupervised during the day. <

The community care services were instituted by formal helpers in
situations where the primary Zaregivers were spouses. They were
also initiated by a few child primary family caregivers. The spouse
caregivers turned to family physicians and appeared to have the
perception that it waé the physician's responsibility to arrange or
advise the family caregiver of the appropriate community aids to
caregiving. o |

+ Adult child caregivers' interagtions with formal caregivers in

nursing homes were discussed at length during this stage. In the
period immediately after the ADR was placed in the nursing home,
family caregivers focused on their feelings about the decision to
institutionalize the ADR and the difficulties fhe ADR had in adjusting
to the nursing home environment. Most of these participants did not
discuss their perceptions of the quality of care in the nursing home
until after the ADR had resided there forﬁa period of time. After the
condition of the ADR had deteriorated all the participants perceived
the formal caregivers of the nursing home as befng unable to

L1

adequately care for the ADR. Family caregivers talked about their
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concerns regarding understaffing in the nursing homes, inadequate
supervision of those with wandering behaviors and lack of compassion
demonstrated by nursing home staff toward the residents.

ii) The Informal Network. The informal networks of family

caregivers included relationships with neighbors and friends. Only
one subject relied on a neighbor for assistance wi£h activities for
daily living (i.e., grocery shopping). Other subjects talked about
how the ADRs bothered the neighggrs with their confused and
disoriented behaviors.

A1l family caregivers reported having minimal contact with
friends durinj this stage, and there was no report of friends visiting
_ the ADR-or family caregfver in their own homes or in the nursing
home. For example, one friend provided assistance for the ADR on one
occasfon when she happened upon him having difficulty in a grocery
store. Another family caregiver reported that a friend gave her some
good advice a} one point during this stage. Again, considering the
length of Stage II, this finding was extraordinary. Other subjects
talked about occasionally socializing or working with friends, but
they did not report turning to friends for emotional support or for
assistance with the provision of care. The subjects who were asked
about informal support from friends in general indicated that they
were not surprised that friends avoided providing emotional or
physical support. Family caregivers did not consider these as roles

L]
of friends. Friends were not expected to help with family caregiving.

I don't think anybody's friends would want to
be a part of it . . . I really don't. I
wouldn't say to . . . a good friend . . .
“Well, come on let's go out and visit
Mother." Because it wouldn't be fair to him
..« « They won't phone you up and say,
*Well, gee. I don't want to see you going
out there by yourself. I'l1 come with yo
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. They shy away. They don't want to
really hear about it, you know. "Gee, that's
too bad." That's all they say . . . I
wouldn't even think of asking one of my
friends to do that. [ don't - you know, -
I'm not angry at friends for not going out
and seeing because I understand. I don't
think I would want to.

This finding was significant because it was not Eupported by the
literature. Zaret et al. (1985) ;tated that family caregivers "are
more 1ikely to turn to relatives or friends for assistance than social
agencies" (p. 109). The participants in this study did not appear to

turn to friends for support with gfreginng.

Discussion >

The major theme in this stage was the process of family
caregivers making their own decisions about the care of the ADR. This
theme eventually became the title for the stage. The length of time
for this stage varied with each subject, but it ranged from five to
fifteen yearsQ‘ Individual differences in the length of this stage may
have depénded on personality characteristics of the family caregiver
(i.e., individual levels of tolerahée, fndividual levels of patfence

in caregiving, etc.), ADR behaviors and the availability of other

family members and non-family to assist with care.

- A1l primary family caregiverslwere female except in one situation

‘where there was no female family member available. Where primary

e

family caregivers were spouses of‘the ADRs, family support came from
children of the ADR and same generation relatives of the'prfﬁany'
family caregiver. When the primary_céregfvers of the ADR were adult
children, fani]y‘support came from their siblings. Primary family
caregivers were most often supported by female family members, though

\



male family members also offered support. Adult child primary
caregivers appeared to receive more emotional support from family
members than spodse caregivers. L

A1l family caregivers experie;ced some role change during this

- stage. These changes were suggested through desCriptions of
interactive episodes with family members and pon-family. The ro]e
changes were reflectiye of deterioration of the ADR and created
varying amounts of strain for family caregivers.

A1l subjects suggested a pattern of increased social isolation
during this stage. There were variations in degrees of isolation
depending on where the ADR resided and which family member was the
primary caregiver. All primary family caregivers spent time
interacting with others fdr the purposes of protecting the ADR and
other family members from some of the avoidable emotional turmoils
associated with experiencing a loved one saffering from Alzheimer's
disease. This isolation of the ADR from othérs also isolated the
primary family caregiver from other fami]y members and friends who
could have provided emotional support.

Family caregivers had increased frequency of contact with formal
caregivers during this stage. The process of family caregiving became
more public than-in  the previous stage. All fami]yfcaregivers

described not giving up caregiving duties until they felt there was no

other alternative. This supported the literature which proposed that -

families do not abandon their elderly family ygﬁpers.

§upport résources for family caregivers ﬁhich were discussed in
the 1iterature included: informal family anﬁ community supports,
self-help groups, formal support groups, day/respite care and
institutional care (Barnes et al., 1981; Fisk, 1983; Gross-Andrew &
Zimmer, 1978; LaBarge, 1981; Luke, 1982; Montgomery, 1984 ; Robertson &
Reisner, 1982 Scott et al., 1986; Thompson & Dol1; 1982). Robertson
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and Reisner (1982) reported that the Canadian commuﬁity resources
avgilab]e for family are considerably underdeveloped. There wés
miﬁimal discussion in the literature about family caregiver
exper1enc¢s with respite care and community home care.

Though there was increased contact with formal caregivers, family

caregivers generally appeared dissatisfied with the help they received.

or did not receive from the formal caregivers. 1In a majority of the
families initial contact with non-family regarding concerns about the
ADR .were reported as interactions with family physicians. The
subjects who did not report initially seeking assistance from 2
general practitfoner provided and managed care of the ADR until much
later in the stage, at which time they sought out a physician who
specialized in either psychiatry or psychogeriatrics. Folstein (1984)
and Cohen (1984) discussed the role that general practitioners and
psychiatrists play in the-freétm@nt of Alzheimer's disease and
suggestéd that managemént of the diseased individual was of Tajor
importance for these formal caregivers. Physician support for family
"care91Vér§ was not ﬁérceived in the medical literature as a major role
of physicians;

Spouse primar& caregive?s tended to provide and manage care in
their own homes withoht much family or formal assistance-untilvthe

last three to four months of the stage. Adult child primary

caregivers tended to institutionalize the ADR during this stage after

various attempts fo provide care in some otherrway. Considering the
omission of discussion of nursing home care immediately after the
ADRs' admission and the focus of discussion on the inadequacy of the

nursing home environment after the ADRS' ~condition had <9e‘t<a|r°1c>|r'at:ed,

it appeared that nursing homes were able_tp provide adequate care for

the ADRs until their contdition déteriorated, .Literature supported
" the data which 111ustrated some of the dilemmas faced by adult child
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caregivers who had to deal with the responsibilities of care for
elderly patients, while being expected to provide care and supervision
to their own children {Archbold, 1983; Shanas, 1979; Stone et al.,
1987; Treas, 1977).

Events precipitating the cognitive shift which moved the family
caregiver onto Stage IIl appeared to be benign in comparison to other
distressing experiences which family caregivers reported experiencing
with the ADR. Caregivers who provided care to ADRs at home during
this stage reached a critical point where they could no longer
continue to provide care for the ADR without more help. These
ca-regivers contacted f~ caregivers (i.e., a community nurse, a
physician and emergency staff in a general hospital) in most
sftuations. An exception was a case where contact with formal
caregivers was initiated by a community nufse. At this point
twenty-four hour care for the ADR was turned over to formal
caregivers. .

Family caregivers whose ADR was institutionalized in a nursing
home during this stage experienced the cognitive shift of this stage
more than once before moving on to Stage III. The cognitive shift
occurred prior to placement of the ADR in a nursing home and then
again prior to- the psychiatric institutionalization related to Stage
III. In a situation where the cognitive shift occurred a third time,
the shift occurred prior to institutionalization in a nursing home,
prior to removal of the ADR from the nursing home by one of several
primary family caregivers, and again after provision of care for the
ADR at home for a short period of time prior to psychiatrie

institutionalization.
Propositions Gemerated From The Data

Propositions which generated from the data related to Stage II



were:

1)

2)

4)

5)

6)

7)

8)

9)

10)

’
Female family members are more likely than male family
members to become primary family caregivers.
Spouse primary caregivers are more likely to provide care to
the ADR outside an institution than adult child primary
caregivers. '
Adult child primary caregivers are more likely to
institutionalize the ADR in a nursing home during Stage II
than spouse caregivers.
The longer a family caregiver provides for an ADR outside an
institution, the more likely she is to utilize formal
caregiving community services.
Primary family caregivers who care for the ADR at home have
more control over provision of care than primary family
caregivers who have an ADR residing in a nursing home.
The longer the primary family caregiver provides care for
the ADR at home, the longer the primary family caregiver
maintains control over care for the ADR.
The more prior experience a family caregiver has with
Alzheimer's disease, the less meaningful the medical
diagnosis of the ADR is for the family caregiver.
The more protective the primary family caregiver is of the
ADR, the more socially isolated the primary family caregiver
feels during Stage II.
Adult child primary caregivers are more likely to receive
emotional support from other family members than spouse
caregivers.
Female family members are more likely to provide emotional
support to primary family caregivers than male family
members. |
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11) Interactions with friends and neighbors are more likely to
focus on socialization than on emotional support regarding

the family caregiving experience.

C. Stage III: Accepting Decisfons Of Others

This third stage in the process of change in the family 2
caregiving experience began with the cognitive shift of Stage Il where
the caregiver acknowledged that more help was needed in order to
provide adequate care for .the ADR. This cognitive shift resulted in
family and/or formal caregiver actions which moved the ADR toward
psychiatric institutionalization. Three types of situations were
found in the data related to Stage III. Primary family caregivers who
cared for the ADR at home responded to ADR Behaviors in ways which
resulted in the ADR being cared for in an acute care hospital. Most
ADRs who had been institutionalized in a nursing home during Stage II
remained in the nursing home until their admission to the psychiatric
institution. In two situations the ADR was cared for in the home
prior to psychiatric institutionalization.

Primary family caregivers who had provided care for ADRs at home
were usually relieved of the role of providing twenty-four hour care
and supervision. This role was taken over by formal caregivers from
an acute care hospital during this stage. This turnihg over of the
physical care to formal caregivers placed these primary family
caregivers in a position where they had to become more compliant to
formal caregivers' decisions regarding care for the ADR.

Adult child caregivers who placed the ADR in a nursing home
experienced a similar position of having to comply with decisions of
formal caregivérs during Stage II. However, during that stage they

appeared to maintain control over major care management decisions.



For example, when physical care provided by formal caregivers in the
nursing home was not of a quality which was acceptable, the family
caregivers took action in attempts to make adjustments to the quality

of care.

He went back and lived there in the lodge

. and then they would find him leaning
up against the wall sleeping. They'd find
him laying on the floor sleeping. He was
bumping into things and hurting himself and
not knowing he was hurt . . . They didn't
have a clue because they didn't have time to
keep an eye on him . . . So I went and got
him. Took him to the hospital and the arm
was broke. And when I went to take him back
to the lodge they didn't want me to bring him
back there.

And 1 hired a woman because it was getting 'to
the point that he just wasn't getting the
care he m€eded. And I thought well . . .
rather than me, you know, being.uptight about
it, I'm just going to hire somebody.

