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L ABSTRACT
The purpose\of this study was to examine the family halp
rccelvod\iﬂd the family help desired by the prbmary family
caregiver of a relative suffering from Adzheimer's |
disease. The two major categories 6£ Primary family
c;regivers included spouses angd adult children.
| The theoretical perspective tﬂrough'which the research
wWas approached was that of choice and exchange theory,
Exchange theorists would suggest that the type of exchange
relationships for elderly spouse caregive?s would be
different than for adult child caregivers. The literature
findings were inconclusive.
The sample size included 56 caregivers - 3] spouse and
25 adult child careéivers. Chi-square a&qusis was
conducted on the amount of family help received by the
primary caregiver, the fr;quency of family help provided to
the primary caregiver, and the desire for family help .
expressed by the primary caregiver. Contrary to

predictions, the data analyses revealed no difference in the

help received and the help desired between the two groups of

L~

primary caregivers. Yt

iv
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LN CHAPTER ONE,
INTRODUCTION

Alzheimer™s disease is a progressive, irfeversible,
incura?le, dege;)tative brain disorder. While many-
theorigs exist, the origin of the disease is unknown.
Insidious in nature, the disgase is ch;racterized by
"memory impairment, deterioration in general intellectual
ability, personality disorganizatg?n and impairme;t of
ability to perform self care tas;;' (Keating & Gilewich,
1985, p. 17). in Canada, estimates indicate that at least
10,000 deaths per year can be attributed to Alzheimer's
disease, with as many as 100,000 to 300,000 people
currently suffering from the diseage (Health & Welfare
Canada, 1982; Government of Canada, 1983). Although
freque;tly not listed on death certificates, Alzheimer's
disease is now thought to be the fourth leading cause of
dead% in North America. Recent eétimgtes (Ball, 1984;
McHugh, 1982) are that the dksease occurs in 5% of the
general population over 60 years of age and in more than

20% of those over the age of 80. Life expectancy of an

M
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Alzheimer victim is "¢ to 14 years with an avertge of 6 to

8 years®" (Handy & Davis, 1584, é. 3).

The process of Alzheimer's disease can be vitulent and
merciless for the victims whilo threatening and '
heartbreaking for their taniiies who themselves are often
in need ;f help. In §iséussing aasistang: to families
caring for an Alzheimer patient, a N;tional Advisory"
Council on Aging (1984) publication'entbtled Coping and
Helping with Alzheimer's Disease, defines helping as the

process of: . ) //,

enabling the individual and the family to find and use

what they have within themselves and their community so

that they can emerge more able, not only to cope with

what liée bring; them but to be a purposeful creative

force in shaping that life (p. 39),.

With this in mind,-the purpose of the current research
inquiry is to examine the nature of help and assistance to
‘the Primary family member caring for a relative with
Alzheimer's disease. Of interest here are the two largest

groups of family caregivers: Spouses and adult children.

Justification

The justification for proceeding with the current

inquiry is based upon the following factors: (1) the aging
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of the Canadian population, (2) ambiguity {n research
findings rdgarding the sltuation of fanily caregivers,\and
(3) the no:d vto develop more comprehensive policies ‘
regarding the allocation of hgalth care doilatl. '
The Shifting Age of the Population ‘

A

The number of elderly Canadians has been steadily

increasing and will continue to grow for several decades.
The population aged 65 and over is expected to expand from
1.7 million in 1971 to 3.3 million by the year 2001. This
segment of the population which comprised 8.8% of the total
population in 1976, will increase to 11.9% in the year 2001
and to 20.2% by the year 2031 (Powell & Martin, 1980; Stone
& Pletcher, 1986). The ficst 30 years after the turn of
the century will see the largest rise in the number of
individuals over 65 years of age.

The greatest increase in the elderly population is
expected t; be in the number of Canadians aged 75 and
over. In 1976 this group represented only three quartersy
of a million yet demographers indicate this sSegment of the
population will reach 1.5 million in the‘year 2001 and
continue steadily upward to 3 or 4 million by the year
2031. By the year 2031, of all the QGanadians 65 years of
age and older, 50 to 60 percent will be over the age of 75
(Wigdor, 1986).

- These population profiles are important as they
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indicate an increased number of older Canadians will likely
suffer from dementia. ‘Theré'will also be a parallel
increase in the number 6f families héving to become

involved in caring for these elderly family members with

§

. & : -
Alzheimer's djsease. got only will there be very elderly

- spouse cafegivers,‘but many adult -child caregivers will be
) ' -
elderly themselves,

. . ‘—.

Research Ambiguity %

There is no conﬁistgnt body of literature regarding the
, .

extent and degree to which family members cafe for a frail,
impaired elderly member. Nor does the literature speciff
the amount And types of help the primaiy caregiver receive;
or would like to receive, Most reseatchgrs-maingain tﬁat
the family is a very strong, solid and viable provider of
care for its elderly members (Shanas, 1979; Brody,
Poulshock & Mosciocchi, 1978; Johnson & Catalano, 1983;
.‘Johnson & Johnson, 1983). In the absence of a spouse
capable of caring.for an ill partner, Shanas (1979) claims
that primary provisions are made by the children. Brddy
(1985)" is adamant in her stance that "*nowadays sadult
children provide more care and more difficult care to more
parents over much longer periods of time" (p. 21) than ever
before._‘This may be true, but a need exists to examine

more fully the ways in which family members help the

'ptimary family caregiver of an Alzheimer patient and, in
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particular, to determing if the patterns of family help;
differ for spouse caregivers compare? to adult child
caregivers.‘ Because the,é*tensive ﬁ;ture and dgmands of
caring for an Alzheimer spouse or/parent can easily become
overwhelmlng for one caregiver,,lt is important to learn
more about the type of assistdhce and the extent té . which
family members gelp the priyéry caregiver,

We cannpt assuﬁe thatffamilies will provide an all
encompassing caregiying:éervicé to their older members.
Bengtson and Trea (198§5 point out the impacf social

- B
changes have on family care. The social changes they refer
to include the low birth rate; the large number of women
‘employed; and the increased rate of both divorce and
remarriage. Aronson (1985), in reviewidg the literature on
family care in’order to compare the traditional view of
family care with the more recent'findings, States that "the
possibility that the family, as Presently formulated, is
not always the only or most effective form of support is
often not countenanced or explored” (p. 130).

Spence (1986) recognizes that the family may véry well -
be an effective and responsive structure, but such a
Structure is extremely fragilg and requires a great deal of
"bolstering"™ in order to provide longterm care éo its

.elderly. Examining the family as a resource to the

elderly, Eggext, Granger, Morris and Pendleton (1977)



.~ -

conclude that "families represent aklimited resource which
can be rapidly eroded" (P. 108). This was based, in part,

on findings indicating that in almost 508 of cases in which

‘a frail elderly member was hospit.lized for a second time,

tne family was unwilling to continue the home care upon
release of rhe elderly member from the hospital.

Thus, while a vast major ty of the literatur:.supports
the premise that the family :s a fortress in providing care
for their elderly, some of the more recent research
findings do not fully support this contention and view such
1nformal help as not always reliable and Perhaps precarious
in natpre. As Aronson (1985) concludes, “the emerging
crxtique of arrangements for the care of the. elderly
effectively uncovers and challenges some of the assumptions
and consequences of the conventional, largely unquestioned
use of the éerm famiiy care" (p. 123),.

Arongpn (1985%) fin;; that on the one hand.researchers

such as Brody (1985) are reporting empirical findings that

describe how wom‘r’feel about the“task of caring for family

members. On the other hand exists a more theoretically

4
oriented body of research criticizing family care in terms

of social and sexual divisions. Aronson (1985) claims that
the only way to determine the intricacies of family care
"is to link these two levels of analysis, examining the way

that the ideology of family care is translated into the



everyday experience of the frail elderly and the family
members thst care for them"™ (p. 118). -

If indeed, overall fimily {nterde;zndency is neither
stable‘npr étesumable, the role of a family caregiver may
be particularly vulnerable in terms of receiving informal
help from family members. The extentAof help may also vary
from épouse caregiver to adult child caregiver.

