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b
enpleved in the literature result in a lack Of precisicn
fesearch resulits, Therefore, this Study took a multi-

dimensicnal apprcach to the Cperationalization of burden,

The firss cbjective of the study was to iéentify sonme
¢f the é@imensions underlying the const ruct of careg*ve*
bu:ded. ‘Items generated by a ll.e'a_u*e review were
Présented to over 500 subZects, Through facto¥r analysis,
five difensicns, cf burdenp were isolated; Time~dependence;
Phvsical _ang Emoticnal Costs; Family Conflict; Role Strain;

ané Negatijve Affect,

+

The seccond objective.of.the study involved obtaining a
p:elfmjnary estimate of the validity of the obtained
dimensions. Only Physical ané Emotional Costs correlated
S1 gn:“:cantly with a measure of Globkal Burden, Multiple

é ression of demog*aphic and situational ﬁariables on each
"cf the five dimensions followed expec ed patterns and,

generally, indicated the validity of the dimensicn labels,

ii .



The final chblective was *c expicré differences between

..
v
Y
b

=

Cus sub-groups c¢f caregivers crn the dimensions ct

nguish clearly between

[

Zurden., The dimensicns ¢id net dis-

tn

m2le and female caregivers, however significant

[eN]
4]
4
ty
Ve
]

ninaticn was chtained between spouse caregivers and
acult child caregivers and between caregivers who were
Sharing a2 residence with their cependent and caregivers

w.cse dependent resiceéd in a nursing home., Baseéd on

{1

:fferences in dimensien scores, prefiles of two tvpes ¢

rh

caregivers who are highly burdenegd emerged,

The results, gbtainegd from this study support further
worx towards the cevelcpment of a scale to measure the
¢
[}

cdimensions of burden. The implications for interventions in

caregiving situqﬁ&gﬁé using such a scale are discussed,

113 .
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CHAPTER

A

Introduction

Alzheimer's Disease (AD) is the most common of a group
ol diseases known as Senile Dementias. The disgréer
commonly beccmes apparent when an individual is in their
Sixties and is ch&racterized by progressive loss of menmnory,
generab decline of intellectual functions, disorganization
of the perseonality, and increasing inébility to perfcim~the
activities of daily living (Teusink & Mahler, 1984).r There

18 no known cause for the disorder, no cure, and no

treatment which can halt its progression (Heckler, 1985).

‘
Moderate to severe AD afflicts app;oximately five
percent of individuals over 65 years of age (Rabins, 1984).
In the U.S. it is estimated that approxlmately one million

elderly suffer from AD, and in Canada there are |
approximately 300,000 such cases. It is projected that,
with the increase .in the numbers of elderly in the
population, the prevalence of AD will double in the next 45

years (Rickards, Zuckerman, & West, 1985).

‘.

For every elderly person with AD who resides in an
institution, there are two who reside in the community
(Wilder, Teresi, & Bennett, 1983). It is estimated that

over one half million severely demented patients in the U.S.

r



are cared foE &t home- (Pratt, Schmall, WwWright, & Clelang,
1885). These elcderly perscns are most often_ca:e¢ for b§
family menmbers, usuallv a wife or daughter. (Niederehe &
Fruge, 1984).

The experience of caring for a relative with AD is a
stressful one (George & Gwyther, 1984: Heckle:; 1985; Kahan,
Keﬁp, taples, & B:ummel—Smith, 1985; Morycz, 1980, 1985;
Pagel, Becker, & Coppel, 1985; Rabins, 1984). Indeed,
faring for.a relative with AD is more s;ressful than cariﬁg
for a relative with a physical impairment (Gilhooly, 1984).
For every elderly individual affected by AD, two or three
family members, including the primary caregiver, will be
immediafely affected by the stress of caregiving (Oliver &

Bock, 1985).

Family burden has been shown to be associated with a
variety of indicators of stress, including decrements in

physical health, life satisfaction, and mental health.

' Although they did nct measure burden, Gilleard, Belford,

Gilleard, Whittick, & Gledhill (1984) found that

approximately 50 percent of Eheir sample of caregivers of
[}

the elderly mentally infirm were suffering from a

psychiatrically significant level of disturbance.

Similarly, Fiore, Becker and Coppel (1983) found that the

-
-

majority of their sample of AD caregivers met,RbC criteria
> _ -,

for diagnosable depression. George and ngther {1984}



ccmpared caregivers of AD depencdents with a representatives

3

connu

-

ity sample and found vhat the AD caregivers displayed

th
b

significantly lower ievels of mental health, as indicated by
s-ress-related psvchiatric symptons, ésychot:opic drug and
alcohol use, and decreased life satisfaction. Other studies
have measured burden and have found it to be correlated with
reported negative changes in health (Pratt, et él., 1985)
ané with depression (Poulshock & Deimling, 1984). Thus, the

stress experienced by caregivers has serious implications

for their physical and mental health.

Two current trends indicate that the demand on AD
caregivers will increase in the future. The rﬁgid inﬁrease
in the proportion of the population over 65 means that there .
will be a greater number of elderly affected by AD and,

rherefore more families will contain a member reguiring

care. Also, the current climate of economic restraint 1is

likely to result in insufficient expansion of institutional
L J

heds to meet the needs of this-growing population, with the

result that more AD patients wild have to be cared for at
home. Both of these tfends indicate that in the fﬁture
tﬁe:e will be a larger population of family caregivers who
will be experiencing the stress of caregiving. Thus, it is
important that we develop an dndérstanding of the experience

of AD‘'caregivers so that we are able to help them cope with-

»

" .
the stress of providing care.

-



The Cencept ¢f Careciver burden

The ill effects or costs to the family that occur as a
result of giving care to‘the iﬁpai:ed family member have
been referred te¢ as Family Burden or Ca;egiver Buéden. The
cencept of families' reacticns to the‘presence of a pa£ient
"in the household eriginated in esponse.to concerns about
the consequences of deinstitutiOnal;zing mental patients.
The pioneering work of Grad angd Sainsbury (1963) defined
burden as any costs to the family which resulted from -having
a@ mental patient in the home. Hoenig and Hémiltén (1969)_
exﬁandeé on this work by dividing burdeﬁ into objective ang
subjective types. 6bjective burden.was defined as .
disruptioh of the daily life of the household due to the
abnormal behavigr of the patient or to effects that were
secondary to the patient's 1llness, such as f1nanc1al
strains, poor health, family separatlon, or dlstress of a
familf member. Subjective bufden was defined as the
ﬁeréeption that one was burdened by having the patient in

the household.

In that‘AD involées cognitive im@airment,
disorientétion, delusions, and disorganization of the
pe:sonality, it is'similar_to mental illness and can be
presumed to have similar effects upon family caregivers.,
Therefore, the concept’ of caregiver burden, as deflned in

“early work On dewnstztutlonallzatlon, is approprlaue for use



in understanding the experience of family caregivers of AD
dependents, The‘concept has alsc been apo} eé_to families
who are giving care to any elderly individual.
fgeve:al sﬁudieé'done in the late 1970's first a?plied

the concept of caﬁegive: burden té families who were giving
care 'to an elderly person, or to an individual who wés ill.
.o , :

zarit, Reever, and Bach-Peterson (1980) and Morycz (1980) -
were the first to apply the burden ccncep£ to the family

caregivers of demented dependents.

Morycz (1980; 1985) relates burden to aversive.
behaV1ors of the dependent, to f:nanc;a% straln, family
confllct, or othe' environmental problems, and to
“Mimitations of the caregiver® (1980, p. 21). This last
category includes the caregiver's attitudes towards and‘
eXpectations of the dépendent, physical problems, and
emotional reactions such as depression or anxiety. An
amount of bugden.iS'éssumed to be attached to each of these
cf:camstances and the burdens are cumulative, with the
assumption of some point at which no more burden cah be

tolerated by the family, the point at which

institutionalization procedures are begun.

.

Zarjit et al. {(1980) defined burden operationally by
asking caregivers what situations were problematic and

combining these items into a-29-item scale. Itenms dealt



-placed a2 burden Gtpon the caregiver,

wﬁtﬁ caregivers' health angd well-being, finances, social

-

2ife, and their felationship t¢ the cared-£for person., It
. )
wag assumed that discomfo ort caused by these situations

ol

" Other authers view burden’ as one ex reme of a conglﬁuum

-of caregiver we1l—be 1g9. George and.swythef (1984) declne

burden as the dec*eﬂenhs in well- -being which *esul* from the
cemands of caregiving, Niederehe and Fruge (1984) v1ew

burden as the clinical impact of dementia on others and

-*ega'd this impact as resulting in a loss of careglver well-

Seing., Gilleard, al (1984) operationalizegd burden with

a scale designed to measure enotional dlstress Telated to a

diagnosable psychlatrlc condition., The impact of caregiving
nas also been defined in terms of the caregtvers' morale ana
mental health {Gilhooly, 1984) Burden, therefore, has been
understocd as a Stress-related condition which'results'in

decrements in a caregiver's physical and mental health,

A multidimensional apprroach to the definition of burden
1$ taken by Montgomery, Gdnyea, and Hooyman (1984) ang by
Poulshecck ang Deimling (1984). Monégonery et al, bel:eve
that it is necessary to divigde buréen into subjective ang
objective components. Stbjective burden involves
caregivers' aﬁtitudes toward and emotional reaction§ to
caregiviﬁg. Objective burden involves the disrﬁption of

caregivers' lives which results from giving care. Peulshock

$L

——



~J

and DJeinling Gifferentiate between burden and impact,
Burden is defined as the subjective iqte:p:etation of the
caregiver that certain caregivine ;asks or behaviors of the
elderly pefscn a:é stress-preoducing, Impact is :egardéd as
replacing the concept of objective burden and involves

i.terations te the lifestyle of the caregiver.

"It is evident from this revieL of the definition of
burden that a single, universal conception of burden has not-
vet been developed. For purposes of this study Bhrden is
defined as a global concept of costs to the primary
caregiver of an AD dependent. It includés the caregiver's

-
perceptions of the impact of caring on his or her life,

These_lifestyle changes may or may not have actually
occurred: ‘what is important is'the.caregivegﬂs perception
that her or his lifestyie has been aitered. glso included
in the cpncgpt of bur&en_are the primary emotional reactions
of caregivers to the experience of giving care to their
relative. Reactions which could be censidered secondary to
the stress of proviaing care, for example, depgessicn, have
not been incl¥ded. Inclusion ofisuch symptoms can result ‘in
confounding batween measures df‘burgen ang ﬁeasures of
‘psychological diStress (Dohrenwend, Dohrenwend,.Dodson, &

Shrout, 1984).



Role Theorw s

One way. to understand caregiver burden is in terms of

rcle theo

e

¥. The position of primary caregiver meets the

h

criteria

~

or a rele in that ca—eglvzng invelves a cluster of

‘e

rights and obllgatlons (Banton, 1965) which are recognized

oy scciety (Thomas a Biddle, 1966).

Geode (1960) introduced the concept of role strain
which he deflneé as "felt dlfflcultv«ln fulfllllng role
obligations" (p. 483). Role straln is conceptua{}zed as
having two co%ponentS{ Role overload 'and role conflic;. .>///
Role overload involves belng unable to perform ' ,:;)
satlsfacto*lly in any given role because of an overwﬁelmlng
number of obllgatlons *attached to the‘totalzty of roles an
individual occupies'(Barnett & Baruch, 1%85). Role conflict
reflects the situgtion in whithsatisfac;ory perfofmehce in
one role jecpardizes adequate perforﬁance in all other roles
(Sieber, i§74' Barnett & Baruch, 1985) These concepts led
Goode to formulate the theory that/}ole accumulation would

itably result i#n the experlence of stress for

\
individuals who occupied many roles concurrently, \\\_J

Sieber (1974) and Marks . (1977J questioned the stress-
oduc:ng aspects of role accumu]atlon Sieber's
*heoret:cal analysis proposed that occupatlon of multlple-

-

roles resulted in a. rniumber of bQHEfltS which arose, not from

<



the roles thenselves, bgt fron possession 0f manv roles,

<fwever, he exclucdec from consideration roles which were

ntrinsica

[
~a

iy offensive or deprivational® (p. 56%). Marks

emphasized the idpe

ty

tance of commitment to a rple, pointing
cut that role cohflict and role overload elerge when an

» . .
individual over-cemmits him or herself tg some roles and

-

under~commits time and 'energy to other roles.

toller (1983) discusses the "complex time allocation
decisions® (P. 852) faced by family caregivers. iHer
anpalysis indicates that some caregivers,’éspecialiy women,
may be over-committing themselves to the'caregiver role at
the expense’ of other roles: She found that marriage
decreased time commitment to caregiving for both sexes, but
that paid employment decreased.time c?mmitment to caregiving
onlyAfor males, a fact which may help explain the finding
that female careéivers ekperienée more burden than.do male

caregivers (Marcus & Jaeger, 1983).