These types of interventions were not mentioned by family caregivers
during Stage III. Perhaps the participants' increased compliance with
the advicé of the formal caregivers during this stage was influenced
by acknowledgement of the ADRs' deterioration to a ﬁbint where more
formal help was needed. \

All family caregivefs were generally more willing to accept the
physical care provided by formal caregivers during this stage As
compared to Stage II. They werelalso more willing to accept the
decisions of formal caregivers, such as the decision regarding
plaéement of the ADR in a psychiatric 1nst1tu§10n.' In the previous
stagé family caregivers were consistently reluctant to accept advice
or treatment plans of formal caregivers 1n each family situation. The
title for Stage III emerged from this change-in family careg1vers .
thought. '

.
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The cognitive shift of Stage III was the acknowledgement that the
decision to admit the ADR to the psychiatric institution was
appropriate for the ADR. The subjects had a variety of responses to
the news that the ADR was to be admitted to a psychiatric institution
for care and treatment. All subjects gave illustrations of their
initial shock or non-acceptance of this treatment plan, followed by
descriptions of how they resolved their inner conflicts regarding the

psychiatric institutionalization.

So it surprised me quite a bit you know. I
said, "Oh, my doctor didn't talk about .

[the psychiatric institution]". Well, I
said, "If he's got to go he's got to go."
That's all. It was - I couldn't say he's not

going.

Well, I was kind of reluctantly pushed into
it . . . because I think that they (the
nursing home staff) felt they had their hands
full. And they couldn't possibly spend the
time with him. And I could see the way he
was and the worries I had. ’

There appeared to be no distinct time differences between the ADR
admissions to a psychiatric institution from nurging homes as opposed
to those from acute care facilities. Time between the initiation of
action and the actual admission to the psychiatric institution ranged
from one to four months. '

In those families where ADRs were admitted to the psychiatric
institution from the family caregivers' homes, the time from the
cognitive shift of Stage Il to(admission to the psychiatric
institution was considerably less than in the other fami]y situations.
Formal caregivers considered the admission of the ADR to the
psychiatric institution as an emeréency and admission took place
within one week after the cognitive shift of Stage II. The aggressive

and/or wandering behaviors of the ADRs were no longer manageable at
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home by family caregivers and the conditions of the ADRs were

considered too severe for a nursing home environment.

a) Family Caregiver Interactions With Family Members

i) Relationship With The ADR. During this stage family

caregivers had 1ittle meaningful verbal interaction with the ADR
because of the ADR's mental deterioration. However, all family
caregivers described their continued attempts to provide some physical
care for the ADR. ADRs who were institutionalized in an acute care
hospital or in a nursing home prior to psychiatric
institutionalization received care and care management from family
caregivers who visited with the ADR frequently. In this stage there

« was an increased number of participants who were no longer primary
physical care providers. This role was taken over by formal
caregivers. However, family caregivers remained actively involved in

management of the ADR's physical care.

/

- v///
~. -

- When he first came into the [acute care
hospital] the nurse asked me, "Does he take
off his teeth to go to bed?" I said, “No.
He just wash them and put them in his mouth
and he sleep all night.* She said, "Well, -
~we'll have to take it off because we are
afraid that he might get choked." Well, I
said, "If he get choked it's not because of
that. It make over 40 years that he wears
false teeth and he never take them off."

It was weeks . . . and I noticed that he
never had meals and I didn't realize that in
that ward you had to pick your meals, just
1ike you do everywhere in the hospital . . .
And we asked . . ..and they said, “Well, your .
father never picks his menus.” .And I mean
they could see his glasses were like the
bottom of Coke bottles . . . And I -asked
them what day they send menus down. So from
that day one of us was always there for sure
in the morning or every afternoon to do the
menus . . » 1 knew what kind of food he
1iked.
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Family caregivers whose ADR was at home provided most oF the physical
care for the ADR during this stage until the time of the ADR's
admission to the psychiatric institution. In the\situation where the
primary family caregiver removed the ADR from a nursing home and
attempted to care for him at home, the family caregiver experienced an

increase in direct physical care for the ADR.

i1) Relationships With Other Family Members. This appeared to be a

stage where there was increased communication between family members.
Interactions between family members focused on the primary family
caregiver's actions and the decision to admit the ADR to a psychiatric

’

institution.

In one situation the primary family caregiver attempted to stop
the process qf the ADR's admission to the psychiatric inskitution and
involved other family members, with whom she normally had minimal
contact, to help stop the process. In other situations primary family
caregivers defended their actions and beliefs to other family members

who were perceived to be disapproving.

She said I wouldn't have brought him to the
hospital. I said . . . "We have to think
about us too you know. You know, when it's
just too much . . . you can't wait to the
last.”

Thus, family interactioﬂs were found to be supportive in some
situations and not supportive .in others. Family members were
frequently supportive through expressions of iﬁterest in what was
happening in the family situation. They were not necessarily
supportive in terms of being agreeable to the primary family
caregiver's decisions regarding management of care. Whether family
members were supportive or non-supportive to primary family
- caregivers, there appeared to be an increase in the frequency of

interaction between fqmily members during this stage.



b) Family Caregiver Interactions With Non-Family

Subjects only discussed their interactions with non-family
members who were fofmal caregivers during this stage; there was no
mention of friendships. The three types of formal caregiéers
mentioned in description of interactions were nursing hoﬁe staff,
acute care hospital staff and staff who worked in the psychiatrjc
institution. In all situations the decision to admit the ADR to a
psychiatric institution was made by formal helpers, and the family
members described being informed of the decisionfafter it had been
made. In a situation where the ﬁubject initiated contact with formal
caregivers ét the psychiatric institution, she described feeling
“reluctantly pushed into it." Even when this subject was involved in
the decision-making process, she did not feel that choices were
available to her.

Participants who had interactions with formal caregivers from the
nursing home felt that those formal caregivers could no longer care
for the ADR adequately because of uncontrollable aggressive and/SP
wandering behavioEs of the ADRs. Formal caregivers of the nursing
home were reported to have made the decision that the ADR would be or
should be transferred to a psychiatric institution in most situations.
Fahi1y caregivers were informed of the decision after it had been made
by the formal caregivers. Family caregivers felt no alternative but
to accept the decisions of the formal caregivers in these situationsi
For qxample, one subject eventually agreed to consent to the transfer ~\
after being informed that:the ADR could be transferred to the
psychfatric institution without the family caregiver's consent.  In
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another situation the nursing home staff did not make-the decision to / °

transfer the ADR to a psychiatrié institution. They did, however,
make the decision that they could no longer take the responsibility



for care of the ADR. They informed the primary fami]y§géregiver of
this decision, at which time she quit her job, remo§§y'the ADR from
the nursing home and unsuccessfully attempted to care for the ADR at
home until his psychiatric institutionalization a short time later.

Participants who interacted with formal helpers in acute care
hospitals during this stage also described how the formal caregivers
informed the family members of the decision to transfer the ADR to a
psychiatri¢ institution. Prior to being informed of the decision
primary family caregivers expected the ADR fo be admitted to a nursing
home or auxillary care facility, or sent home. They did not expect
that their actions would lead to psychiatric institutionalization of
the ADR and they felt that tﬁey had no alternative but to accept the
formal helpers' decisions.

The participants whose ADR was in an acute care hospital were
also dealing with the adjustment to the institutionalization of the.
ADR during this stage. Their interactions with institutional staff
about the ADR indicated concerns about tﬁe quality of care the ADR
received. For example, one spouse who had cared for the ADR at home
expressed dissatisfaction about the care in terms of his personal
hygiene. ‘Another family caregiver talked about having to monitor the
ADR's nutritional intake to ensure that he received appropriate
qqantities of food that he liked. These concerns were similar to some
of those expressed by family caregivers whose ADR was placed in a
nursing home during Stage II.

Some partipants spoke of their perceptions that the ADR was not
"bad enough” to be admitted to a psychiatric institution. This may
have resulted in some resistance from the family caregivers to the
decision to transfer the ADR to a psychiatric institution.

Perceptions of the institution depended on family caregivers'

previous experiences with mental illness or psychiatric institutions.



Participants who had no.previous experience or negative experiences
attempted to deal with their perceptions of the “nut house" during
this stage. {

A .

Our memories of that place were very very
bad. I promised my father years ago that I
would never see him in that place over my
dead body. And I wasn't going to admit him.
But [the doctor] and my brother's wife told
me I had no choice . . . He assured me of
the facilities they had out there now was
completely different from 25 years ago when
he was in there. And they would take me for
“a tour . . . make me more relaxed about where
he was going to be. Because at that time I
thought of the nut house. Just crazy people
out there and they would hurt each other or
the nurses would be treating the patients
mean, like they did 25 years ago . . . The
nurse talked with me and took me in another
room . . . [ felt better after they talked
to me about it . . . and they gave me a
complete tour of all the different wards for
the Alzheimer's patients . . . I was really
impressed. [ was relieved that my father was
finally getting help.

Most subjects who described their previous experience with the
'psychiatric institution or mental illness with indifference either did
not discuss their preconceptions of the institution or indicated that
they did not have negative feelings about mental illness or the
institution. Several subjects spoke about their interactions with the
staff from the psychiatric institution during tours of the institution
which were offered to family caregivers. Most family caregivers were
more willing to accept the fo‘.al caregivers' decision to admit the
ADR to the psychlatric institution after they toured. the]facility and
spoke with the institution's caregivgrs. It appeqjped qpat exposure to
the psychiatric ‘nstitution helped dispell some of the family
caregivers' myths about the psychiatric institution.’ They experienced

9
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a process of redefining psychiatric institutions, similar to the
subjects in Rose's (1983) study.

Interactions with others on the day of the ADR's admission to the
psychiatric institution were significant for some subjects and were
not mentioned by others. Those subjects who accompanied the ADR to
the psychiatric institution talked about the event in terms of

personal emotional strain and strain of the ADR.
"

It was the hardest moment . . . A point
where I had to turn around and leave him.

But that was the moment that was the hardest.
Back to the car and came home . . . I knew I
had to face the apartment by myself.

And the doctor that admitted Dad was asking .
Dad these questions . . . and she (my sister)
took him aside and really told him that she
didn't like the fact that . . . he was asking
[her] these questions as if my father wasn't
» there.

Discussion

A change in perceptions of psychiatric institutions and a new
awareness of the severity of the ADR's illness a]]bwed the family
caregiver to ackndwledge the need for the ADR's admission to a
psychiatric institution and to move onto the next stage of adjusting
to the psychiatri@institution. Increased family interaction about
the ADR and the decision regarding psychiatricﬁinstitutionalization
suggested that this was a crisis period for family caregivers. All
subjects reported that the decision to admit the ADR to the
psychiatric institution was a decision made by formal caregivers. All

subjects co-operated with the formal caregivers even when they felt
Vuneasy or disagreed with the agtiqn'being taken. They felt they had
no other alternative but to go along with the formal caregivgrs'

decisions. Participants were more compliant with advice of formal

)



caregivers regarding care of the ADR in this stage as compared to

previous stages.

Psychiatric institutionalization of the ADR required emotional

adjustments of family members regarding the meaning of mental illness

and the symbolism of psychiatric institutions. Several participants

did not feel their ADR was "bad" enough to be admitted to the

psychiatric institution, which implied dramatic perceptions of mental

illness. Most participants who had no experience or negative

experiences with psychiatric institutions described some change in

thought during this stage about psychiatric institutions which allowed

them tp move on to Stage IV.

Propositions Generated From The Data

Propositions related to Stage III which were generated from the

data were:

1)

2)

3)

4)

The greater the number of negative past expefiences with
* mental illness or psychiatric institutions, the more the
family caregiver will resist the decision regarding
psychiatric institutionalization of the ADR.
The more psychiatric institutionalization is perceived by
famt]y caregivers to be a crisis, the greater the frequency
ﬁf family interaction during Stage III.
The longer the provision of physical care to the ADR at -
home, the greater the adjustment required by the primary
family caregiver to having the ADR institutionalized.
Formal cregivers are more 1ikely to make the decisions
regarding psychiatric institutionalization than family
caregivers.

v .
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D. Stage IV: Adjusting To The Psychiatric Institution

The fourth stage in the process of chahge forifamily caregivers
began after the cognitive shift of acknowledging the formal
caregiver's decision to admit the ADR to a psychiatric institution.,
This cognitive shift moved the family caregiver onto the process of
adjusting to the environment of the psychiatric institution.

