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Abstv-act

The ob.jective of this resesrch wås to determine whether

there were differences in bur"den, depression and life

sat isfact ion between adult chíId and s'pouse cåregivens of

famity mefnbers with irr"eversible dementia" Sixty caì'egivers

'vJhose f ami I y membens u/ere on i;he wait ing I ist f or personal

cåre home pl acernent, b,ere intenvíev;ed as to the impact of

cårÊgiving on thein l iveE' using thnee subiect ive fneàsures"

Levels of burden þJere high and depression and Iife

=at isf act ion in thÍs s'arnple were in ranges outsÍde of those

f ound to be norrnal f or the averäge ol dev' popul at ion " Ch i 1d

cèregivens l iving u,rith their càrereceiven uJere nìost af fected

by caregivingo followed by spouses living with their partner'"

The least affected were children not I ivinç with their

cåv-ereceiver"

The resul ts f nom th ís Ì¡eseåìrch suggest that soc ial wonk

interventions need to be addnessed according to caregiven type

ås uell ås caregiver conteNt"
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CHAPTER 1

ï nt roduc t i on

Demographic trends suggest that as the proportion of aged

in ouì¡ soc iety cont inues to grow, the inc idence of persons

wÍth irreversible dement ia wiI I increase' Est imates ane that

there åre anywhere f rorn LOOr OOO to 3OOr OOO vict irns of

Alzheirnert s disease alone in Canada. There are at Ìeast

IOrOOO deaths Fer yeär from this disease (Health & Nelfare

Canada, 1984)" This, together with the emphasis on comnrunity

ås opFosed to inEtitutional care as a moral philosophy as well

ås ån economic necessity, will rnean that there will be

incneasing numbers of people in the nole of cåregiver"

Understand ing the varying ef fects of careg iving on d i f ferent

categonies of caregivers will be irnportant in orden fon socí41

workers to respond to caregiver needs.

The puìrpose of this study is to inveEt igate the impact

careqiving has on those caring for family rnembers with àn

irneversÍble dementia" Gneatest stress and unique problen¡s

harze been found in Lhose caring for" indÍvidualE with mental

defic its (dement ia) nather than those with physical

-li-rl--;ì i+i^- lñ-iml inn A, Þ:ec lqnÂ" Tq¡¡e q 9- A¡llher 1Q.722u¡Þqur¡ ¿v¡sr \vË¿r¡r¡ ¿rt:J "-"--' I - -'-,



Zanitu Reever & Bach-Pete?-son, I98O). It is not dernentia per

E,æ that creates the stness but the behaviov-al manifestations

of the disease (Honowitz, 1985Ë Dêimling & Bass, l986).

Researchers have found that caregiving places, socialu physical

and financial bundenE on the caregiven (Cohen & Eisdonfenu

1986; Grad & Sainsbunye 1963ç Zaritu Orn & Zanitu 1985)" Many

studies do not examine whether there åÌ'e differences in the

burden felt by the vay-iou=, cåregiven types' The studies that

have analyzed diffenences in cåregiver categonies have shown

vanying reEults," These studieE will be discussed in later

sectionE of this, research" Few studies, howeverr consider

I iving arrangement (context ) and caregiver category- A1 I

research neviewed in this, thesis åre fy"om United States

studies unless otherwise stated'

In the writeì.e s experience in wonking with cå!'egivens

over the past eight yeårs in the Continuing Cane Pnogram in

Manitoba, rÌìåny cav'egivers äppeär to be bundenedr but the

burden seerns to be diffenent fon diffenent types of

cåregivers. These differences åppear to be nelatedr Ín partt

to the vanying roI es peopl e rnust f ul f i I and the add it ional

stnains created åg, å consequence of their cåregiving v-ole.

This fiiåy be also nelated to the context in which caregiving

is provided,

The intent of th is research r^lås to detenrnine whethen

cåregiving does irnpact di fferently on spouse and adult child
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cêÌ.eg iversu the two main careg ivev' grouPs in ouÌ' soc iety'

Rol e strain theory k,a=, used to dernonEtrate rol e stnain ås å

possible f acton in the di f ference=' that nìèy be found in

caregiven consequences' (ie" burden) with child and spouse

caregivens. Role Etràin theov"y will be discussed in å Iater

chapter. If there aræ differences in burden between chii.d and

5,pou5e cåÌ'êgivers it would åpPear that the focus of social

work intervent ion woul d need to vary with each gìroup 
"

Dernen t i a

tramiIy cåregiving for frail rnentally inrpaired eldenly

members results in bundens and strains fov those involved

(Zarit, Orv- & ?avit, 1985)" Dernentia is a tet'm used to

describe å loss oÏ. impairment of rnental f unct ioning (Mace &

Rabínsu 1981Ë U"5, Congnessu l9A7ç Taritu Orr & Zaritu 1985)"

The U,S" Congressional report (tg$7) states the symptoms of

dementia cån include the loss of language skillsr the

inability to think abstractlyu the inability to cäÌ'e for

onesel f o personal ity changese emot ionat instab i I ity and

disorientat ion to t ime and place. Researchev's frequently

divide the deteniot-at íon of the individual with denrent ia into

thnæe stages; the f or.get f ul. ness stage, the con f usional stage,

and the demented stage (Burnside, 1979¡ Tannen & Shawr 1985)'

Each stage presents different problems and concerns for



Ë

careglvers. Dernent ia cän be caused by rnany diffenent

diEeases, sorne of which a?'e reversible and Eome of which åÌ¡e

not (lTace & Rabinsu 1981; U.5. Congnesse L9AT; Zarit, Orr

& Zarit, 1985)" Canev"eceivers in this study would be in the

latter two stages of the disease in onder to qualify fon

pensonal caÌ'e home pl acement "

Reisberg (1981) found, at autopsy of dementia patients'

Alzheiments Disease (S,D,A"T") made up moì¡e than 50% of the

cåses. MuIti-infanct dementia (M" I.D' ) rnade up 157" of cases,

rniNed (a combination of S"D"A"T" and M,I"D") rnade uP 25'A of

cåses and other cåuses of dementia made up LS"l of cases. No

matter what the cåuEe of the irnevensible dernentiar these

d iseases aY'e uI t imatel y progressive and f atal " For the

cåÌ'egiveru whether the pat ient has Alzheiment s di=ease oÌ'

anothev' type of ir¡.eversibl e dernent ia the cèreg íving

experienceu is sinrilarly tnaurnatic.

Caregiving for family membens with dementia is felt

to create more stness for caregivers and present unique

pnobl ems fon them due to the Í I 1 person's intel I ectual

incapac it ies" Th is reseanch v\rås thenef one f ocused on

cåregivev.s providÍng cåre to individuals with å diagnosís of

inrevensible dement ia"



The Caregivens

CareBiver Categories

For the maiority of their ÍI lness, rnost individuals with

dementia are cated for by thein fami1ies, (U"S, Congressu

l9A7) " The nraior rËsponsibil ity fov" cåÌ'Ê in the communityt

negardless of family size, is often left to one cå!'egiver

(Marpl es, I986) . The spouse ig usual I y the pr inrary cäÌ'eg iver,

but if there is no spouseu then this responsibility wilI fal1

on a child, usually a daughten or å daughter-in-law (HonowÍtzt

I 985t U" 5" Congness e I9B7) " If thev'e is no child the

càregiver will be another relative, å neighbou!' ol' à

friend.

One cofnmon factor in all caregiver selection appeans to

be that çqrornen åÌ'e mov"e l ikety to become cåregir¡ers than fnen.

Cantor (1983) found this to be true in hen study in aIl

classifications except that of 5,pous,e, In her study 48.67" of

spousesî 757" of the children, A5"77. of othen nelatives and

92"37" of friends,/neighbours, were female. Othen studies also

show f ernal es assurne cåreg iving moy'e of ten than nren (Horowitz 
u

1985; Rob inson, 1983) " t¡Jhethen the i t i eI denl y pey-son is

rnarníed o!. not greatly ínf luences the s,coPe and signi f icance

of the role of intengenerational family nrembers (ie sonst
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daughters, grandchíIdnen)" That is if helshe no Ionger has

a spousÉu othen f ami 1y nrenrbers wi 1 I be nequired to becofiìe more

involved in pÌ'oviding caì-e" A maior real ignment of the

panent-child nelatíonship occutrs with the loss of å spouse

(of the ill elde,nly person) particularly Lf the remaining

eldenly person is i11 (Adams, 1968; Lopatar L979>" Cartev-

and McGoIdick (198O) also found the fanrily's cunrent

developmental stage influences patterns of family resPonse to

stressful situat ions. For exanrple å family with young

children will Y'eåct and cope differently to caregiving to an

il l f amily rnenrber than wiI l a ret ired spouse. Cantort s ( 1983)

study found 22"52 of adult child canegiveng were in the 20-39

åge gl'oup, 57"5% were age 4O-59u IO7. were age 60-74" For the

spousal caregivers groupt 1O"87. wene age 40-59r 32.47" çrere age

60-74 and 4A"67. hrer¡e age 75+. Spousal càregivens ère,

therefore, more l ikely to be older than child cåì¡egivel's"

These two cètêgivev'groups ane also likely to vany in how they

cope with their" situation= due in pant to their diffenent age

and stage of I i fe,

Spouses fnequently åÌ"e the prirnary caregivel'r ä5 moÌ'e

than one-half of eldel'ly persons live with a spouse (Hess &

Soldoe 19BS). Oldev' couples tend to rely primarily on one

another for support and cåre (Johnson, I9BO)' Spouses also

provide ffìo!.e comprehensive suppont and give it indefinitely

(Johnson, l98O). The U,S, Congnessiona] report (1987) states
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that one-thind to one-half of aI] cåregivers aÞ'e spouses and

that one-quå!"ter to one-third are adult children" As sPouses

and adult children pv-ovide the maiority of cåÌ'eu the focus of

this nesearch bras on these two main caregiven types.