+

Public Policy

Of current concern to the government are the healﬁh and
social policy implications of'the,aging population. The
elderly are traditionally heavy users of health and social
services. Increased numbers in this age group will have
significant financial_ramificainng to federal and
provincial budgeﬁs. Fiscal policies have been geared to
reducing public expenditures and there is no evidence to
suggest this trend will not continue. 1In terms of programs
to help the eldétly and the families caring for impaired
elderly, government services are somewhat conspicuous by
their absence. "Absence/of public provigion of care

requires the presence of

rivate provision®" (Aronson, 1985,
P. 121). 1In times of economyc restraint, withdrawal or
lack of government interventi n, according to Walker
(1983), has a'ptofound effect in forcing the care of the
elderly onto the family. He notes that:

the state occupies a dual role in relation to community
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care; it may provide direct support where this is

absolutely hecessary, but its main concern is to insure

the continuance of the Prime fesponsibility of the
vy fdmily for the support and cl;e of its own members {(p-

121).,

The government does not Seem to sh&r;, nor acknowledge
the research concern regarding the ability, the

“

willingness, and the capacity of the family to care for the
elderly. Rather, they are inclined to view family care as
a "cheap and attractive solution" (Aronson, 1985, p.,IISL
to‘governm;pt spending. Part of this bureaucratic
pPhilosophy may be a result of the cost factor, but another
reason may lie in the government's expectation that
societal members should function as independent of
government as possible.
| Problems usually resglt when government policy
dictating direction is formulated contrary to, or without
sdfficient data to accurately respond to the needs of the
particular policy audience. 1In terms of coordinqtion,
“research, policy and practice are ... not the same, but
tfey are not unrelated ... policy thaf is not informed by
khowledge may be worse that worthless, it may be-dangerous'
(Kent, 1972, p. 6).

In summary, the predictions for a "greying" of the

5

Canadian population plus the Increased longevity of people



will result in an increased need for 1n£ormal sources of
help to families caring for a member with Alzheimet's
‘&iseasé. In times of need, often taken for granted is the
asgumptibn t#at assistance will be forthcoming from some
source. To d@te the needs of the elderly have elicited
little governmental response whiéh usually necessitates a
more active role py the private sector on an informal
basis. In commenting on the lack of government'involvement
in family caring, Aronson (1985) claims such action resulfs
in a ;distribution of responsibility for caring work that. -
is heavily sk'ewed to the private rathét than the puBlid
spheré' (p. 123). What is goin% to happen if steps are not
taken to assistlfgqilies in these very vulnerable
situations?

We know from the literature that families caring for a
member with Alzheimer's disease usually do so under
stressful conditionsp. Demographic trends #ndig?;e that
people are living much»}onget. /Bdb;ﬁse ?ézho;ggp's disease
is most prevalent over the age of 80, thé nﬁabit of pecple
suffering from Alzheimer's disease will incf;ase with a
concomitant increase in the number Qf families that will be
involved in the care of Alzheimer pati;nts.

The government does not appear to be too accommodating

in terms of providing alternate care because of the

trem=ndous costs involved. Rather, the government leaves
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the bulk of the burden with the family. The problenm seens .
to come full circle and ultimately rests with the family.‘
But research alsorindicatea that families may or may not be
in a position to provide the intensive care necessary.
Conflicting views exist as to whether the family is a
- powerhouse or a<matchstick in terms of proQiding intensive
;ong term care. Consistent view; suppbrt the existence of
one family member who will usually assume the duties of
primary care.

The Q}tuation of caring for an elderly family member
with Alzhe{mer's disease seems fraught with many and varied
problems for the family membeé‘ptoviding the primary
care. The primary caregiver appearsvtd be in the most
vulnerable and most precarious position, often shouldering
immense responsibilities. It is for‘these very reasons
that we need to learn about the involvement of other family
members in helping the primary caregiver. Specific
information needs to be gathered on the extent and type of
help families provide to the primary caregiver. A need
also exists to determine if pattérns of family help to the
primary gcaregiver differ for spouse caregivers cbmpared to
adult child'éaregivers~ The obstacles that impede the
understanding and explanation of family help to a primary
family caregiver caring for an elderly ﬁember suffering

from a demeﬁtia such as Alzheimer's disease must be
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overcome. This research, Pamily Hélp'to Pamily Caregivers

of Alzheimer Patients, is one such attempt.




CHAPTER TWO
THEORETICAL FRAMEWORK

The intent of this research is to focus on family
chegivers. In this study, family is defined as "those
persons to whom one is related by blood or marriage"
(Rosenthal, 1987‘ P. 312). Two categories of primary
family cafegivers are of interest in this research. These
are the spouses of an Alzheimer patient and the adult
children of an Alzheimer patient. This second category may
alsd include spouses of the adult child, daughter-in-laws
and son-in-laws of the Alzheimer patient. The primary
caregiver refers to "the family member who bears the major
responsibility for care™ (Hill, 1984, p. 13).

The behavior upder examination is the seeking and
receiving of family help by these primary caregivers of
Alzheimer patients. Seeking is defined as the act of
expressing a desire for. help. Receivind‘.s the acceptance
of help.

The theoretical approach of: the inquiry is Choice and
Exchange Theory. 1In addition, the Developmental Stake

(Bengtson & Cutler, 1976) will be used to illustrate and

12 \
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offer grrther insight into the help sought and help

‘recelv

by spouse caregivers and adult child caregivers of

an Alz

the relationship to the Alzheimer patient, spoase
< YA d adult.child caregivers will exhibit

151 fp seeking and help remeiving behavior. Pronm
i{ve of choice and exchange theory, receiving
help requires that others be prepared to give, “An
important concept for social exchange is the idea that one °*
should reciprocate favors received from others" (Ny;, 1979,
p. 4). In other words, people should be prepared to assist
those who have extended help to them. Thus, a crucial
factor in help seeking and help receiving behavior may be
the differing exchange relationships of spouses and adult
chfldren of Alzheimer patients.

The general principle of exchange theory is that people
will pursue rewarding outcomes and avoid costly behavior.
Rewards are not always possible without assuming some costs
and similarly, some rewards must be forfeited in orde} to
avoid or reduce the costs of a felationship. In assessing

the costs and rewards of a relationship, people strive to
establish a high reward to cost ratiq. As Nye (1979)
emphasizes, "whether one is maximizing profits or

minimizing losses, the principle is the same - to obtain
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the most favorable outcodle available® (p. 3).

Nye (1979) claims .that over time, family members expect
to maximize their profits in ¢xchange with one another. A
family mepbet wLJl‘rééeive, in exchange, something that is
de;med equivalent to what that particular family member is
prepared to give. Thus relationships are reciprocsl.

Intéractivewbehavior can be viewed as attempts to maximize

rewards and minimize costs,.

The Pamily as Primary Caregivers

From an exchange perspective, caring for an Alzheimer
patient appears to represent a situation with many costs
and few rewards. Costs are defined as "any status,
relationship, interaction, milieu or feeling disliked by .an
individual" (Nye, 1979, p. 2). Costs can be in the form of
punishments, the withholding of rewards, or uncertainty.
Uncertainty regarding the risks involved in attai#ing
particular rewards can Create anxiety sufficient to deter
action or the pursuit of profit. Documen(i?“gghts
associated with caring for an Alzheimer fam'ily member
include excessfve burden (zZarit & Zarit, 1982), little
personal time }Pratt, Schmall, Wright g Cleland, 1985),
f{iling health (Archbold, 1983), and fatigue (Provincial

Senior Citizens Advisory Council, 1985).
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Rewirdl, on the other hand, are defined by Nye (1979)

as "statuses, relationships, interaction, experiences her
than interaction, and feelings which provide gratifications
to people ... including all things physical, social and
psychological that an individual would choose in the
absence of added costs® (p. 4). Rewards derived from
caring for an Aizheimer relative seem modest in comparison
to the costs. From an exchange theory berapective, the
situation of caring for a loved one who is sick, fulfilling
a family obligation, and social approval should be
perceived as rewarding by the caregiver.

In situations where the costs outweigh the rewvards,
exchange theorists predict a person will withdraw from the

)
relationship. However, it may be very difficult for family
caregivers to withdraw. Not only are kinship ties special
ties in that "they are the most intimate, supportive and
enduring relationships over the life cycle®"™ (Rosenthal,
1987, p. 312), but they are also the most difficult to
terminate. To extricate oneself from such a relationship
carries a high cost.

This special nature of family ties is central to the
analysis of help to primary family Jaregivers and is
related to the nature of reciprocity within families.
According to Nye (1979), "one should reciprocate favors

rece’'ved from others” (p. 4). Over time, in relationships,
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there should be a mutual giving and receiving so that
exchanges are equitable. What makes the fantly ties
different from other telationships is long term
reciprocity. The relationship and contact among family
members usually spans many years. Long term reciprocity
exists between the spouse and his or her Alzheimer mate as
well as between adult children and their parents. This
long term reciprocity may account for family caregivers
remaini;g in what may appear to be non-reciprocal
relationships with an Alzheimer patient.

Reciprocity in family relationships should apply to all
family members including the family member providing the
primary care.. Thus all family members, particularly the
immediate family, should feel an equal obligation to assist
the Alzheimer patient because all family members should be
bound by the same degree of reciprocity. Yet freque;?$¥
family members react differently and often negafively to
someone afflicted with Alzheimer's disease. The behavioral
manifestations of the disease do not encourage other family
members, friends, or neighbors to visit and spend time 1in
the presence of such sufferers (Aron;on & Lipkowitz,

1981). For example, Alzheimer patients lose the ability to
communicate which may discouragelrelatives from wanting to

seek and/or maintain contact with the afflicted person.