Mosi participants were interviewed during this stage in the
\process of change. These family caregivers were interviewed between
one and twgkty-four months after the ADRs were admitted to the
psychiatric institution. The participant{whose ADR had died prior to
her participation in the study experienced her ADR residing in the
psychiatric institution for approximately three years prior to the
ADR's death. Thus, data were collected from participants who were at
different phases in the process of acknowledging the loss of the ADR
in Stage IV. ’

Some participants denied the severity of the ADRs' illness, as
they had done in previous stages. These subjects participated in the
study within six months after the ADﬁ was admitted to the psychiatric
institution. Other participants whose ADR had resided in the
psychiatric institution for six months or longer suggested having
begun to accept the loss of the ADR by talking about having made plans
or arrangements for the ADR's death when it occurred (i.e., agfeement
tofautopsy, partial payment for funeral expenées,,etc.). One family
caregiver reported feeling that the,ADR as she "had known him" was
"already gone" even though the ADR'§ physical death had not yet
occurred.‘ This type of sentiment was talked about by most

-participants. All participants indicated during this stage that they

knew ﬁhe ADR would never get any better and that further deterioration

was imminent. However, the family caregiver's continued ability to
/

A d

”

71



72

hope that the ADR would improve despite his progressive deterioration
durihg this stage was outstanding. This was portrayed by all
participants through repeated interpretations of the ADR's behaviors
as being appropriate for a given situation or as being normal

considering the ADR's personality traits.

They tried to get him into program activit1es
and things like that . . . and he wasn't
interested. He'd say he was and then when
they'd want to go somewhere, he gidn't want
to go. He was never really a JO ner to begin
wigh, so it may have been difficult for him
to ever get into things like that.

The minute he looks at you, he says, "Take me
home. These people are all crazy." Well
(1augh), you know, ffg's sitting there and
you're thinking, why are you here Dad?

I said, “I'm C. Who are you?" . . . Then
after a few seconds we all heard, "I am
myself." And I had been just sitting there
. . and boy did I straighten up and listen
. . . I thought, yd know, what is this? Is
there something happening? Is there -
clearing? But I - I then realized.

,

This pervasive fee]ihg of hope was underlying in discussions of issues )
related tggihe cause of the'disease, ADR relationships with other.
family members and in fami]y caregiver and ADR relationships with.
formal caregivers. The feelings of hope seemed to exist even while
the family caregivers were acknowledging the loss of the. ADR as the -
person they once knew.

But you a]ways wish that-they'11 get cured .

and they'1l come back home, you know. That's
the ideal we got.

. You never lose that. The slightest thing
could make me wonder if there was a change.



4.

During the interviews most of the $ubjects asked the researcher
for information about the cause of Alzheimer's disease. Family
caregivers were trying to understand and make sense of the disease in
terms of how it might relate to th&ir own future. All participants ‘
focused on genetic causes of the disease, though some participants

discussed whether an "active mind" would prevent the disease.

Rut you often wonder too with Alzheimer's if

it - if you keep your mind active when you're
young€ér and - and use it all the time. But

they haven't ever done a study on that have J
they to really feel - like they don't really
have any idea what causes it do they?

4 4

-

A few participants ;onderepaloud whether the dfsease had. déveloped
from long term substance abuse. Family Faregivers also showed their
concern about genetic causal theories of A]Qheimek's disease, early in
when the family tree was being constructed, by

\ , A
assuring the researcher that their children were adopted.

the interview process

Participants_who expressed\most interest in the cause of the
disease were adult children of XDRS, Thése participanté fgcused on
the genetic causal theorie§ of the disease. This implied th;t they
had fears a@out developing the disease themselves in thé future. Some

participants were very serious in their dfscussions about the cause of

a

the q1sease and others used humor.

a
I'm afraid . . . because both my
parents were the way they were, maybe that
. “might happen tq me and I might end up in a
situation 1ike ‘that. And I find it very
, . difficult to fdentify with that kind of
thing. \
[f any of us could see what the future holds,
would any qf us be here?



Though there were situational variations; all family caregivers
went through a process of learning the rules of the psychiatric
institution. They also had to learn what their own roles were and
about the roles of formal caregivers.

Spouse caregivers also talked about their adjustments in

lifestyle and feelings of loneliness during this stage.

. 1 ffnd it hard because . . . I'm always
alone . . . Sometimes I work and I try
changing my mind, but sometimes I drop tears
thinking about him.

. because I am alone . . . it's a change.
Nobody to look after, I mean, you know, to
worry after . . . you're by yourself. That's
it . . . it kept me occupied when he was
here, very much so, to watch him and see what
he was doing and . . . so, when there is none
of that, well, it's a change. You're alone,
you know.

The cognitive shift of this stage occurred when the
family caregiver acknowledged to herself the 1osi of the ADR

as the lgved one that he once was.

At first when he went to the hospital I
missed him a lot . . . You always think that
they are always going to come back - back
home, you know. But now when we start to
really realize that for the rest of his life
there - I don't know, "it gets us . . . upset,
and it gets us . . . that he gonna pass the
rest of his life with strangers . . . We
start to realize that that's a long life.

a) Family Caregiver Interactions With Family Members

i) Relationship With The ADR.‘ During this stage subjects were

. . . 1
not "ablg to verbally communicate in any meaningful way with the ADR.
Some participants referred to the ADRs' behaviors as being “child-
like" and that they had to have all their basic physical needs met by
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others. Family caregivers had varying amounts of contact with their
ADR, though it appeared that contact with the ADR decreased
considerably as Stage IV progressed. Participants perceived their
roles in the relationship with the ADR during this stage as being a
visitor, an observer, a caregiver, a protector and a family member.
Primary family caregivers continued to try to be involved in some
way in the provision of physical and emotional care when they visited
the ADR. Many family caregivers talked about their interactions with

the ADR in terms of "helping out" the staff with the ADRs' care.

We used to go there and help the nurse, you
know, make him eat once in awhile. To give a
chance to the nurse, you know.

Adult child caregivers appeared to discuss issues related to the
emotional care of the ADR to a greater extent than issues concerning

specific physical needs of the ADR during this stage.

*
I get depressed too, and there's times I'm
close to tears, but I don't let [my ADR] see
it. Because I think it wouldn't be good for
him . . . .

Participants also talked about interactions which illustrdted
their continued efforts to managz the ADR's care while he resided in
~the 'psychiatric institution. Management of care during this stage
included observing for changes in ADRs' behaviors and/or physiéa]
condition and speaking to formal caregivers on behalf o} the ADR when
there were concerns about the provision of care. |

Visiting the ADR in the psychiatric institution was an adjustment
for all subjects. It appeared that as the ADR resided at the
institution for longer periods of time visiting frequency decreased.
Difficulties with vigiting were discussed in terms of distance of the

facility from the family caregiver's home, transportation difficulties

>



and the emotional strains associated with visits with the ADR in the

psychiatric institution. Discussions of the emotional strains

suggested feelings of helplessness resulting from seeing the ADR and

other residents of the psychiatric institution in increasingly

vegetative states.

This is hard . . . I know he.gets the care
there but . . . it's hard to accept. O0f
course, you see him when he was well and now
he's not so. This . . . this part is very
hard, but . . . you have to cope with that.

. . 1 guess | use - sometimes use the work
as a crutch for not going. Because I find it
really difficult to go there. I really,
really find it difficult . . . When you see
people who have been ah . . . electricians or
carpenters, or world musicians or whatever

. . . sitting in a baby chair and playing
with their mouths . . . I don't know how I
would cope with it . . . my reaction to some
of that is kind of to pull away . . . because
I'm really, really frightened off by it, you
know.

v

Some participants talked about feeling guilty about having to

institutionalize the ADR in the psychiatric institution. Most of

these participants were adult child caregivers.

.

-

. . . it's hard. It makes you think, well,
maybe I should have done more for him, maybe
he wouldn't have been 1ike that.

1 think my father's mad at me. for putting him
in there - putting him anywhere other than
looking after .him myself. Which I would have
done gladly had I been able to do that. But
I could not bring him here and have him
wander out onto the street or into the back
alley and fall down the steps or lord knows
what he could have done to himself here. But

"1 really think he's mad at me . . . I don't

know if that's guilt . . . But I really -
think that because I"he oldest and I'm in
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charge, I think down deep if it's the last
thing that he ever does remember it will
probably be that I put him there.

(4

I still feel guilty . . . I feel like maybe
it would have worked out if I would have kept
him at hone.

Participants also reflected on their roles as family members by
"looking back" at how things used to be in the family prior to Stage
I. These reflections included descriptions of ADRs' previous
personality characteristics and previous interactions with the ADRs

during conflict and crisis situations.

I think he's always been a very aggressive
person. Like I even think back when we first
got married, I mean he had his=ways of
getting his own way . . . Even as a-young
boy at home, he did. You know that's been
his nature right from - being aggressive you
know. '

ii) Relationships With Other Family Members. All participants

referred to situations where they provided emotional support to other

family members who had difficulty visiting the ADR dutfing this stage.

She thinks it's horrible . . . She says, "I
pray to God I never have to come to a place
1ike this. And she gets very depressed . . .
. And I told her, I said, "Try not to cry." -
You know, like I get depressed too . . . If
yoy want to cry do it after . . . It's
unsettling for [her] and I told her, I said,
“Well, don't come too often. Why upset
yourself?" 'Causé then she goes home and
stews about it. And you know that isn't a
‘positive thing for her. ;

Soqe participants falked about their dependency on other family
members for help with transportation to visit the ADR in the

hY

psychiatric institution. Most participants relied on other family
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members for *company” when they visited the ADR. This data showed
that family caregivers continued to have contact with other family
members. However, it appeared that the intensity of family 4
interactions associated with Stage IIl subsided during this stage to a
pattern similar to that of‘Stage Il and earlier. Family members
appeared to interact with primary family caregivers more frequently
during crisis situations. Onﬁi the ADR had been admitted to the
psychiatric institution, frequency of family interaction decreased to
the non-crisis frequency of interaction. For example, one fémale
child primary caregiver indicated that she had not quken to her -
brother‘glnce the ADR had been admitted to the psych1atr1c .
institution. She described having frequent interactions with him
during Stage 111 of the family caregiving process of change. Other *
subjects ta]kés about involving family members in confefences witﬁ

formal caregivers during Stage III and there was no discussion of such

family conferences associated with Stage IV.

b) Family Caregiver Interactions With Non-Family

Family caregivers talked about experiences with and perceptions

of formal networks and informal networks during this stage.

i} The Farmal Network. Al1l interactions which family

[ S
caregivers had with the ADR during this stage involved interaction
) o

with formal caregivers in ‘the psychiatric institution. Participants = .4
felt the c&re which the ADR received in the psychiatric institution : 4
was adequate or better than what they had previously received or could

be receiving at home. - : | .

K

I'm content about him being there. Because I

know he's getting the best possible care. I
* .  may not agree with some things they're doing . e
' there, but he s petter there than uhat he was

i
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living in here and at the lodge. He's better
than when [ was taking care of him.

Participants described the nursing staff in the psychiatric

institution as being "nice," "co-operative" and "kind." However,

these pa}ticipants also indicated that the nursing staff did not

always do things that family caregivers exXpected them to do.

But if they don't put them (the ADR's
dentures) on, he won't wear them no more, you
know. [ guess they figure he's better off
without them, but they should have them in
for me.

. . . got his hair combed and he's clean and

stuff, I feel very good about it. And then

when I see him . . . with blood around his

mouth and stuff, well I can't see any reason

for that . . . I've been there late in the \
® afternoon and he's still got his lunch on his

face. I don't see any reason for that. I

feel that - no you can wipe a baby's face in

about one minute.

+ Participants talked about formal caregivers whvo provided badhic
physjcal care to the ADR, but there was a continual sense that
participants felt this was not enough. -Though all subjects empathized
with the enormity of the job of caring for individuals suffering from
Alzheimer's disease, they continued to report experiences which were
disturbing to them in terms of the quality of care their ADRs
received. ‘.