In comparing the burden of spouses with adult child

caregive,ns, Zavit, Reever and Bach-Petærson (198O) and

Rob inson ( I 983) found nÒ d i f ferences in mental heal th and

soc ial pant ic ipat íon. Cantor ( 1983) found spouses had the

greatest degnee of physicalu financial and emotional strain

than any other cåregiving glÊoups" In George and Gwythenes

(t986) study spouses had lowen levels of well being in all

dimensions cornpal'ed to adult childnen" They had signi f icantly

rnore visits to their doctons, pooÌ'er sel f -rated heal thu rnoy'e

signs of stresE, were rlìoì.e l ikely to use psychotropic dnugs

and had lowen levels of affect balance and I i fe sat ísfact ion"

Fil ial cäregivens (mostly daughters) had highel" levels of

stness and unhappÍness, In à Canadian study by Novak and

Guest (t9e7) children showed gneater social burden including

y"ole stnain than spous,es,, panticularly childnen who I ived with

theiv' panent . In åFeas of ernot ional and devel opmental bunden

spouseË showed higher levels of psychological and emotional

buv.den than adult children"

The reseanch ind icates that spousal cåÏ'eg iverg rnay be

especially at nisk in pÌ'oviding cäre" Hess and Soldo (t9BS)

f ound that spousal cay'eg ivers åre ol der and are rnore I i kel. y
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to have theÍr ûrdn health problemE" Canton (1983) and Zarít,

Todd and Tavit (1986) also found that the closen the

relat ionship to the iI l eldenly peì¡sonu the gv'eater the

stnain" George and Gwythen (tgB4), howeveru found adult chitd

cåregívenç of ten have rnore ambivalent feel ings about

cåregiving, while spouseS appanent I y

ìresponsib i l it ies as àn inhenent part of

taregiving takes place in a

I iving arÌ'angements (Cantort

säw their

the rnarital

vaniety of household contexts

1983; Noelker& [.,lal1aceo 1985;

nelationship, Spousal cåregivel's åre rnore I ikely to be

involved in perscrnål care tasks than adult child cåÌ'eBivens

(Novak & Guest u 1987a) " Perf onnrance of pensonal caì'e taskE

that involve bodily contact have been found to be strongly

cornelated with bunden (Hooyman, Gonyea, & Montgomeryr 1985) "

In contrast to ch i 1d cåÌ'êg iverEr sPouses rel y rnuch I ess on

outside support" They are rnore willing to accept burden and

endure strain r,¡ithout resentrnent. ChiId cå!'egivens have been

found to undertake cåregiving with greaten reluctance

(Johnson, l9B3). The nesearcher felt furthe¡" research of thÍs

aÌ'ea was y'equir.ed as the I íteratL.ire on the díf fenences of the

impact of cåregiving on spousal and adult children cäregiver=

is sparse and at t imeE unclea?"

Canegiving Contexts
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Soldo & Myi lyIuoma, tgB3) " Caregivers include both æIdenIy

husbands and wives who usual 1y share housæhol dsu rnarl'Íed and

unmanr i ed daught ens and sons i n t,¿o and t hree generat i on

households and to a lesser extent othen relatives and friends"

The type of I iving åÌ-Ì'ångements (contexts) adul t ch i l d

cåregivers and their ill panent occupy cån diffenentially

af fect thei¡. f amily I i f e. Famil ies I iving in thnee genenat Íon

households (i11 eldenly pelrsonu thein son/daughter and

grandchildren) as wil t be discussed in nro¡.e detail Iatenr cån

gv'eatly affect family relationships" On the othen handu

pì¡oviding cåre to a rnental ly impaired panenÈ I iving on their

ok,n, pos,es other concerns, and stnains fov the adult child

cå¡'egive¡', The cårëÌ.eceiven fnäy neglect their nutrit Íonu

hygiene and medications which måy lead to funther health

problems. They may leave the stove c:nu this cÌ'eåtes å fine

hazand f or themsel ves and others I iving neår them' They nlåy

wander and become lost and/or hunt.

Depending upon the panticulal- stage of the disease and

the idiosyncnatic needs of the patientu the care prÕvided by

the cåregivev' witl va!.y (U"S" Congnessu i9B7)" The type of

caÌ'e pl"ovided ffìåy !-ange f rom mak íng dec isÍons f or the

individuat on financial and legal isgues to assuming complete

l.esFonsibil ity fon pÌÊöviding personal cåre (U.S, Congressu

LgeT> " As demented patíents av-ë c:f ten unäv\,are of thein need

for help, the cåre provided is ofÈen unàPPrec Íated and
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resisted. Th is furthen

leading to fnustration

compl icates the cèregivinq noLe often

and increased strain"

Consequences of Providing Care

Caregiving impacts on alnrost every areè of the

cåy'eg iver's I i fe" It can af f ect theil' enrot ional and physical

healthu their social 1ífe, and their emPloyment and financial

statuE (Cohen & Eisdonfen, 1986; Gnad & Sainsburyr 1963$ U"S"

Congness, L987; Zaritn Orr & Zaritu I9B5)" In thein study'

Sainsbur"y and Grad (I97O) f ound 75% of thein f ami I ies

indicaÈed cåÌ'egiving created pnoblems in thein lives;

caregiverse mental health showed å decl íne in 637. of cåses;

physical health decl ined in 587. ; and leisune act ivity

declined in 50% of caËes" In Cantove= (1983) study she found

gneatest depnivations for cèregivens in the äÌ'eas of pensonal

desines, individual ity and soc ial izaÈ ion" Rabínsr Mace and

Lucas ( 1982) f ound 877" of caneg ivers shor,¡ed chron ic f at igue,

feelings of ånger and depression; 56Y" had family conflict;

557. had å loss of f r.íendsu personal t imer hobbies etc; 3LY'

h,e¡¡e concerned with thei!- own heal th; 257. had gui 1t f eel ings"

SlusE-Radbaugh et a1. (1983) found 2O7" of càl'egivens showed

a decline in health" Zarit, Reever and Bach-Petev-son (198O)

found changes in fami I y act ivity, home arrangement and

fnequency of contact with friends. Geonge and Gwythen (1986)
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f ound cåregivens shouled lower af f ect baIåncer I í f e

sat isfact ion u I ess part ic ipat ion in s'oc ial act ivit ieE and

greateÌ. u5e of psychotropic drugs than the general population.

As the ef f ects of cåÌ.egiving âv'e al l encornPassing, al I

areas of a cål.Êgíverts, I ife å!.e àf fected by this role as are

the l ives of the cåÌ'egiveres entire famí1y network" 1t

therefore fol lows that the pant icular cåregiven tyPe t"ril I

detenrnine othens in the family who wil 1 be affected and

furthen add to the pressurËs on the cåregiver.

An adult child caregíven fon instanceo may have å spouset

children and even grandchildnen in thein Iives who åÌ'e

competing for their time and energy" A spousal carægiver on

the other hand rnay have adult children and gnandchildren, but

the pressuy-e and need fov daily active involvement with them

may not be as vital as with young families. This is whene the

varying y.oles di f f erent types of såregivens, rnust pel'f onrn rnay

affect the stnaÍns they experience. I n sorne areås t he

caregiverts ìÀråys of coping and requiy-ernents fov professional

intenvention rnåy also be diffenent" Many of the studieg to

date have been based on nel at ível y srnal I sanrpl es and of ten

failed to consider stage of the íl Iness ö¡' gender or

generat ion of the cåÌreg iver " In å study by Noel ker and

ü{a}lace (198S) it was found thet Íntervention strategies need

to be tangeted appropriately in v-elation to the type of

prinrany caregiven and to the household context in which
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câregiving occurs.

In this research caregivers were questioned reganding

their subiective feelings as related to cðregiving and their

lives at that point in time" Subiective feelings have been

found to be most strongly correlated with impact of caregiving

(Novak & Guest, 1986; Ory êt aI., 1985¡ 7arit, Todd & Zarit'

1986). Subiective measures of burden, depression, and life

sat isf act ion were used to fneas,ure the irnpact on caregiverst

as these åre areàs the I iterature often indicàtes åre affected

by providing cåre"

Burden

Researchers have focused rnuch attent ion on defining

caregiver burden. Burden has -bee$ broadly defined and has

been measured di fferently in various studies. For the

purposes, of this research study, burden wås defined " as, the

extent to which caregivers perceived their emot ional or

physical heal th, soc iaI I i fe, ànd f inanc iaI status às

suffering às a result of caring for their relative"' (Zarit

et al.r 1986, p. 26L), In role theory, stress is considered

ån external event and strain is considered cognit ivet

affective and physiological change induced by stress. Degree

of strain is affected by the individualts perception of the

stressor (Moryczu I985). Tl- i- fL.^*afava hnr-r Tlra -5trêñirzor.lÞ VllË¡ L-lVr L-

Ferceives their role of providing care to the elderly family
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rnember ånd how they pey'ceÍve its place within their total role

set that cneateE the burden they expel'iencæ"

Thene ís great variabitity in the degnee of bunden felt

by famil ies, Bunden has been found not to be prædicted by

the severity of impainment, inabil ity to perfonm activities

of daí1y I iving o!¡ the nurnbers of yeåÌ's of caregiving

(Colerick & Geonge, I986; Gilhoolyu 1984; Machinr l98O; Novak

& Guest, 19869 Zaritu Reeven & Bach-Peteì'sonr l9BO)"

Researchers have f ound that cå¡reg ivel" burden is stnongl y

correl ated wíth the cåregivens subiect ive feel ings tou¡ard

Frovid ing cåÌre (Novak & Guest o t 986; Ory et ål . , 19BS ", Zav it ,

Todd & Zar.itu 1986)"

Depress i on

Depression, according to Beck is cognitively based on a

negat ive view of sel f , a negat ive vier¡ of the wonld and à

negative view of the future (Becku Rushu Shaw & Emenye 1979>.

The cåregiver of ån individual with dernent ia, according to

Beckt s theoryu would see themselves as f ailuresu the 'n¿ot'1d and

future as bleak and hopeless,

Tarit and ?arit (1983) found that cåregiving leads to

depressionu anNiety and psychological distress. Fione, Becker

and Coppe1 (1983) found 2e of hiE 68 subiects to be cunnently

depressed" Klebanu Bnody, Schoonoven and Hoffman (fgB4) and
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Rabins, Mace and Lucas <L982) also found cav'egivers had

f eel íngs af deprression " Lezak (L978) pointed out thet al I

cäÌregivers experience sÕme Ievel of depnessÍon'

Li fe Sat isfact ion

Acconding to Neugantenu Havínghunst and Tobin (1961 ),

life satisfaction iE the extent to which ån individual takes

pleasure fnorn evenyday actívities, finds hislhen I ife

meàningfut, has achieved hig/her maiol' goals in Iife, has å

positive self image, and has an optimistic attitude and mood"

The research indicates that càÌ'egiving rnay affect 1ífe

satisfaction (Cantoru 1983; Geonge & Gwythen, 1986; Rabinsu

Mace & Lucasr l9B2i Sainslruny & Grad e I97O; Zanit & Reeven,

1983)"

Summany

It is appanent fnorn the nesearch that caregiving affects

the I ives of those pÌ.ovid ing cäìre" It has al so been f ound

that the consequences of providing cère rnåy be even gneater

fol. those caring for f amily mernbens with irreversible dernent ia

ås opposed to caring fov- family membe¡ s with physical

diEabil it ies"

Some reseanch has explored effects of caregiving on
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di f f erent cav'egir¡er categoníes. These studíæs have varied in

thein nesul ts" Fer¿ gtudies have considered cäv'Ég iving contæxt

(l iving anrangernents) in addit ion to caregiver category" This

reseav-ch has taken both var iabl es into coRsidenat ion t"uhen

eNploning cå?.egiver bunden, depression and life satisfaction

levels of caregivens.
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CHAPTER 2