LY

1

Barnett & Baruch (13985) tested role accumulation théory
as iE'applied to women's involvement in multiple roles, .
They found that the-qualitj of "experience in a role
predicted role overload.and role confli&t. That is, if
costs associated with a rcle outweiéhedﬂthé benefits derived

frem occupancy of that role, then women were more likely to

—

report high levels of fole\conflict and role overload,



ionally, they foundé that roles differed in their

[N
it
(¥

éd

e

W
U
v,
b

t

Y tc®predictoverload and conflict. For example, thev

fcund that the parent role was related to role strain,

:ega:dles§ of employment status, The caregiver éoie has
often been described as puttingAfamily caregivers in the
role of parent te the AD éependenﬁ {(Teusink & Mahler, 1984).
Pa;ent roles are éssociated with ﬁaﬁy more cbligations than
rewards in ou? society (Barnett & Baruch, 1985), and this

hY

would- also seem likely for the‘role-of caregiver, Thus,
*
cccupancy of the caregiver role weuld be expected to be

related to role strain.

A study by Thoits (1983) provides further insight into
the origins of caregiver burden. She teglgd theé social
isolatien hypoﬁhesis, which is derived frégfa'symbolic
inté:acfionist perspective of role theory. The social

isolation hypothesis contends that isolation from intimate

gocial relations may lead to psycholgical distress. Indeed,-

Stryker and Statham (1985) maintain that "role occupancy is
critical feor self-definition and hence for positive feelings

toward self and life in general” (p. 349).

Thoits found that the greater number of roles
aécumulated, the‘less distress suffered by an individuals
She also found that the loss of roles was more distressing

for the individual who'had'previously pbssessed'many roles

than it was for the individual who possessed few roles. . The

-

N
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[ 22

soc*a"‘sola“won of AD caregivers was exaﬁlﬁed by Ngvak and
Guest (‘985) who found that percelved decrease in activities
other than caregiving vas significantly correlated to
feelings of burden in AD caregivers, and that the -strength
nf desire to engage in alternate actLV1t1es was strongly and
significantly correla ed with .burden, ThlS indicates that
AD caregivers feel socially isoleted, and that this

perception is related to their feelings.of burden. ‘ )

Role ﬁheory suggests three explanations why individuals
who are caring for a family member with AD would feel
burdened. First, the caregiving role, especially in the
case of AD, tends to have more obligations than it does“;
reyards. Thus, the guality of experience in the role will
e poor, and the role can be expected to be associafeq with
feelings of role strain and role ovefload Second, eﬁe
nature of AD and the tasks required: by careglve:s makes lt'
inevitable that an 1ndlvzdual will gommit much of, her or his
time and energy to the caregiver role,.perheps at the
exXpense of becoming under-committed to other roles. This
time” commitment factor has also.been implicéted in role
strain. Finally, the caregiving role often fesults in
feelings of_social isolation that would be likely to be
associated with feelings~of-burden, especially for those who
had to discard previously held'roles in order to meet the

demands of the caregiver role.

¥



Limitations of Research on Caregiver burden

Research on caregiver burden as experienced by .

Caregivers of the impaired elderly and by caregivers ¢cf ap

dependents contains a humper of inconsistencies and

.ﬁﬁexplained findings. Several studies (Gilhpoly,'1984;

Wilder, et al., 1983: zarit, et al., 1980) found that’

caregiver burden was not related to several measures of

dementia, such as confusion, disruptive behavior, or memory

problems.' On the other hand, Kraus (1984) found a "striking

33 QIEDCQ

-

(p. SO) in perteived difficuity of providing care between

'caregivers of AD dependents who Eisplayed noxious behaviors

and caregivers of AD dependents who dispLejed no behavior

problems., A relationship between-the behavior problems og

 the AD dependent and psychiatric symptomology of :He

. * -
caregiver was found in €he caregivers of the elderly studied

Oy Gilleard et al. (1984). Novak and’Suest (1985) found
that the funct:onal decline of the AD dependent gave a low,

but sngn:f:cant correlatlon with burden.

Relationships of soc:al sugport measures with burden

have also been inconsistent, Number of fam:ly VlSltS was

the single s;gn:f:cant correlate of burden in the

Zarit, et al'(1980) s*udy. However, other measures of

soc:al support, sitch as presence of a confldant, number of

close frlends, or nembersh:p in a support group have faxled

.



t0 show a significant relationship o caregiver burden

{G:lhocly, 19B4: Ngvak & Guest, 1985; Pratt, et al., 1985).
Fiore, et al, (1983) alsoﬂfound\that measures of the =%
Helpfulness 0f the:support network- of AD caregivers did noﬁ‘
give the éxpected negative correlations with 2 measure of
caregiver depreésion. '

Research on ﬁhe effects of provision of services to AD
caregivers has also resulteé in findings of no effect, or
effects that were not iﬁ’the expected direction. Kraus
(1984) founa that receipt of community~par%'services did not
affect caregivers' perceétions that caring for their AD
deggndent was Qerf difficult, and Pratt et ai.(1980)7found a
similar result with AD careéiver$' feelings quburden.
Several studies (Gilleard, e§ al., 1984; Pratt, et al.,
1985) found no difference betwden levels of distress or
burden experienced by caregivers of dependeﬁts ého were
ins&itutionalized or living in the community. 1In their
longitudinal study of AD'caregivers George‘and Gﬁyther
(1984) fdund_that caregivers who had institutionaiized their
dependent dgring the course of the study showed a.decline ;n

five of six measures of well-being.

Most studies (Cantor,,1983} Gilleard, et al., 1984}.
Marcus & Jaeger, 1983; Novak & Guest, 1986) have found that
female caregivers experiencé.greater levels of burden than

"do male caregivers. However, Pratt, et al. (1985) found no
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cifferences in burden between the sexes, and Gilhooly (1984)
found that male caregivers,had higher morale than did female.
'ca:egiveré,;but that there was no difference between the

sexes on-a measure of caregivers' mental health.
-"". .

A ﬁumber of authofs have suggested that inconsistenciés
ih_;éseérch results stem frdh_inadequa:e concepﬁualization B
'ogsthe burden construct. - Montgomery e£ al, (1985) believe
zpat the absence of éonsistént findings in the research on
‘caregiver burden is attributable. to diiferences in the -
definition and operationalization q; the consequences of
caregiving. = Poulshock and Deimling (15840 state that the
-precision of research findings wil} con;inue'to be in doubt
as’“long as Sdraen continues to be broadlf_defined. Wilder,
et al. (1983) explain their finding of no relationship
between dementia and burden by speculating Ehat'their narrow

operationalization of burden as inconvernience may have

"failed to detect other areas of the :elatioﬁship.-

Research on carggiver burden_has been cri;icizgd for
emploving a vafiety of definitions and oﬁerationalizations
of the coqstruct, for employing broad, global definitions,
and for overly narrow operationalizations of the construct.
It would aggéar that caregiver burden is poorly understood.
, One way to better understand a concept is to break it down
into its component parté and t§ discover the ways in which

these components relate to each other and to exogenous
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variables, fhus, to better understand caregiver burden, the
construct must he ope:ationalized in a multi-dimensional
manner. An understanding of the dimensions of caregiving
and the ways in which they relate to relevant variables can

help to clarify the inconsistencies:in research on caregiver

burden. L7

.

; _ . .
The Dimensions of CaregIVE?_Burden

Burden has been cperationalized in a number-of ways.
Robinson (1983) has developed a measure of caregiver st;agn.
In_thf; case, caregiver strain is regarded as "enduring

problems that have the potential for arousing threat" (p.

'344). Thus, stressors and the resultant strain are regarded

2s interchangeable concepts. The items of the scale were
derived from open-ended interviews with adult children who
were caring for their elderly parents who were physicaily
impaired. 1Items cover 13 potential stressors, such as
family, emotional, and work aéjustments, inconvenience,
disturbed sleep, and upsetting behaviors. The scale

-~

correlates moderatelv with the degree of physical and mental

impairment of the elder, but more hxghly with the

careg:vers' perceptions that care91V1ng was difficult, that

- help was needed with'the caregiving, and that lifestyle

changes; especially negative wones, had resulted from giving

care to the elder. The.concept of strain is rega}ded as

bejng uni-dimensional.
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Zarit, et al,, (1980} -developed a sgale tCo measure the
feelings of burden of caregivers who were ca:iné for a
demented dependent. They included items which rep;eseated
areas most freguently mentioned by caregivers as problems.
These problems were assumed to result in discomfort to the

cafégiygg which represented feelings of burden. zarit et

al.'s inventory includes 29 items dealing with the

-

'caregivers' physical health, their cognitions about

caregiving, their affective reactions to the caregiving
qituation, their mental health, their'social life, their
financial siauation; and aheir relationsﬁip with the persoa
they are caring for.- However, the concept of burden is

regarded as a uni-dimensional one.

Morycz (1985) measdred the strain of AD caregivers with

a 14 item’ scale which deals-with careglvers' affective

-

act:ons, changes to relationships, changes in social

activities and personal freedom, and perceived changes in

vhysical health. A.stepwise regression analysis was used to -

determzne the predictors o£\§trann Several objective
var:ab]es (availab?lity of help, gettlng someone to stay
n]&“ the dependent, dependent s problem severlt}, and the
amount of wvigilance required of the caregiver) were found to

predict 61 per cent of the variance in strain scoreg. Thus,

in Morycz's analysis, strain is regarded as a uni-
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dimensional construck, and is consicdered Lo result from

oblective stresses on the caregiver.