’ Family céregiv;r dissatisfaction related to issues concerning
ADRs' clothes, basic .physical care of ihe'ADR (i.e., degree of |

‘t]eanfiness) aﬁz the inconsistency in the personalized care which the
AD% received (i.e., having his hair combed and dressed up nicely

versus én unkept appearance).
. : ‘-



. . . the clothes are the big problem . . .

" When I ride there and 1 see that he gets
somebody else's clothes it . . . it just
burns me. Because now what I got for my
[ADR], that the only pleasure we got now to
wear his own clothes and what other pleasures
he got? . . . I told them. [ told them
very politely. I said, "I'm buying his
clothes and I like him to wear his own
clothes. Nobody else's clothes.

~

The situations which concerned the family caregivers did not
appear to te consistently occurring events. The significance of
single disturbing events may have clouded the participants’
perceptions of the experieAce with the psychiatric institution or they
consistently used only one example to describe their experience. For
example, some family caregivers experienced seeing the ADR's clothes
on another resident when they visited. One described being upset for
bnly a moment, explaining that she could understand how such a mix-up
could have occurred. Anothef participant stated she was very upset
and angry that this incident occurred. lThe incident appeared to have
more of an 1mpact‘on this participant's perception of the quality of
care at the 1nstitution.A The impact of the disturbing events on the
family caregivers may have been affected by the length of time the ADR
resided at the psychiatric institution. Family caregivers whose ADR
resided in the psychiatric institution er longer periods of ‘.me
seemed to be more rdady to defend the actions of fprmal caregivers by
reporting positive experiences tﬁg; had with formal caregivers on |
" other occasions. Thfs”ilfustrated a process -of coming to terms w'lthv

the depersonalized aspects of institutional care. It was a process of
understanding the system and its rules. 'ngs

.". . when he went I thought he wasn't .
treated well . . . He didn't have his  *
clothes. ‘He had the other one's rags on. -
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And ohhhh, you know, . . . but finally I
understand how it's going and they've got
more than one patient . . . And how do they

work? They work pretty hard to take care of
those patients. So, it's not bad . . .

Many participants had more difficulty accepting the
depersonalized aspects of the psychiatric institution. The
depersonalized environment of the psychiatric institution was a @ajor
theme in the data. Items which symbolized the identity of the ADR for
the family caregiver were not given the importance in the institution

which family caregivers would have desired.

. . . the room is barren. I don't know how
to describe it . . . it's like a nothing
room. The only way you can differentiate -
I'm sure [the ADR] can see that he has his
pillow on his bed that he knows it's his
. . . And I'm sure that's the only thing
that he knows that's personal in that room.

. . . it's so depersonalized. You know it's
like you're mental . . . everything is under
lock and key, you know. Like I couldn't even
go if I wanted to put cream on his face. 1
have to get staff to open his closet . . .
If you want to change their clothes or if you .
want to wash tngir face or put cream on them
. or whatever, that you should be able to do it
\ without chasing around that whole ¥loor
looking for somebody to unlock the door . . .
I can see why they have to lock it . . . This
other man . . . has taken his shoes - his
slippers. I'm sure. if he could have gone
into a closet there would have been nothing
left in those closets. So, I just, you know,
looked at the whole situation and I'm taking
nothi?g out there. There's no poinffto it -
at all. /

g

-

Most participants talkedjaﬁout a wish or desire for the ADR to be

cared for either in & nursing home or aUxi]iary hospital, or at home.

Severygp stated that hadfthey@bgen‘finanqially,able to do'so, théy
. ) / .
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would have preferred to have the ADR cared for in their own homes.

. ideally it would be wonderful if
everybody had lots of money %hat they could .
keep them at home and have a place set up for
somebody to look after them on a twenty-four
hour basis. But with the way our world is
today . . . not many people can do that.

Another major area of difficulty for family caregivers concerned
communication witl, formal caregivers. Almost all part%cipants tqlked
about experiencihg some communicgtion difficulties with formal ‘
caregivers at the psychiatric institution. The d1ff1cu1t1es're1ated_
to getting information from formal caregivers about the ADR, a general
negativ; attitude or manner which some formal caregfvers had in .
communicating with family caregivers and others, and/or a 1§ck of
contact with formal caregivers at the institution. Several
participants talked aboyt ﬁaving difficulty gétting information about"
the ADR from the nursing staff. They learned through interactions
with the nursing staff.that family caregivers were to get information
about the ADB'from a'physicianf This appeared to-be one of the rules
of the psychiatric institution. General duty nursing stéff were not b
perceived as being responsible for providing support and/or ‘

information to fémily members.
. ¢

We are afraid to ask them too ‘much questions
i because 1 know the nurses are not supposed to
. « » the -doctor's supposed to talk first.

You know, you don't sit and converse like' .
you're visiting them [the nursing staff], so
you don't really get -to know them. You-know,
I talk to all of them. .'Hello' and 'How. are
you today,' and this type of thing, but, you
-know, you can't sit with and converse with
them. ‘ ‘

[
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Other family caregivers described their discomfort and inability to

get information from the nursing staff about the ADR over the

telephone.

I found it awfully hard to phone the
hospital. And that long long wait when they
were looking after someone that came to the
phone. And I hated that. [ thought, what a
thing to do just to ask a simple question #
about someone.

»

I phone at night . . . after they've put them
to bed. And - but they don't tell me much.
"Oh, he's about the same." . . . It depends
if the nurse - sometime we get to talk a
little bit. Sometime, well, if they're. busy
they can't - can't talk. But some they-—like
to talk a little bit, you know.

B

Family caregivers also talked about a lack of contact with the
formal caregivers who were perceived as being able to providé them

with support and information about the ADR. This lack of contact with *

' formal caregivers either resulted from participants' repeated fqiled

A o~
attempts to contact formal caregives by telephone, the participants’

lack of motivation to contact formal caregivers and from the
perceptions 8f which formal caregivers were designated to provided

information and support.

-

As far as being supportive, we really haven't :
been out there much to - you know, bg around

the staff that could really help you.

Because most of them are there in the day

time. ,

I'm sure it [formal support] would be there
-t " if we went seeking it . . . I'm sure if [
wanted to see somebody badly enough, if I
went out, I could be seen. -~ .
When he left us that day he said, “Phone
anytime you want to ask questions.® . . . I
- bet you I've phoned ten times and haven't



i} been able to‘ - he's either in a meeting or -

: . you know. And then if he's phoned back I
haven't been in and, you know, it's been -
And when you're working it's hard to go out

¢ _ when the staff that (you) can talk to is
. there.
:*. . . *j\ A few family caregivers had attended the formal famﬂy support
7
. oup meetings at the psychiatric institution. These participants

< stated that the support group had a positive impact on their knowledge
-about Alzheimer's disease. They also felt that they were "no 1onger
alone" in experiéncing a relative suf?ering from the disease.
Ehrtic1pant involvement in the formal support group ranged from
R attendance at two meetings to active invofvement in support to other
family caregivers. 4
Parffcipants who had not attendedie formal family support group\
meeting stated that they did not have the desire or the need to atteAd
such a group. Either the family caregiver did not believe the groupw ‘
would meet her need§ for support or §he obtained support from other
) sources such as another family member 6r a formal caregiver with no
. affiliation to the psythiatric,institetion., A participant who had
never atténded~a family support group meet{hg asked the researcher |
"what took place during the meetings. She had 11tt1e knoWledgemabout

‘ %F ' the group, but felt that the support group would not be beneficial for
“her. T &
.. You just have to cope. So, I don't know, aff |
% .e . if some’people need this, ah . . . .
. o ~interaction with 'other people that their
L - patents are in the same situation. Ah ., . .

it's not going to make me feel better -
'listening to Joe D¢e crying about his family,
It's going to make me feel worse . . . that.
* . - 1si't my choice though. That wou1dn t give
: me comfort at all. 1

N b
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caregiving process.
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i1) The Informal Network. Data refated to the property of

interactions within the informal network increased in volume from
previous stages, though it remained minimal compared to other
properties of the stage. Only spoUse caregivers talked about social
interactions with non-family, though adult child caregivers talked
about interactions with emplo}ers and other colleagues. A spouse
caregiver talked about her 1nteractions with a “best friend" who was
shocked at the changes in the ADR since her last v1s1t with him three
years prev1ouslyi Another spouse careg1ver ta]ked about her feelings

of discomfort when she started to develop male friendships during this

~

stage.

' v
And on Frlday nlght I go. .. (to the)
lions.  It's a senior citizen dance. And we
have some of our friends there thdt goes
there, you know. So, it's a nice night for

\ me because I enJoy 1t. The first time I went
there, . . . I'd say, "Why couldn't he be
here?* You know, at the dance. Because he
was.a very good dancer and he liked the
music. But, I got used to it . . . It's a
nice night you know. :

He s a bachelor for many years. Hass quite -
you know, he's an old gentleman. Very nice
man . . . And I could hardly - T didn't know
how to relate to him when I first went. I
hadn't related to men and to - for so long
. . . from the time that his i1Tness started.
There's a pulling back socially- be@ﬁuse of
all the diffgpu]ties you face . . . And
.there was all of those years that there was
no social life . . . After a total of 16
years you don't move out into a social -~ )
situation that easily . . . At that point I o 4
didn't know how to talk to anybody. R

A |
S

These experiences reinforced the property of social isolation

experienced by primary caregivers during the previous stages in‘the

.
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_ADR, obStacles to communicating with ﬁormal caregivers. the distance

Discussion

-

8 “ N .
It was no longer” possible for-family caregivers to engage in
R v e 3
meaningful conversation with the ADR during this stage. The conddtidn
of the ADRs had deteriorated in many cases to a poiht where the

behaviors were described as being "child-1ike."

86

Family caregivers described varyxing amounts of,famg]y interaction

and support received from other family members, though itsappeared
that social isolation of the primary family caregivers was maintained™
or decreased slightly in this fourth stage. The participants ¢
suggested that other family members struggled with their own feeiing
of loss of the ADR,during this stage antt they tended to turn tozﬂﬂb
primary‘fami]y caregivers for emotional support. Few subjects
reported receiving d.ptiona] support from other family memsergcduring
this stage. . S s s
Family caregivers had less control over care management of the
.ADR. There was.increased frequency of contact with the fonhal‘
carégivers and family caregivers' visits with the ADR decreased;in

frequency the longer the ADR resided in the institution. Initially

participants attempted to be involved in'decision-making re
daily care management of the ADR in ‘the institution, but |

involvement in care management suhSided over time. The pa"ern of

.'decreased family caregiver invoivement ‘may have been dué /in part to
the process of adJus;ing to the loss of the ADR. The diétanC1ng from

the ADR may have also been inf]uenced'by the issues aséociated with

dea]ing with the social stigma of the psthiatric institution and ther ;

depersonalized environment of the institutton.— Other factors which®

' ,may have influenced family caregivers in distancing themse]ves from

the ADR appeared to be frustrations at- inconsistencies in care of the

. PN
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of the family caregiver from the psychiatric institution and the

emotional pain involved in watching a loved one deteriorate mentally

and physically. )

Propositions Generated From The Data

L)

Propositions related to Stage [V which were generated from the

data were:

1)

)

3)

4)

5)

6)

7)

The longer the ADR resides in the psychiatric institution,
the lower the visiting frequency‘b; the family caregiver.
The greater the distance of the psychiatric institution from
the residence of the family caregiver, the lower the
frequency of visits. )

The more contact family caregivers have with formal
caregivers of the psychiatric institution prior to or at the
time of admission of the ADR, the greater the family
caregiver's acceptance of the decision to admit the ADR to
the psychiatric institution.

The more family caregiver observations of the ADR receiving
satisfactory care in the psychiatric institution, the more
family caregiver satisfaction in havino the ADR reside
there.

The greater the family caregiver satisfaction about .
communication with formal caregivers in the psychiatric
institution, the higher the family caregiver satisfaction
with the ADR residing there.