Role Stnain Theony

l"lost of the I itenature to date discusses caregivinç

and the bundens càregivers exÞey"ience ås ê consequence of

pl.oviding cay-e" Buv.den has not been conceptual ized in ä

syst emat i c rnånney' " There à!.e rnàny dÍspanities in the

def init ions and nìeagurernents of burden and this l imits

corTrpà¡.ison of reseanch results across studies. The concepts

of role strain theony av'e useful in undenstanding and in

d iscussing the d i f f icul t ies encountened by careg ivens (hJal I ace

& Noelkenu 1984)"

It has been the wr iter t s expev- ience that the bundens c¡f

càì.egivers àv"e, to a Iarge extente rÍìoræ specifically nelated

to the roles cåregivev's are called upon to perfo¡.m. The rnore

noles one is called upon to perform, the rno?'e role obl igations

one has to ful f il wíth rnore role pal'tners" Multiple roles

increase the I ikel íhood of the càregiver being unable to cope

as they rnay become overloaded" The l ikel íhood of conf l ict

incneases wi th mo!-e nol e partners invol ved in å careg iver e s

1í fe" The moÌ.e one is oveFloaded and the more conf l ict one

is subiected too the greaten the l ike1 ihood one r-.'i1l feel

burdened "
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The abÍt ity of cav"egivens to penform adæquately in thege

roles wiIl våFy depending on the cåregiven categonye sPÕuse

on adult child and càÌ'Fgiving conteNt, ç¡hethev" the, ill eldærly

person Ís living alone ov- whether" they å!¡Ë 1íving with thein

family cåÌ.egtven" Thiç ¡.eseanch focused on the two rnain

categonies of pnirnery cåregivers who provÍde careu adult chil.d

caÌ.egivers and spouse cåregivens. Possible di f f erences in the

areas of nol e strain each gìroup rnay encounten u ås a

conseqLlence <>f thein rel. at ionsh ip to the pat ient , as wel I as

a result of the varying contexts in which they provide cåÌ-e

wiI I be discussed" I f di fferent catëgories of canegivers vàFy

in the reasons they experience nole stnain, alternate social

work intervent ions rnay be needed to assist them in aI l eviat ing

oÌ' deal ing with their di f f icult ies,

RoIe Theony

Rol e stnain theor.y is iust one of the rnany concepts

inc l uded under the broaden åreå of rol e theov"y" Pr io¡' to

discussing nole strain and its relat ionship to cal'egivíng to

eldenly f amily menrbev'so a brief ovenview of role theory wil l

be outl ined"

"Role Theony is a science concenned wiÈh the study of

behaviours that äre chanactenistic of persons withín contexts

and with various pr¡ocesses that pnesumably pnoducer explain,
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on å?"e af fected by those behaviouÌ's" " (Biddle, L979t p. 4) "

The concept af nole has been used in dÍspanate ways in

both the soc iological and psychological I iterature" RoIe wil l

be used to nef er to nol'rnat ive expectat ions as wel l as the

dynamic nature of å soc ial posit ion ( ie role pen f ormance o!'

behaviour ) " Both of these aspects at-e v'ef enned to in the

works of Gross, Mason and McEachern (I958) and Bates and

Hanvey (I975).

Gnoss et al . (1958) view role as having three di f fel'ent

f acetsc aE a byproduct of å goc ial posit ion oÌ' Iocat ion (eg 
"

a mother would be considered ås å social position and the

noles of pnotector, providen etc. àssoc iated with it ); the

nonn¡at ive expectat ions that aì¡e assoc iated with it; and the

actual role behaviou¡' as penfonrned by a panticulav' individual .

Situational factors (ie setting whene the role is perfonmed

and other interacting individuals pnesent) wÍÌl infLuence the

normat ive expectat ions as6oc iated with a role and nole

behavioun in addition to the above thnee elementE (Biddleu

7979> "

The social positions of spouse and that of adult child

r¡íI1 be neferred to in this v'esearch" The role of caregiver

is the bypnoduct of these positions when an i11 eldenly family

mernber is pv'esent " The actual cåre pÌ"ovided (rol e behaviouv')

by each caregiver tyFe is governed by the nonnrat ive

expectat ion of that ind ividual e = soc ial posit ion ( ie. 5ön 
'
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daughter ov- spousæ) and is al so deterrnined by situat ional

factors, such as r¿hethev' the í11 eldev-1y Ferson liveg alone

oy- with othen f ami t y rnenrbers (context ) and othen inte¡"act ing

individuals present (ie'grandchildrene spoltse of caregíver

etc, ) "

Role Strain

Canegiver buv'den is a terr¡ used fnequently in the

I itenatune when discussing cèregiving consequences" l"tuch of

what is included unden this concept (burden) actually nefens

to various types of v"oIe stnain (l,rlallace & Noelkenr tgB4).

Goode (1960s p" 483) nefers to nole stnain as "the felt

difficulty in ful fiIl íng nole obl igations". Canegiver strains

and burdens will be conceptualízed using role strain theony

(HaIlace & Noelker, I984).

Plost of the 1 itenature on nole strain nelates to expected

every day roles not unexpected events such es Providing care

to an i11 eldenly family mernber" Role strains av-e genenally

normal and encountered by alI in day to day livÍng' The role

=train that will be discussed is stnaín expev'ienced ås a

nesult of unanticipated and unpnedictable circurnstånceË

cr¡eated by caregiving. l¡lhen a f amily menrber becomes il1 and

requires cåv'e, å one t ime bal anced nol e nel at íonsh ip between

spouses or parent and adult child becomes in å state of
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chångee ånd adiustrnents are requ ired to cope (lnlal I ace &

Noel ker" o 1984) " Several types of nol e stnain ç+i 11 be

discussed and applied to the cårêgiving çituation,

There arË at least EiN distinguishable and different

probl erns when anal yz ing var ious ì'Õl e f actop's that may d ispose

individuals to strain; role conflictu nole ambiguity, nole

denrand overloadu role díscont inuityu roLe incongnuence and

nol e f ¡.ustnat ion (Bates & Hanveye 1985t Biddle, 7979ç

Komanovskyu L976; Thomas, I968), Diffenent cèregiven types

rnay be af fected rnore by sorne of theEe problerns than others and

Ì.ëåct ions of individuals to these problems åre divense.

The three main probl erns of nol e strain rnore commonl y

encountered by cåÌ.eBivens r,¿ÍIl be discussed; nole conf I ictu

role ambiguity and nole demand oveÌ'load' Areas where nole

straÍns di f fev- f on spousal and adult child cåÌ"Ëgivens wil l be

highl ighted"

Types of _Role Strain

RoI e con fl ict

The

conf I ict

expec t at

o f noì.fng

first type of role stnain to be discussed

" Thís refers to inconrpat ibil it ies in

ions pl aced on the individual , l'ather than

oÌ. standards (Mentonu 1976; Thomas, 1968)

is nole

no¡"mat i ve

an absence

, making
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it irnpossibl e f on the ind ividual to con f onm to both sæts of

expectations aÈ the same tínre" Role conflicÈ is the moEt

comßron and widespnead of all v"ole difficulties" It is

frequently experienced and inevitably stnessful, Studies have

found it to càuse Ior,¡ nrot'ale and product ivÍty (Kahnu l,,loI f et

Gluinn, Snoek & Rosenthal, 1964) "

Thene åre three types of incon'rpatibilities;

1) Nornrat ive expectat ions of rol e pantnev-s that åre consensual

(sympathet ic ) but incongnuent (out of pI ace) with egot E ouln

expectat ions (Konrav-ovÉky, 1976) " For example å family

mernber rnåy agree that their il I elderly v'elat ive requires

assistance but may not feæ} that helshe is in the position

to pnovide cåy'e oì- to provide it to the eNtent that Ís

being requested due to distänce, employmentu health etc"

The impaired eI der neI at ivet s expectat ions f o¡' assigtance

from the primany caregiver fiìäy exceed that which the

cav'egiven ant ic ipates providingu which måy lead to

cornplaints about eNcegEive demands and dependency in the

elder"Iy peÌ.son (Johnson & Catalano, i983) " l¡lhen this

occul"s with än adult child cåregiven othen kin

relabionships (spousey children etc" ) rnåy feel the ef fects

of the incompatible expectatÍons in the caregivev--e1der

relatíonship. AII family membens feel thr= y-epercussions

of role and responsibility changes and shifts experienced

by the primary cèregiven creating disnuption in the family"
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2) Incornpat ible expeqtat ions that arê maintained by ego

(Komanovskyu 1-97|-*) " The cåì'egíver (panticularly adult

child cèregivens) nray be caughb in the middle between two

sets of people urho the ca¡¡egiver feels need di f ferent

th ings f rom them" The cåÌ'eg iven rnay f eel they must f ul f i I

aI I role obl igat ions even though this rnåy be impossible"

An adutt child cäregiver mèy be caughb betuJeen their own

child and/ov a spouse who they feel obligated to give thein

time and attention and their fnail elderly parent who needs

c åre,

A spouse y oñ t he of her- hand r nåV exPec t t hat

helshe shoul d provide caÌ'e to theiv' pal'tnen but due to

i11 health fiiay not be able to cope with the caÌ"egiving

requinemenbs.

3) Incornpatible expectations held by different v"ole

pantnÊÌ's (Konrarovsky, L976). Other sibl ings may have

different eNpectations negarding the cåÌrË being pÌ'ovided

Õr the r,+ay cèÌ'e is being pnovided by the primany cå?'egiver

than the cäv'egiven has for himsel f " This cån lead to

f amily conf t icto disagreenrents and ¡'esentnrent particularly

r¿hen it is of ten one sibl ing that pÌ'ovides the' majon ity CIf

c åï"e "

Involvement of the cåregiver (spouse oÌr adult child)

in the labour force càn aIEo cneate incompatible

expectationE by diffev-ent pantne¡.8 (ie the employen)"
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Employment could inhibj.t provision of adequate cåre oìr

I imit the coriìmitment of the f ami 1y nrenrber to the honre

càI'e option (Soldo & Myllyluomae 1983)" Caregiving mày

also affect iob penfonmance and cneate confIict bett¿een the

cåv-egiving role and the employee nole'

Role conf l ict cån be costly f on the Peì'son in

emot ional and intenpersonal tennrs" Feuu stud ies have deal t

with the ernot ional react ions and soc ial coEts of such

conf I icts"

Role ambiguity

Al I roles contain some arnbiguíty and al I neanings and

boundanies of å nole àl'e open to some negotiation (Turner &

Shosidu L976>, Ðue to incneased longevity of the eldenly

population along with the absence of weLl-established role

models for caregivenE, inte!'gEneFåtional roles åre especially

pnoblematic (arnbiguoLrs) fon adult child càregivers and thein

ilt elderly panents (Mutnan & Reitzese 1984)" This can lead

to ån uncel'tainty about responsib i I it ies and obl igat ions

associated with both of Èhein noles"

Role ambiguity is one of the most basic types of role

strain " Li ke rol e con f I ict, rol e amb iguity nìay genenate

stress fon the indÍvidual , It is the incompleteness ol' lack

of specif icity of pnescniptions for behavioul' (absence of
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nöy'ßìs) that can nesul t in pensonal con f usíon f on the

individual (Thomas, 1968) " That is, insuf f ic íent inf orrnat ion

is given to guide bæhavioun - what is degired or how to do it"

Thomas (1968) descnibes role ambiguity ås the difficulty felt

in havíng inadequate or incompl ete norrnat ive behaviour'

expectations. Role ambiguity has been found to be a source

of unhappiness fon those involved (Kahnu lalol feo &uinnu Snoek

& Rosenthal u 1964) "

Absence of ä norrnative structure is noted by Hagestad

(1981) and Mut¡.an and Reitzes (L9A4) as furthen complicating

caring f or older f arnily rnernbers who åre i11" They indicate

v'easons fov" this às being the necessity of rnore nole

negotiation requined aF a consequence of canegiving occurring

in a family context and càregivíng ås we know it today being

a nelatively necent event fon which appropniate nonrns have yet

to be fully developed (Schorn, I98O).