How then, does choice and exchange theory account for the
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adult child primary caregiver continuing to interact and |
care for his or her parent while the caregiver's brothers
and sisters may avoid or withdraw from the situation?

From an exchange perspective, non-involved family
members may Qave a choice not available to the family
member who has already assumed the care. Nye (1979) states
that "one makes an infinite number of choices so as to
reduce  his costs and maximize his rewards for most profits®
(p. 4). Since the ill relative is already being cared for,
the family obligation is being met. Therefﬁre, other
f;mily members can-choése to remain uninvolved in helping
with the care because the'costs are not as great as‘tkfy
would be if no family member was caring for the ‘11 |
relative. The fact that one person assumes prim;ry care .
may creﬁte the opportunity for other family members to

evaluate the relationship more in terms of current costs

N 3
and rewards rather than long term reciprocity. 1Iw thi
case family members, other than the primary caregiver,stib

choose not to become involved in helping with the care of

the Alzheimer relative.

Spouses as Primary Caregivers .

Spouses of Alzheimer patients are likely to be in an

age group that holds a traditional view of marriage, a view
N



']

: 18
strongly embedded in the concépt oﬁ/the permanent nature of
A :
marriagﬁ, reéardless of the costs, Caring for a spouse can
be seen as fulfilling the marital obiigation, performing'
the céntractual duties anqidetiving'éatisfaction from
upholding the marital vows (Ghilhooly, 19;6 ‘]These
individuals (elderly spouses) usually fulfill the rolé with
little assistance from others even though they may suffer
themselves from age-related physical, financial, and gsocial
limitations"® (Johnson & Catalano, %955, p. 612). Such care
may not be evaluated in terms of the current costs and
rewards of céring for the mate with Alzheimer's disease.
Rather, reciprocity may be viewed in the context of
exchanges over the term of“tbe marriage which maykspan 25
or moXe yeats. Reciprocity may also be viewed in the
context of knowing‘that the elderly caregiver's mate would
do the same for him or her if their roles were reversed.
Even in'cases,where.the spouse views the telationship as
very costly,.the'ifge{ippod of opting>out of the
relationship is similarly slim. The spouse of an Alzheimer

patient really does not have a choice because the costs of

leaving the relationship are too high in terms of social

)

disapproval and family censure. Costs may also accrue in
the form of guilt over the very issue of long term
reciprocity in that the mate wishing to opt out may feel

she or he owes care to the sick partner for past
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exchanges. Thus, long term rec;ptocity may unequivocably
bind the marriage partner to the caregiver role.

Family Help to Spouse Caregivers

The most likely source of informal help to a spouse
caregiver is other family members (Cantor, 1983; Shapiro,
1985; Rabins, Macé & Lucas, 1982). Of the family members,
the most likely source would appear to be the grown
children. Most of the elderly have living adult children
(Brody, 1985). 1If long term reciprocity exists between
adult ' "'dren and their parents, can it be é;pected that
the 2+ .i- naildren are utilized as a resource to the
spousa “a.egiver? By definition, resources refer to
"anything which the exchange partner perceives as rewarding
apd which consequently renders him or her susceptiblé'tq
social’influence' (Dowd, 1975, p. 590). An exchange
theorist would suggest that the spouse caregiver is
unlikely to seek or receiv€ assistance because of the level
of his or her own resources.

Most spouse caregivers are not employed and have
reduced incomes (Rosenthal, Marshall & Synge, 1980).
Alzheimer's diséase usually strikes at a point in the life
cycle marked by declining physical health and reduced
resources of the patient and his or hetvspouse. Example?

of jower resources include incone, strength, health,

apprcval and respect. 1In an exchange reIQIionship, "the

<
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party possessing the greateat.degree of social pow;r is the
party that controls both the te:ms_of exchange, the
rewards, and the profits arising out of the exchange"®
(Dowd, 1975, p. 593). In the case of a spouse caregiver,
he or she is not likely to possess a great deal of power.

A The elderly "have precious few resources to exchange.
The net effect is an increased dependence upon others and
the concomitant necessity to comply to their wishes" (Dowd,
1975, p. 592). This means thae’an elderly caregiver may
perceive the need to exchange compliance to obtain
assisténce in caring for his or her equally elderly but
infirm Alzheimer mate. 1In a relationship with an adult
child, by virtue of long term family reciprocity, the need
to exchange may be perceived only on the part of the
elderly parent. But that perception of the need to
exchange compliance and relinquish in;ependence may
represent an unreasonably high relationship cost. The

Aparty that has the most power can exert that power by
demanding compliance in exchange for the satisfaction of
the needs of the other party (Blau, 1964).
The seeking and receiving of help bx elderly caregivers
is also influenced by the nat@re of the éower positions
related to intergenerational relationships. Bengtson and

Kuypers (1971), in discussing the Development Stake,

recognize the changing power position and the changing
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interests of the generations over time. As children‘grow
into adults their power increases, at the same time the
aging parents' power is diminishing. The importance each
generation attaches to the relationship is “directly
related to the extent to which each can realize his or hér
objectives within the relationship” (Knipscheer & Bevers,
1985, p. 146). Emotional involvement is substantial for
both generations. The older generation has greater
emotional involvement than the younger generation (Bengtson
& Black, 1973y Hill, 1970), but fewer resources with which
to maintain the relationship. This leaves the-elderly
caregiver in a more depe%dent and vulnerable position. To
Seek or receive help from adult children may jeopardize the
balance or the quality of this relationship. Such a risk
may be too costly for the elderly caregiver.

Given this theoretical argument, an assumption is drawn
that in order to protect intergenerational relationships,
elderly spouse caregivers will be reluctant to seek or
receive help from children with the care of an Alzheimer
parent. °“Family and in particular adult children constitute
the most probable, available, and logical source of help to
an elderly parent caregiver. However, if the eldérly
caregiver does not wish to upset the intergenerational
bonds by turning to the adult children in times of need, it

is unlikely that an elderly spouse caregiver will seek or
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receive the same degree of help that an adult child

caregiver will obtain.

»

Adult Children asg Primary Caregivers

A spouse may not always be available or able to assume
the primary caregiving rele to an elderly partner suffering
from Alzheimer's disease. In the absence of a spouse, an
adult child is the next most likely person to assume the ,
role of primary caregiver to anAAlzheimer pareht (Johnson &
Catalano, 1983).

An adult child would likely assume the primary care of.
an Alzheimer stricken pParent because of long term
reciprocity. A grown child may deenm care of a sick parent
as an opportu ‘¢ to reciprocate for-the many years of
nurturing and care received while growing up (Stoller,
1985). The need for an adult child to reciprocate may
operate on two levels. The grown child may feel obligated
to the parent with Alzheimer's disease and/or to the parent
performing the Primary caregiving tasks to the other
parent.

Opting out of a relationship for an adult child would
indeed be difficult, but not'as\difficult as for a
Spouse. This may, in part, be due to the fact that

children are raised to become independent of their parents

>
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and assume meparate lives. Thus social disapproval may not
be as §ostly for an adult child as for a spouse. Intimacy

at a d4stance (Rosenmayr, 1984) is socially acceptable

.

behavior for an adult child. -

The no;m of generalized reciprocity states that 'peogls
help those who now need the type of help they themselves\“).
may neea from others in the future" (Nye, 1979, p. 8). The
reward to the 2§ult caregiver miy be the-provision of a
model of family responsibility for his or her own children
(Dono, 1978). ;elp may also be more readily given to a
younger carggiver than an elderly caregiver as the chances
for reciprocity are better with 4 younger, more resource

powerful caregiver,

Family Help to Adult Child Caregivers

As a primary caregivei of a parent with Alzhflmer's
disease, exchange theorists would suggest that adult |
children will behave differently in Seeking ané receiving
help than spouse caregivers. The theoreticél sugport is
drawn from the ability of an adult chilgd carégiver to enter
an exchange relationship from a stronger resource position.

"Possession of power resources tends to be limited in
youth, inéreasing through later middle age, and decreasing
sharply in old age" (Dowd, 1975, p. 592). Prom the point
of view of an exchangevtheorist, power results from an

imbalance in social exchanges. Power as such is an
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integral part of exéhange in that it is synonymous with the
depeﬁdedce of one person upon another. By virtue of being
in a more resource rich age group, and by virtue of being
able to enter into balanced or profitable exchange
relationships, an adult child‘caregiver ultimately has a
large number of choices from which to ask for help. Unlike
the spouse caregiver who faces the risk of exchangin§
compliance, the adult child is independent and is more
likely to possess the resources with which to barter for
goods and services that are needed. Thus, fewer
restrictions woqld stand in the way of an adult child
seeking and receiving hetp in the care of a parent with
Alzheimer's disease.