The longer the ADR resides in the psychiatric institution,
the more able the family caregiver is to acknowledge the
psychological loss of the ADR.

Adult child caregivers 3re more concerned than spouse

caregivers about the causes of the disease.
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8) The longer the ADR resides at the psychiatric institution,
the more accepting family caregivers are of tMe rules and
routines 0} the psychiatric institution.

9) The greater the frequency of family caregiver attendance at
family support group meetings, the greater their knowledge

. about Alzheimer's disease. ‘

10) The more personalized care provided by formal caregivers for
ADRs, the greater the family caregiver satisfaction.

11) The greater the frequency of contact_family caregivers héve

with formal caregivers, the less control family caregivers

have over care managemenf.
E. Stage V: Moving On

Stage V included data which reflected a process of moving on in
the family caregiver's futur;. Only one participant was a?le to -
discuss experiences she had during Stage V. However, participants
interviewed duging Stage IV talked about their future and about the
future of the ADR. They spoke about looking after iLemse]vés in terms

of da?ﬂy living, career planning and social activities.

o

Yery early on [ realized I;d have to make my

own life. And I don't think it ever left my .
thinking totally. [ knew it was going to be

a responsibility. And where would I go and

what would I do and what - what turn would I

take.

They also talked about the death of the ADR in terms of funeral
arrangements and decision-making regarding autopsy of the ADR. ' The
theme of moving on reflected family caregiver interactions whicﬁ did
not focus on the ADR. The interactions illustrated thoughts about the
needs and wishes of the family caregiver. The title of the stage

emerged from a lengthy interview with a family caregiver whose ADR had
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died plus the future ac¥ivities planned by other .subjects.

Stage Y abpeared to begin wfth the ‘physical death of the ADR.
This was a variation in the established pattern of change in the
process as previous stages were initiated by cognitive shifts
assaciated with the preceding stage. With the ADR's physical death"
the family caregiver continued a precess of acknowledging, the ldés of
the ADR which began in Stage IV with acknowledgement of the
psychological loss of Fhe ADR. Tg; process of acknowledging and
accepting the loss of the ADR continued until after the ADR's physical
death. The cognitive acknowledgement of the physical death of “the ADR
was net a "new insight," but rather an extension of the cognitive
shift of Stage IV where psycho]oglcal Yoss of~the ADR was
acknowledged. Therefore no new insights were 1dent1f1ed in the
interactions of the family caregiver during Stage V. The family
caregiver experienced a grieving period wh;ch lasted three to four
months before she felt that she could move on with her Tife.

The participant's reflections on past experﬁences illustrated
that the family caregiver continued to have- emotional attachments to
the ADR. It was importaht to the family caregiver’fhat the ADR be
remembered by family members and non-family as a "vital" and &ynamjc
human being as opposed to am individual who was not emotionally |
involved with others. This suggested that the family caregiver
continued to protect the dignity of the ADRAafter his death.

The participant deecribed increased frequency and quality of
interaction with other family members during.this stage. She talked
about receiving emotional support from relatives who had not been_ _
mentioned during discussion of the previous stages. The,pefzzives
supported the family caregiver by providing regular opportunities for
her to socialize with other family members and non-family during
traditioﬁa] Christmas activities. This had not been done prior to

this stage. . .
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Other family members who*had interacted with the primary family
cardgiver during previous stages also provided emotional support
during this stage. In this sityation there seemed to be more
discussion about the behaviors of the ADR gmong specific family
members. The participant ipdicated that tRese family members
reflected back to when the ADR "ﬂ? having difficulties during earlier
étages, but that they were not able to discuss their ?bservations with

the preémary caregi?er until Stage V.

He admits now that back in those years my
[ADR] was not well and behaving right. Now
that it's all over and he fully understands
everything he can admit it. But, up until

. then there wasn't any support real-well, he
supported me. That's another story. But, I
mean as far as them as a unit - a family
unit.

o

The primary family careg{ver had contact with formal caregivers
during this stage due to her continued involvement in the family \\\
support groups. Sympath}:about the death of the ADR was expressed to
the subject by the ADR's physician and nurses who had cared for him at
the psychiatric institution. * -7

Because of the family caregiver's involvement with family support
groups during this stage, some of those formal caregivers from
previous stages became friends during this stage. The participant
also talked about renewing old friendships from days prior to Stage I
in the process of family caregiving and of mqt1ng new fr1ends through
work and .social interactions @ith relatives.

Discussion .
\
Data in Stage V illustrated a pr;;ess of "moving on" for the

single family caregiver who had experienced‘the stage .t the time of

participation in the study. The family Egregiver experienced a
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significant increase in social interaction with both family members
" and non-family. These interactions were emotionally supportive to the .
°primary caregiver regarding her caregiving expefience and 1ﬁ're1ation

to building a new life. This finding suggested that other family

members and non-family may have felt more comfortable providing

emotional support to the f;mily caregiver after the death of the ADR.

There are societal préscriptiops for responding to and dealing with

death and provfding support to those who experience the death of a

loved one. There are no such societal prescriptions for providing

support to primary family caregivers of ADRs.

Becaus;?only one subject had'gxpefienced the death/of her ADR,
the significance of the identified properties of this fifth stage in
the process‘gf family caregiving was not.confirmed. Oespite. the
tentative nature of the findings, the fifth stage-was included in the
model because a final stagé was suggesfed by all participants.
Further research must be done to verify salient concepts related to
family caregiver interactions, relationships and roles during this

period in the caregiving processs
Propositions Generated From The Data

Propositions,wﬁich emerged from the data related tq Stage V
were: ’ . L ‘
1) Social isolation decreases after the death of the ADR.
2) Interactions with formal caregivers about the'caregiving - |

experience decrease suddenly after the death of the ADR.

F. Other Themes Associated Nith The Family Caregiving Process

-~

The first stage in the family caregiving process had no .
identifiable beginning and the final stage appeared to have no
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distinct end. This suggested that the total caregiving experience
with a relative who suffered from Alzheimer's disease was connected to
the life of the ca;;giver both before the relative developed the
disease and after that relative had died. )

The stages of change in the caregiving préZess were stages which
individua) family caregivers experienced. Where more than one family
caregiver participated in the studx; the djfferent family caregivers
experienced a similar process, though each family caregiver discussed
different experiences and perceptions of the situation. Thus, the
process of change for each participant was sjmilar, but within a
family.any two caregivers could be at differént phases of tﬁdught
deve]opment}moving toward a particular cognitive shift.

Several themes oécurfed in the data which were not associated
with a particular stage. Thgy either occurred across more than one ’42‘
stage or they were general comments mades.by several participants. The
four commdn themes of "making sense," "feeling Tockgd out," family
obligation and control of caregiving will be discussed.

‘ Throughout the family caregiving process, thé subjects attempted
to make sense of what was happening to ;he ADR.- They also atgempted
to make sense of the difficulties they experienced in providing and/or
managing care for the ADR.” The subjects consistently suggested '
processes of making sense‘bf situations through di;cussions about
their int@rpretation§ of the behaviors of others. In Stage I the
behaviors of the ADR were interpreted aS being e{ther "normal" or
“abnormal" by the fami]y.caregiver. Once formal carefivers became
involved in managing and/or providing care, family caregive}s
interpretéa and provided rationales for their own behaviors. They
also providgq rationales for the behaviors of other family members.
These interpretations depended on the relationship of the faﬁi]y

caregiver to the individual whose behaviors were being interpreted.



Family caregivers talked at. length about their interpretations of
the ADRs' behaviors. Throughout the five stages in the process of
family caregiving the ADRs' behaviors were interpreted as being
meaniﬁgfu]. Behaviors which seemed abnormal toAthe researcher were
interpreted by the family caregiver as either being normal personality
characteristics of the ADR or as some form of communicated message to

the family caregiver.

Last fall we could talk to.Dad . . . I would
say to him, "Do you know there's something
wrong with you?" And he would say, "Yes."
And he'd start crying. Then out of the blue
He'd change the subject because he didn't
want . . . to face it . . . He's never
wanted to face anything in his 1ife really

. Dad was very weak - very wedk that way
.+ - - A very weak person all his life as far
“back as I can remember.

This suggested denial'by some family caregivers regarding the severity
of the illness. In the early stages in the’caregiving process ADR
behaviors were interpreted by some caregivers as a continuation of
personality characteristics. In later stages the ADR behaviors were
in;erpreted by family careg{vers as not being "bad enough" for
admission to the psychiatric institution. After admission to the

Q

psychiatric institution all family caregivers described interpreting
ADR behaviors in ways which suggested that there might be more to the

behaviors than what they appeared to an outsider.

-

We as caregivers with this disease cling to
anything that slightly resembles normalcy.
And we're inclined to interpret some behavior
that's sort of_ like out of the blue.and
normal, we think tq being normal. And we
don't realize the impossibility of it.
(We're) doing it instinctively.

14

However, the denial could also be interpreted as feelingﬁ of hope for

= ¢ }
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a recovery of the ADR. Participants consistently illustrated
throughout the caregiving process a sense of hope that the situation
and/or the health of the ADR would start imp%oving. Kubler-Ross
(1969) discussed hope in her stages of grief related to death and
dying. She defined hope as

“the feeling that all this must have some

meaning, will pay off eventually if they can

only endure it for a little while longer .

that all *this is just like a nightmare and
notltrue." (p. 139).

A feeling of hope was evident in all stages of the grief process, as
it was in the five stages of the family caregiving process. Kubler-
Ross (1969) described feelings of hope as being eifher a
rationalization for the suffering or a denial of the situation in
order to ‘hang in' during the difficult times. ,

In attempts to make sense of the situation family caregivers also
fnterpreted formal caregivers' behaviors from Stage II to Stage V.
These interpretations suggested that formal caregiving was perceived
to be not quite good enough. The levels of satisfaciion of formal
caregiver performance varied over time and with each subject. ‘
However, even those family caregivers who stated that they felt
genrally satisfied with the formal care provided to the ADR had
complaints about formal caregivers on one or two occasions. The
dissatisfaction‘bf formal caregiver behaviors may be similar to the
anger which Kubler-Ross (1969) discussed in her s;cond stage of grief."
She stated that “anger is d{splaced in all directions and .projected
onto the énvironment at times almost at~randoh“-(p. 50). Unlike the
grief process, anger directed at formal caregivers in the family
caregiving process was evident in several of the stages.

Family cafegivers also attempted to make sense of their situation

4



by continually lookiﬁg back to their interactions with the ADR.
Making sense of a specific situation was understood by comparing
current interactions to previous interactions and observations. -
Participants looingback on éxperiences with the ADR prior to Stage |
in all five stages. Thus, the ADR behaviors prior to Stage I where
participants expérienced a process of realizing something was wrong, °
were the reéference points for partfcipants' interpretations. A
continual process of making se1§£ of the experience through use of the
thought process describéd above reinforced the ongoing sense of
emotional upheaval experienced during the family caregiving process. -
A second major theme or pattern of interaction for family .
caregivers related to social isolation. In Stage I primary family
caregivers did not give any suggestion of soéial isolation. Their
social iso]atioqﬁgncreaseq considerably as Stage II progressed. Some
participants described an incrgase in family interaction during Stage
III. However, frequencx}of family interaction appeared to decrease
again with the start of Stage IV. Frequency of social interaction
with non-family slightly fncreased during Stage.IV for some subjects.
There was a dramatic decrease in social isolation for the single
family caregiver in Stdge V. Not only were primary caregivers
socially -isolated in terms of family and friends, but they felt
isolated from formal caregivers partiCu]ar]y after the ADR was
institutionalized. Primary. family caregivers alsd talked about
feelings of isolation from the ADR throdghout the caregiving procesé.
This isolation seemed particularly difficult for spouse caregivers.
Some family careQiVers suggested that the environment of the
psychiatric institutibh enhanced their feelings of isolation. }%Zse
discusstons included issues such as the locking of doors and cupboards
which contained the ADR's personal toiletries, the inability to
maintain ite:: which-symbolized the personality of the ADR,

[
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>communjcation'difficulties with the.fofma] caregivers anh‘thé'
constraints of the formal care system on actiye involvement,of family
caregivers in the ADR's care management. The iheme‘of this data
illustrated feeiings~of belng 1ocked out, both emot1ona]1y and
physjcally.