Roles äre more loosely constnucted and lesE cleanly

defined r¿ith adult chitd caregivenç than with spousal

caregívers" There is no gene!-al1y accepted standav'd f or the

íntenact ion between generat ions, degree of involvernent or

anount of suppont " Stud ies have f ound that ch i l dnen f eel rilore

obl igated to provide cane and assistance than panents expect

(Davidson, 1979; Hagstead, t986; Knrpscheen? 1987)" There av'e

also feu,r for.mal ö1" institutional expectations defining

obI igat ions for eithen adult child elderly panent
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relationships and this leaves it open fov negotiatíon and

ambiguÍty"

Kinship networkE have been proven to be stv-ong todayu

despite earl ier claims to the contråÌry (Brody, 1981; U" 5"

Congresse 1987>" It also has been found hoç¿ever that help

f rom f ami 1y mày be neutraL oÌ' rnay even decnease mov'al e

(Anlingu 1976; Blau, 1973; Leet 1979ç l,Jood & Robertsonu I97A>

and wellbeing (Kerkhoff, I966; Seelback & Sauev"e I977) of

eldev'ly people äs this rnêy be a thr-eat to their feel ings of

independence end thein need fov recipnocity. Ïhe balance of

mutual aid shifts between generations as pav-ËRts become older

and dependent (AIdores & HilI, I985; Blaur 1973)" In a study

by Adams (1968)e nraíntenånce of satisfactory relations between

widowed mothe¡"s and middle cIass adult chiIdnen was found to

be positively related to the level of necipnocity pnesent

between the tko gl-oups. Patterns of giving and receiving àre

influenced hy constnaints and oppontunities of nelated social

positions and competition åmong roles fon time and enengy of

the individual (Mutran & Reiteesr 1994) "

Children måy penhaps want to pnovide cal'e but thein

el dev-L y parent may ref use assístance f nonr them. Rewa¡'ds and

costs fov' providing care cån also affect the suppont given"

Rewards such aE the sat isfact ion in ful f i I I ing onee s

obligation to onetE parent/spouse; costs such as decline ín

healthu decnease in leisure time etc. Noelken and l,rlaltåcet
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l9BSu found no notable di fferences in stness effects of

cål.egiving betr,ueen husband and uli f e cäregivers, but

signi f icant di f f ev'ences åmong adult chitd cårÊgivens in

whethen they wer.e single on mannied" Mav'v'ied child caÌ-egivers

nepont signi ficantly gneater disnupt ions in family

relat ionships and Íno?'e elden caregiver conf I ict.

Addit ional sources of role ambiguity åÌ'e due to the

varied settings (contexts) cåv-egiving takes place and the

d iverse types of cèreg ivers. Caneg iving occurs åcÌ'oss

householdsu within households and in a variety of houEehold

configurations. Canegivers can be spouses, chÍ1dren, other

rel at ives and/or fr iends (Noel ken & Nal 1 ace? 1985; Sol do &

MyI lylouma, I9B3). Spec i fic norms have not evolved to guide

families in allocating a pì"imary cåregive¡- on fon designating

the appl"opriate context f or cåregiving ( Ikelso tgBS).

Ambiguity thenefone nesultsu reganding who will fill the roleo

in what conteNt and how the v"ole should be penformed" This

in all l ikel ihood can create moÌ'e bu¡"den for the caregiven and

incneased family confl ict"

Mean ing and d ist inct iveness of r.ol es åÌre acquired in

relation to the roles played by the person to countev'-roleE

present in the situation (Lindsmith & Stnaus, 1956; Mentonu

1957; Turner & Shosid, 1976). The interacbional nature of

l-ol es suggests that changes ov' real ignments of ä penson t s

hierarchy of roles alteì. intengenenational roles and the well-
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being arnöng elderly persons (Mutran & Reitzesr 1984).

Role anbiguity appeårs to be a ¡"oIe stnain that

would be encountened iargely if not solely by adult child

cåy-egivers ay ca?'egivens othen than å spouse. ïf a healthy

spouse is present there is usually little arnbiguíty about who

should provide the canegiving v'o1e. The writer has found this

to be tnue even of spouses in poor mèl'riages. They assume the

rol e without quest ion,

They-e åre no rules howevev- negarding how rnuch assistance

children should pr"ovide particularly when both panents åre

al ive" t{ith adult child canegivensu role arnbiguity can often

lead to family conflÍct and gneater feelings of burden in the

f ami 1y cärËg iven " One ch i I d rnåy be pì¡ovid ing ceFê (wh ich is

usually the cèse), while othens do not participate equally ov'

at al t o c¡.eat ing v'esentment. Both child and spouse caregivens

rnåy encountev' d i f f icul t ies in how to provide cåre (rol e

behavioun) " Thene is no tnaining neadily available thaÈ

pl'eparÊË cåregivers to pnovide physical cåre ol' {:o teach

behavíour managenrent skills necessary to cope urith patients

with dement ia, Ef f ects of v'ole ambiguity have been f ound by

Kahn et aI" (L964) to be sirnilan to those for nole conflict"

In their study it led to tension and fuÈility and h/às

negatively related to iob satisfaction and self confidence"
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Rol e denrand ovelr l oad

trlhen v"ole demands åì.É in ÊxcÊss of the individualYs

cåpac ity to rneet guch denrands v"ole overload occurs. Overload

nìay occuÌ. independently of conflict although nole conflict may

create role overload. f4ultÍple noles may increase the burden

of c¡veÌ"loed and conflict" The fiìoy-e rol es accurnul ated the

greaten the likelihood of running out of tÍme (ovenload) and

the greaten the liketihood of confnonting role pantnerse

expectat ions that åì¡e contradictony ov- conf I ict ing (5ieben,

L974) " Goodet s (1960) theov'y of role stv"ain states that

excessive demand is one of the deternrinants of nole stnain.

Adverse effects and emotional distunbance can be pnecipitated

by role överload undev" extreme environrnental condit ions.

There is not adequate reseanch that indicates the effects of

nole overload nor of the pensonality factors ot' the emotional

treêctions of individuals that rnay rnediate these effects"

Role demand oveÌ. load is eNcessive dernands cneated by the

calregiving individual t s total role set obl igat ions, One rnay

lack sufficient personal time, eneÌ'gy, v-esourqes and /ov

cÕrnmitment to enåct al l r"ol e obl igat ions adequatel y" Th is

woul d be part icul arl y åppl ÍcabI e to å mav'n ied daughten in å

th¡"ee genenat ion household r¡ho may be employed outside of the

home, have obl igat ions to spouse¡ ås å parent r ås wel I as a

caliegiver to än eldenly panent (Noelken & Poulshock, 1982)"
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Caregiving is not hen nrain activity and the årnount of time

available is I imíted" The I ives of all family membens may be

acubely affected by cèÌ-egiving. Adult child carÊgivers måy

be putting thein nrarital nelationship at Ëorne riçku panenting

roLes måy be diminished, nol'nral domest ic act ivit ies mày be

neglectedu family nreals and sleep fiìåy be disnupted by

behaviour pnobl ems and I eisure act ivit ies måy be sacn i f iced "

Unl ike the spousal caÌ'egivenu the adult child caregiver

may eithen be caring fov' their parent in the parentts honre ol'

in the childts home" If the parent lives alone' the child

cåreg iven rnày expeÌ'ience nole overl oad¡ å5 they attempt to

maintain two households and,/or have the constant worry that

the parent wil] do something unhealthy oY' unsafe to herself

and/or- to othev's" For exampLe, they måy be concenned thrat

their demented panent wilt bunn sornethíng on the stover srnoke

carelesslyu neglect their nutnition¡ oF r*randey'and get los't"

Ch i i d caÌ-eg ivers rnày aI so have mul t ipl e cåreg iving

respÕnsibil ities e"g. in-laws, aunts, uncles, These multiple

?'esponsibil it ies may lead to nole overload and nole conf I ict.

These caregivers often have di ffícu1ty in v-econc i1 ing

competing demands (Brody, 1981). Some would view the adult-

child cäregivers aE being bundened with problems in nole

rnanagement (Komanovksy, 1976; Marks, L977) "

di fficult ies al locat ing and or"ganiz ing

That is, having

their t irne and

resources sufficiently for enèctment of all the noles"
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Spousal canegivensy oñ thæ other handu do not genenally

have as rnany conrpeting demands on their tirne but they too nrust

give up rnåny Ieisure act ivit ies and åssurne vanious noles thei¡'

partnen previously perfoy'med" t{ivesu for exampleu måy neveìr

have been involved with fÍnances or household nepains while

husbands fiiay have neverr shoppedu cooked oÌ. cleaned house"

The consequence of this is that the,càregiver is faced with

learning new skills at å time in thein lives when they least

need these added pl-essures" They dre already Iosing thei¡.

spouse as they once knew them and their netr¿orks are thinning

åË thein cohonts åre fnai I , ilI ol' no longer living"

The¡.efore their- åvenues fon suppont and assistance a?'e

L imited.

In the wr itel" r s pv-åct ice it has been evident that spousal

cåregÍvers see the cåY'ëgiving role äs àn extengion of their

spousal rol e, The majol'ity of the pnesent genev"at ion of

eldenly perEonE ål'e in f irst rnaì.riages of Iong durat ion and

they entened into these rnårÌ'iages with the expectat ion of a

life long commitment. This expectatÍon to provide carë bo

onets spouse is not only held by the cåregiven but by thein

i I I partnel., their- ch i I dren and soc iety" Spousal cåreg ivers,

as å nesult, rnay of ten f eel it is mainly thein v-esponsibil ity

to pv"ovide care,

The r".rn iter has f ound mäny spouses do not v-equest hel p

f nom f onrnal ol' in f ormal systerns unt i I I ate¡" in the d isease
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pÌ'ocess ånd nlåy in tuv'n incnease thein risk of beconring

ovenbundened" SpouseE also oftæn delay placernent and pnolong

the stnain by cont inuing in the cåregiving role longerr thus

caning fov a spouse with greater deficits and needs" This

togethen with spousal cåregiveng having å gneater liketihood

of having several chronic health pnoblems of thein ou/n can

lead to overload,

Summary

In neviewing the litenature on role straÍn and nelating

it to spousal and adult chitd caì¡egivens, there appear to be

sorne di f f er"ences in the sources of strain f or adult childnen

and spouses" In sonre cåEes dif fer"ent rnodes of intervention may

be in orden to assist these two groups to cope.