Other authors, however, Have theorized that burden is a
nulti-dimensional construct. Montgomery, et ;1. (1985)
point out that, since the literature concerred with the
burden of carng for a mentally ill individual indicates
thiat the incidence and correlates of the events of ‘
raregiving and the-pe:ceptions of caregiving are different,
“his obijective/subjective division should be of use in-
nnderstanding the burden experienced by caregivers of the
frail elderly. In their study, ObJective burden was
desgribed as the extent to which caregiving had resulted in
cihanges or disruptions to the caregivers life. This was

operationalized by asking subjects about changes in the

amount of free time available to them, financial changes,

[N

changes in dctivities, changes in relationships, and changes
in health since they‘had become caregivers, Subjggtive
burden was conceptualized as the caregivers' emotional
reactions te and attitudes toward the caregiving role. This
concept was measured with 13 items relating to attitudes and
feelings toward caregiving selected from zarit et al's
(1980) scale. Objective and subjective burden were found to

‘have distinct sets of correlates and to share little of

their variance, implying-that the two concepts should be

-
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Thompson ané Doll (1982) carried out a study of the
ourden experienced by families of the menﬁally ili.- They
fo@nd that many of the families that they studied.
experienced psychologicdl burdens in addition to‘objecti;e

‘bnrdens such as financial strains ahd disruption’of the
househol@; Further, they found that these ehotional burdens
were nearly universal across families of different .
compesition, race,.ahd_social class., They suggest that
burden should'be} at minimum, separated into subjective anc'il.'r
objective componénts since these concepts shared less than
ten per cent of their variance in this study. .Additionally,
they defined four tﬁeoretical dimensi§n§ of subjective
dburden: Overload; feelings of entrapment; resenﬁment: and
exclusioh., Overload represents Ehe extent to which the ill
persen intérferes with the family and is an emotional drain.
“atzapment de¥€ribes the degree to which the caregiver feels
trapped or helpless in the caregiving role. Resentment
covers a continuum from sympathy for the care receiver to

. .
fesentment towards the care receiver. Feelings of exclusion
refer to the caregiver's wish to withdfaw emoticnally from

the dependent and to insulate oneself from the situation.

v

. The Caregiver’ Stress Scale (CARES) (Worcester &

Quayhagen,'lQBB) is' composed. of three situational stress



-bcales reflecting three tvpes ¢f st:ess_which, they
hypora€size, are experienced by caregivers., All ﬁh:ee sub-
scales are scored on Zive-pcint Likert-type rating scaleé
ranging from high stress to low stress. The first two sub-
scales, medical-physical ané psycholegical-behavioral, refer
te stress on the ca:egiyer resulting from these aspects of
the dependent'é condfgipn. The final sub-scale,
2nvironmental-personal, measures envi:onmentally felated
straesses of theﬁca:egivef, such as having competing demands
~n ane's time, worries about the dependent, and the need for~

caregiving assistance, -

A different™approach toward identifying theoretical

e
-

cdimensicns of the_caregiving experience was taken by Clark
ané Rakowski (1983). Based on an éxtensive review of the ’
literature, they deQeloped three clusters of tasks required
of caregivers, Tasks associated with the caregiver as
provider of direct assistance relate to the time-dependency
nf the care receiver on the caregiver,  This category

includes such items as evaluation and supervision of -
treatment, monitoriﬁg the care receiver's condition,
performing basic activities of daily living for the dare
receiver, and management ¢f the care receiver's resources,
A second category, Personal tasks faced by family
caregivers, contains items reﬁlecting the costs to the

caregiver's personal life., Examples of these items are
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resclving guile, cogpensating for loss of personal time, andg

dealing with the POssibility of institutionalization. The

n
a
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amlly and societal tasks of the caregiver
tole, includes jitems reflecting the need for the ciregiver
to arrange for the availability of family and societal
services to supplement the care provided by the primary
caregiver, Por examnple, careglvers must deszgnate other
family caregivers, manage Leellnqs towards fanzly menbers
whe dd not help, and interact with medical, health, and
social service professionals. Clark and Rakowski poétulate
‘that these categorles are dnmenszons of the careg1v1ng rele,
net dimensions of careglvé?dburden However, many of the
items that they use reflect items used to operatlonalzze
ourden, 1nd‘tat:ng a parallel between their conception of
the dimensions of caregiving tasks and dimensions of
subjective feelings about caregiving, If one daccepts the
assumption made by Poulshock and Deimling that "burdens
caregivers experience-are the'result of their highly
Personal and individualized responses éo specific caregiving
contexts™ (1984, P. 231), these task divisions would ;ave

related types of burden. T

Finally, George and Gwyther (1984) measured four
aspects of caregiver 'wéll-being' The four dlmen51ons
examined in this study were flnanc1al resourcesd physical

health, participation in and satisfaction with soc1al and
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recreational activities, and mental heaith. Caregivers were
found to give significantly lower ratings of soéial
participation and mental health than digd represen;atiué
community samples. Over-a one-vear period, caregivers
showed significant declines in physical health, satisfaction
with social activities, ard mental health, especially those
caregivers who were living with the care receiver or who had
.recently institutionalized their care receiver, George and
Gwyther state thaé these changes "suggest increased burden”®
(p. 8), indicating tﬁat tﬁey view burden 'as consisting of

low levels of well-being measures.

Only two empirical studies .of the dimensions of CG
ourden have been carried out. The f£irst of these was
conducted by Niederehe and Fruge (1984). They developed a’
scale to assess sevefal dimensions of the impact of éaring
for é'dementéd dependent on the caregiver's emotional- status

and on the functioning of the family unit. ‘

N rd

The dimension of "Subjective Strain" was me§§uted by 36
guestions degcribing costs and benef;ts of the qaregiv@u;
role. Principal factogf analysis was used to confirm the
presence of two factofs which were associated with the

pesitive and negative aspects of caregiving,

The dimension of ‘Impaqthon Family" was described by 45

items. Principal factor analysis indicated the presence of

-~
4

N
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four factors: Preblems in other family members: social
rastriction; emotional and inter personal effects; and

vositive family effects.

Niederehe and Fruge's (1984) study‘provides'intefesting
results, However, it has one severe llmltatlon- The number
of items used in the factor analyses exceeded the number of
subjects from whom data was obtained. Unless the number-of
subjects is ‘much greater than the number of 1tems, factor

analysis can take great advantage of chance. When thed
number of items is approximately egual to the number of
éubjects the clugters 0f correlations which make up the
factors‘occur purely by chance. fTherefore factofs obtained
in this manner cannot be considered to be.reliaple

(Nunrnally, 1967).

The second study which takes an empirical approach,
Poulshock .and Deimling (1984), urges a multldlmen51onal
appreach to the study of burden, but suggests that a simple
objectlve-subjectlve division is insufficient to categorize
the multiplicity of factors which determine caregivers'

~
feelings of burden. - The authors propose that burden is an

intervening or ﬁoderating varijable between the cared for

elder's impairment and the degree of impact or charige in the

caregiver's life that results from gid;ng care. Burden is
regarded as the subjective view that certain caretaking

tasks are stressful. Their analysis indicates that

N
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cifferent types of burden can be distinguished as being
associated with different types of elder iﬂpai*nent-»
Sociébility imoairnent burden; disruptive behavzor bu*den
ccgnn_zve 1ncapac1tv burden; and Act.v1t1es of Daily Living
{ADL) impairment burden. Impact or change in a caregiver's
life is suggested as a substltute for what other authors
call objective burden. To examine the dlmen51ona11ty of the
impact construct. ltEﬂS deallng with potent1a1 impact on
careglver s llves in the areas of ]Ob confllct, financial
hardshlp, careglver ] physzcal .and mental health, family

- relatlonshlps, and social activities were subjected to
.factor analysis. Two factors of Impact were derived: tr
firse factor referred to changes in the relationshlp between
the caregiver, the careglver s family, and the cared-for
elder; and the second factor wag composed of items dealiné

with restrictions in the caregiver's activities.

There are a number of limitations to Pouishock and
Deimling's (1984) study for the purposes of understandlng
tihe burden of a careglver of an AD dependent. Flrst, the
study was conducted on a general group of caregivers.
Although some of these were undoubtedly dealing with a
_demented dependent, there -.are no separate analyses for this
group. Second, relatively few iﬁgps were submitted to the
factar analysis,_and'much oqe;lap exists betwedn those

»

items. For exanple, of eight items which loaded on +the



factor describing caregiver activity restriction, six itenms
are listings of various types of social activities, More .

- information about the experience of ca:egzveqs~could he
cbtainegd from a more leE!SE group of ltEﬂS

Overview -

-

To-sdmmarize, Alzheimer's Disease is.a disease ef later
life.whichltesﬁlts in a progressive ‘inability to perform-the
activitieé required by daily living, Indlvxduals who
develop tbls dlsease reguire 1ncrea51ngly arger amounts of
assistance and, flnally’ total care. Mostk;%te
who prOV1des the majorlty of this care and a551sgtgte is the

1]1 person s’ w1fe, daughter or other family member,

Proviéing care to an AD dependent is stressful fpr the
caregiver, and high incidences of stress~related physicél
&nd mental illnesses have beenq reported for this population.
Most commonly, the impact of this.stress on the earegivez's
daily life and emotions has been referred to as burden,
These consequences of giving care to an AD dependent have
been variously def:ned as 1nconven1ence,!ﬁyotlonal distress,
strain, stress, and -lack of-well-being or"caregiving

satisfaction.

Research which has explored the correlates of ‘burden
has produced inconsistent results. Studies which have

defined and operationalizeg burden in different ways have

Ny the perscon -

—
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-indicated éifferent relationships between burden-and

dependent variables such as the presence of dementia,

v
11

availability of social support, provision of community

th

services, and sex of the caregiver.

. '70ne explanation of the inconsistency of ;esear;h
results inm the study. of burden is the failure to use a’
mulgi—d{mensiOnal approach in the definition of the burden
cqnst:ﬁctf Thﬁs, @iffe;ent dé?initions of the construct may
inclﬁderdifferent éimensions of burden, and thereby may
p:bducé different results,.,

An examination of the‘iite;ature on the dimensiohality
of burden shows that it is often treated és a uni-
dimensiouai &onstruct. When a dimensional approach is used,
dimensions are .frequently based on intuition, rather than on
aB empricai foundation, Additionally, all hypothésized
dimensions are considered to be equally important and the

ways, in which background characteristics of caregivers

relate to the dimensions has not been clearly explained.

Only two empricaL studies of the dimensions of the
impact of caring for an_ impaired elderly dependent have peen
carried out, Tﬁe first of these studiéé'suffered from
severe methodological probléms. The second, -while
methodolgically more rigorous, had some limitations in that

it did not deal with AD éaiegivers, used relatively few

N
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items in the analysis, ané used items which contained much

cverlap in their content.

N

tatement of the Problen b

-l

This'study focuses on the construct of caregiver
burcen, éf-particulér interest are the caregivers of AD
dependents, their perceptions of lifestvle changes due %o
caregiving, and their emoticnal reactions to these chanées

ané to the situaticn.

fhé pfiﬁary purpose of this study is to take an
empirical, mulﬁi-dimensional approaéhzto the measurement of
burden,  Previous research has lacked an empirical
examination of éhe dimensions of burden, with the exception

of two studigg) ' ‘ Y

A second purpose of the study is a preliminary attempt
at validation of the dimensions obtained in the study. an
impertant component of this ;Sjective would be té assess the
relative impbrtance of each dimension,by regressing the
cbtained factors on a-global measure of Eurden.
Additionally,rregression of the background variableg{woula

provide additional information about the dimension and

indicate the validity of the dimension labels.

The final purpose of the study is to examine the

different characteristics of caregivers along the dimensions
-4

of burdeny; Burden is not egual among individuals, therefore

K
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an cbjective of the study would be an examination of how

scores on dimensions differ as a function of various

background characteristics such as sex of the caregiver, 'the

- relationship of the caregiver and dependent, and the living

arrangements of the careqiver and dependent,

r 7 -



Chapter IT
METHOD

Subijects

t—-‘

ihe sample conSisted of 101 family caregivers of
demented or confused elderly individuals drawn from two main
sources. Sixty-four cases were obtained througﬁ the Windsor
and Essex County chapter of.tﬁe Alzheimer's Society.
Another group of 37 subjects was obtained through the

- University of Winnipeg, where they were taking part in a

- study of caregivers of confused elderly individuals.

The total sample consisted of 81.2% female caregivers
and 18.8% male caregivers. Ages ranged from 25 to 87 years,
with 50.5% of the caregivers falling between 51 and 68 years
of age. In terms of relationship to.the dependent

individual, 53.5% of the caregivers were the dépendent's
' Spouse, 35_.6% of the éaregivers were caring for a dependept
parent, and the remaining 10.5% of caregivers were ca¥ing
for a parent-in-law, a sibling, an aunt or uncle, a friend,
Or another individual. a detailed description of the sample
as well as a description of the dependents for whom they

were caring is presented in Appendix B.

28




s Description of the Instrument

Acﬁajor focus of this study was to take an empirical,
multi-dimensicnal approach to the construct of caregiver
burden., The final instrument used in the‘ study included a

-

number of items designed to measure the burden construct.
At
as well, three criterion items, questions on demographid
variables, items measuring situational variables{ and an
assessment of the rolé cccupancy of the-careglver were

Ancluded. The instrument is presented in Appendix A,

Burden Scale Construction.