The cost of dissolving a relationship with an Alzheimer
family member may prohibit the spouse and deter the primary
adult child caregiver from taking such action. In seeking
and receiving help, the assumptiom&is that the adult child
caregiver will actively pursue and dain more assistance

-~ » v

than a spouse caregiver. ;



CHAPTER THREE
LITERATURE REVIEW

The intent of this chapter is to review research
findings related to the seeking and regefvtﬂq/of family

help by the primary family caregiver of an Alzheimer

v ~
patient. An examination of the choice and exchange theory

suggests that spouse caregivers will seek and receive less
help than adult child caregivers. The literature review
will outline the research conducted in the area of help
seeking and help receiving behavior of both spouses and
adult offspring in their Capacity as primary caregivers of
family members suffering from Alzheimer's disease.
Ultimately, the determination of what is known, what is not
known, and what needs to be learned will guide the specifja

focus of the current research.

Help Rec " Asked for by Spouses
N
Most research > ’reived and asked for by elderly
spouses has been fo r éxchanges with adult children

who are seen as the major providers of informal assistance

25
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(Stoller, 198S5). Rosenmayr (1984) claims that, to some

extent, all intergenerational relationships are based upon
reciprocal rolationg even though the highest amount of
unreciprocated help also occurs within‘tamily
relationships.

In her study of a sample of 753 non-institutionallzed
elderly people, Stoller (1985) found that most sample
members were involved in Some type of exchange of
assistance. However, a small proportion (13.3%) reported
that they received unreciprocated help, most of which
(72.1%) was provided by children.

Stoller's (1985) findings Suggest that this group of
elders is Particularly vulnerable since older parents who
are no longer able to reciprocate for needed assistance may
be pressured into relinquishing their authority. She .
argues that increasing reliance on compliance as an
exchange resource generates feelings of low self-worth and
can ultimately lead tq depression.

v It is important to note that Stoller's (1985) sample
consists of healthy, ingependent elderly people. In
contrast, the current study includes elderly adults whq are
providing constant care to their spouses. Although they
may not be ill, they are at high risk of becoming ill due

to the burden of caring in such a difficult situation

(Gilhooly, 1986; zarit, Orr g Zarit, 1985; Gates, 1986).
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In a situation in which one partner suffers from-

Alzheimer's disease, the caregiving spouse may also be in a
diminished position to reciprocate for needed assistance
and therefore may be reluctant to ask for or accept that
assistance.

Stolle¥'s (1985) findings imply that the group of
elders leaét likely to be involved in reciprocal
relationships will be those with the lowest resources,
pirticularly those with high levels of functional
impairment. Others have found an inverse relationship
between the level of resources of older adults and the
amount of help received from children. 1In a study of
factors affecting the ability of family members to engage
in intergenerational exchanges, Mutran and Reitzes (1984)
found that parents with the most resources received the )
least amount of asqistance. In particular, poor health ledi
tovmore‘assistance from adult offspring. -

As with the Stoller (1985) research, sample members in
the Mutran and Reitzes (1984) study were representative of
the g;neral population of older adults. Their sample was
derived from a national survey sponsored by the National

Council on Aging and included 781 married persons and 723
widbws and widowers, all of whom were over the age of 65.
Parallels between general samples of older people and

samples of those caring for an Alzheimer's spouse must be



28

made with caution. We can assume that the circumstances ot
the spouse carogivorl in the current study have changed 1n
tesponse to having a spouse who is chronically {11, Mutran
and Reitzes (1984) argue that a change in the status of an
Oolder adult may affect the way in which he or she views
exchanges with children. The autgors use the example ofq
widowhood which, they say, increases the widow's awareness
of the costs and benefits of personal interactions.
Simiisz;T\sp0uses who have a partner with a dementing
illness may also revise their view of ipteractions with
théir‘children. A similar view is held}?y Spence (1986)
who states, "it is important to ﬂistidéﬁish normal
reciprocal relations within the family fronm those provided
in response to long term health care needs®" (p. 16).

Elderly people living with their Spouses in separate
accomnodation Primarily rely upon each other for help
(Stoller, 1985). Spbuses prbwide the most comprehensive

L
form of care (Johnson & Catalag; 1983) but frequently in
isolation. In a longitudinal squdy investigating the
effects of long term family care, Johnson and Catalano
(1983) focus on methods which enable carebivers to continue
care over an extended period of tihe. Their data reveal
that spouses most frequently resort to enmeshiql techniques
to reduce the tension imposed by long term care. They

report two prevalent techniques, both of which Serve to-
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increase the interdependence of the dyad. Social
regression refers to a form of self imposed isolation
resulting from the process of the qaregiver relinquishing
involvement and interaction with othefs in order to devote
more time to caregividg tasks. The second techique, role
entrenchment, refers to a process whereby the caregiver
redefines the exchange relationship with the spouse to
"exclude some tangible benefits and instead anticipate
altruistic rewards which enhance his or her self-esteem and
sense of competence® (Johnson & Catalano, 1983, p. 617).

Johnson and Cat!lané (1983) base their work on a sample
of elderly patients, none of whom suffer from dementia,
that were discharged from an acute care hospital.
Nevertheless, i}Naeems likely that spouses of Alzheimer
patients would respond in a similar manner as the long term
care is complicated and perhaps more intense due to the
problems of Alzheimer caregiving. In a similar manner to
the participants in the Johnson and Catalano (1983) study,
spouse caregivers may cast off unwgnted roles in favor of
total investment in the.Alzheimer mate. The spouse may
choose to devote herself or himself to caregiving to the
exclusion of all else.

Investigating factors associated with long term care of
serile dementia patients, Gilhooly (1986) states that "many

of the spouses in the sample took their marriage vows quite
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literally and said they would continue with home care until
death do us part"® (Pp. 169). The implication drawn from the
statement suggests that with or without help, the spouse
caregiver will continue to care even at the risk o?‘his or
her own health. Such determined dedication can b; admired
on the one hand but can also expose e@erly spouse
caregivers to excessive vulnerability. 1In order to provide
care, the spouse caregiver's isolation and enmeshment could
conceivably evolve into isolation from others including
family members. The question is whether a 8pouse caregiver

is less likely to receive help and concomitantly to ask for

-
\

family help?

Even in situations in which older parents have
relatively high levels of resourges, they may be reluctant
to ask for help from adult childr;n. Knipscﬁeor and Bevers
(1985) studied intergenerational relationships through
interviews with 74 elderly parents and one of their adult
children. Agreements and disagreements and perceived
agreements and disagreements between the parents and their
children were examined. Knipscheer and Bevers (1985) found
that parents have a strong need to have positive .
relationships with their children and may ignore evidence
that children disagree with them on certain topics.

Knipscheer and Bevers (1985) explain these findings in

terms of the generational .gstake. "Because of the strong
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conmitment of the parents to the relationship with their

children, it is safest to assume that the relationship is
as good as it was before - children are excused in advance"®
(P. 157). Presumably, children who are excused in advance
are not asked for help.

As far as the elderly seeking help from“their adult
offspring, Knipscheer and Bevers (1985) speculate that
parents are cautious, even though a large number of
children indica;: a willingness to help. Furthermore, the
elderly parents in their study emphasize the need for
contact with the offspring, but at the same time recognize
the vulne?ab?&ity of depending upon their children.

Similar findings of the reluctance of the older generations
to "impose”™ upon or become burdens to their adult children
are those of Stoller (1982). If the healthy elderly resist
relying on adult children for help, what a;e the
implications for an elderly parent caring for a mate with
Alzheimer's disease?

Thus, the literature suggests that 'some form of
reciprocity usually exits between healthy older Rarents and
their adult children with the elderly probab{y‘;eingfthe
more vulnerable partner in tﬁe interchange due to his or
her diminished power position. The healthy elderly seem to
be particularly sengitive o Ehis undesirable position, 1In

the event of unreciprocated exchanges, consensus does not
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exist as to the consequences to the relationship. Given
-that much rof the‘reseérch 18 on the healthy elderlgriit is
difficult to spegulate about the circumstances of long term
Alzheimer care. 1In such situﬁtions, the literature
Suggests that reciprocity operates differently but the
differences are not idccuxﬁented. Little information is
available regarding the influence unreciprbcated
interactions may have on the help seeking and help
receiving of the spouse providing thé care for a husband or
wife suffering from Alzheimer's disease. The literature
Seems to indicate that spouse caregivers will go to extreme
lengths to continue to provide care but whether tﬁe |

mechanisms théy employ will lead them to seek Oor receive

family help remains undocumented,

Help Received and Asked for by Adult Children

Several researchers have argu;d that spauges are the
primary gupport for ailing elderly (Stoller & Earl,
1983). H;wever, in the absence of a spouse, the adult
’daughter assumes this role. The findings of Johnson and
Catalano (1983) are consistent with these however 'they go
one step fug;her and describe "in serial order, the spouse
functions as the pPrimary caregiver; in the.absence of the

Spouse, a child assumes the role; and in the absence of
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offspring, another‘f?mily member is responsible" (p. 612).