A third theme in the interviews was that of famiiy obligation.
This property of the car£g1v1ng ‘progess could not be aysoc1ated with

¥
any one spec1f1c stage.” Several SubJeCtS respcnded to quest1ons

related to motivation and perseverance in providing care with answers B
which suggested strong feelings of oblig&tion. The§e fee&ings seemed
to be related to the quality of the long-standing re]ationshﬁp with
the ADR and the role of the ADR in the family. Kubler-Ross (1969)
discds;ed family obligation in the grief process when she talked about
feeliﬂ;s of guilt. She stated that if formal caregivers helped family
members 'work through' their feelings of gquilt about the relationship
with the dying person thé fee]ings of obligation toward that person
would diminish. o ‘ .
Mosp participants spoke\either directly about or alluded to
feelings of guilt. The iﬁ%erpretationé of situations and/or
rationalizations of family caregivers' thoughts éuggested feelings of
guilt. These'feelings of guilt may have motivated family cafégivers
to continue with caregfving, though the relationship between the
family caregiver and the ADR-‘appeared to be much more complex. Two

adult child caregivers talked about progiding care because of the care

the ADR had provided during the caregivers'-childhood.

I dnow there were lots of times when I didn't
foel like hav1ng to do all that, but you have
to do it. I'm sure there were lots of times’
when I was a little girl and my father didn't
feel like doing whatever he had to do with
me. But, he had to do it.



He was always a good person. He always
helped everybody. He helped everyone of us
kids anytime we ever needed help. And you -
kind of feel, well, he brought me up and took
care of me and now it's my turn to take care
of him.

Spouse caregivers also implied that they owed their ADR the
caregiving.

He was a real good husband. That's the thing.
I can never say the opposite. He was a
husband that Tooked that I had money. He was

™ husband that always worried that I.get
sick. And he was a good husband.

These types of statements also‘refleéted the reciprocal nature in
the participagts' re]atidnships with the ADRs. Each indfvidua] within
a family occupied roles dependent on a position within the family.
Rodgers (1973) indicated that individuals in reciprocal roles can
ﬁpreséure.an individual to behave 1n a particular way" (p. 57) and
that theré can be variations betwéen expected and actual resultiﬁg
behaviors. The physical and mental deterioratfon of the ADR pressured
family'zaregivers who were in’reciproca1 role positions (either spouse
or adult child) to take the rol% of caregiver in return for past
situations yhere the ADR assumed a position of caregiver.

The caregiving experfence was not perceived as a negative
experienceyby family caregivers, though the subjects who were asked
specifically about this staggh that it had béeh a stressfu] and *
difficult experience. They could not agree to give a negative label

e
to thg experience. f\

I don't think it was a negative experience.
At least not to me. It was stressful, but it
was - it was good. I could do something for
my father that he couldn't do for himself
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. No, I don't think [ would say it was a
negative experience. [t was hell when it-was
happening because of all the time we had to
spend there with him . . . But I don't think
it was negative. e

This finding supported Gilhooly's (1984) statement that there was
marginal or inconclusive evidence to support an association between
caregiving and low morale and poor mental health. '
A fourth theme in the data related to cbntrol. Family caregivers
frequently talked aﬁout their experiences in terms of maintaining
control over the care provided’tb the ADR, particularly after formal
caregivers took over the twenty-four hour supervision of the ADR.
Interactions between family caregivers and formal caregivers
illustrated a common pattern which suggested that with increased
involvement of formal caregivers as the stages progressed, there were

decreased family caregiver feelings of control over management of the

ADRs' care.

[ mean after all he still is our father. We
should have the most say over (him) than
anybody . . . And especially me now with
taking over as his legal guardian and taking
care of - I mean, his checks all do come in |
my name now as his trustee and that. And I'm
just, you know, upset with the idea that I
have as much control as I thought I would
have, you know.

Propositions Generated From The Data

Propositions generated from data related to other themes or
patterns of interaction during the cagegiving process were:
1) Thé more assistance family caregivers received from formal
caregivers with care provision and management of the ADR,
the less control family caregivers have over care provision

£

and management.
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2) ~ The more primary family caregivers are engaged in caregiving
/
/ interactions related to the ADR, the more isolated they are
from other family members.

3) The longer primary caregivers provide and manage care for an

<1l

ADR, the more isolated they are from friends.
4) The greater the family caregiver feelings of ob]igatio’h, the
greater_the frequency of family caregiver 1nter;act1'on .

related to the ADR.
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Y: CONCLUSIONS

Summary of Findings

These data illustrated a process to family caregiving ot a
relative suftfering from Alzheimer's disease, who resided in a
psychiatric 1nst1tu}ion. Sequential stages within that process
emerged as data were collected and analyzed. Properties of the stages
suggested a decrease in meaningful interaction with family members and
an increase in interaction with formal caregivers a4s the stages
progressed. lhe general pattern of decreased family interaction
appeared to be relateg to feelings of social isolation ftor primary
tamily caregivers. Participants also suggested experiencing feelings
of isoiation from formal caregivers throughout the process. As
caregiving for the ADR became more public, family caregivers felt
decreased amounts of control over the management of care. changes in
interaction patterns appeared to be related to changes in thought.
These changes which family caregivers experienced, emerged into five
stages iﬁ the process of family caregiving. They were: tmerging
Recognition, Making My Uwn Decisions, Accepting Decisions of Others,
Adjusting to the Psychiatric Institution and Moving On.

In Stage | the family caregiver realized there was something
wrong with the ADR. This stage had no distinct beginning %hich
suggested that the process of caregiving was attached in some way G
the caregiver's previous 1ﬂ(e. Family caregivers described feelings
of confusion until they had\}Héntified the ADR as the *source of
'troubde.' There was increased tconflict between the particip;nt and
ADR dﬁring this stage. Dealing with the ADR was kept within the
family and for many caregivers their thoughts about the ADR remained
private. The length of this stage varied with each subject, but it

seemed to depend on the participants' past experience with Alzheimer's
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disease and whether or not the tamily caregivers' perceptions about
the ADR were contirmed by other tamily members. The stage ended with
the cognitive shift of acknowledging that something was wrong with the
ADR.

In Stage Il the family caregiver gradually turned to non-family
formal caregivers for verification of what was.wrong with the ADR and
for assistance with care provision. Ffrequency of interaction with
formal caregivers increased as the stage progressed. Family
caregivers remained‘jh control of care management during this stage,
but with an increg{éd involvement of forma? caregivers, family
caregiver control over care management was generally decreased from
the previous stage. The length of Stage Ii ranged from five to
fifteen years and ended with the acknowledgement that more help was
needed, which resulted in psychiatric institutionalization ofAthe ADR.
Primary family caregivers became increasingly socially isolated during
this stage. This was partially due to attempts to protect the dignity
of the ADR and to protect other family members from the emotional
turmoil of dealing with a loved one mentally deteriorating from
Alzheimer's disease. Primary family caregivers spent increasing
amounts of energy and time at care provision and management during
this stage.

Two groups of family caregivers emerged in Stage [I. Adult child
caregivers tended to place the ADR in a nursing home and spouse
caregivers tended to care for the ADR in their own homes with minimal
informal and/or formal assistance.

Family caregivers experienced changes in thought related to
acceptance of the decisions of others during Stage [Il. They
acknowledged and accepted the decision of formal caregivers to admit
the ADR to a psychiatric institution. In ail situations the initial

decision to admit the ADR to the psychiatric institution was made by
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N
tormal caregivers. The tamily caregivers reported being informed of
this decision after it was made by formal caregivers. All but one
subject felt they had no choice but to accept the formal caregivers’
decision. This process illustrated increased perceptions of loss of
control over the AURs' care management.

Participants appeared to have increased frequency of contact with
tormal caregivers and other family members during Stage [Il. Ftamily
interactions focused on the formal caregivers' decision to admit the
ADK to a psychiatric institution.

Stage IV illustrated family caregivers adjustments to the
psychiatric institution. All ADRs resided in the psychiatric
institution during this stage and every, interaction which family
caregivers had with the ADR also involved contact with formal
caregivers. Thus, there was increased frequency of interaction with
formal caregivers. Participants talked about events in ways which
suggested feelings of even less control over care management during

—~¥his stage. Family caregivers talked of having interactions with
other family members, but the interactions focused on visiting
experiences with the ADR in the psychiatric institution. Family
caregivers relied on other family members for assistance with
transportation to the psychiatric institution and for emotional
support during visits with the ADR. There appeared to be less contact
with other family members in comparison to Stage III.

The cognitive shift associated with Stage [V was acknowledgement
of the loss of the ADR. The specific loss acknowledged during this °

stage was the psychological loss or loss of the personality of the

ADR. This cognitive shift was continued into Stage YV where the family

caregiver acknowledged loss of the physical aspects of the ADR after

his death.



103

Stage ¥V illustrated family caregiver interactions related to a
theme of moving on with her own life. There was increased interaction
with other family members which illustrated family support for the
grieving caregiver. There was also increased frequency of
socialization with non-family. I[nteractions with formal caregivers
regarding the ADR subsided during this stage to a frequency gimilar to
that of Stage I. There was no distinct end to the final stage .Qpch
suggested that this end of the process was connected in some way to

the life of the famVWy caregiver.
A Model of the Process of Family Caregiving

A model of the five stages of change in the process of family
caregiving was developed to promote ctarity in understanding the
phenomenon (Figure 2). The stages were sequential and illustrated the
experiences of all participants. The cognitive shifts associated with
each stage were also verified by all participants. In two situations
where more than one family caregivér participated in the study, data
showed that the second and third family caregivers flso experienced
the five stages of change, with the associated cognftive shifts, in
the caregiving process. Data from individual family caregivers were
the focus of ana1y§is, but this finding suggested that more than one
family caregiver could experience the caregiving process
simultaneously. '

There were situational and time frame variations with each
subject. The degree of each cognitive shift also varied with each
subject. Some subjects were more willing to acknowledge a particular

shift than others.
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Variations in properties of the stages could ptcur for caregivers from
one family.

Several scholars have utilized stage theory to illustrate the.
phenomena which they examined, though the rationale for using stag%
theory and the characteristigs of sggngiheory were not clearly
defined. In Erikson's (19635 model of eighf psychosocial stages of -
individual human development distinctions between the stages were
based on successful resb]ution of psychic conflicts which coincided
with physical development or phy;iFal capabilities, particularly in
thz earlier stages. Erikson stated that "psxchosocial development
proceeds by critical steps - ‘critical' being a characteristic of
turning points, of moments of decision between progress and
regression; integration and retardation” (p. 270).‘ Erikson's
discussion of stage theory supported the findings presented in this
study. The family caregivers of ADRs talked about their experiences
and could easily identify the criti. qteps through descriptions of
the most salient events in their caregiving experiences. .These
critical steps eventually emergeg into the five stages of change with
the associated cognitive shiftg in the process of family caregiving.
Each stage of change in the process of family caregiving was a turn}ng
point in terms of family caregivers' thought processes and
interactions with others.

Rodgers (1973) stated that when. studying the family life cycle,
units must be created which indicate differences between the units -
ovef the passage.of time. Units are identified throdgh differences_in
roles and positions of the actors in each unit and that réSearghérs
must arbitrarily choose the’differences in chaﬁacter1st1t§ which
enhance the comparison between the units. Stages rehreéent “periods,
. .« . which are iﬁterha]]y homogenous with respegtfté some \

< g
characteristics of importance to the person who developed them and
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which are also differentiated from each other on these same
characteristics” (p. 77). Diffe;égi categories ‘are developed for
different problems, thus the decision to catego}ize stages in a
particular way is operationally based on the research questizn. tach
stage in the process of family caregiving for an ADR represented a
different way of thinking for the family caregiver, which resulted in
changes in interactions, roles, positions ane# relationships within the
family and with non-family. The choice of categories was based on
reflections of family caregivers' experiences and on experiential
similarities between subjects.