An instrument to measure caregiver burden was
constructed for use in this study. TItems were gathered from
the reievant literature, including studies of caring for the
élde:ly and caring for an AD dependent (Cantor, 1983; George
‘& éwther, 1984; Morcyz, 1980; 1985; ﬁohtgomery, et al,,
19§2}>Pbulshock & Deimling, 1984; Rabins, 1982; Robinson,
19873; Sqldo & Myllyluoma, 1983; Strong, 198&; Thompson &
Doll, 1982; Worster & Quayhagen, 1983; zarit, et-al., 1982;
Zarit,.1983). These iééms were then grouped according to
content and'duplications.were deleted. The author's
Judgment was the criterion for érouping age_deletion.

_
Ninety-five items-rema&ned after this process was completed.

&
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guestionnaire was constructed using the $5 jitéms.
_ , .
<tens were rewritten te be as short and to the pcint as
pessible, A short descripticn oF family caregiwing anéd the

surpose of.the study was followed by the Quegtlon- ';Bh\ﬁsil :

does each of the followxng statenents descrlbe yeour
experience in caring for vour edderly relatjive?". Subjects
were asked to answer on a ‘1ve -point scale rang:ng from "Not

~at all descriptive' to "Very descriptive". T

»

This preliminary version of the iifiiiffffgjﬁs

completed by 242 Introductery Psycholegy students, who
received partial course credit for\their participation.

tudents were given a short introduction descg;plng AD, [

Theygere then asked to Jmagzne that they weré\:a the 'i\ :
pesition of caring for ehfamlly member Wlth the d;ge;;e, and //\\
to complete the'questionnaire in the manner in which they \
suppcsed a family caregiver would. | j

The data gathered in this manner were then submitted to
4 principal components andlysis with Varimax rotation,
Correlations were also calculated bet@een each item and the
:emainder of the scale items, to obtain an item/total
correlation for each item. Items were retained if they had
a factor loading of greater than 0?50 and‘if they had an

item/total correlation of greater than 0.50. Forty-three

;_ems were deleted .in. tHJs analysns, leaving 52 items.
- t‘(‘_/ \/ﬂ\\ /\/.



P2

A sesond p:eiiminary aralysis was concducted on the
remaining 52 items to reduce the item pool still further.
This version of the guestionnaire was completed by 176
senier undergraduate shudenss f om the faculties of Social
work, Nursing, and Psychology. Many o: these subjects had
ccmﬁleted field work placements and were therefore %ore
Mikely to bg aware—of the precblems faced bf famiiy _\\
carecivers than were the Introductsry Psychology students
~1c responded to the first version of the guestionnaire.
larticipation was voluntary- and students did not rece:ve_
course credit for their part1c1pab¢on. Agaln, subjects were
given a brief introducticn about the nature of Alzhelmer s

disease and asked to imagine themselves in the position of

providing care to an AD dependent relative as they completed

the guestionnaire, .

Data were again submitted teo principalrcemgonents
analysis wish_Varimax retation and item/total scale
correlations were‘computed. As‘ysll, item/factor
correlations ggre-computed. Items for the final scale were

chiesen bn the basis of these analyses. Items which were

-

'etajned t two ¢f the folIOW1ng three criteria: Factor

-

lnadnngs greater than 0.50; item/total'scale correlations

reater than 0.50; and item/factor corfelatibns greater than

0.45.. As well, three items-that appeared to have

duplication of content with other items were deleted, even
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thcugh they met the criteria fer inclusion, The final
scale, which is presented in Appendix A, contained 30 items.

K -~

Critericn variables

Three critericon items were also added to the scale to

provide a preliminary measure of the validity of the
- .

cbtained factors of caregiver burden,

Global burden {Morcyz, 1985): Overall, how burdened do
veu feel in cariné for your elderly relatiQe?'. Responses
to this item were rated on a five-point scale ranging from )
"Not at all® to "Extremely®. This item was used to give an

estimate of the vaiidity of the obtaided dimensions,

~

Role Overload (Barnett & Baruch, 1985): How often do

things, ygh do adé up to bgiﬁg just too much? A five:point
scale ranging from 'Neverf to "Almost aiways' was provided
fcr responses., This item was included since it was feft
that role overload was an important variable influencing the

experience of caregiver burden.

’

Role Conflict (Barneft & Baruch, 1985): How ofﬁen do

L . ! . . . .
veu have to juggle different obligations that conflict with

one ancther and give you a pulled-apart feeling? This

suestion was answered on a five-point scale ranging from

"Never" to "Almost always®". The item was incluggd to gauge

.o
—

-
P—
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~he degree to which recle conflict was associatedé with each
cf the dimensions of caregiver burden. :

-

nemnocraprhic dara

%’

In addition to the burden and criterion items, the

inal scale containred édnumber of questions_on_demographic
data. Respoﬁdents weré asked to indicate their age; sek,
aﬁd marital status.and the age;'sex and marital status of
the dependert individual. Demographic data 1is feported in
detail in Appendix B. ~ The depéndenps ranged in age from 51
:0 93 years with 53.5% falling between 67 and 80 years of
age. Dependents were approximately equally divided among
the sexes with 53.5% females and. 46.5% males.

N
Situational Variables

an addéitional purpose of the study was to examine the
- .

variation in scores on the dimensions of burden betgeen
caregivers in different ;ituatioﬁs_ Important aspééts of
the caregiving situation were the re;ationship of the
caregiver to the dependenﬁ, and the living-érrangqgents of

the caregiver and the dependent individual.

Type of relétionship. Subjects were asked to indicate

“the way in which they were related to-the person they were

caring for. A detailed breakdown of these relapionships is

"~
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Iven in Apperndix B. Since most c¢f the caregivers were

ul

caring £or either a spouse or a parent, the 12 relationship
categories were collapsed, for purposes o% analysis, into
twe groups: Spouse caregivers (n = 54): 4and Adult child
caregivers (n = 36).

»
Involvenment in the caregiver role. The caregivers'

-

cdegree of involvemenﬁ in the caregiving rolé was measured by
asking what pércentage of the total assistance and care
provided to the dependent was provided by the respondent. 2
detailed analysis of responses to this item is provided in

Appendix B.

Living arrangements of the careciver and dependent. An

additional variable of interest was the living arrangement

of the dependent person. "Respondents were asked to indicate
AN
it t@éir dependent lived by him or herself, in the

caregivég&s home, in a nursing home or care facility, or in

some other Jliving arrangement. All résponses fell into the

-

£irst three of these categories and the responses are

reported in Appendix B,

Role Occupancy of the Caregiver

Role theory indicates that an important variable in
this study would be the degree to which caregiﬁers were

involved in multiple roles, . Caregiver's occupancy of eight
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roles was measured: Spouse role, for currently ma::ied
caregivers; Parent rcle, for ca:eg{ve:s with one o:.more .
children; the Employee role, for caregivers who were
emploved on a full or part time basis; Church member role,

. .
as indicated by regular attendance of church services;
weighbor role, as indicated by visiting one or nore
neighbors; Friend role; as indicated by the possession of at
least two ctlose friends; and O:g;;izétion member role, as-
indicated by attendaﬁce of the meetings of any club or
arganization other than the Alzheimer's Society. The
%]zheimer'sléoc?ety was excludgd Es it was felt that this
activity belonged to the Ca:egiver role., All sublects were
automatically considered to be occupying the Caregiver role,
Caregivers in this study occupied bétqug two and eight
roles. Th%_frequéncies with which varegivers occupied each

af these numbers of roles is reported in Appendix B.

Procedure
A ———— e —

. , ;
Since subjects were drawn from two different sources,-

rl

different procedures were used to administer the final

guestionnaire to each sample.

o

Wwindsor Sample.

Subjects were caregivers of AD dependents living in
windsor and Essex County. A list of subjects was obtained

with the cooperation of the Windsor and Essex County

f
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Alzheimer's Society. pPotential subjects were those who were

defined as primary caregivers of a family member with /AD who -

. kas'stilloliving. ?etential subjects were contactedlby
telephone or by letter by a member of the board oflt e
Alzheimer's Society, the purpose oﬁ'the study was explained,
and the subject's cooperation was reguested., If'the subject
agreed to partic¢ipate they were told that the_investigato;
would contact them by telephone. Seventy caregivers were

appreoached in this manner, Three potential subjects refused

ko particfpate_and eight did not respond to letters,

Of the remaining 59 subjects, 16 had indicated that it
would be inconvenient for them to participate in the Study
by;telephone. Therefore, a questiqnnaire was mailed to
these subjects, along Wlth a stamped return envelope

~]even of these questlonnalres were ‘returned.

The remaining 43 subjects were telephoned by the
Jnvest:gatof\\\The introduction to the questlonnalre was
/Teag/pc_vhe\giject and the :nvest:gator conf:rmed that they
were willing to participate. Three additional subjectsr

refused to participate at thés peint,

The demographic and situational questions were read and
the subject's response was noted. The burden and criterion
items were then read te the subjects, with the five response

./ +

categories for each item being read after each it

-

~
. If a

-
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subject was uncertain or did not understand the question the’
item and responsSe categories were repeated. After the

interview was completed. tire subject was thanked and informed

that a summaryv*of «esults would be included in the
alzheime€'s Society rewsletter in the fall of 1986. On

average, telephone interviews took 15 minutes to

complete,

additional responses were gathered at the meetings of
the Alzheimer's-Sociéty. As people entereé the meeting.they
were asked if they had participated in the study. 1If they
nad not already completed the quesﬁ{éﬁnai:e, the study was
explained to them and their participation Qas rééuestéd.
all 13 individualé approached in this manner completed the
guestionnaijre on their owh.ﬁnd returned it to the
investigator at the end of the meeting.,

In total,‘of_83 potgﬁtial subjects appfoached in
various ways, 64 ;ndividuals completed the study: The
return rate far the ﬁindgﬁr saﬁple, therefﬁre, Qas 77%.

. | ‘

Winnipeg Sample ' \\.

e
-

2n additional 37 responses were obtained in Winnipeg,
Manitoba. Subjects were family caregivers of confused
elderly individuals. The questionnaire used in the present

study was embedded in a, larger gquestionnaire which was
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administered in a face-to-£face interview taking

approximately one and ane-half hours to complete,

The first 37 of 150 interviews were selected for the
nresent stddy. This number was predetermined to bring the

sample size to approximately 100.

Subjects in the Winnipeg study were identified and
approached by workers with home care se;viées, day care
programg, aﬁd nursing homes., Only the namésldf those
subjects who had agreed to participate were giveh to the
investigator and no datq‘on refusals to participate were
available., The investigator contacted subjects by telephone
and arranged to interview the subject in his or her home at
a convenient time. None of the subjects approached in this

manner refused to participate.



Results

‘The Dimensions of Surden

The main objective of this study was Yo canry out a
rd

Y

multi-dimensional examination of the constr\ct ¢f caregiver

ourden. Factor analysis was.u;éd to determine/the

dimensions underlving a set of items relating to the burden

censtruct.,

A preliminary step involved aséessment of the
hemogeneity of the-éample This was necessary becausi}data
were coJlected from individuals who lived in two cities and

-
who were derived from different sources. A statistical
comparisonlwas made using t tests and few differences were
found between the two samples. Based on this aésessﬁent,it

was concluded that the samples were sufficiently similar to

be combined in all subsequent analyses,

Factor Analysis

Principal compdﬁent analysis with Varimax rotation was
performed on the 30 burden’items Fourteen of these initial

items were eliminated, based on th:s prel:m:nary analys;s,

because they failed to ccrrelate h:gher than 0.45 with ny

. 8
factor, or because their loadings were complex. <;§:::>

Al
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The remaining 16 items were submitted to a second
Principal components analysis with Varimax rotation.
‘interco:relations between these 16 items are included in
Appendix C. Two subjects were dropped from the analy51s due
tc missing values, leavzng 99 cases. Five factors were
‘fetained, based on the Eigenvalue one criterioen, The five -
factors accounted for 66% of the total varjance in the set
of items, This solution was moderately successful in
dccounting for the variance in the individual jtems as
indicated by the communality values. Loadings of variables
on éactors, communalities, and percents of varlance and
covariance are shown in Table 1., Variables have been

ordered and grouped by size of loading to facmlltate

interpretation. Loadings under 0.30 haye been deleted.