Adult child cåì.egivers seem rnost affected by nole

overload, role confl ict and nole ambiguity" They have

nrultiple roles to ful fil; as parent, spouser employee and

cèregiven" This cån create oveÌ"Ioad and also confl ict " As

ment ioned earl ien the nìore roles one is cal led uPon to

pen f ov"rno the rnoï"e nol e partneÌ's one encounters and greaten is

the l ike1 ihood of conf l ict" Marv"ied caregivet's t¡ith young

ch i l dnen show greater evidence of dec I Íne in heal th u fiìoÌ.e

f ami I y d isrupt ion and el den con f 1 íct part icul. al'1y when the

eldenly family mernber is I ivíng uith thein adult child,
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It has been found öne pe'f,son iE usually the primany

caregiver" In the cåse of an adult child being the cal.egivenu

thene a!'e of ten other sibl ings available to provide cåÌ-e"

This cån lead to nesentr¡ent and confl ict ås the primany

càregiver rnåy pêv'ceive other sibl íngs aE not doing thein pant"

Role ambiguity is also evident uríth adult child

cåreg ívers" There åre ncl set nol'rns in soc iety regard ing

responsibitity for cãre of a parent (onevs Ioyalties ay-e often

felt to be with onevs or,'Jn spousë and children first) on how

to pnovide the cåre ef f ect iveIy, l,{hethen one shoul d have

their pav'ent I ive alone oÌ. I ive with them is alEo unclear

there åy'e no set expectat iong"

A reversåI of roles and neduced opportunities fon

neciprocity is cy-eated when a child cål"es fon his panent" This

càn cì.eàte dissatisfaction and conflict for both chitd ånd

panent. Family roles are esÈabl ished over rnany yeårs and

change iE difficult.

Spousesy oñ the othen handu do not have the multipLe

roles to perfonm as do child cäregivens. They do have tr: take

on l'oles previously penfonmed by their spouse as well ås

pnovide fon theiy" twenty-foun houn cåre, They måy have to

acquine new skí11s to penfonm these new tasks which may be an

added sty'ess at a t ime when thæy åre al ready expel. ienc ing

considey-abl e ernot ional and physical st)-ess" Spouses åre of ten

at å time in their 1Íves when thein roles are decneasing (ie
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no longen enrployedu children have moved ah,ày from home etc")"

Role conf l ict is less l ikely fov" spouses åE there åre fer¿en

nole partners present ín their lives.

Ambiguity regardíng the nole of caregivev'is algo not

I i kel y to be pl'esent wi th spc:uses" The careg iver nol e is å

natural extension of the marital v-elationship and society has

the expectation that à spouse wiIl cal'e for theÍn ilI pantner

as long as possible"

Time, energy and comrnitment a¡"e three factons that

reseårchens have found plåy an Ímportant pant in the degree

of nole strain expel'ienced by canegivers (Manksu 1977>" Time

is rnore limited fon adult child caregivers ås è nesult of the

multiple rolæs they play" Having å panent living alone in

thei¡r own home cån f urther v"educe avai I ab i I i ty of t ime

(travel I ing to and f nom thein parent P s hon'¡eu another househol d

to maintain etc, ) " Energy rnåy be à signi f icant f actor with

spousal caregive¡"s due to their rnoï'e advanced ågey gneater

l ikel ihood of chronic health problems of their own" ïhey also

generally provide more asgistance to nrore impaired family for

longer pev'iods of t ínre than adult child càregive¡'s (Soldo &

Myl l yl uoma, l9BS) . Adul t ch i 1d cåÌreg ivers rnay depl ete theín

energy from the numbers of roles they åre pe?'forming" Dul"kheint

(1953) states that comrnitment is the decisive factor in

detennrining whether strain is experienced" He also states

abundant energy is found for anything to which one is highly
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committed,

Spouses have been found to be moï"e cornmitted to

caÏ'egiving bhan any othen family member (Gil Ieard, 1986; Levín

et al"u 1983; Shulman & Aries I97â)" They have been found to

be much less likely to give up cav.egiving, GíIleand (1986)

found the length of time spent living togethel- and sense of

having a close relat ionshÍp is strongly related to the

v'eluctance to considen institutionalization" Two studieE by

Levin, SincIair and Gonbach (1983) and Gundy (1981) found that

relationship factors have a gneat influence in determining

famíly membens feel ings toward cåregiving.

Adult child cäÌ-egiverse comrnitment has been found to be

rnore nelated to the Ievel of current strain felt and exist ing

compet ing roles nathen than to åny historical factol.s
(rel at ionsh ips) . Wi th spùuses the pne-morb id rel at ionsh ip

signif icantly af fects the spouses attitude towards cay'egiving"

Pnesent problerns and emotional upset seemed to pläy no nole

in thein wiL l ingness to pnovide cåÌ.e (Gil leard, 1986) "

Hypotheses

Many reseanch studies have indicated that the added role

of providing cåÌ-e to å famÍ1y member with irneversible

dement ia can create burden (Cohen & Eisdol. f er u 1986; Gl-ad &

Sainsbury, 1963; Novak & Guest, 1987a; Zarit, Orr & Zanit,
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1985), depv-e=sion (BIazen & bJtlliams; Coppelu Burtonu Beckæn

and Fiore, 1985; HaIeyu Levineu Bnouu Berv'y & Hughes, 1987ç

Kahan, Kenrp, Staples & Bv'ummeI -Smíth, 1985; Myens et å1 . ¡

1944; Robins et ä1. y Lge4) and decy'eased 1 i fe sat isfact ion

(Fengleru L9_79ç George & Gwyther, 1986; Haley et è1"y l9B7)

fon cåÌ.egivers" Tt has been íllustnated in the pÌ'evioug

sect Íono with v-ole straÍn theoryu how chitd and spouse

cåregivers may be affected differently by the cåregiving nole

in the åreas of nole confl ict, nole ambiguity and role

overload" In this theony, role stnain has been nelated to the

nurfieìrous roleE caÌ"egiver groups are caI læd upon to perf onm'

The literature has been unclear whether the¡-e are differences

in the inrpact caregiving has on the I ives of spouse and chitd

c ay"eg i verg "

Many studies do not sepanate caregivers acconding to

rel at ionsh ip. Tnstead, they group cèreg ivers together. Sorne

v-epontE that do consider. relat ionghip have f ound burden to be

similar for chitd and spouse caregivens (ZanÍtu Reever', Bach-

Peterson, IgBO)" Othens v"epont child cåregivens have highen

straùn (Rankin & Pinkston, I9BS) and stilI others repont

spouses with higher stnaín (Geonge & Gwyther, 1986)" The

problem with many of these studies waE that living àrrèngernent

(canegiving conteNt) u,äs not used ås a vaniable' That isu

child canegivers, regardless of whether they I ived with their

c årev'ec e i ven or not y uJere c ons i dered ås one group e u/hen



38

cornpå¡.ed to spouses in åreåE such as bundenu depnession and

I i fe sat isfact ion"

The regearchen felt it wås inrpontant to address the

quest ion of di f f enences in the irnpåct of caregiving with these

child and spouse cåreqivensr å5 they have signi ficant

relationship and cornrnitnrent dif fenences in relaLion to their

calre!.eceiver" Due to the dif fev-ent stages of life each gl.oup

is encountering, while in the v'ole of caÌ'egiven, they have

val¡ying rol e obl igat ions and vanying numbeìrs of rol e partners"

This affects the degnee of ¡"ole strain (role conflict,

ambiguity and ovev-]oad) each gl'oup åre l ike1y to encounter"

The mone nole stnain one encountev's in one's I ife the gneatev'

the l ikel ihood one fiiåy f eel bundened"

The problem in this study was to detenrnine whether there

urere significant diffenences in spousal and adult child

cåregivens in thein subiective feelings of burden¡ åE well

dimensions of burden (t íme dependenceu soc ial , enrot ional,

developmental and physical bunden) u depnessíon and I i fe

satisfaction"

The nesearcher expected to f Índ d i f ferences Ín the

consequences of cårëgiving for child and spouse cåregivers

fnom hen eight years of experience dealing with cåregivers as

urel I as hev" neview of the I itev'atune on y-ole stv"ain theony

and cåregiven burden.
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ïhe hypotheses ureÌ¡e;

Cal'egiversu in general ,

high depression scores
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with h igh burden scoÌÈes uroul d have

and low life satisfaction scores.

2) Child caregivens would feel rnore burdened than spouse

c aræg i vers.

3) Child caregivers would be rnore 1íkely to have highen

levels of depressíon and Ior,¡er Ievels of life satisfaction

than spouse cåregivers"

RoIe strain theory is useful in understanding and

discussing difficulties encountened by cäregivers" ït also

suggests r"rhy child and spouse caregivens rnåy perceive burden

di ffenently. Three types of role strain; role overload, role

conf I ict and ¡-ole ambiguityu hfere discussed in detail in the

previous sect ion. It has been il lust¡-ated hor,r di f f erent

cåï-egiver categories in vàï'ying contexts càn be di f f enent ial ly

affected by role stnain" ïf the cåregiven nole creates nole

strains in a cêregivev'es life they urill feel rnore bu¡.dened in

this ro1e"

Child caregivens aÌ'e more I ikely than spouse caregivens

experíence role strain" They often have multiple roles to

fii" Many are rnarried (spouse nole), have childnen in the

to

ful
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home (pav-ent rol e) , äre erïpl oyed (empl oyee rol e) , and at t imes

åre providing cäÌre to more tl"lan one ii I nelat ive (caregiven

nol e./s) " Al t of these nol es have their obI igat ions to be

fulf illed and nequire the time, cornmiLment and enerqy af the

cåregiven. The moì.e numerous the roles å cåregíver has, the

Ínore role partneì¡-- he rnust interact with tc¡ ful f i1 role:

obl igat ions" The rnolre pantners invol ved the greater the

likelihood of conflíct" If the caregiver does not have

suffic ient personal resources (t ime, enErgy etc " ) to fuI fil

these prirnary roles in their 1í f e they tnay el-rccunter role

confl ict and/or role overload" The caregiver may have å

spouse, ch i 1d, empl oyer and c areì¡eceiver a1 I mak ing dernands

on them" They may chose to tny to fulfil or feel thæy should

f ul f i1 al] rol.e obl igations" This måy put them at risk of

overload" They may chose, instead, to provide care to their

parent and devote l ess t ime to theÍ1" other rol e

responsibilities, This rnåy put them at risl< of conflict Ín

theiv" ofher roles"

lnlhen the caì-e is provided in the cåìregiverT s c,un hone

this can f urther exacerbate the situat íon" The càregiver then

is "orì ca]1" 24 houns ä day and the whole family unit can be

further affected by this as welÌ, by the lack of privacy etc"