There has been relatively little research foclised on
the amount of‘help asked for or received by adult childqd
caregivers. This may be in part because children are
viewed as having more resources through which to gain the
support needed to provide care to ill relatives. Por
example, Archbold (1983) studied 30 adult caregivers of
frail elderly paren She was interested in how these
caregiver‘s -managed the provision of care to their
parents. One style of providing care she called ‘care
managers'. These were caregivers who identified parents'
needs and met those needs through arranging for others to
provide the needed services. This group of caregivers had
a relatively high level of resources since most were;k
employed and relatively well educated.

The study wae focueed on help asked for and receieed
from the formal, monetized, care system. Archbold (1983)
did not e’blore whether child caregivers asked for or
received help from family members. Nonetheless, her
findings do provide evidence that child caregivers will ask
for and receive help in caring for their parent with
Alzheimef's disease.

In a study of.family support to the impaired elderly,

Johnon an&‘Catalano‘(l983) elso found that children turned

to foimal supports for help. In addition, they found that
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children were more likely than spouse caregivers to adk for

assistance from other family members.

In the absence of literagute on support €o child
caregivers, the strongest argument remainé the conceptual
argumeht presented in Chapter 2. That ngument'suggests
that by virtue of the adult child-caregivef likely
possessing a higher level of resources such as age, income,
and education, he or she may be more willing and able to
ask for help in caring for the ill relative. The -question
remains whether that help will come from informal‘;r formal
sour:es? Adult children are probably not burdened by
unreciprocated help from family members or others because
of their potential to either reciprocate for informal help
received or pay for the neéessary formal help.

The concept of distance is also a factor in the work
undertaken by Johnson and Catalano (1983) who sugéest adult
children most frequently use distancing techniques as a
Aethod of reducing the stress associated with long term
care of a parent. One thi;d of their sample utilize

physical distance as a means of coping. Psychological

/
‘distancing, while much more prevalent among daughters, is

4
effective as a means of prolonging the care of the parent

without® resorting to institutionalization. If children
find it difficult to deal directly with an ill parent, they

may look to others for help.

y
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Thid process of distancing may be important to the

caregiver in his or her ability to continue to provide care
in a balanced fashion. For adult children assuming care of
an il1 paréﬁ@, Rosenmayr (1984) suggests the need to_be
wary of the costs associated with excessive repaymeng%yf
what parents have given. Sth action can result in ﬁiavy
burdens that interfere with Eersonal fulfillment. Also the
Stress related to ambivalent situations can only be endured
for a limited time.

Archbold (1983), in studying the impact of c;}ing for
frail elderly parents by women, noted that "the costs and
benefits are often 4ubtle, indirect, and difficult to
calculate" (p. 42). Her study consisté of a sémple of 30
women, 15 of whom identify their parent's needs and provide
‘t.ervice themselves, and 15 of whom identify their
parent's needs and manage by arranging for others to
provide the service. Within this "manager® group %L adult
caregivers, Archbold (1983) identifies their major costs to
include "time limitations, career interruption, financial
problems, and guilt" (p. 43).

Archbold (1983) finds that sibling conflicts arise over
perceived inequities in the parent caring éctivities. The
sibliﬁg assuming the primary'caregivét role suffers from a
he;vier degree of responsibility than other siblings. This

occurs even in cases in which other siblings are involved



to some degree in caregiver activities. Afchbold (1983}
concludes that "historically, good sibling reiationshipg
tolerate the stress of.parental illness better than
histor;cally problematic ones" (p. 43). Archbold's,
findings suggest that siblings may or may not be willing
provide help if asked to do so. .
Theoretically, the argument is that child caregivers
will ask for and receive more help than spouse
caregivers. Research findings on this question are

limited. Although there is an assumption throughout the

36
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literature that adult children have the necessary resources

to obtain help, findings are equivocal.
Based on the theoretical framework and the limited

amount of data, the research propositions are:

1. Child caregivers will receive more help from family

members than spouse caregivers.

2. Child caregivers will Seek more help from fa@ily

members than spouse caregivers.

N



CHAPTER FOUR

METHODS

Design

This research is part of a larger research project of
family caregivers of Alzheimer patients conducted by Dr.
Norah Keating qf the Family Studies Department, and Dr.
Sharon Warren éf the Faculty of Rehabilitation Medicine.

The stddy, Factors Which May Predict the

Institutionalization of Alzheimer's Patients, was funded by

the Senior Citizen's Secretariat. The purpose of the
larger study was to determine the factors which predict
wheéher a family member will be institutionalized soon
after a diagnosis of Alzheimer's disease or cared for at
home over én extended period of time.

Alzheimer patients were selected from the Geriatric
OQutpatient Clinic at the Edmonton General Hospital, the
nursing homes in Hospital District 24, and the Edmonton
chapter of the Alzheimer's Society. The Geriatric Clinic's
mandate is to serve only Chose aged 60 and older. Pecause

some people display Alzheimer's symptoms prior to age 60,

37
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patients were also obtained from the other two sources
noted.

In recent years, standard procedures have emerged in

diagnosing Alzheimer's disease. Alzheimer's Disease: The

~
Standard Reference (Reisburg, Ferris, DeLeon‘s Crook, 1982)

is the accepted guide most freqhently used by medical units
such as the Geriatric Clinic. The Gerfatric Clinic
utilized the Reisburg guide along with clinical assessments
which serve to minimize the diagnosis of other disorders J
with similar symptomatology. Not all Alzheimer patients
were assessed at the Geriatric Clinic but every patient had
been diagnosed as suffering from Alzheimer's disease.
Without checking with the doctor involved in égch case, it
was not possible to determine if all patients diagnosed by
someone other than the doctors at the Geriatgic Clinic had
used the Reisburg methodology. However, the study was
examining the family help to caregivers of relatives
exhibiting behavior symptomatic of dementia of the
Alzheimer's type. The pbssibility of the relative not
having Alzheimer's disease but rather a dementia with
similar behavior manifestations would not jeopardize the

14

study.
Sample
The sample studied is that of the relatives who are the

primary caregivers for an Alzheimer patient. To identify
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the sample members, relatives listed asa'next of kin" on
the Alzheimer patientﬁ' files were contacted to determine
the identity of the primary caregiver for each patient, 1In
some cases the next of kin was also the primary caregiver,
but in other cases the next of kin provided the name of the
primary caregiver.

Materials and Procedures

Drs. Keating and Warren, the principal researchers of

Factors Which May Predict the Institutionalization of

Alzheimer's Patients, developed a questionnaire with a

total of 155 questions spanning 18 areas of inquiry. The
questionnaire was designed to gather information about
characteristics of the Alzheinmer patient; caregiver
characteristics; circumstances of the family caregiver;
caregiver burden; caregiver style; knowledge of available
formal supports; informal supports; and, advice from
medical personnel and family members. 1In addition,
1nfotmation describing the types of formal and informal
help that would be of assistance to the caregiver was
documented.

The next of kin, as determined from the files of the
Geriatric Clinic, were sent an introductory letter, jointly
endorsed by the primary researchers and the Clinic's
physicians. The purpose of the study was described and the

participation of the next of kin was requested. The next
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of kin identified in the files of the nursing homes in

Hospital District 24 were similarly contacted by letters
jointly endorsed by the researchers apd«nedical personnel
from Hospital District 24. The n;xt of kin from the
Alzheimer's Society were contacted in person at a meeting
and asked if they wished to participate in the stﬁdy.
Telephone follow-ups were conducted to not only
determine the idéntity of the primary caregiver, but to
also ascertain willingness to participate in the study. As
part of the larger study, the primary caregivers were
interviewed by trained personnel. A total of 59 ingerviews
were completed. Each caregiver was interviewed once. The
responses were recorded on the quesStionnaire by the
interviewer. Some interviews were conducted on the
University of Alberta campus and some were conducted in the
home of the caregiver, depending upon the convenience of
the caregiver. The interviews conducted in the home of the
caregiver were sometimes conducted under difficult
conditions. If the relative suffering from Alzheimer’
disease was in the home at the tinme of the interview, she
or he occasionally reacted adversely to the intrusion.
Also, depending upon the progress of the disease, problenms
were encountered in posing questions about the care of the
ill relative with thdt_gerson in the same roonm. Conducting

the interviews in a proféssional setting without the



b

presence of the ill relative was more conducive to

obtaining objective, accurate, and unbiased data.
)

Research Design

~

/

The purpose of the larger study was to detetnjne what
factors contribute to the decision to institutionalize that
ill relative. The sample was a convenient sample.