Sacgnr 1 (Time dependence) includes five items. These
items, followed by theéir factor Ioadings, were: "My care
receiver is dependent on me® (.8l); "My care receiver needs
my help to perform nany‘daily\tasks' (.76); ‘I have to watch
my care recejver constantly® (.75); °I must'belaveiiabie
when my carerece:ver needs me® (.66); and"éaring for my
care recejver ties me down' (.5%9). This factor represents
the extent to which the dependency of the care recelver
results in restf:ct:ons onuihe careg:vers' time. Since

Alzheimer's disease ang other forms cf dementia resuilt in
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the dependents’ inabiliey to perform the tasks of daily
living, the caregiver must perfogm these tasks for the
dependent. As well, with the increasing forgetfulness of
the dependent, the caregive;'must ihcrease his or her
vigilance to ensure that the dependent is not engaging in
ény potentially injurious activity. Thus, the increasing.
inability of the dependent to care for'his or her eelf means
that the caregiver must be physically present and a;are of

the dependent at all times.

Factor 2 (Physical and emotional cost) was composed of
four items- 'My health has suffered® (.73): 'I expected that
things would be different at this point in my life™ (.73);

"I wish I could escape from this situation” ( 72)- and "I

feel uncomfomtable when I. have friends over" ( 50)}. This

factor is defined by con51derat:ons of Phy31cal and

emotional costs: To health; of loss of an anticipated

future; o personal freedom; and to the hbility to relax and

feel comfortable with one's friends. This factor represenﬁs
the careg;vers' internal reactions to the negative aspects
of the caregiving role. Much of this reaction seems to be
tiedfep with the idea that the caregiver did not expect to
be,in the caring 51tuatzon, was therefore not prepared for

it, and, possibly dces not feel capable of handllng the

varijious aspects of the role. Thus the careglver mourns for

. - d:‘ -
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the Ioss of freedom that he or she expected toc have at this
time of his or her life and desires to escape from a N

r

situation which is difficult to dea] with,

N

N
-

) Factor 3 (Family Conflict) is defined’5§ two items: "I
doﬁ't get-along with family members as well as I used to"
(.59){ and "My caregiving efforts aren't appreciated by
others in my family® (.B5). Both of these items reflect
caregiVers"perceptions that the guality of family

in ractions.has suffered due to their caéegiving. This
would naturally contribute to feelings of burden, since

fagily members are*fegarded as a source of suppoFt, '
especiélly in timesC;f illness or trouble. The'%eelipg that
one's efforts are n&t appreciated by ,others may give rise to
feglings of resentment, and possibly may cause the éaregiver

te question his or her own efficacy in the role,

.Factor 4 (Role strains) is composed of three items: "I
don't do as ggbd a’" job at work as T used to" (.76); "I've -
vad problems with my marriage/intimate relationship' (.75);
and "I can't pay as ﬁdch attention to my family as I used
to"(.59), This dimension représéﬁts caregivers'
perceptions that their involvement in the caregiying role is
‘jnteéfering_with their ability to fulfill their obligations
in other roles, The time demands of a demented dependent
.are heavy, and woulgd natufaliy limit the quantity of tinme

available to caregivers to expend on other roles., - As wéll,
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- ’ . .
oIy abecut the dependent and emoticnal and physical
:fredness'arising from caregiving may affece¥the guality of

“i:e caregivers interactions in their -6ther rcles.

. Factor S &Negétive Affect) consists of two items: "I
mesent my care receiver" (.89); and *I fsé}'gshamed of my
.Care receliver™ (.84). This factor is defined by the
caregivers' feelfngs‘that;the caregiving role has resulted .
I negative thoughts Eoward‘the dependent individual, Given
the feeliﬁgs which define the other factors, it is not
.unnatural_that caregivers would ﬁéel,some dggree 6f'anger
towards their dependent. Also, especially for:cafegivers
who do not understand the nature of:démenting_illnqgs, the

caregiver may be ashamed of the dependents' bizarre

behaviors, inability to control bowels, etc.’ \

.

Since Factors 3 and 5 were defined by so few varlables
an examination of their reliability was cazrled out, The
sum of squared factor loadings (SSL) for each factor was

°xamined after rotatjon. All SSL values were greater than

s

one, indicating reliable factors, "AS well the patterns of
rﬂ*relat:ons for the two var:ables defining each factor with

#sach other and with the other varjables in the data set were

.examjnéd. In both cases the two varjables defining the
“actors were h:gh]y correlated with each other and had no

high correlations with-gny gther variable ThlS suggests

that these factors can be regarded as reliable ones,

. : o
7

-y
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Intercorrelaticns between the fi:j/pﬁtained dimensicns
1I® contained in Table 2, Intercorrelations for Factors 1,

i, 3, and 5 range frof 0.04 to 0.39 indicating that between

-

G

.2% and 15% of their variance is shared. Factor 4,

cWever, shows two large correlaticns with other factors,
Facter 4 and Factor 2 correiate 0.45 (R < .0001), indicating
that 20% of their variancée is shared. Thus, the Physical
and enot:ona] cost dimension and the Role Strains d:nens:on
share a s:gn:‘:cant, though small, portion of their
ar:ance The large correlation between Factor 4 and Pactor-
1 (0.7}, p < 0001) indicates a more serious problem. These
two dimensions share 50% of their variance indioating that
"Role Strains and Time-dependency share many of the same
attributes. However, since it is reasonable to éuppose that
rble'strains would arise when suostantial time'was being
‘a]]ocated to one cf may roles a caregiver occupies and,

g:ven the exploratory nature of the study, the decrslon was
magde to proceed with further analysis using all five )
dimensions. COeff:czent Alpha was calculated for the total

reduced set of items and for each of the dlmenszons to give

an estimate of their rnternal-consjstency reliabiltiy.
- . o ——t

)
These est:mates are jncluded in Table 2. h R
Q - \\q, "
Correlates of the Dimensions of ‘Burden
. . o . ‘ o
In order to establish the validity of the /

interpretations of tpe obtained dimensions of burdepn
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Tanle 2 7,
. | .
~ntercerrelaticns Between Five Obtained Factors ané Alvha
Reellanilities fqr

the Total Item Set and Factors

-
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' Factor
Ceefficient
Factor LAlpha 1 2 3 4 5
1 0.79 1.00 _ . .
' ’ * ¥k T
2 0.77 0.38 1.00. -
k& ’
3 0.79 .04 0.29 1.00 .
4 0.53  0.71""" 0.45""" 0.20 1,00 \L ™
L & &
5 0.76 0.14 0.38% 0.09 0.13 1.00
*w R R 'YL * T okkk
Tcoal 0.82 0.78 Q.79 0.42 0.79 0.3%
Nece, N = I01
* 4 Kk
2 < 0,001
.-
N



cerrelaticnal analms were carried out, Canonical
correlaticn was perfarmed to aralyze the relationships
between the set of dimensions and the set of denograph:c anad
situat JOnal variables, To understand the relat:onsh:ps
between the -individual dJEEhszons and the demograph:c and
situational variables better, "stepwise multiple reg*e351on"

was conducted. . : ‘.

Canonjcal Correlation
?‘l

-

'Canonicalﬂéorrelation'is used to eetermine the
magnitude gf the relationship between two sets of_var&ables,
to derive linear combinations of the variables that ere
maximally cbrrelated, and.to explain the nature of the'
:elatibnsh;p by indicating the contribution each variable
makes to the obtained function Both correlatlons and
we:ghts are obtazned from the analysis, however,
correlations are more apprepriate'for interpretive purposes,
as the’weightinq proceaure can distort Ehe relative
importance of the variables in the attempt td maximize
linear predietion. ' -

. ) ,{up

A canonical correlation analysis was performed between'

the five obtained dimensions of burden (Time-dependence,

Physical and emotienal cost, PFamily Conflict, Role Strains,

-and Negative Affect) and a set of demogrephic variables
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-

{Caregivers"' -and depencdents' sex, age, acé.ma:iéal states)

and sftuational variables (type of relaéionship, percentage
cf care prov;ded, iiving-ar:angements of the dependent, ‘the
number of children, neighbors, and £riends of the éaregive:,

and the caregivers ‘involvement with work, clubs, ané

church). Table 3 presents the results of .the analysis.
B -

N ' ) .
Of\;he five canonical correlations cbtained, the first

two wereaﬁignif;cantly differegt from zero. The first

- canonical corrélation was 0.69, (p < 0.9901), and accounted
for 42% of the'varianée shared by the cén&nicél variates,
The second canonical correlation had a magnitude of 0.63

(p < 0.05) and accounted for a further 30% of the shared

variance, .

In;pection of the loadings greater than 0.30 on the
fjrst pair qf canonical variates indiCate that variableﬁi\\‘;
relevant to the first canonical variate in the set of
dimensions were, in order of magnitude, Factor 1 (Time-
dependence), the negative of Factor %‘(lack of Family.
Conflict), aﬁd Factor 4 (Role strains). Among the
demographic and sitqﬁtional'vériables; greater péicentage of
"care proyvided, deﬁendeﬁt resiéing with the caregiver;
‘?reater_age of caregiver, possession of fewer friends, and
-married status of the dependehﬁ were'relevant to the )

.cancnical variate, - Taken as a pair, the first canonical

varjates indicate that strong feelings of time-dependence,

LN



feelings of role strain, and lack of family
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are asscciated with older individuals who are

L.

rh

car *n¢ tor their spouse at hone, roviding a large
a .

N

Percentage cf the total care receivyed by the dependent, and

whe have few close friends,. -

The second canonical variate in the set of dimensions
was composed ¢of Factor 1 (Time—depeqdence) and Factor 3
(Family conflict) and, to a lesser extent Factor 2 (Physical
and Emotional Costs). The correéponding canonical variate
from the set of demographic and situational variables
consisted of percentage of care pravided, livihg arrangemeht
of the dependent, number of friends of the careglver, sex of
the caregiver, and type of relationship, Taken a5 a pair,
these varletesnguggeSt that high perceptions of time- ‘
dependénce of the elder and of family conflict combined Qith
moderate levels of physxcal and emot1ona1 costs are

aSSOC1ated with male caregivers. who are carlng for a spouse

S
nr parent in the commun’ty, providing a large propcrtlon of

the total care the deoendent :ece:ves and who héVe a

relatively large nomber of close friends,

Multiple Regressien Analvyses
. d /

-

Severa] multiple regress:on analyses were done to

2s5sess the relat:onsth be*ueen the demographlc,.

- o

situational, ang Criterion i;piabies and_each of the

’

-
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dimensions of burden. tepwise nmultiple regression analyées
“ere performed using Glébal-burden‘as the dependent variahle
ané the five dimensions of burden as independent variables
and the five dimensions of burden as dependent variables
and the sét of demographic and situational variables and-the
Criterion variables as independent variables. The Stepwise
technique was used since it iﬁ a model-building rather than
a medel-testing technigue and, as such, is useful for ’
eliminating superfluous variables.from consideration, _The

significance levels for entry of removal from the eguation

were set at 0.15 and Mallo:EF/?i:\égatistic was used to

determine the best model. A value éf\gp which is near the
number of variables entered into the eqdétion indicates that

the parameter estimates (regression coefficients) are

unbiased, Results of the regression analyses are presented

in Appendix D,

Cnly one of the dimensions of burden was a significant
predictor of Global Burden. Factor 2 (Physical and
emotional cost) predicted 23% of the vari;nce in the feeling
that the caregiver was burdened by the care of their
dependent. No other dimensions met thé criteria for entry

inte the egquation, indicating that they havé little in

common with the feéling of being "burdened® by care.



"

Factor 1 (Time-dependence) was best predicte
-
variables: Percentage of tctal care provided to t

cependent by the caregiver and role overlecad. Th

var:ables acccunted for significant variance in

(32 = 0.40) and indicate that the label is approp

.-

Factor 2 (Physical ané emotional cost) was b
predicted by two of the criterion variables: Role
and gleobal burden, - The combination of these t#o
gave an 3% of 0.36. Thus, the feelings of things
much™ to handle and the feeling of being bq:dened
are moderately related to feelings that the costs

caregiving role outweigh the benefits.