It is clean that the addition of the cåregiver nole to an

already busy I i f e can create role stnain and lead to a Peìrson

f eel ing burdened in the cåregiving v'ole,
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Spouse cèì.egivev-s åre al so manv-ied, but their

spouse/cä'irËreceriver al ready occup iæs the central roI e in thein

1i f e" l"lost spou.:e cäregivers ère no longer c:hild reaningr so

do not have ån åctive parenting role. They are å1so rlore than

Iikely netired and do not have this roLe to fulfÍI. As spouse

caregivers have fes,Jeì. roles and fewer role partners in theil'

tife, the v-esearchen felt that they would be less likely to

encounter role confl ict and ovenload " If they expeì-ience less

role strain, they are also IeEs likel.y to feel as burdened in

t he c åì¡eg i ven nol e "

The thiv-d type of nole strain discussed wås nole

arnbiguity" It also Ís more 1J. l<ely to be encountered by chitd

cãv-Ëgivev-s" They are no set norms fon chÍldren regarding the

rol es and responsÍb i I it j-es f or provid ing càre trr ån i ] I

parent. It is not clear who should pnovide cåre to ån il 1

parent and where cåre shoul d be provided " Thene is no

st andard negard i ng t he degree o f i nvol vernent ov- arnount o f

Eupport æxpected from ån adult chitd in these c ircumstances'

Often Lhere are several siblings in a family who could pnovide

cåre or assist in the cè'/-Êgiving" Caregiving, itowever, rnost

often falls on one chitd" This often cneates resentments,

anger and confl ict wÍthin famil ies" The càregiver would then

feel nore bundened in the cäregiver role"

For spouse cåregivers there is no ambiguity regarding

rn¡ho Ehould provide cåre if one partner becornes i1I and the
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othËr på!"tner i= wel I " Spouses sËë providing cåre to their

spouse as part of their may'ital nole änd aì.e corrriritted to this

roIe" As à result of this coffirlìitrnent and a clear standard

fcv'role enårtrnent, a spou5e cåregiver would be less tikely

to become burdened.

The nesearchen expected that child caregivers would

L ikely have higher burden levels than spcluse cèìreçivers, [.Jith

highev- burden it was expected that caì.egivens would expenience

higher Levels of depression and Iowev- Ievels of life

satisfaction" This would be ås å consequence c¡f being more

burdened fnom the multÍple roles that child cav-egivers fulfil

in addition to cåregiving (leading to nole confl ict and

overload), and also from the arnbiguity thís role presents far

t hem,



CHAPTER 3

I'lethodol ogy

A sample of sixty caregiverE (thirty spouses and thirty

children) we¡.e selected fnom cI ients on the Manitoba

Cont inuing Ca¡"e Pv.ogram" The c 1 ients meet ing the ¡'eseal"ch

cv ít er ia weÌ.e nefenred to the nesearchen by the Case

Coov"dinatoÌ¡s" Pe¡"mission f ov conduct ing the neEeanch wås

obtained f nc¡rn the Of f ice of Cont inuing Care.

Critenia for SeIeStion

SubiectE were the pv- inrary cäl'eg ive¡"s of f ami

rnernbers v"rith a medical diagnosis of some type

i y'revers i bl e dement i a,

Subjects rdere alert and orientated.

The cårereceíven ì^,ås on the wait ing l ist f or

personal cåÌ.e horne pl acernent in hl inn ipeg.

1y

of

1.

¿"

3"

The pu!.pose of choosing

cårereceiven be on the u+aiting list

that cåregívers nequest placement

they no longen cån cope. By seLec

the cniteria thaÈ the

fol" personal càre home was

at tlre t íme when they f eel

t ing the sampl e f rorn the
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urait ing I

atre at å

cont inue

ist the v-eseav'cher ænsuÌ.ed

similar poínt of distresg

províding care at home).

that aII of the cåregivers

(have dec íded they cannot

Refennal Pv-ocess

ïnd ívidual s brere ident i f ied by:

1. A neview of the ex ist ing personal caÌ'e home

waíting list for appì.opriate subiects" This was

cornpleted by Cont inuing Care supel"visons.

2" Cases appnoved at weekly panels (process of new

åppl icants f on pI acement becorning el ig ibl e f on

the waiting list) were neviewed by the

Cont inuÍng Cay'e Supenvisons f oy' inclusion in

this study"

Case Coordinators of clients identified by supervisov"s

!de!'e requested to contact the càregivens to discuss the study

and obtain theiy- agy-eement to part Íc ipate" The narnes of

potent ial subiects wey-e then f onwanded to the resea¡'cher who

sent out à letter sf introduction, This was followed by å

phone cal I by the researcher to the subiect to arnange for ån

intervíew, A consent for"rn, was signed at the beginning of the

interview (See Appendix A). ïntenviews avenaged fnom L L/2

to 2 hours in length and in rnost cåses they h,ere carried out
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each subiect

ind icate their
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t he c ð?"eg i ver " ïhe quest i onna i re waE

dur ing the interview and they uJere

l'eËponEe to each quest ion,

nead wi

asked

th

to

ïnst nument s

The Zanit Bunden Inte¡'vÍew (Bï )

Penrnission to use The Zarit Burden Interview was l-eceived

by S. Zavít and J. Zavit (see Appendix B).

The Bunden Intenview has been used ås the standard

measunement fo¡" bunden in many studies (see AppendiN B)" It

is a 22 itern unidinrensional quest ionnaire designed to ref lect

the st¡.esses exper ienced by cav-eg ivev-s of dernent ia pat ients"

Answens Ì.ånge fnom (O) to (4) and the total score rånges from

o-48"

l¡lh i 1e there àl-e no computed norrns f on th is scal eu Zan Ít

and Zanit do pnovide some estinrates of the degnee of burden

f norn pnel iminary f ind ings" These åre:

Score of O-2O = l ittte oì/ no bunden

Score of 21.-40 = rnild to moderate burden

Scone of 41-60 = rnodenate to sevel'e bu¡'den

Score of 61-88 = Eevet"e burden

Internal r"el iab i I ity f or the Burden Interview has been

estimated using Chronbaches Alpha at "88 (Hassinger, 1985)
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and .91 (Gal laghen eb åI, 19BS) " Test reLest rel iabil ity is

næported at "7L (Gallaghen et ä1s 1985)" Validrty has been

estimated by conrelating the Lotal score urÍth a single global

nat ing of burden (r*="7t) and by correlat ing the total scoy-e

t",ith the Brief Symptom ïnventony (Denogatisu Lipmanu Coviu

Richeis & Uhlenhuth, L97Õ; r= "4L) "

Careq iver" Burdæn ïnventory (CBï )

Perrnission to use The Careg ive¡" Burden

obtainerd fnom M. Novak (see AppendiN C) "

Inventory \¡Jåç

The Caregiver Bunden ïnventory ís multidirnensional 24

item quest ionnaine (see Appendix C) " The five factors

measuv-ed are, t ime dependence, developnrental bunden, physical

burden, social burden and emotional burden, Sconing v'êngeg

fnonr O to 4 " Sconing on each dirnension v'anges fv'om O-2O

eNcept forfacton 3 and 4 which scol'e O-16" The total burden

scoìre rånges f nom O-92. Thene àre no establ Íshed noy'ms f or

this instrument" The neseancher omitted one question fnom the

orÍginal inventony" The question was in the social dimension

nel at i ng t o ffìarr i age " ês i t d id not appl y to spouse

cåregivers it thenefore was not íncluded for child cåregivens"

Reliability estimates fon the total instrument using

Chronbach's Alpha is "8935. For each factor Chronbachts AIpha

is: "8969ç "84971' "e654ç "7453ç "7766 (Novak and Guest,

t987a),
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As thene are similav' quæsbions on Thæ Bunden lnventony

and The Caregiven Bunden Inventayyy and they are botþr deEigned

to meåsure subject ive bunden, {ov' interviewing purp<:ses

sirnilar questions (Eee Appendix C & D fov four símilan

questions*) wene combined in the two instrunrents (see AppendiN

D)" After inrplernentation the datå wä5 sepanated out and uged

for the purposes of analysis. There r.Je¡'e sI ight di f fenences

in the phnasing of the similar questions and the ï"esponsë

choices, but the differences rdrere not felt to rnake åny

diffenences in the results" CBI questions and v'e=ponses wel'e

used in this study f o¡. the four similan quest ions' i t ì¡ras

felt that the neseancher could be rÍìov'e cev'tain of the Ecore

on the CBI (a veÌ'y new instrument) i f the CBI was f ound to be

stnongl y correl ated with scov'es on the BI "

For the pLrrposes of evaluat ing the impact of bunden in

different dimensions the CBI is a more useful instnument than

the BI. The BI provides onl y a total bul"den scol'e t¡h i I e the

CBI provides both å total burden scoÌ-e ås well as five sub

scores (that make up the total scol-e) which indicate di f f erent

aÌ.eas of bunden" In this way the reseancher could analyze

whethen the d i f f er-ent groups (on ind ividual s) vål'y in the

areås they experience burden even though they nray have Eimilar

toùal burden scoì.es. This could then indicate an ent irely

di f f enent anea of intervent ion v-eqLrired to help al leviate the

burden.
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The B-eck Depresgíon Inventc:v-y (BDI)r

Perrn i ss Í on t o use The Bec k Depress i on

obtained fnom A, Beck (see Appendix E) "

I nven t ov"y \tås

The Beck Depression Inventony (shont) is a

mult idinrensional 13 itenr quest ionnaine (see Appendix E) " The

subject rates themselves on a scale of O-3 on each of the

dinnensions. The dirnensions åre: sadness, pessimisrn, Eense of

f ailuv"eu dissatisf actionu guilt, seI f disL ike, seI f harm,

soc ial withdv"awal, indec isivenessu se1 f imageu wonk

difficuLtyo fatigabitity and anorexia. Total score l"ànges

f¡.om O-39"

The estimated degnee of depnession according to the Beck

Depression Inventory isr

Scores of O*4 = none or nrinÍmal depnession

Scones of 5'7 = mild depression

Scores of B-15= nrodenate depnession

Scores of L6+ = severe depression

The spI it*hal f nel iabil ity of the original Beck

Depnessíon Inventory 'úras " 93" The shortened Beck Depnession

Inventory conrelated bettev'than "9O wíth the long fov-m. Beck

(1972) reports the short f r:v'm rel iabil ity is .96. Its

concunv-ent vaIidity nanged fv"om "61 to "92"
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Li fe Sat isfact ion Index (LSi-Z)