-

The questionnaire was developed specifically for the
larger study. Many of the instruments subsumed within the
larger study had been used in previous research. To
establiéh content validity of the questionnaire, the
instrument was reviewed by experts in the fjield of
interview research, family studies, and epidemiology. 1In
addition, the complete questionnaire was pretested to
further aid the content validity and increase the
probability that the questions were testing what they were
intended to measure. As a result of pretesting on a ;imple

.
of three, modifications to the instrument were carried out.

The employment of skilled interviewers enhanqgg the
chances of reducing such random errors as: errors in
coding, ambiguous instructioﬁs, differential emphasis on
certain words, and interviewer fatigque,

The source and selection of the sample may limit
generalizability of the findings since random sampling is
not possible. The population of people with Alzheimer's

)
disease cannot be identified. There is no central registry
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of those with the disease. Many, in the early phases of

the Sease, may not have been diagnosed. Physicians may
also be reluctant to give a diagnosis o lzheimer's
disease or to share the diagnosis with ¢t atient or the
family. -

Sample for thigs Study

The sample for the 8tudy reported here included all
participants who met the criterion of being a primary
family caregiver who was either a spouse or an adult child
of the Alzheimer patient. The three excluded from the
Study represented relatives other than a spouse o?‘an adult

child. The total sample utilized for Family Help to Pamily

Caregi&‘rs of Alzheimer Patients consisted of Sé6

”

caregivers, with 31 Spouse caregivers and 25 adult child
caregivers.’

Sample bias may have occurred as a result of a number
of factors. qu; example, the ‘otal sample resided in the
city as opposed Lo a rural ;etting. Perhaps the study only
attracted a certain type of person. - The possibility exists
that only the more educated, res&&}ciéul, out-ioing, and
active caregiver participated in ;b;'study particularly in
the case of those caregivers obtained through the
Alzheimer's Society. The members of the Society may also
more actively seek information and group participation.

Sample limitations may have resulted from the fact that
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approximately 75%% of the next of kin could not be
interviewed due to the inability to locate them or their
refusal to participate. )

Methods for this Study

The writer participated in the primary data
collection. This research report is based on secondary

analysis of the data.

. Measurement

Thg research propositions for this study were:
ll Child caregivers will receive more help from family
‘members thaf Spouselcaregivers.
2. Child caregivers will seek more help from family
members than spouse caregivers.
The study from which this report was drawn was not
developed specifically to test these propositions. Thus,

the operational research propositions for this study were

the following:

fk“%(a). A greater proportion of child caregivers than
spouse caregivej;/ﬁTTT-Teceivg help from family
members. /
This research prvposition was measured by:

A
Did any of your rklatives help with providing care?

1
Yes No /// b
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1(b). Child taregivers will receive help more
i frequently from family members than spouse
,caregivers,
. This research proposition was measured by:
How often did they (family members) provide this
help? daily wee;ly biweekly monthly

infrequently

2. Of the caregivers not currently receiving help, child
caregivers will be more likely to express a desire
for help than spouse caregivers.

This research proposition was measured by: .
Would you have liked help from any of your relatives?

Yes No

Data Analysis

Data analysis included chi-square calculations to
determine the differences between the two groups of
caregivers. The purpose‘!t the statistical tests is to
4ippare the results obtained with the results to be
expected on the basis of chance. The larger the value of
X, the greater the results deviate from the expected chance
results.

Chi-square analysis was chosen because chi-square can



-

h .

Xks
be used for comparisons between two groups and the tc.t‘hq‘

of two nominal variables. Chi-square tables !ro bagscgii?i ?:
tables of counts. Such tables are called cto.ltlbzl}kq{-«t‘-i'b;)%‘.‘
or crossclassifications. The intent of cxanlnlnqiﬁﬁﬁh‘
tables is to determine relationships between the Eow and
the column variables. Chi-square calculations make no
assumptions about which variable is independent nor are the
results directional. R
In response to research proposi?ion l(a) regarding tﬁe
amount of help received from family members, a 2 by 2 &khi-

[ i
Square analysis was conducted.

N

In respons‘e to research propositi,*.l(b) regatdi%the ‘
frequency of help received fronm family urmbers,.a 2 by 2 |
chi-square analysis was conducted. Answers were collapsed
into two categories (daily/weekly versus
biweekly/monthly/infrequently) in order to perform a 2 by 2
chi-square analysis.

In response to research proposition 2 regarding the
caregiver's expressed desire fo: more help from family
menbers, a 2 by 2 chi-squar:’:\Flysis was computed.

In summary, chi-square calculations were completed for
the amount of help received, the frequency of help
received, and the expressed desire for help by the

caregivers.



CHAPTER FIVE
FINDINGS

In response to the research propositions, the findings
derived from the data are presented in this chapter., Chi-
square tabulations were performed. for each’of the research
propositions. Additional descriptive data have been
includedbto provide supportive evidence.

-

Sample Characteristics

The sample was composed of 56 primary family

ROV

caregivers: 31 spouse caregivers and 25 adult child

1 v
s

Ah
[
3

caregivers.‘ The spouse caregivers ranged in ageufremfswirpf'r
93 with a mean of 71.6 years of age iTable I). 'The %dhlt -
child caregive;s ranged in age from 26 to 69 years‘of.age'
"with a mean of 48.3 years of age. The range of)ages for

the relatives who suffered from Alzheimer 8 disease was 62
v " , SRR, SO

to 89 years. ’ ’ A " e
Y : :

The yearly income {Table II) of the caregivers ranged

from under §10,000.00 to over . ;50 000.00. Seventy-five
¥ |

percent of E%? spouses had 1ncome-between $10,000.00 and

W | g
by .
. 3
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$25,000.00. The yearly income of the adult child

categiv;rs was split into two income gréupings with 56%
earning between $10,900.00 and $25,000.00 and another 39%
earning income in excesgs of $40,000.00. As a group, the
adult child caregivers attained the higher aVefage income.

The education levels also varied between spouse and
adult cﬁild caregivers (Table III). In terms of high
school educationy, 45%‘of the spouses had completed some
high school while 40% of the adult children had compl;ted
all of their high school training. The adult child
caregivers had attained a Sslightly higher level of
education than the spouses.

M’The data }" Table IV confirm that not all fam%ly units
are bound by closely knit kin relatiaﬂsh}ps. In assessing
the closeness of the relationship between the caregiver and
the Alzheimer patient prior to the onset‘of the dise;se,
87.1% of the spodse caregivers reported a very close
relationship while only 62.5% of the adult child caregivers
reported a similar degrée of clo§eness. A difference was
also reported in assessing the lack of closeness in the
relationship with only 3.2% of the spouses compared to
16.7% of the adult children reporting a pre-illness
relationship as not being very close.

In determining caregiver style, the dsta in Table V

revea’ that an overwhelminq'90.3% of %he spouse caregivers,
- ) » .

oo )

-t o



as opposed to 58.3% of adult child caregivers, determined
the needs of the Alzheimer Patient and performed most.of
those caregiving tasks themselves.

As ogtlined in Table vI, it appears that the spouse,
caregivers cared for tpe Alzheimer patient at home for a
longer period of time' (an average of .9 Years) than adult
child caregivers.

In using formal.sources of help to assist in the
caregiving of an Alzheimer patient, the adult child
caregivers used an average of 4.2 services, whereas the
spouse caregivers ased only a' average of 3.2 formal

services.