Both Rodgers and Erikson suggested that stage theories are
arbitrarily chosen by researchers to illustrate and clarify thought.
Erikson's (1963) model was presented as a "tool to think with" and was -
not "a prescription to abide by" (p. 270). This also holds true for
the process of family caregiving. ’

Erikson (1963) used 'stage' and 'phase' in his discussion of
psychosocial development without clear differentiation between the
meaning of the two terms. He appeared to use the terms
interchangeably. Rodgers (1973) indicated that 'stage' has been the
term typically Used by researchers to refer to the units which are
comparable. The term 'stage' in the model of family caregiving was
chosen to signify a period of time which was considered separafely
from other time periods in attempts to enhance clarity in the
discussion. This process of identifying distinct periods of time was
an abstraction. ‘

Glaser (1978)‘discussed characteristics of the Basic Social »
Process in terms of a process of change which occurred over time.: He
indicated that the changes had “discernible breaking points -
d1scern1ble to the extent that stages can be perce1ved, so they can be

treated as theoretical units in themselves" (p. 98). Stagesawere¢
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described as being sequential and of having a time dimension. The
development of data into stages was said to allow “"one to follow
vchanges over time yet remain in grasp of a theoretical ‘whole’
brocess“ (p- 99). Glaser felt the transition from one stage to
another was contingent either on some event or a general set of
indicators which may be difficult to pinpoint in time. These

characteristics of a Basic Social Process were evident in the process

of family caregiving.

Significant Theoretical Contributions

/

Concepts from two existing theoretical frameworks were implicit
to the mg;hodo]ogy in tgis\gfudy. Chenitz and Swanson (1986) stated
that the symbolic interactioﬁ}st perspective, in combination with the
grounded theory approach to research, "provides a way to study human
behavior and iﬁteraction“ (p. 7). They argued that the symbolic
interactionist theory was an orientation or perspective which was
implicit in the grounded theory approach, rather than it being the
framework for operationally defining constructs which were to be
further tgsted. '

Symbolic -interactionists believe that individuals learn to view
themselves and others through thir interactions with objects and
people. Meaning is attained fhrough interactions with others and an
jndividual's behavior is a reflection of her perception of herself
(Charon,,1985; Stryker, 1972). The researcher's understanding of the
family member's experience was based on an agreement of the meaning pf
objects or people and relationships by the researcher and the subject.
In order to understand the. family members' experiences of their
relativés suffering #rom Alzheimer's disease the researcher had to be

able to perceive the experiences from the family members' Qos1t16n§. N

LN



In other words, the researcher's goal was to apply the same meaning to
the experienées as the family members had. The researcher attempted
to take the role of 'other' to understand the meaning of the situation
from the emic perspective. To obtain this perspective it was
1mportant that the phenomenon be vieWwed in an appropriate context
(Chenitz & Swanson, 1986). The contégts in this study were the family
caregivers' homes,\the work place in one situation, and the
psychiatric institution in. another.

Symbolic interactionism is implicit to the grounded theory
approach to research. Concepts from developmental theory also guided
the method of data collection and analysis in the phenomenon examined
in this study. When it appeared that the phenomenon being examined

might be a process, data were organized on time lines and compared.

Concepts of time and changes over time were implicit to this method of

~
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analysis. ,
3

Alzheimer's disease is a degenerative neurological disease which A

progresses gradually over a number of years. .Time is a key factor in
any examination Jk the diseased individual and those who care for
them. Gwyther and Matteson (1983) discussed the process of the
-disease in terms of behavioral changes of the individual and the
parallel changes and challenges which were faced by family members.
As the disease progresses and the ADR changes, family members'
interactions, roles, pos1t1ons, and relationships also change.

Family caregivers' experlences with an ADR were related to time
because of the importance time played to the characteristics of the
disease. Admission of the relative to a psychiatric institution was
the one event which made this sample distinct from other family
caregiver samples in the literature. This event occurred ;t~some
point-during a progression through the family life stages and at some

point during the individuals' and family members' pragression through
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the disease process. It was, therefore, assumed that events and
experiences for family members were time related, but whefher there
was a particular sequence of events for the phencmeron was unclear at
the outset of the study. '

This developmental process orientation to family caregivers'
experiences of their relative with:Alzhpimer's disease suggested an
orientation which included concept;'from family deve]opménta] theory.

According to Hill and Rodgers (1964) the focus of developmental theory

is on "change in the process of internal family development . . . with

the dimension of time being central™ (p. 200). The families with a
relative suf%ering from Alzheimer's disease were assumed to have
experienced some internal changes or developments over the progression
of the disease. This framework did not provide a basis for
operationalization of concepts, but ragher provitied a perspective

which directed the process of data collection and data analysis.
8

In summary, grounded theory experts state that symbolic
interactionism, which enhancés the study of human behavior, was
implicit to their specific method of research. In the examination -of
the phenomenon of family caregiving of an ADR an additional theory Wa§
implicit to the methodology. Developmental theory includes concepts
related to time, positions”in time and roles, which were important
factors—tmviewing the Basic-Socia1 Process of family caregiving
experiences related to a relative suffering from Alzheimer's disease.

These two theories were implicit to the study's methodology.

Limitations of the Study.

A major limitation of the methodology was in the selection of the
sample. The listed next-of-kin may not always have been that family

member who was most involved in the caregiving or care management.

3.
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Use of this theoretical or purposive sampling fechnique could have
biased the analysis. Selection of additional family members as
participants in the study depended on the recomm%ndations of the first

L

family participant. Selecti?n of additional family caregivers was
baﬁed upon their willingness to participate,wthe co-operation of the
listed next-of-kin in providing information about the other family
members and og the requirements for data collection and analysis.
This se]ectioglmqy have excluded family members who had participated
in caregiving prior to the ADR's psychiatric institutionalization.
The selection process may also have excluded other family members who
held influential positions within the family which -were not perceived
as such by the listed next-of-kin. )

Not all subjects were interviewed individually. In two
situations two family caregivers were interviewed together. In both
situations both family members participated in caregiying, but one
}amily member was m6re actively'involved in caregiving. It may be
argued that the researcher was not able to get accurate information
about these caregivers' experience; with a second family member ;
present during the interview.. This did not appear to the researcher
to be the case in these two situations. Family members agreed with
each others' experiences durfng the interview§, but they also
disagreed. The interview process appeared to catalyse discussion
between the two family members These discussions providéd the
researcher with further insights about the propert1e% related to
interactiofis between family members.

A1l of those 115ted next-of-kin who were contacted by te]ephone
by the researcher agreed to participate in the study. Though the

subjects were informed that participation in the study would in no way

b
affect the well-being of their ADR, family caregivers may have felt

that their participation could have  some positive influence on care
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the ADR received in the psychiatric institution.

Data from adult child caregivers and spouse caregivers were not
specifically differentiated 5; the outset of the study. This may have
had considerable affect on thg)emergence of’the stages, particularly
in‘Stage II. However, the purpose of the study was not to
differentiate groups of caregivers, but to describe the caregiving
ex;rience from a nonspecific group of family caregivers whose ADR
resided in a psychiatric institution. Researchers may wish to further
examine differences in the caregiving experiences of these two groups
in future studies.

Reliability of the findingé related to Stage V was compromised
through interviewing only one participant who had experienced the
death of the ADR. Though the interview with this family caregiver was
extensive and support for these findings was provided by subjects‘
interviewed during Stage 1V, the salient properties of Stage V were
not confirmed. Interviews with additional subjects who had
experienced Stage V would have increased the generallzab111ty and

reliability of the f1nd1ngs of that stage.

1.' The findings illustrated the experiences of a specific group of -

ten family caregivers. These findings are not generalizable to all
family caregivers who experience an ADR residing in a psychiatric
institution, nor are they géneralizable to all family caregivers of
ADRs. Generalizability is decreased through the use 6f ehe grounded
theory approach. Another researcher may have chosen different

subjects ,and analyzed the data in a different way. The findings do,

“however, provide valuable insights to the-expefiences of family

3

caregivers which could guide or support further research into this
area. | _ r

" Data were obtained through open-ended interviews done during

Stage IV or V in the process of family caregiving. Thus, most of the

<

]
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data were retrospective. Data for Stage IV had less well-defined
common themes as compared to earlier stages, perhaps because of the
varying lengths of time ADRs resided in the psychiatric institution.
Participants were not able to discuss current or recent events with as
much clarity as events which had occurred durﬂng previous stages.
Therefore, data obtained retrospectively was analyZed with‘greater
ease because pérticipaﬁts had been able t; solidify their

experiences.
Implications for Practice

This study may have several implications forfamily life
educators and gerontologists. The findings emeggg into a theoretical
model of a process of.change in family caregiving.® Though the
findings are not generalizable to the population of family caregivers
whose ADR is admitted to a psthiatric institution, nor to family
caregivers who do not experience psychiatric institutionalization of"
the ADR, the model developed through-the grounded theory approach
provides a new or different way of looking at family caregivers'
experiences with an ADR. It also adds 'to the minimal body of research
related to the psychiatric institutionalization of ADRs and to a
growing body of literature about family caregivers. The findings may
also provide support for fantily 1ife educators and gerontologists
involved in political action related to issues of care for ADRs and
' family caregivers by focusing attention on the concepts which are
salient to family caregivers.

Findingg from this study may clarify family caregivers'
experiences for formal caregivers. Direction may be obtained from the
findings when considering issues related to formal family support |

groups. Questions of when the support groups are most appropriate for



family caregivers and directions of group sessions at various stage$
of the process may be considered. Farmalized follow-up with family
caregivers who do not attend support groups might also be
investigated. Findings illustrated that contact with formal
caregivers from the psychiatric institution on or before the ADRs'
admission to the psychiatric inétitution influenced family caregivers'
perceptions of the institution and feelings of satisfaction about

formal caregiving in the institution. These findings may provide
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support for increased contact with family caregivers, pdhtigy]arly at

that time.

Physicians of ADRs and family caregivers may find the study
useful in increasing awareness of the family caregiving experience.
Findings illustrated a need for increased gerontological education for
gegera] practitioners. Physicians must become more educated about
community resources available ‘for family caregivers so that these
services can be'utilized by family caregivers at earlier stages in the
family caregiving process. | ,

ACommunity and institutional n&rses provided care to ADRs and
family taregivers. Findings from the research may provide these
formal caregivers with further insights to the family caregiving
experience. The study may enhénce greater understanding of'family 4
caregiver behayiorg during interaction with formal caregivers. Issues
related. to communication between family caregivers and fopma]
caregivers need to be addressed. The findings may support continued
education in areas of self-awareness and communication skills for
formal caregivers. P /0

This study may also have implications for family members of ADRs.
The five stage model may heib these family members understand the
process which they are experiencing. Some family caregivers may be

relieved to learn that their experiences are not uncommon to family



Lég&dregivors ot ADRs. The interview process itselt may have allowed the

participants to come to terms with their roles in the careqgiving

Al

process.

The propositions generated from the tindings of this study may
gutde turther resedarchers in examination of larger and/or more varied
samples of family caregivers. Further examination of the nature ot
the relationshfps between the proposed salient concepts must be
carried out before definitive conceptual relationships cam be

identitied.

) Conclusion

Review of the literature prior to and during data collection and
analysis unyeiled several dassumptions and unresearched issues related
to family caregivers' experiences with an ADR who resided in a
psychiatric institution. The findings from this study provided
gdpport for agsumptions I, 2, 5 and 6. Family m \ wanted to care
for their ADR despite the burdens experienced. Faﬁ31y caregiver
motivations for long term caregiving were not c]ea;. This Eould be an
area for further study.

‘In this study one family member assumed more ﬁgsponsibility in
caregiving than other family members. However, in most situations
other family members were involved in caregiving to varying degrees.
This was the case for both institutionalized and non-institutionalized
ADRs. A review of the literature yielded the assumption that only one

family member took on major caregiving responsibilities while the ADR

.was cared for at home.