Factor 3 (Family Conflict) had only a small
2.
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d by twe
he

ese two
Factor 1

riate,

est
sverload
variables
being "too
by'care

of the

proportion

of its variance accounted for (R® = 0.30) by five variables.

Thiey are, in decliqi}g order of magnitude: Role Conflict:;

——

number of caregivers' friends; number of fieighbor

5 caregiver

visits; caregivers' age; and caregiver sex. More variables

were needed to reach a satisfactory valué of‘% ;
further variables met the signifiéance level for

the equation, To¢ a limiteé degree, however, Fami
is predicted by the feeling of being "pulled apar

confLicting obligations, by possession of many fr

p,'however no

entry into
ly Conflict
t" by-

iends, by

relatively few visits to ne:ghbors, by relatively younger

cafeg:vers, and by a Iarger proportion of male caregivers.
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Factor 4 (Role St ra:ns) was accounted for to a moderate
degree (% = 0.38) by a set of six items. From nmost to
least impertant, these are: Role overload: percent of care
nrovided;: Gleobal burden; odmber of caregivers' friends; age
of caregiver: ang enmployment status of caregjver. The
number of caregivers' children ang careglvers' marital
stdtus also met the criteria for- entry into the equation,
but the Cp statistic indicated that they introduced bias
into the parameter estimates. The dimension of Role strain,
therefore, was partly accounted for by the perception that
things were "tog mueh* to handle,_by greater percentage of
¢are provided, by the perception that the caregiver must‘
juggle conflicting oblfgations, by a smaller number of
‘fr:ends, younger age of the careglver, and by employed (foll

or part txme) status of the caregiver,

Three variables met the entry criteria for the equation
with Factor 5 (Negative Aétect) as dependent variable. They
wWere: Role overload; caregiver sex; and visits to nelghbors

y FE”éareg:ver However, only 17% of- the varlance in
Factor 5 was daccounted for by these variables ang. Cp
indicates that none of the models have unbiased parameter
estimates, Tentatively, therefore, Negative affect is
asscciated with role overload, female.sex,‘and visits to

Mmany neighbors,

< | | )



Variation in Dimensicns Between Sub-groups

A further purpose of the study was to examine the
variation in scores on the obtained dimensions between

various sub-groups in the caregiver population. Variables

of particular inﬁerest in thissstudy were caregiver sex, the
. - 1 . v [ ]
relatiecnship of the dependent person to the caregiver, and

- . N 1
the living arrapgéments of- the éﬁ?endent and the caregiver.

Tests of Mean Differences

-

To assess the différencgs between subgroups of

caregivers t tests and one-way Analysis of Variance were

v

carried out.

-t

Caregiver Sex. 0Only one of the differences between the

sexes was significant.. Males scored significantly lower (M

= 0,16) on factbr 5 (Negative Affect) tHan did females M =
0.61), £ (76) = 2.47, 2 < 0.05. This difference'disappeared

when only spouse caregivers.were compared. . i\

: ~
]

Relationship of dependent to caregiver. A significant

difference was found between Factor 1 (Time—dependence)

scores for the groups,ué (67) '= 3.39, p < 0.01, with spouse

caregivers répdrting significantly more feelings of time-
dependence (M = 12.50) than did adult child caregivers
(M = B.50). As well the scores on Facdtor 3 (Family' .

Ctonflict) differed siénificantly between the twg groups,
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F(2,98)
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L (88) = -1,97, D < 0.05. Adult child caregivers reported

s:gn:tlcantlv h:gher levels of family confliet (M.= 2,00)
than did spouse caregzvers (M = 1.01). A final dlfference

between the groups was found on Facto* 4 (Role Stralml_’/‘

)

Scores, t (81) = 2,26, p < 0.05. Spouse caregiygrs reported
significantly more role strain (§¥= 3.98) than &ig adult

child caregivers (M = 2.63),

o
.

sz:nq arrangements of dependents and careqzvers One-

way analysis of variance for unbalanced samples was used to
assess mean dlfferences, with the three levels of the
dependent's living arrangementsi(dependent in own home,
cependent in caregiver! s‘nome, or dependent in Nursang Home )
8s the :ndependent variable and the estlmated scores of‘the
f:ve d:men51ons as dependent varlables Thls analysis
revealegd ma:n effects for Factor 1l (Time- dependenceL.

F (~,98)

18.83, p < 0 001 and for Factor 4 (Role Straln),

——
Iy

7.20, o Q”O 01 Post ~hoc analys:s of means
(Tukey's ESD) JndJcated that ractor 1 and Factor }\sccres
were s:gn:f:cant;y higher for careg:vers who were 7aring for
their dependent in thejr home (M Factor 1 ‘14 5 M Factor 4
= 4, %&Jand caregivers whose dependent re51ded in a Eprsnng (
home (M Factor % 7.85, M Factor 4 =, 2.35) w1th the nur31ng
home caregivers Feport:ng lower Jevels of burden on both
dimensioens, \\\ - - _ oo

1

i

-
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CCanonical Discriminant Function Analvses

Discriminant function analysis was used to determine

the best combination of predictor variables (factor scores)

witich wonld maximize éifferences between the various
B }

natural}§ oécufring sub—éroups in the sample. The procedure
-produces a linear combination ¢f variables that will
discriminate émohg existing groupé and assigns-a weight to
each variable'tp indicaté the relative importance of each

variable to the solution.

r

- Caregiver Sex. A canonical discriminat analysis was

verformed using the £five factors as predictors of membership
in the two groups. One canonical discriminant function was

calculated, however it failed to discriminate between the

sexes,’

To further examine th%hgifferences between male and
fémale éarégivers the set of 16 items which composed the
gibe factors was submitteglto a canonical discriminant
analysis as predictors of caregiver sex. One canonical
function was derived which accounted for 32% of the variance
betfﬁén the sexes. The canonical correlation between the
groups and the set of predictor variables‘was 0.49

(£ (16,82) = 1.85, p < 0.07) indicating that the canonical

function approached significance, Given the exploratory
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nature cf the present study, the canonical function was . S
- - " -

interpreted anéd is presented in Appendix D.

Relationship of careciver to devendent. Canonical
[}

L4

_~Ciscriminant analysis was performed using the f£ive factors
as predictor variables -of membership in one of two groups: .

Spouse caregivers or Adult child caregivéers,.,. One .canonical

ciscriminant function was derived, which'discriminated

-

significantly between the groups (R = 0.45, F(5,184)'= 3.18,

o < 0.001, '

-

The loading matrix of‘qﬁrrelations between'predicﬁor

variables and the discriminant functions, presented in Table

-

-4, indicates that -Factor 1 (Time-dependence) was’ the most

=

-?impdktant variable in disbriminﬁ;ing between spouse
caregivers agé other é?regivers: .Spouse carégive}s scored
higher (M = 12.5) on tgis factor than did Adhit child
caregivers (5 = 8.5). Also important in discriminating
'among the groug; were Factor 2 (Physical and emqtional

«cost), the negative of Factor 3 (lack of Family Confliect),

and Factor 4 (Role Strains).
‘ o . Y



Tanle 4
_niemmcal Discriminant Analvsis of Relationship Groups on
t..2 Basis of FPive Dimensions 0f. Burden

) Correlations with _
. Predicter vVariable - Discriminant Function F Value
} . ‘ . - : e
T::é—cependence C 0.77 12,10
Physical and Enotional Costs 0.41 3.16
l. - N *
Family Cenflice ~-0.46 3.88
. ' “. *
ARrnle Strain , . 0.50 . 4,85
Necative Affect : -C.16 0.48
. ' i B X

{lanonical R i 0.45

Eigenvalue . 0.25
Note. N = 90,
LE N}

2 < 0.001

¢
* .

B < 0.02
- ' an

5 < 0.05

p .

-1



Livinc arrancements o0f dependents and caregivers.

N

-

ancnical discriminant analySis was also used to determine
whether the five burden dimensicns could effectively
c¢iscriminate between three types of living arrangements of
Zdependents:; Living in their own home; living in the -’

. o
caregivers' home; or living in a nursing home. One
éﬁgniﬁicant caﬁcnical discriminant function was cobtained,

The results of the analysis are presented in Table 5.

-

Inspection of the loading matrix of ;o:felatioﬁs
between the predictor variables and the.first discriminant
fuanction indicates that Factor 1 (Time-dependence) is they.
mest important variable injdiscriminating between the
groups. ‘AdditiORally,,Pag oE 4 (Role Strains) contributes - r?*
te the discriminatory powdr of the function. Inspection of
the Mahalancbis distances| indicated that the first_canon%gal

function significantly discriminated between all three

groups -(p < 0.0001).

—

Summarvy

Ui

et of items pertaining/to the construct of caregiver

o
P

¥

wrcen. The factors/were named Time-dependence, Physical

ancé Emotiocnal Co

Negative. affect/)

1

hs

+
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Tazle 5 .
(a@nonical Discriminant Analvsis of Relationshid Groups on
tiie Basjs of Five Dimensicns of Burden .
Correlatjions.with
Precdictor Variable Discriminant Functicn E Value
: o ! . *hh
T:me-dependence 0.97 18.83 "
Piysical and Emotional Costs 0,24 1.02
Frnily Confliect . -0.07 0.87 -
. L & 3
Rmla Strain 0.62 7.19
necative Affect - 0.27 1,36
N - LR B
Tanonical R . : -0.54
Eigenvalue ©0.42
Note, N = 100
*Ex
P < 0.001
* % . - s .
£ < 0.01 /
4
»
-
. . LR Y

-
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Rmecression analyses indicated that only Factor 2 (Physical
anc emcticnal cost) was a significant. predictor of global
ourden, Additional regressions indicated the impertant

nredictors ¢f the five dimensions and, to a certain extent, \

validated their labels.

Canenical correlation indicated that time-dependence,
feelings of role strain, and lack of family conflict are
assacrated with older caregivers who aée caring for their
Spouse or parent at heme, providing a largé proporticn of-
the tctal care received by the dependent, and who have few
close friends. As well, this analysis suégested that time
dependence and family conflict are associéted with male
caregivers whe are caring for a Spouse or parent in the
cemmunity, providing a large amount of the dependent's care,

and whe have a large number of friends.



Chapter IV

DISCUSSION

, This study was designed to examine the’dlnen31ons of

the construct of caregiver burden in ca'eg‘vers of

-

._Alzheimer's Disease or other demented dependents. Previous

attempts in this direction have either not focused on this

particular population, or have‘hed methodological

- -

L g
limitations.” The major objective of the study was to

-

1dent1fy the dimen3ions underlylng the construct of
caregiver burden in order, to better.understand the dynamics
of the experience of burden. The'second ogjective was to
provide a pfeliminary estimate of the validity cf the
obtained dimehsions The final objective of the study was
to examine the ways in which various groups of caregivers
differed in their scores en ‘the various dimensions of.

burden. < Each of these®objectives will be dealt with in this

chapter,

The Dimensions of Burden

LY

Five burden dimensions emerged from the analysis-
- Time- dependence- Phy51cal and Emotlonal costs‘ Family
~Conflicky Role Strains; and Negative Affect. These
LS

dimensions are listed in order of their importance, as\

indicated by the study results, W1th the first two factors

-~ . Lo~

- 63
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carrying more weight in the:overall feeling of being
burdened than do the last three diﬁgakions. 'Preyious
studi€s\have identified variables similar to these (;

imensions as important elements of the caregiving
experlence -(Chenoweth & Spencer, 1986; Clark & Rakowskl,
1883; Greene, smith, Gardiner & Timbury, 1982- Poulshock &
Deimling, 1984; Rabins, Mace, & Lucas, ;983: Worcester &

Quayhagen, 1983).