48
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Table I
Age of Caregivers

Spouse Adult Child

Age 2 N $ N

«20-30 0.0 (0) 8.0 (2)

30-40 0.0 (0) 16.0 (4)

40-~50 0.0 (0) 16.0 (4)
50-60 3.2 (1) 48.0 (12)

60-70 38.7 (12) 12.0 (3)

70-80 48.4 (15) 0.0 (0)

80-90 6.5 (2) 0.0 (0)

90-100 3.2 (1), . 0.0 (0)

Table II
Yearly Income of Caregivers

Income Spouse Adult Child

in Dollars 3 N ] " N

Under 10,000. 6.9 (2) 16.7 (3)

10,000.-15,000. 31.0 (9) 11.1 (2)

16,000.-20,000. 27.6 (8) v 27.8 (5)

21,000.-25,000. 17.2 (5) - 5.6 t1)

26,000.-30,00q. 6.9 (N 7 0.0 (0)

31,000.~-35,000. 6.9 (2) 0.0 (0)

36,000.-40,000. 0.0 (0) 0.0 (0)

41,000.-45,000. 0.0 (0) 11.1 (2)

*46,000.-50,000. 0.0 (0) 11.1 (2)

over 50,000. 3.4 (1) 16.7 (3)

-
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Table IIIX

Education Level of Caregivers

\ Spouse Adult Child
Education ) N 3 N
Grade school 3.2 (1) 0.0 (0)
Some high school 45.2 (14) 16.0 (4)
All high school 19.4 (6) 40.0 (10)
Trade School L6.1 (5) 16.0 (4)
University 12.9 (4) 28.0 (7)
Post Graduate 3.2 (1) 0.0 (0)

i ]
e ' \
Table IV

By

Quality of Relationship Between Caregiver
and Algheimer Victim Prior to Onset
of Alzheimer's Disease

Type of Spouse Adult Child
Relationship $ N ] N

rd
Very close 87.1 (27) 62.5 (15)
Somewhat close 3.7 (3) 12.5 (3)
In-between 0.0 (0) 8.3 (2)
Not very close 3.2 (1) 16.7 (4)
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Table Vv

Caregiver Style

Spouse Adult Child

e Type * 8 N [} N
*Type 1 90.3 (28) 58.3 (14)
**Type 2 6.5 (2) 33.3 (8)
***Type 3 3.2 (1) . 8.3 (2)

*

I decided what
the caregiving

my relative needed and performed most of
tasks myself.

** I decided what my relative needed and performed some of
the caregiving tasks myself.
*** 1 decided what my relative needed and managed or
supervised others in performing the tasks. ¢
»
Table VI
Years Between First Symptoms of Alzheimer's
Disease and Interview
Spouse Adult Child
In years In years
Range 5.5 - 8.2 4.4 - 7.6
Mean 6.9 6.0 9
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Table VII

Formal Services Used by Caregivers

Spouse Adult Child
Number of Services ) N 3 N
1 16.1 (5) 8.0 (2)
2 19.4 (6) 20.0 (5)
3 25.8 (8) 16.0 (4)
4 19.4 (6) 12.0 (3)
S ‘9.7 (3) 16.0 (4)
6 0.9 (0) 12.0 (3)
7 6,5 (2) 8.0 (2)
8 352 (1) 4.0 (1)
9 .’ 0.0 (0) 0.0 (0)
10 0.0 (0) 4.0 (1)
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Answers to Research Propositions

l(a). A greater proportion of child than spouse caregiv;;; 
will receiv? help from relatives.
Analysis %}Kﬂcomputed by using a 2 by 2 Yates éhi-squaref‘
There was/no support for this question (x¢ = ,28). This
means that the spouse caregivers and the adult child
caregivers did not differ significantly in the amount of
help received from family relatives.

/J
l1(b). Adult child caregivers will receive help more
frequenfly than spouse caregivers.
In order to calculate a 2 by 2 Yates chi-square table, ghe
categories that measured frequency of hélp were
collapsed: daily and weekly sources ofahelp from relatives
were grouped together in one category; similarly, biweekly,
monthly, and infrequent sources of family help wefe grouped
together. The results did not support the research
question (x% = .01). The child caregivers did not differ
significantly in frequency of help received than the spouse

caregivers.

2. Of the caregivers not currently receiving help, child
caregivers are more likely than spouse caregivers to

*
exp&s a desire for help.

Chi-aquare analysis of the yes/no response did not reveal
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support for this Question (X# = .001). Adult child and
S8pouse caregivers did not differ significantly in the
expressed desire for family help in caring for the relative
with Alzheimer's disease.

No significant difference was found in response to each

, .
research proposition.



Table VIII

Help Received from Family Members

Caregiver Yes No
Spouse 23 8
Adult Child 16 9
Xy = .28
L
Table IX

Frequency of Help Received from Family Members

Less Yzan

Caregiver Weekly Weekly

Spouse 14 /6

Adult Child 16 /5
x% = /01

55



Table X

Expressed Desire for Help from Family Members

Desire More Do Not Desire
]

Cagegiver - Help More Help
’pouse 12 9
Adult Child 10 9

P
xY = .001

56



A YemAprer SIX

DISCUSSION

child .* an Alzheimer sufferer. However, no significant
diffe -nces were found betye:n these two groups of
caregivers in the amoun family help they receive, the
frequency of help they re e, nor in their expressed
desire to receive help. Although these were not the
-expected results, all results bear closer 8crutiny and

discussion. The discussion of these findings will focus on

factors which may have had a bearing on the help received
1

and the help desired by the two groups of primary

caregivers.

Help Received by Spouse and Adult Child Caregivers

There are several Possible reasons for the finding of
no difference in help received. These will be discussed

under the headings of family care, heterogeneity, caregiver

57
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commitdiwnt, and access to institutions,

Pamily Care

Although it was assumed that spouses and adult children
woéuld receive different amounts of help fron family
members, it may be fthat neither Oof these groups of
caregivers recetfve such helg. The Possibility exists that
once the prinary caregiver is chosen, relatively little
family help is forthcoming from othef/}amily membgrs.
Family care of the Alzheimer victim may in reality be ‘care
by one person. Perhaps no difference was found because as

Aronson (1985) has Suggested, what families provide is a

person, the primary caregiver, rather than a family *

constéllation;of help. Once that Primary caregiver is in

d“ %
place, other fgmily members have; a éhpice as to whether to
“ )?31 -
help or not ho hqlp.l Theo‘ cpl suppqxt,xf?Bm an exchange

Y s, . - a
ll"t .

theorist such . a8 Nye (I§!9). would dhaggnt that ;ﬁg family
5
obligation is beipg met as thtﬁﬂll relative is being cared
o [® ,7
for. Therefo:g,motheretamily members a:o allowed a cholice

. X

!
becauseithe costs are not asg high%aa if no family member

-~ to helpnbeqomeé an option :ather

F o3 -
/ﬂl#;'! . ’ )
nding of no significant difference in the amount of

i .
ved by spouse caregivers compared to adult child
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two sample groups. SPOusln and children may be more
diverse on various dimensions than was addressed in this
study. For example, both Spouses and adult children may
have been caring for relatives who are at various points in
the disease process. Within each group, there may be
approaches to care which range from direct care to care
management. In addition, these may be more within-group
variation in the level of resources than previously kK

expected. These issues are discussed in the next section.

The disease process., The proces® of Alzheimer's

: )
disease can extend from 2 to 19 Yeat® (Health & Welfare

- P
Canada, 1982). Subjects from &qﬁxoups of caregivers had

been providing care over a period of time ranging from 1 to

b -

15 years. Whas cakhot be determiped from the analysis_én
this study is whether a gspouse c:?inq fog a relative who -
has bee; 1ll for a short period of tinme recedyes similar
amounts of help from family membeYs as an adult child
caring for a relative at the same point 1n the caregiving
process. It may be that early in the disease process,
caregivers generally receive more help from family
members. This may be due to the fact that ;aaly in the
process the family is more prepared to rally a5pund the
caregiver as the%r energies are higher than they may be

after months or years of caregiving. Not all caregivers,

in this study, were at the same point in time in terms of
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disease process 48 measured from the onset of sympeoms.
The length of time spouse caregivers haaq been involved in
care ranged from S.5 to 8 2 years with a mean of 6.9

years. The comparative range for adult child caregivers
|

agvas 4. 4 to 7 6 years with a mean of 6. 0 Years (Table Vf).
r\

/y‘ﬁs, this study was not able to determine the caregiver's
behavior ﬁrom @ consistent point in the disease process. A
longitudinal study, however, could address the changes in
family help asked for and family help received over the .
process of the disease. Such an approach may yield
substantive differences between the two groups of
caregivers,

Approaches to caregiving. Differences in the overall

epproach to caregiving within Spouse and adult child
caregiver groups may also mask differences in the ameunt of
help received. Por example, Archbold's k1983) wor k
indgcates that the method of care adu}t child caregivers
undertake can range from doing all the work themselids to
heavy reliance on the formal system to provide the day to
day care for the i1l parent. The Same range of eare

provision may also be used‘by spouses, Information

.

zﬁggkhered in the present study iTable V) revealpd that 90.3%

/
of spouses provided all the care themselves while only 3.2%

of spouses classified themselves as care managers. Similar

~ Statistics for the adult child caregivers indicated that
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58.3% were self proclaimed care providers and 8.3% were

are managers. 1In tiee end, it may be that care providers
h.either éroup are less likely to receive help b;cause of
such factors as enmeshﬁent with the 111 relative and the

. consequent ‘isolation from other family members (Johnson &
Catalano, 1983). In contrast, those who are care‘managers
may receive more help because they ask for that help.