'»h'Formal support groups were reported to be beneficial by those

EE

fém?]y'caregivers who attended. This finding was consistent with the

“Jiterature. The findings also supported the assumption that
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psychiatric institutionalization is stressful for tamily members. It
appeared that once definitions and perceptions of the psychiatric
institution were adjusted so that their ADR and the psychogeriatric
facility were perceived as being separate from the rest of the
psychiatric institution, family caregivers were more accepting of the
ADR residing there.

Data clearly showed that participants perceived themselves as
caregivers both before and after the institutionalization of the AUR.
This finding was not supported in the literature. The issue requires
further examination to fully understand the perceptual
inconsistencies.

Schotars also have suggested that tamily members made the
decision to institutionalize an elderly family member. In this study,
this appeared to be the case for nursing home placement. However, the
decision regarding psychiatric institutionalization of the ADUR was
consistently made by formal caregivers.

Scrutiny of the ten family caregivers' experiences with their ADR
has provided support for properties which have been assumed to exist.
The process has also led tb discovery of other properties related to
the family caregiving process which have yet to be examined. Further
research with larger numbers of subjects needs to be done before the
tive stage model can be utilized directly in practice with family
caregivers and before relationships between concepts and properties

L
put forth in the propositions can be identified.
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FOOTNOTLS

<

IMale pronouns will be used to refer to AURs in further N
\

cooN

discussion.

temale pronouns will be used to refer to family caregivers in
turther discussion of this study, though it is acknowledged that male

tamily caregivers are primary caregiving in some situations.
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APPENDIX A
UNIVERSITY OF ALBERTA
FACULTY OF HOME ECONOMICS
DEPARTMENT OF FAMILY STUDIES e
Informed Consent Form

PROJECT TITLE: A Relative With Alzheimer's Disease in a Psychiatric

Institution: Family Members' Experiences
INVESTIGATOR: Jayne Willoughby Phone: 432-5771

SUPERVISOR: Dr. Norah Keating Phone: 432-5771

The purpose of this research project is to increase scholars' and
health care workers' understanding of families' experiences when their
family member is admitted to a psychiatric institution for the
treatment of Alzheimer's disease. Interviews will be conducted at
least two times and each interview will last approximately one hour.
During these interviews questions will be asked regarding your
feelings and perceptions about having a family member admitted to a
psychiatric institution for treatment of Alzheimer's disease. The
taped interviews will not be shared with hospital staff, but the:final
report, containing anonymous quotations, will be publicly available at
the eqd of the study. «

“There may be no direct benefits to the participants of this
study, but there may be changes in methods of support provided: for

*families who have a relative admitted to a psychiatric hospital for

treatment of Alzheimer's disease following the completion of this
study.
THIS IS TO CERTIFY THAT I,

{print nanie]

HEREBY agree to participate as a volunteer in the above named project.

I understand that there will be no health risks to me or my
relative who is being treated in Alberta Hospital Edmonton for
Alzheimer's disease, resulting from my participation in the research.

I hereby give permission to be interviewed and for these
interviews to be tape-recorded. I understand that, at the completion
of the research, the tapes will be erased. I understand that the
information may be published, but my name wi]i not be associated with
the research. ‘

I understand that I am free to refuse to\answer any specific

- questions during the interview without penalty. I also understand

that [ am free to withdraw my consent and terminate my participation
at any time without penalty. ‘

1 have been given the opportunity to ask whatever questions I
dgsire, and all such questions have been answered to my satisfaction.

Participant ' Researcher L

. Date
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APPENDIX B

INTERVIEW GUIDE I
When was your relative diagnosed as having Alzheimer's disease?
How did your relative's admission to Alberta Hospital come about}
How was the decision made for your re]ativg to be admitted.there?

What were your feelings or thoughts about institutions like Alberta
Hospital before your relative was admitted there?

What changes have occurred for you and your family since your relative
was admitted to Alberta Hospital?

How would you describe your role at the hospital?

How would you describe the roles of the nurses, doctors, and social
workers? :

What are your. feelings about the health care your relative has
received?

What things did.you find the most helpful/supportive before your
relative was institutionalized?

What things have you found to be most helpful/supportive since your
relative has been institutionalized? ,

a

If you could give other families who will be faced with a similar
experience some advice, what would it be?
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APPENDIX C
INTERVIEW GUIDE I1I

Stage I: Not Recognizing Changes (Watching/Passive Surveillance)

Describe your relationship with your relative before you realized that
there was something wrong with them.

Did you have any suspicions during this time that there might be
something wrong? What were they?

What were your relationships like with other family members? How
often did you see/talk to other family members? Who did you see/talk
to? What kinds of things did you do/talk about?

Who in the family made decisions about important issues? What did
other family members do when decisions were being made? ’

Did you have contact with friends/neighbors? How often? What was the
nature of the contact?

Did you have contact with health care workers? Hgw often? What was
the nature of the contact? .

~

‘Milestone: Realizing Something is Wrong ;

Can you tell me about the time when you realized that there was
something wrong with your relative?

Was this a sudden awareness or did it kind of creep up on you? Over
what Tength of time would you say?

Do you remember doing anything to heip ypu?self figure out what was
wrong? What? . .

Did you have much contact with other family members during this period
of time? What was the nature of the contact? Which family members
were involved? Did you talk about what- you thought was going on with
the ADR at that time? Did family members agree?

Did you have any contact with people outside the family during this
time? (i.e., friends, neighbors, doctors, etc.)? Who did you have
contact with? What was the nature of this contact? Did they help you
in any way? '

127



~ .9
N

Stage 11: Verifying What Was Wrong and Making Choices:

What happened atter you realized that something was wrong? What did
you do? . ‘

Re: Nursing Home Placement:

How was the decision made? When was it made? Who was involved
in the decision-making?

How did you féel about the ﬁursing home placement?

Hod did you feel about the staff in<the mursing home? Who did
you have contact with (i.e., nurses, doctors, social workers,
etc.)? Were you pleased with the care your relative received?
Did you ever get angry with the nursing staff?

In general, how did you feel about the situation after your
relative was placed in a4 nursing home?

How often did you get to see your relative? What kinds of things
did‘you do when you visited?

Who made decisions regarding the care of your relative after s/he
moved into the nursing home?

'Y - A%

: SR A
B SR
Re: Caregiving at Home: >

©

Was it a conscious decision to care “for your relative at home?
Whose decision was it? ’

Who was making decisions about the type of care your relative
received? Who was involved in providing care? Did you get any
oth# help? From who? What kind of help did you get? When?

ﬁﬁiow long did you care for your relative at home?
How did you feel about caring for your relative at home?

Did you have any contack;with health care workers during this
time (i.e., doctors, community services, etc.)? Wrequency of
contact? Nature of the contact? Did you feel that they helped
you and your relative? In what ways? *

X X & * k& kK kK k kK k¥ X X *X X
How would you describe your relationship with your relative during
this time (i.e., frequency and nature of contact)? Were there role
changes? Describe them.

.

"
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Did you have contact with other family members at this time? Who?
Frequency? Nature of the contact? (i.e., What kinds of things did/do
you talk about?) Feelings about family member contact (i.e., issue of
balancing roles, expectations, etc.)?

0id family members agree about decisions being made during this time
period? P

Did you have any contact with friends/neighbors during this time?
Frequency? What was the nature of the contact?

Milestone: Realized There Was No Other Alternative

Did you reach a point where you/nursing home staff felt that the
relative needed more care? How long was it before you reached this
point? “What happened?
who made the decision to get more heip? Were others involved in the
decision-making? Who? How was the decision made? Who first
expressed the feeling that more help was needed (i.e., you to someone
else or someone else to you)?

How were you feeling about your situation at that time?

What was your relationship with your relative like at this time?

Did you have contact with other family members at this time? Who?
What was the nature of the contact? What kinds of things did you talk

about? Did family members agree with decisions being made?

0id you have contact with friends/neighbors at this time? Who? What
was the nature of this contact? -

Did you have contact with health care workers dt this time? Who?

What was the nature of the contact? Did you feel that they helped you
and your relative?

Stage III: Accepting Decisions of Others

How long was it before your relative was admitted to the psychiatric
institution?

what happened during this time?

Who was involved in caring for/making decisions regarding the care of
your relative? How did you feel about the decisions that were made?

Were other family members involved? How? How often?



Were friends/neighbors involved? How? How often?

Were health care workers involved? In what Lay? Did you feel that
they helped?

What was your relationship like with your relative at this time?
How were you feeling about the situation, in general, at that time?
What were your thoughts/feelings about the psychiatric institution?

Had you any previous experience with a psychiatric institution?

Milestone: Admission to The Psychiatric Institution

Tell me about the day of admission. What happened that day?

Who was involved? In what way?

How did you feel about your relative's admission to the psychiatric
institution?

What were your first impressions of the psychiatric institution?

Stage IV: Feeling Locked Out

L 4
What were things like for you after your relative was admitted to the
psychiatric institution? Did your life change in any way? How?

What do you do when you visit your relative? How do you feel when you
visit?

Describe your relationship with your relative at this time.

Do other family members visit? What do they do when they visit?

Do friends visit? What do they do when they visit?

Do you have contact with other family members? Who? How often? What
is the nature of the contact?

Do you have contact Qith health care workers? Who? How often? What
do you do/talk about? Do you feel that they help you and your
relative? How?

Have your perceptions of the psyepiatric institution changed since
your first exposure to it? In what way? How do you feel about your

relative being in the psychiatric institution now? -
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How do you feel about the care your relative is receiving in the
psychiatric institution? Do you feel that the psychiatric institution
is the best place for your relative right now?

Do you ever get angry with the hospital staff?

What do you do when you are not visiting your relative?

Stage V: Looking Ahead

What do you predict will happen in the months ahead for your
relative?

What do you predict for your own future?
Was there a specific time when you started th1nk1ng about the future?

Did anything precipitate it? What?

General Questions e

What has been the most difficult period of time you have had to deal
with? How did you deal with th?ngs at that time?

What feelings have you found the most difficult to deal with?

v
Have you felt that any one thing or person was especially helpfu] for
you over the past years? What/Who? In what way(s)?

4'
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APPENDIX D

PSYCHTATRIC INSTITUTIO
: @H‘FM Fanonton Aiberia © aeldia

Comaner it 1SS0 F o Bowed

An athihated teactnng hosptal of the Elnverate of At PR IO R R AR SR

A edited snce T by thie © anadioaa Coanen e ol A rechitation

Char bl

July 18, 1986

Ms. Jayne Willoughby
4203 - 122 Street,
Famonton, Alberta
T6J 173

RE:  FAMILY SUPPORT FOR ALZHE IMER PATIENTS

The Research Co-ordination Committee 15 pleased to inform you that
your proposal considered September 272, 1986 been accepted with the

your chanqges.

This data 1s to be part of your thesis research.

MOTION#: (86-27) Approved September 22, 1986.

[f you have any further guestions please do not hesitate to contact
the writer,

Yours truly,

Q/AQZ/QZ
eckley, Ph.D.,

Chaxrman
Research Co-ordination Committee.

wC
¢¢ Linda Ambrose
Nursing Research (Coordinator.
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APPENDIX E ] b
UNIVERSITY OF ALBERTA APPROVAL

FACULTY OF HOME ECONOMICS

APPROVAL

for

PROPOSAL ON HUMAN RESEARCH

This is to certify that Jayne Willoughby

a BELXFXREMEEE/student in the Department of Family Studies

presented a proposal for a research project entitled

Treatment of Alzheimer's Disease in a Psychiatric Institution:
A Family Experience :

and that the undersigned Committee are now satisfied that the
ethical criteria for human research have been met.

Date September 17, 1986 EZI - é% i

Dliga, ‘?cm ae.
-~

(A -
\ Qgﬂdm /9 s b Kb

Signatures

g

L

NOTE: The original of this form should be returned to the Dean's
Office once the Committee has wmet.

|
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