The Li f e Sat isf act ion Index-Z (lnlood, tnlyl ie & Sheaf or,

1969) is a shont form of the Lífe Satisfaction Inventory A

(Neugartenu Havinghurst & lobin, 1966)" Ït conãists of å

series of 13 statements" The sconing of the statenrentE are

Écoy-e tr;o points fov'each "right" ängwreÌ' - rnanked with ån Xe

one point f or ? ov- no response (see Appendix F) " Total score

!.anges from O-26" Norms for this instrurnent åreå

Scores of O-9 = I ow I i fe sat isfact ion

Scores of 10-18 = medium I i fe sat isfact ion

Scones of 19-26 = high life satisfaction

ReI iabil Íty of the Li fe Sat isfact ion Inventory-Z iE '79"

Sunrnrany

Four subiective rneåsuÌ'es wet'e used in this study to

meåsuy-e bunden, depression and i i fe Eat iEfact ion of the

cay'eg iver sampl e. Sevenal Ì'eseårch stud Íes have f ound

sub ject ive f eel ings to be str.ongl y conrel ated with the ínrpact

of cåy'egiving (Novak & Guest' l986Ê AYy et ål .u 1985ç Zaritu

Todd & Zavit, 1986)"

The BI and CBI rneaEure the cåregiveres subiective

feel ings about providing caÌ'e and how they feel this nole

affects thenr" Specific questions nelate to various åreås of
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the cåregíven y'ole" They expl.one thein perceived emot ional

and physicai. healthu social and financial statuE in relation

to being å cårËgíver. Levels of bunden are determined fy"om

these rneasu!.es" An ind ividual e s pey'cept ion of the st¡"esses

of cåy"egiving cèn create addit ional strains in theiv' I ives"

Depending on the number of othen stressons in othen ¡.oles and

the indívidualts ability to cope (time, energy, resources and

cornmitrnent ), cay-egivens wil I våry in thein level of burden"

ït was predicted that child canegivers will scrrÌ-e highen

on these burden inventon ies due to the mul t ipI e nol e

l"esponsibil it ies they have, which càn lead to nole strain"

Due to these rnåny other ! esponsibil ities, they nray have less

time and eneÌ"gy than å spouse càregiver" As wellu due to

their nel at ionship to the cåregiven and the ambiguity of the

cåregiver role for adult children (lack of standard nonrns),

they rnåy not be as committed to this nole ås spouse

c åreg i vens "

The FDI is å Eel f report rneåsul¡e of the psychol ogical

well-being of än individual" It is å widely used nreasure of

depression fon both youngeì. and older populations" Sevenal

studies have found depression pnevalent in cå¡.eEivers of

dementia patients (Fior"eu Becken & Coppel , 1983; Rabinsu Place

& Lucas, 1982; Zarit & Zarit, 1983) " ff à cåregiver

exper iences h igh bunden I evel su depnession I evel s were

expected to be high as well,
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The LSI-Z has been crfnr-nonly used ç¡íth elde¡.ly populations

and a=,se=,seË the individual t s perceived I i fe sat isfact ion,

Questions nelate to setf imageu mood, attàinment of iife goals

etc. Sevenal studíes have f ound cåÌ¡egiving rnay af f ect I i fe

satisfaction (Cantorr I9B3; Fenglen & Goodnich, I979; George

& Gwythenu 1986; Haleyu Levine, Bnowu Berry & Hughesu 19e7ç

Harnis, 1975; Rabinsu Mace & Lucas; Såinsbury & Grad, I97Oç

Zarit & Reever, 1987)" Some of these studies also use this

meåsuì.e, some use the longen form of the index. Caregivers

with high burden u,ëre eNpected to have high depnession Levels

and I ow I i fe sat isfact ion I evel s.
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f\ûll\Ët-r'Êm /îuù tffit ! Lga -

Resul t s

DE¡moq-r.aph i c s

Aqe

Aqe of caneqivers

Of the total sarnpleu the averåge age of caregivers (thoge

providing cèy'e) was 62"4 yeåt s (SD=L2"2) 
"

As woul d be e,xpec ted spousal cåreg ivens vlrere ol den than

child caregivers" The fnean age of the child cåv-egiveng wäs

53" 067 yeårs (SD=7" 45) with å range in åge f norn 37-70 yëårs

and foy- spousal caÌ'egivey's 72"6 yeaÌ-s (SD=7" 3) with ågeg

nanging fronr 55-86 yeårs. The dÍffenence in the mean age of

the two groups s ch i t d and spousal cåreg iverEe was

stat Íst ical t y sign i f icant (L=I O "O77; p_=. OOO) .

Aqe of carereceivev's

Of the total sample

c å?-e ) t he aveÌ'åge age

Carerece i vers t ages l.anged

of cåreÌ-eceivers (those neceiving

rsrås 79.25 yeårs (€D-=7,895) 
"

frorn 55-96 yeàFs"



53

The nrean àge of cay'ey-eceivers being cay-ed fol" by childv"en

was A2"33 (SD=8 "34) ! nang ing f v'orn 55*96 yeaY-5" The rneån age

of cårey-eceiveÌ.s being cay'ed f on by their spouses was 76" 17

years (Ð=6, 13) , nang ing f rom 64-89 years," The d i f f erence in

the rnean age of the two groups r/\,ås statis'tically signifícant

(t=3 "263i Ê=. OOI ) .

Mot'e child cåregive¡-s cared fov' oldev' family rnernbers

(careneceivers) than s'pouså1 caregivens. Family members, caned

fon by child cåregivers ureÌ'e widowed, thus fnore I ikely older

than the spousal gr{)up whene both partne}'s' were st il l I ivin9"

Age of the cårËgiver and the age of the cåÌ'ereceiven aY-e

c orrel at ed " The ol der t he c areg i ver o t he ol der t he

caÌ.ereceiver f on both spouse and ch i 1d groupg (Eee Tabl e I )

TabLe L

Aqe of Careqiver bv Age of Carereceivev- bv Relationship

Age of

Careg i vet-

Age of

Carerec e i ven L Y_

chítd

Spouse

É-Jð'

72"

30

30

o7

60

82" 33*

76.17x

"573

.680

xg( " OOI
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Genden

Genden of cåreqívers

In the total sampl e f emal e cåreg ive¡"s outnunrbened mal e

cåreg íverg 2: L.

Fernales caregivers also outnurnbened rnale caÌ.egivens urhen

the spouse and child gnoups were analyzed separately" In the

child cåì¡egivers grc:up fernale (daughtens) outnurnbered male

(sons) canegivers 3:1. ïn the spousal g!'oup the natio of male

to femrale (husband /wif e) caregivev's was 322 (see Tabl e 2) .

FemaIe cèregivers outnumbered rnale cåregivens in both

child and spouse cåregiver groups"

Table 2

Gender ell_lEareg i veÌ's

Total Children Spouses

Z (n) 7" (n) 7. (n)

Í"lal e

Femal e

Tot al

3L "7v"(19)

68 " 37"(41)

tooz(60)

23 " 3"r<7 > 40v"( t2)

7 6 " 77" (23) 60Y. ( tA)

100%(30) 1007, ( 30 )
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Gender of cêrereceivers

In the total. sampleu females (a=36) l"equiring cåì/'ë

outnunrbened nrales (\=24> ' This was not the case when the two

cå¡.egiving g?'oups ìrere anal yzed sepav"ately,

In the child cav-egiving group care was being províded to

females in 25 cases and to nrales in 5 case=. In the spousal

group thene tJey'e tt fernales and 19 males, requiring cåt'e (see

Table 3). Child caregive¡"s weÏ'e n'ìa¡y'e t ikely to be caring for

f emale f arnily menrbæns and spousal cåv'ëgivens l*,eÌ'e mol'e l ikely

tr¡ be looking after n¡a1e family rnernbers"

cantor. (1983) found women Íno|¡e 1ikely to be the

cå!.e!'eceivey. except in the cåE,e of Spous,eE'" In her study

chí1d cåÌ.egivel's cared fo¡" fernale family members in 75y" of

cås,eg and spouËes, ca¡'ed fon female family members in 48"67" of

cäses," As stated Prevíously child cåregivers were genev-ally

can ing f or parents r¿ho wey-e widowed. As f emal eE out I ive

males, the parent left to be caned fov would moEt often be a

female. u,,ith spousal gy-r:up it is not unusual fon the

cårel'eceiven to be mal e as, f emal es I ive I ongen than r¡al es"

In most cås,es,, uith marriage pantnensu the male spouse is the

older pantner"
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Table 3

Gendel' of Careneceiver

ïot e,I Ch i I dren Spouses

7,(n) Z(n) 7"(t)

Male 407"<24> 16"77"<5> 63"37"(19)

Fænra1e 607"(36) 83.37"(25) 36"7"1(lL>

Tot al I OOZ (60) 1002(30) 1002(3ô)

Manital Status

In this study 26 (e6"7"4) of the 30 child caregivev"s hrere

mann íed. Al I spousal cåreg ivers were marv- ied "

Of the total sample 937" we¡'e rnan¡'ied"

Emplgvment Sta'tgg

In the child cåregiven gÌ'oup X.9 (63"3"A) of the sarnpLe

were employed. In the spousal group 3 (IOy") wene employed"

Child cåregivers were rnore likely to be working outside

of the home than spousal cåreg ivev.s. Th is is not ån unusual

finding" Generallyu spouse cåÌ'egivers åFe olden than child

cåy'egivers and rnost ane at oy' wel I above re,t inement ège"
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Diaqnosís

Ai L cay-eì'eceívers in the sarnpl e had been diagnosed by

their" physic ia¡ r¡ith Ëörne f o¡.m of irnevensible dement ia å5

their pnimary diagnosis (see TabIe 4)" The forrng of denrentia

ín the other category included Pav'kinsonts denrentia (3),

and one unspec i f ied.

Table 4

DiagnosiE of Carereceiver

Senile Dementia Alzheirnerts TyPe

Senile Dementia

MuIti Infav"ct Dementia

Other

Tot al

7"(a-)

53.37, (32)

2t "72 ( 13)

LL "37, (8)

Lt "77" <7>

LOO'/. (60)

In Reisbergt s (1981 ) sbudy of dement ia pat ienÈsu åt

autopsy 5O7" were Senile Dernentia AlzheímeÌ'es Type (SDAT)r 257"

a combination of SDAT and multi infa¡"ct dementia (f4fD) which

rpould conrespond to senile dementia díagnosís in this studyu

157. f"lID and 157" oÈhen càuseg"
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Level of tane

Level of cåy-e is detærnrined in the assessment pt'ocess

fon pev"sonal cåre home placement in Manitoba" ïhe purpose of

the assessrnent is to determine the degnee of dependency on

nursing t ime (pnofessional and nonp¡"ofessional ) that the care

of ån åppl icant requines" Six categonies åì¡e assessed in

deÈermining the level; bathing and dnessing, feedingu nursing

i nt envent i on u

superVision.

arnbul at ionu el irninat ion, suppont and/or

Each of these six categories of cåre åre

assessed as to degv'ee of dependency fnorn independent to

maximum dependency, As aIl cèrereceivers in this study weÌ'e

on the waiting I ist for pensonal care horne a level of cav.e was

available" Levels of cåre y-ånge from level l to Ievel 46

I evel I being the 1 ightest caìre I evel "

The average level of càre for the total sànìple was 2"573

(SD=O"562)" The mean level of care fov those being caned for

by the child caregívey- gv'oup wäs 2"27 (ûO "45) " The rneån

level of cåre for those being cared fov. by the spousal group

r^,ås 2"4 (Sp=6"55)" The dífference in the rnean level of care

between the t\4,o gl"oups wås stat ist ical ly signi f icant (L*4" lOB;

E-=O,OOO). Spousal cåregivers Iooked after family members

¡¡equiring highen levels of care than did chil.d cåregivers (see

Table 5).