Levels of resources. Finally, there may also be a good

deal of within-group.variation in the lével of resources of
spouse and adult child caregivers. 1In terms of the
absolute level of resources such as assets, income, and
education, some épouses may have higher levels of resources
than some adult children. Table III ipdicates that the
educational level among spouses ranguﬂﬂzrom 3.2% having
completed only grade school to 3.2% completing post
graduate educational levels. The majo ity ©of spouses

(45.2%) had completed some high schooX. 1In comparison, all

adult child caregfvers had educatio beyond that of grade

school, but none had completed posf{ graduate studies. The

majority of adult child caregivers had completed

their high school education.

In terms of income (Table II), spouses reported a range
from under slo,ooo.oo‘ (6.9%) up to $35,000.00 (6.5%) with
| only one spouse reporting an annual income of over

. * $50,000.00. On the other hand, adult child caregivérs
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reported inconme ranging from under $19 000.00 (1l6. 7%) up to
$25,000.00 (5. 6%) with another . clustor representing 38.9% .

falling between $40, 000. 00 to over $50,000. 00. Thus, the

group. In future studies, such resources could be either

addressed directly or controlled in the analysis.

Ceregiver Commitment

The level ef commitment to care May also vary within
each of these groups, with some careglVers having much
higher levels of this resource. Rosenmayr (1984) claims
thet family reciprocity develops 1nt9 long term'reciprocity
only if the family develops a pattern of reciprocal
behavior in the early stages of the family's develdbment
and maintains this type of relationship throughout the
family life cycle. Thus Spouses and children may be
equally likely to cbme into Fhe caregiving role Qith high
or low levels of commitment to~car$ng. Slmilarly, a family

history of amicable relationships and mutuyal Support seems

much more likely to.lead to offers of help to the

'caregiving relative than one of animosity and lack of

Support. *Differences in the level of commitment to'care
may be a factor in the current Study. Table IV sSuggests
that not all caregivers'experienced a similar family

history in terms of the caregiver relatlonship with the

Alzheimer relative. Prior to the onset of Alzheimer's



%&

. ‘ . 63
disease, 87.1% of the spouses rated their relationship with

the ‘Alzheimer mate as very close but 3 2% rated the

relationship as not very close. Among the. adult cﬁild

caregivers, only 62.5% rated their relationship with ‘the
parent as being very close Prior to the disease while*16 7%

of the adult child caregivers rated that relationship as

not close. ¢

Access to Institutjions

The access to formal care alternatives may diminish the
need for caregivers to continue to provide burdensome care
and for family members to Support them in this endeavor.

Canada has4%2e highest institutional rate of elderly in the

‘world, two times as high as the United States (Marshall,

1987; Robertson & Reisner, 1962; Spence’, 1986). The

government in Canada assumes a tremendous por{ion of the i

institutional costs in Canada, whereas in the United
States, the individual's family must be accountable for
providing the financ}al resources to support institutional
care. Compareﬁ to the United States, Canadians and
families included in the current study have available to

them more formal altgrnatives at a reasonable cost. Unlike

American studies (many of which were included in the reviey."

e

of the literature), Perhaps families in the present study
monitored the caregiving process and Suggested formal help

when the situation became intolerable as institutional care

-

o

»
% B
f -

3
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is a viable Canadian alternative. Although not measured,

the possibility exists that one of the ways in

families help the Primary caregivex 18 to give perm sion
to the caregiver to seek formal help. Such action ma
account for the lack of significant differences between
Spouse and adult child caregivers in the help receiving ang
help seeking behavior.

Thus, a number of factors may account for or partially
explain the findings of no difference in the amount of help
Spouse caregivers received compared to adult chilgd
caregivers, The issue of family care being equald;o care
by the Primary caregiver is worthy of fhrther inquiry.
Heterogeneity within each of the caregiver groups may be a
factor in terms of (a) the process of the disease over
varying lengths of time, (b) the approaches to caregiving
undertaken by the spouyse and the adult child, and (c) the
level of resources w;thin each group of EEregivers may be
very diverse. These examples of pos#ible heterogeneity
illustrate con;iderations which may have an influence on
the amount ef help received by spouse caregivers compared
to adult childq caregivers. . Further considerations such as
the commitment to caring for the ill relative and the
accessibility to institutional care need to be addressed.
If these factors can be addreSsed, the Possibility exists

*

that support may exist for‘theciheoretical argument offered
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in this research which suggests that thgyamount of family

-
help the primary caregiver receives wiig vdﬁy depending
. ! : g

upon whether that caregiver is a apouséggf’aﬁiadul child.
B ‘;j 7

) -
Help Asked for by Spouse and Adult Chiid Caregivers

There are several possible methodological reasons for
the finding of no difference in help asked for - all of
which arise from the fact that this study was a secondary
analysis of an existing data set.

Methodolog;cal Issues

Since Family Help to Family Caregivers of Alzheimer

Patients is secondary analyses, some of the ideal questions
arising from the theoretig;%; rgument could not be

/
pursued. For instance, Jée/éurrent study only determined
what the caregivers wished to receive in the way of fasily
help and not what théy actually asked for. Exchange
theorists ;ould have predicted that the spouse caregiver,
due to the diminished resource éosition, the generational o
stake, unbalanced reciprocal giving, entrenchment, and
isolation would not ask for help. An adult‘child
caregiver, on the other hand, would not be in a reduced
bargaining positionﬁterms of reciprocity and would

likely ask for increased amounts of family help than a

Spousa,  Because of the nature of the question, we do not

. N o | ’ \l
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know if this difference exists as there are no data on help
asked for. Theoretically Soth groups wish for help but
only children would ask for 1it. )

In addition, analysis was undertaken of help desired
only for those people who were not currently receiving
fam}ly help. Thus, no information is‘availagdé on either
help desired or asked for by those who are ;lready
receiving some help. The group receiving no family help
may be more isolated, more alienated or in other ways
different from caregivers Qho are receiving some help but
would iike more. It would be useful to include both groups
of caregivers in future research on help desired from
family. ‘

Although beyond the Scope of this study, it would be
useful to have more information about what kinds of helé
caregivers wouldAlike to receive. Such an lnquiry would
provide further data on whether help that is act;ally being
regéiyed matches the perceived heeds for help expressed by
caregivers. For example, frequencies for spouse and child
caregivers in this study suggest that spouses lack
emotional/moral Support while children lack helpfin.areas
such as transportation. Thus, while child ang spouse
earegivers may bg equally needy in terms of help, the kind

of help needed may be qualitatively different for each

Pl o ‘ t

group. /
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Another methodological implication possibly influencing

the findings lies in addressing only a po;tion Oof the
spectrum of help asked for and received. Pormal sources of
assistance from formal resources were not examined in
depth. Data in Table VII indicate that adult child
caregivers used an avérage of 4.2 sources of i?rmal support
while spouse caregivers used an average of 3.2, What {s
not known is the number of times each formal source was
utilized, the duration of time, or the motivation behind
the contact. A more extensive examination of the Gse of
formal sources of help might have disclosed_a difference in
the behavior of family help to spouse caregivers compared
to adult child caregivers. The possibility exists that in
some situations formal services may substitute for informal
services. For example, adult child caregivers may actually
be receiving and asking for more help w‘en both formal and
informal sources are considered. Such additional data ﬁéy
also lend credence to the theoretical argument, outlinea'in_
Chapter 2, which states that adult child caregivers wiLl 
ask for and receive more help than®’spouse caregivers. fhe
sou?Ce of that help, however, may be from the formal
systen.

Figally, it is also possible that although there is no
differeﬁce in the amount of help asked for by spouses and.

children;\the reasons for not askfng may differ. Spouses
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may not ask for family help because of a life long
commitment to the relationship, because of the generational
stake, or because of enmeshment g Children may not ask for
family help because they have access to the formal systen,
because they possess the Necessary resources (money, time,
or bureaucratic skill), because of distancing from the {11

‘Parent, or because of their commitment to their immediate

family.

Suggestions for Public Policy

The finding of no difference between spouse and‘adult
child caregivers in the amount of help received and tﬂe
desired amount of help sought from other family members has
implications for policy formation. Because of the
Projected increase in the number of elderly, and hence the
potential number of elderly that will have Alzheimer's
disease, there is a neggmfor innovative public policy in
the provision of care. L

Alberta has no clearly developed policy on the
provision of community care nor on help to those providing
the care. “e assumption is that the famxly provides this
help to the%dglmary caregiver. Aronson (1985) has argued

oy
that this ?E not the case. To presume that families

® : :
necessarily follow through with such help is naive.

-
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Public policy derived from the data of this study o

shbgi:/?e based on the assumption that a similar policy
will e applicable to both gpouse and adult childa .
caregivers. In terms of actual policy, additional \\\d,
knowledge with respect to certain areas would be
benefigial. PFurther research needs to be conducted to
deltﬂgzte the nature of family involvement in fﬁe process

of care to a relative with Alzheimer's disease,
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