Validity of the Dimensions ' »

The validity of the obtained dimensions regquires a much
-y .

more intensive examination that was given in this study. -
_ ' | ¢
. ] 5 .
However, the Rreliminary attemp;s at validation indicate

‘that the dlmensions have, for the most part, been

'approprlately labeled Slgnificant amounts of the variance

. -
in. four of the five dlmensions were accounted for by

variables that would be expected to correlate with the
dimensions as named. AR

The dlmen51on of Physrcal and Emotional costs was the

only one asscclated with the measure of GYbbal burden,

31nd1cat1ng that, for this sample of careqivers at least, the qgr

feeling of being burdened by care is associated with

decrements in physical and emotional costs. However, the

\failure of the other dimensions to correlate with the global

- r i
. © . I



1l

measure should not be regarded as a failure to validate
these dlnen51ons 28 part of the burden construct The
correlations of the burden items and the background
variables tended to be low, possibly reflecting different’
interpreratiéns by the individual caregivers of what being
"burdened® by'care meant.. Also, the mean response to this
item was low, suggesting that caregivers did noe feel that
their dependent was a burden, or that it was not acceptable
for them to admit to these feellngs

-

Differences Between Caregivers

In-;ight.of mixed f;ddings regarding sex differences in
the literature it was intere;ting to note that the only
difference whichlemerged between the sexes was the greater
likelihood that females would score higher on the dimension
of Negative affect than would maies, a finding supported by
Richman (1984). This difference disappeared when onl§
spouse caregivers were examined. Zarit, Todd and zarit

(1986), in a two~year follow up of a sample of male and

female spouse caregivers, found that their initial flndlng

oF significantly higher levels of burden for female than for

\.
male caregivers had disappeared two years later They .
-f'_"\ o

suggest that females may change their att:tudes towards
cari g or may learn to cope better with the carlng sxtuatlon :

with increased time in the rqle



The effectiveness'of a dimensicnal approach to the
censtruct of caregiver burden was indicated by the ability
to differentiate between sub-groups of caregivers based on
[tgeir scores on the five dimensions. Caregivers shswéd

( pqﬁte:ns of burden which were distinct for two different
\Eépes cf relationship to the dependent person and for tgo

different types of living arrangements. In both cases the

dimension scores indicate special needs o¢of sub-groups of

caregivers, -

a

Two profiles of highly burdened caregivers emerged from
the analysis. Older individuals who cared for their spouse
at home, provided a large percentage of the total 4care
received by'the dependenETNand'who had few friends were
likely to ;uffe{ high levels of time-dependence and role
strain and low levels of family conflict/} .Middlefaged

. caregive:; ;?; were more likely to be male, had many
friends, cared for a Spouse or a parent in the community,
and provided a large proportion of. the care thaﬁwthe
dependené received were lik;ly t? experience high levels of

time dependence and family conflict and to report moderate

Jdegrees of physical and embtional costs,

Similarities between the two types of caregiveérs are of
note. Both caregiver profiles indicate & relationship
between community care and- burden, a finding that has been

supported in the literature (George & Gwyther, 1986}, N ST
- " , 3 i J
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Previous studigs (Cantor, 1983; George & Gwythe:i 1586) have
Tound that closer relationships are associated with higher
levels of caregiver burden. Thus,- spouse caregivers suffer
higher lévels of distress than.do adult child caregivers who
are, in turn, more burdened than caregivers ¢f other
relatives or friends. Burden is increased Eb:.qll groups
when they are éharing'a residence with their dependent.

4 .

The differences between the two high-risk caregivers

raise some interesting gquestions for further research. The

(:}wo types of caregivers vary in the number of close friends

that they reported. This may indicate differences in levels
of-social support received, although this would héve,to be
examined in further depth. Additionaliy, the number of
friends reported is ;egatively correlated with level of
Family conflict burden between the two caregiving types,
indicating that friends may ?ply be appealed to for sﬁpport
when £amily support fails. 'Ajain, an in depth study of
family a;d social network interactions would be requiréd to
understand the dynamics of caregiviny in a social context.'
A further interesting finding is tlxat higher levels of
family conflict burden are associated with a relatively
larger proportion of male caregivers. Role theory would
propose that, since the male caregiver is'kngaged in a non-

normative role, role partners, in this case the family, may

not know how to react appropriately, causing strain. Again,

e *
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! N L 4
? study ¢f family dvnamics would be reguired to understand

~he presence of family cenflict burden, -

] Additional. future research ecould involve the
/
development of a scale, based on the dimensions of burden,
which could be used to assess levels of caregiver burden,
Such research would invelve the adédition of items to

Strengthen the obtained dimensions, estimations of the
scales reliabiliéy over time, and validation of the scale .
1sing standardized instruments. An important aspect of
validating the scale would be the identification of the \

. conseguences of‘ﬂigh Scores on the various sub-scales 05/
cimensions., It could be speculated thag high levels og
tjme—dependence would/be related to early
institutionalization'of the dependeﬁt dug to *burn out® of
the caregiver. Another possibility is that high levels of
physical and emotional costs could be related to depression

in the caregiver. There is also a potential association

- between high levels of negative affect and abuse of the
“\

deéendent.

Limitations of the ugdyv 45

-3
There are a number of limitations to the preseﬁ&\iiiii—_‘d—_-”
- ]
which have implications for interpretation of the present
stucdy and for further research, )
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Sampling

There were a number of saépling problems with the
study. The largest probiem concerns the multiple sources of
squecﬁs. Not only were Subjec;s gathered frém two,
considerébly different, geographic locations but individuais
in those locations were recruited in very different ways.
Variables relevant to source, such as self-help group

. -
membership or feceipt of services, were not assessed.

Hence, it is unknown how the samples differ in these

respects or whether these factors influence levels of

burden.

A related issue is the 4ifferent data collection.
technigues employed in the study. Subjects may have
responded differently to filling out a questionnaire on
their own with-complete confidentiélity, answering the
questions of an unknown individual over the telephone,, and

verbally responding to a long and varied interview about

caregiving.

A further concern is that the sample may not be

Eepresentative df caregiver§_of emented dependents.
HowéQer, due to the smali_f;fusal rate in both locaﬁions,
the groups would seem to be representative of Alzheimer's

-soclety members and community care :ecipieﬁbqg__gg_attemﬁt;

however, was made to determine the composition of the



70

population of such caregivers, or to sample representative ’ ~

sub-groups within that population,

A final sampling isstue concerns the use of university
students in reducing the size of the item pool. Students P
were much yognger than the actual subjects and had not _' |

shared many of the ¢aregivers' lite expériences. They could

not therefore be expected ,to rank items in the same order of'

/4
Va

. . ) .
importance. While,overall patterns q? correlations were T

similar for the students and the caregivers, the possibilit&

—_—
o .

exists that the item pool was biased by_§;e pre-selection ' :

procedures,

Measurement Issues : - \\\\“/j . : |
- ; - | A ‘

4

b SR

One drawback of the study was that it employed self~
N
report measures exclusively. The limitations of’suéh
meagures are well known and have glready been highlighﬁeﬁ . o .w
‘elsewhere in this discussion. It would have been helgful to
have inclyded a'nﬁmber of.more'objectivg, external -types of N,
measures to validate the subjects perceptions. -

o
Additionally, the use of_a global measure as a
" .

criterion.for validation was not successful. This may have
- been due to varying interpretations of the phrase “burdened |
by care®™. Future research in this .ared should include more : .

objective criterion measures.
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Statistical Analvses

Overall,'the-samble size was small, considering the

enployment of factor analytic techniques)in the study. In

_\_‘/(\ the initial factor analysis the ratio of items to subjects

was small enougﬁ to allow some room for chance to operate iﬁ
the‘clusteringigglitems. Tﬁus, the possibiiity exists that
items that_woulé have been retainedAin_a larger sample were
deleted, or that‘items’thet were not truly correlated with

the dimensions were retained

The study relied heavily upon multivariate analyses.

While these technigues are useful in exploring chplex
relaticonships, problems in piasing of results can occur due
to high iﬂleteorrelations between variables. One‘particular
prob%em in this area concerned the hlghfcorrelat%pn between

" Pad%ors 1 and 4. The problem of small sample size is also
1mportant s;nce _many of the analyses used many variables

) and, thus, had a small varlable to subject ratio, increasing
the poss:blllty that the analysis could capitalize on

chance.

Implications-for'Interventions

P

(,//3 The dimensidns of burden which emerged in the study are
/

)2 tentxally useful Eor lnterventlons with a population of
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include depfessxve lllHESS of the cazeglver (Coppel, Bufton,
Becker, & Plore, 1985), early 1nst1tutionallzatlon of the
dependent (Zarlt, et al., 1986):hand abu51ve behaviors
towards the dependent by the. careglver (Kogberg & Calrl,
‘1986). Thus it is 1mportan£ to. identify, and lntervene in
high-risk 51tuatlons . Slnce a scile 1nc1ud1ng the obtalned
dlmen51ons of burden has not . been derloped or valldated,

the following discussion is speculative in nature,

~

High'sdores on the timé-dependehce-diﬁension would
indicate - that érograms whidh provide an oppo;tunity for
respite, for é}amplé-day care or home care programs, would
bé appropriate interventions.: caregivers who registered
highly on'the:dimensidn;of physical and emotional dosts :
would appear to be at :lsk for depre531on and 1nterventlons
could be targeted in that area. A great.deal of family
conflict could be identified.by examination of the
dimensions and family counselling -gould be used to aid in

L

resolut;og.of dlssenSlon .Role strains could probably be =
best dealt with by.providing resplte care, as indicated by
the h:gh correlation between factors one and four. However,
some caregivers may reguire dddltlonal counselllng on role.
management. The Negaéive affect dimenéion'is_potentially
important £or intervgntion, since it may be speculated that

these feelings lead. to elder abuse. High levels of negative'
. “" Z/
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caregiving situation.

73

Taffect would seem to warrant a closer examination of the

The present study indicates that areas for intervention

can be targeted on the basis of background variables.

Caregivers who are caring for the depsndent in

their own

home would be more likely to score highly on the dimensions

of time dependence and role strain. Spouse caregivers tend

A N

to be higher on these two dlmenSLOns than do adult child

-

careglvers, whereas adult chlld careglvers are
score highly on famlly confllct Awareness of
on the part of professzonals dealing with this

coupled with appropriate interventions has the
: o '

. - .
.improve caregiver well-being through reduction

W

more prone to
these issues
population,
potgntia; to

of burdeh.

.
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-Alzheimer Society can serve

CAREGIVER EXPERIENCE QUESTIONNAIRE

More and more people are living to old age in recent years,
Since Alzheimer's Disease affects 5 to 10 percent oﬁ persons over 65
vears of age, this means that more families are having to provide care
to a family member who has this iliness (tge care receiver).

The primary purpose of this reséarch és te contribute to a betger
uncerstanding c¢f the experiences of family members who are caring for

v

incdividuals with Alzheimer's Disease or a related disorder, This

kncwledge is necessary in order to desién programs that can help

caregivers cope with the\demands of their role. An additional purpose

of the study is to gather ijformation about your needs so that tHe

1

A

ou better. A copy of the report of this
study will be provided to the AlzReimer Society to help them improve

their service,

- -

r

You have been éskpd to participate in this resarch because, by
prnviafng information about'yourself, your care.:eceiver, and your
feelings about providing eare, you can help researche;s better
undierstand the’ types of probleﬁs,that caregivé:s face,

I want to assure yodﬁthat everything you tell me in this
incerview wiil be kept étrictly'confidential. Names, or any
information by which a particular iqdividgal could be identified will

net be'used in any reports of the information gathered in this study.

Thank you for vour co-operation in completing this questionnaire.
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I'4 like to know scme things about you, the caregiver. Please £ill in
ihe blanks or circle the answer that applies to you.

what is your age?

Ji
"
®

vou: Female Male _ ' St

hl
"
3¢]

vou: Married Widowed Divorced Separated Single .f

iicw are you related to the person you are providing care to?
- The person I am caring for (the care receiver) is my

$ow many children de you have? D. 1 2 3 & 5 more tham 5

Pn o veu work outside the home (full-timéiof-part time}? Yes No’

N

50 azmer s Society)? Yes XNo

- -

inw aoften do you attend church services?

iow many of your neighbors do you visit?
. ’ B A
How many close friends do(g?u have?

ADD rax:mately what percentage of the total assistance and care
provided -to the care receiver is provided by you? .

100% 75%-99% 508-74% 25%-49% | none-25% none

-

If vou provide less‘than 100% of-the care, who provides"the rest?

)o vou attend the meetings of any club or organization (other than the

Now, I'd like to know about the person you are providing care and
assistance to {(the care receiver):

Yow nld is the care recejver?

Is the care receiver: Female Male

-
-

Ts the care receiver: Married Widowed Divorced Separated Single
Where doeés the care receiver live? (check one) B
In his or her own home?
In your home?
In a2 nursing home or care facility?

—\ Other (please specify)




77
Think of your experiences as a family caregiver, To what extent

wouls each of the following statements describe your experiences in
nroviding care to an individual with .Alzheimer's Disease or a related
¢iscrder (the care receiver)? Since everyone reacts to this situation
-n iifferent ways, there are a variety of statements below, scme of

W ill reflect vour views of the caregiving situation better than
Gi.ers. Please answer accerding to the scale below and indicate your
Answers by circling the letter that corresponds to the answer that
pirzt de B

£
4k

s

L.

—

Zescribes your feelings,

oL

Hnw well does each of the follcowing statements describe your

oo -

.7ience in caring for your care receiver? N

. %
. A B : c . D g E
Not at all . Slightly Moderately . Quite Very
descriptive Descriptive . Descriptive
1. My care receiver is dependent on me. .
A B o C D E
2. 1 have to watch my care receiver constantly, gb o
A . B C D -E
3. 1 don't get along with other family members as well as I used to.
A B c - D E
s ‘ ' .
S4. My caregiving efforts aren't appreciated by others in my family.
A : B Cc D E
5. T feeleuncomfortable when I have friends aver,
2 B : C. D E
- V S : ’
6. T feel that I've lost control of my life, - -
A B ' C ' D ' . E
7. My care receiver needs my help to perform many daily tasks.
A B C D E
3. I've had problems with my marriage/intimate felationship.
2 B ’ C . D - E
9. 1 feel guilty because I find caring inconvenient. -
A B . C D -~ E
ig. need'reiief from .the continual pressure of caring,

1
A B c D . E

11. Household routine has been disrupted. )
A B C D E

ta
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iinw ~w2!] does each of the following statements describe your
avn=ri2nce in caring for your care receiver? :

-

- B C D E

Net oat oall Slightly Moderately Quite Very
vescriptive » ) Descriptive *  Descriptive
. 2 )
- - ) Y
12, t feel emotionally draineg\due'to caring for my care receiver.
A B C D . E

13, Caring restricts the amount of time I can devote to my friends.

5 B ' C. D - E
14. T feel ashamed of my care receiver,’

A B C b E
15. can't pay as much attention to my family as I used to,

2 4

B C D E

"16, 1 resent my care receiver,

3 - B C ‘ D E
17. T don't do as good a job at work as I used to. B

A B C D E
18, T feel that I am missing out on life.

A - B . C D E
19. I must.be avdilable when my care receiver needs me.

A B C : D E
20. My care receiver just isn't .him/herself anymore,.

A B c - D E
21. Caring for my care receiver ties me down.

A B C D E
22, T have less personal freedom than I used to,

A B C '
23, T wish I could escape from this situation.

R B C
34. v social life has suffered.

A B C

25. Mv relationship with my care receiver is poor.
. B C ’
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Hnw wall does each of the following statements desp&ibe your
Zupririence in caring for your care receiver? : )

[y

. \

A B . D .. E
wat o at alil Slightly Moderately Quite Very
Descriptive ‘ Descriptive ' Descriptive
26, 2Xpected that things ﬁould be different at this point in my
13 € . .

Y By, C D a E
27. ¥v health has suffered.

A B CCo D . £

28, My only purpose in life is to care for my care receiver,
B C D ‘ ' E

ar

29, feel a sense of duty to care for my “care receiver.

I
A B o ; D

0. T feel guilty because I could do more for my care recejiver
A B C. D

31. Overall, how burdened do you feel in caring fo; your care
Lecejver? ) :

A B ) C A‘D . -E
Not at a]]_ A little Moderately ' Quite a bit - Extremely

32, How often do things. you do add up to being just too much?
A . B o C ‘ D E
Never Seldom - Occasionally Usually Almost Always

33. How often do you have to juggle different obligations that
conflict with one another and give you a pulled~apart feeling?

B c | D . ' E
Hever Seldom _ Occasionally Usually Almost Always

2 Alzheimer Society would like to be able to serve,you better,
“ue 7 tiie main goals of the Alzheimer Society is to help families of
ToNrTe o with Alzheimer's Disease or a related disorder cope with the
~wi lenands placed on them in their individual situations. To do
Eais.chey must know what your nee are,. What are the most important
tnmet needslyou are facing becauselof the disease? )

|
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*
Frequency ™
P A
. n o . Percent
Zource of respondent
W“indsor - 64 63.4
Winnipeg . .37 36.6
]
sex of respondent
Female 82 - Bl.2
Male 19 , 18.8
age of respondent :
25 - 34 3.0
35 - 44 11.9
45 - 54 20,8
55 - 64 28.7
65 - 74 20.8
75 - 84 ) ©13.9
85 and older . 1 0.9
“arital status of respondent
Married - ' 90 89.2
Widowed . 1 0.9
Divorced 4 4.0
Separated 1 0.9
Single 5 ) 5.0
Percent of dependent's caré'provided by caregiver
none 4 ) 4,0
0 - 24 43 N\ 42.6
25 - 49 12 e 11.9
50 - 74 10 8.9
75 - 99 18 17.8
100 14 -13.8
Role occupancy of caregiver
2 3 3.0
3 6 5.9
. 15 15.9
5 34 " 33.6
) 22 21.8
7 \ 18 N 17.8
8 ? 3 ;3.0
Note. n = 101 ' S T



Table B8=2

3ackaround Informatien on Dependents

—

Freguency
n rercent
SeX of dependent
Temale - 54 53.5
Male 47 “ 46.5
"Age of dependent ~
50 - 59 4 4.0
60 -~ 69 28 27.7
70 - 78 35 ‘ 34,6
80" - 89 ‘ . 30 29.7
80 and older 4 _ 4.0
Marital status of dependent .
Married 62 61.4
widowed 36 - 35.7
Divorced . 2 2.0
Separated 0 .« . 0
Single 1 = 0.9
Relationship of dependent to caregiver :
Husbhand 40 35.6
Wife A4 . 13.9
Mother 30 29.8
Father 6 5.9
Mother-in-law 2 2.0
Father-in-law 1 7 0.9
Brother 0 0
Sister 3 3.0
Aunt 2 2.0
Uncle 0 ¢
Friend 2 . 2.0
Qther 1 0.9
Place of residence of dependent
Own home . 13 ' -12.9
ttaregiver's home -~ 34 . 33.7
Nursing home or care facility 54 . 53.4
Bote. n = 101
: /~

\C} '\/
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APPENDIX D
CANONICAL DISCRIMINANT ANALYSIS
OF MALES AND FEMALES

BASED ON SIXTEEN BURDEN ITEMS
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Table D-1 ' - . Ve

" lanonical Discriminant Analysis Between Males and Females
Based on Sixteen Burden ltems ,

-

4

. ngz5€;:§3;<with
fredictor Variable ‘Discriminant Punction P Vvalue -*

A\

Ftem 1 0.24 1.43
Item 2 0.19 0.87
Item 3 ] . 0.15 0.57
Item 4 - 0,22 1.15
Item 5 . 0.03 0.02
Item 7 ' 0.12 0.34
Item 8 -0.37 3.32
Item 14 -0.22 l.23
Item 15 ~ 0.18 : 0.79
Item 16 ® . -0.32, 2,47
Item 17 : =-0.07 0.11
Item 19 0.27 ' 1.79,.
Item 21 0.43 4.58 °
Item 23 0.28 ' 1.83
Item 26 : 0.14 0.50

" - Item 27 ' . -0.36 3.21

Canonical R 0.49%
Eigenvalue : ) 0.32
Note. N = 99
* p < 0.05
P . . - )
a

F(16,82) = 1.65, p = 0.07



Table D-2

¥ean Scores for Females and Males on Sixteen Burden Items

~

>
~ 7 )
- Means -

Item .o Pemales : — Males
1 < - 1,74 | 2.10
2 . - 0.51 0,74
3 0.51 0.74
4 . 0.59%9 : : 0.95
5 0.54 0.58
7 l.80 ‘ 2.05°
8 ™~ ~0.51 . 0.05

14 0.31 . 0.11
15 : .0 0.90 . 1.21
16 0.29 ©0.05
17 ) 0.1s . - ' ’ 0.10
19 , . 2,41 ’ : : . 2.89.
21 P 1.39 - o 2.21
23 - ' 1.15 | . 1.83
26 2.38 : 2,68

27 | - 1.43 0.79




APPENDIX E
STEPWISE MULTIPLE REGRESSION

OF DIMENSIONS ON GLOBAL BURDEN AND

OF DEMOGRAPHIC, SITUATIONAL, AND CRITERION VARIABLES

" ON FIVE DIMENSIONS OF BURDERN

NG
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~ahle E-1 ’ :

I

. t .‘0 r . . - . )
s+edwi:gse Multivle Rearession of Five Dimensions cf Burden on
. Glabal Burden '

v " . ~ o .
_ ; - - . rall -
Predictor ~ B ' P - R |3

s T et

Phvsical and E™Stional Cost ~ "0.15 29.74
. / . -
Note. N = 100 . -
*hw \ . *
. S -

\f



90

~ahle E-2 . &

Srenwise Multiple Regression of Demoaraphic, Situational,
and (‘riterion Variables on Time-dependence

2 Qverall

Predictors B F R P
t.t*
Percent of care , . 1.66 42,93
- . L 2 X
Role oye:load 0.96 ' 10.73
. - ’ . : L X 3 4
s - 0,46 29,31
Note., N = 89 ‘
[ X & J
2 < 0.001
o« ‘ * ]
~ .
S ] . : (
4
h 1 "
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Table E-3

Stepwise Multiple Regression:-of Demographic, Situational,
and Criterion vVariables on Phvsical and Emotional Costs

’

. : 5 Overall
Predictors : B F R P
' rew

Role Overload ‘ 1.29 . 36.18

. ) kxR
Glabal Burden 1.00 9.15 .

LA 2
-~ ] 0.36 24.91

Nute, N = 89

Hak

g < 0.001



Table E-4

Steowise Multiple Regression of Demographic, Situational,

and {riterion Variables on Familv Conflict

. . o Overall
Predictors B P R 13
) T
Rcle Conflict 0.61 13.01
. - L & 2 |
Nn, Caregivers' Friends 0.08 10.55
L 2 &
Nejighbors -0.31 8.77
o ki
ep's Age - -0,04 7.77
\ R L & 2
Caregaver's Sex 0.97 6.96
' dhk
0.30 7.11

Nazel, N = 89

* &k

< 0.001



Table E-5

tepwise Multiple Regression of Demographic, Situational,.

anﬁ (rxterlon Variables on Role Straln

_ é Overall
predictars’ B. F - R P
) 'S 2.3
Rcle Overload 0.44 15.57
* *kd
Peraant of Care '0.48 15.08 .
. ' T T L
Ginbal Burden .0.48 12.04
L - - . - Tk
Ne. Caregiver's Friends -0.08 10.28 -
) . ' M trw -
_Caregiver's Age 0.05 9.32
4 . : ) X
Caregiver Working 0.50 8.67 .
- . R A ¢ ': 2
0.38 7.48
Note, N = B89 .
* ’
*** 5 < 0.001 g
-
-y

ta



Tanie E-6.

Strowise Multiple Regression of Demographic,

Situational,
ant ‘'riterion Variables on Negative Affect '
. 2 Overall
Predictors B P R P
e
Role Qverload 0.33 8.65
. . & ¥
(laregiver's Sex ) -0.65 6.26
. R
‘No, Neighbars 0.17 5.92
- * &
0.17 5.77

Note. N = 89

*n
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