Johnson (198O) f ound spouses give rnolre compnehensive
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Ëupport and give it índefinitelYo ç,rhile chiid caregivens ane

often moy-e ambivalent ín theil' feel ings neganding caregiving

(Johnson I98Oe 1983). It 'rrould thæn fol ]ow that spouses

continue caregivi.ng longen and thenefore thein carelr€ceiver

would t ikety have a higher level of disabil ity.

Gnad and sainsbur"y ( 1968) and Knaus et al " (1976) showed

spouses go to great Lengths to pnevent institutionalization"

They do 5,o at tinres at great co5,ts to thernselvesu in the

bel ief that they cån better cåre fon thein il t spous,e"

Carereceivers in theiv' studies k,eì'e f ound to be wel l beyond

Ievels of caÏ.e that would justify institutional ization.

Table 5

Level of Carç of Carerece!ven bv Rglationship of Caregiver

Tot al Children Spouses

Level

2

3r4

Tot al

7"(ü

507. (30)

507. ( 30 )

1002 (60)

7. (n) 7"(n)

73 " 3'A(22> 26 "7'A(A)

26.77"(8)a 73"37.(22>b

1007,(30) 1007. ( 30 )

a None at level 4 for child cåregivers

b Two at level 4 fo¡' spouse cåÌ"egivens
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l-eveI of cåre and gender

ïhe only other variable tha'c showed a relationship with

lerzel of cåÌ'Ê rúJås gender of Lhe cèì'egiven, ovenall, fenrale

cèìregivers provrded càÌ.È to family rnernbers ì.equirinç higher

levels of càre than did rnale cèregiver=' (!:2" OB1, g=" OZ1),

Nives pì¡ovided higher leveIs of care than husbands, daughters

and Eons" Daughters pr<:vided sirnilar leve1s of cåre to sons

and husbands. Husbands, provided cåre to f ami I y rnenrbe¡.s

requirinq higher levelg of cårÉ than son caregiver-s (Table

6) ' Due to the srnal I nurnber of sub ¡ects Ín the son cåreg iver

gì¡oup, cautious interpretation of the data is required,



6t

Table 6

Mean Levet of Cane by RelatioLshÍp (ANOVA)

Gnoups

U-

SD

F

l . Husband 2" lnli f e 3" Son 4 " Daughter

E=12 n= 18 n=7 a=23

2,50 3" OO 2. OO 2"39

"52 "49 . OO " 49

1O " 26eee

Note" Group L u2 !=2"87xx

Gnoup 1u 3 '--2"25x.

GrouP 213 !=4"BO6xx+

GrouP 2r 4 
-þ 

=4 " 437**x

æg(, 05, *xg(. o1. xxæg( " ool

Spou=e cåregivens pv-ovided higher trevel's of care to

their family cårel.eceivers than díd the child cåÌ'egívens"

Fernal e cåregívev.s py'ovided highen I evel s of cåÌ-æ than did

nrale cåì.egívens overà1L, largely due to the fact female

caregivens in the spousal g!'ollp cared f on only level 3 and 4

famity nrembens (see Table 7, " Husbands Provided similan

levels of cåre to daughtens and highen leveLs of care to sonE"
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Table 7

Level of Care by RelationEhip

RæI at i onsh i p

chitd Spouse

Level

2

3

AY

ïotal

50n

7 (IOO7")

7 ( 1_OO"A)

daught en

15 (657.)

B(357,)

husband

6 (507")

6 (507.)

n (7")

wi f e

2<LLY.)

I4(7e%>

2(IL7.)

18 ( 1007" )

n (7.)

23( 100"4> 12 ( rOO7")

Level of cäre and livinq anranqernent

Spouses care fon family membens requíl"ing higher levels

of cane than both chíldv"en I iving with thei¡¡ caï.ereceiven and

childnen not I íving with their cåÌ¡ereceiven" Regandless of

1ívíng annangement child caÌ'egivens caned for family members

requining Eimilar levels of cäre (see Table B)" Of those

càÌ'ereceive¡.s caned foy'by childnenu foun of the eight level

3 and thinteen of the twenty-two level 2 ca¡.e¡.eceivers l ived

a I one,
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Írlo nelat ionship trêç f ound between level of Èa?'Ê af the

calreìreceiver and theiv- L iving arnangernent " That is', the

ånìount of cå!rë required by the cåP'ev'@ceiven was not rel åted

to r,¡hethËr they t ived with theír caregíven o¡" not" All spouse

cåP'egivens in the sample l ived with theiY- cåï"e!'eceiven'

Table I

MeallLevet of Care, by l.ivinç Any-angement and Relationship

Gnoups

t " Live with 2" Not I íve 3" Live with

child with child spouse

2,31 2,24 2" BO

"48 "44 "s5

B" 39**s

Note" Livíng àl.rångefnents refey-s to caregiverg living with

or not líving wíth the caÌ-eÌ¡eceiven"

Group lu3 þ=2.93**

Gnoup 2r3 !=3,67x*x
x*g(.o1. **xg(.oo1,

Level of caÌ.e wås not correlated with I i fe sat isf act ion,

burden oY depnession.

f,l-

SD

F
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Lençth 0f Ca¡"egivinç

The average trength of tirne caÌ.Ë ùres pl.ovíded in the total,

6ànìple was 58"4 months.

Childr"en had py'ovided cay'e an äverage of 73.3 months

(range=2-348 months; S-Þ"=99"35), Spouses prtrvided cå!.e for ån

avenage of 43.3 nronths (range=6*24O nronths; Så=4+"7A> " Thene

wås å t¡.end toward child canegivers pv.oviding cåì-e longen but

this was not statistically significant (t,=1.501; È="069)"

The èveråge length of t ime that càre t"'as provided \¡råg

similar for child and spouse caregivey-s"

L i r¿:Lnq â¡.têlroement s

ïn the total sanrple 71"7"/" (43) of cåï.egivev.s L ived with

the carey'eceiven and 28"37" Ct7) did not I íve with thein

c aÞ-elFec e i vev. .

In the spousal group (l=3O) al l caregivens l ived with

thein cåreÌ'eceiven" rn the child cåìregive¡. group 43"37" (13)

I ived urith thein f ami 1y membe¡' and 56"77" (1.7) I ived in å

sepanate residence. Of the f'3 cã?-eÞ.eceivers r*rho L ived q+ith

their child cåregiven, 12 were living uith a daughter and one

was living with a Eon caregiven"

ïhe maioríty of the sårnple of cåÏ.egivens I ived with thein

caÌ.ereceíver, I f the caregiven was å spouse they r+ould be
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3. iving with their cåy"ereceiver " lf the cåÌ egiven r,,ras a child

they we!¡e fnope l ikely to t ive sepanate frorn their

cåÌrereceivæn, T f the cèreg iver hrås tr iving with thei¡"

cåì¡eÌ"eceiver the caregivey' kraE, more 1íkely to be a daughten"

Brodye 1985 estírnèteS, in the united state=u 47. af people

65 years and older live in three generation households' at åny

g iven t i.me" Accord ing to the l9B2 Long Tev'm Sunvey (Myers et

äl,u 1984¡ Robins et al"r 1984), 36% o1 extremely disabled

cårëï.eceívers l ive with adult childrenu mostly daughteì-s.

Sixty pev'cent of caregiving daughtens had theín panent living

with them and 2Q7, of those had childnen unden 18 in the home

as well (Stone, Caffenata & Sanglu 1987)"

I nst fument s

The Zanit Bunden Intenview (B[)

The meån sco!.e fo¡" the total sample wiÈh the BÏ \,räs

39,27, in the miLd to nrode¡"ate burden range. The maNimunr

po5sible rånge in score is O-88.

For the child caregivers group, the fneån score was 42"57u

mode¡-ate to s,eveÌ'e burden and 35,86 f or the spousal gÌ'ouFp

mitd to moderate bu¡"den" The di f fev'ence in the Ecores between

the two gì.oups rfrfès statistically significant (L=1,925e

g=.O3O) " The child cåregiven g¡rouP had a highev' burden level
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than the spousal g?'Òup with the BT,

The Careçive¡. Bunden Inventony (CBT )

The rneån score for the total sample with the CBI ì^,åg

40"85" The maximuril possÍble ï-ånge in scol'e is O-gZ.

The mean bunden scoy'e f on child cåÌ.egiverg was 40" 33"

The rneèn bunden scoy-e fon spouse càregivens wås 4L.37. The

difference in the sco?"es !uås not statisticalty significant

<V=.77Op E-="385). Chitd and spousal groups showed similar

burden levels with the CBI.

Child cåregivers had highen burden Ecores than spouse

caregivers with the BI. ApproxÍmately 437. of child cål-egivers

and 45% of spouse caregivens scot¡ed in the modenate to sevey-e

bunden l.ångë. trith the CBI child and Ëpouse càregivers had

simi I an buv'den scores" Nlo noÌ"rns have been establ ished f or

thís instrument.

Za,v it , Reever and Bac h-Pet erson ( I 9BO ) neport f ew

d i f f enences betrdeen ch i I d and spouse cav-eg ivens. They v-epont

fon each group incv-eased burden with increased caregiving

?'esponsib i I it íes" Rank in and Pinkston ( l g8s) , on bhe othen

hand, neport child caregivens have higher strain than spouses.

Geonge and Gwythen (1986) neponted that spouses had twice the

stness than chí1d carÊgivers" The I iterature is unclean

neganding which càregíven gÌ'oup is most bundened but all agnee
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cåregivens are bundened"

The Br and cBI wËre hiEhly cornelated (Total samplæ;

v'=.831., !-=60u e-="ooo; chitd sample"" L=.878u !a=Sou Ð="ooot

spouse sarnple: L="e67u [=3O, g="OOO).

BqÌ'de¡- and l ivinq ål"f ångemënt

tdith the BI childy'en I iving with theír cåy'eFeceiven had

highen burden levels than children not I iving with thei¡'

carereceiven. They also had higher bu¡'den Ievels than s,pouses.

Chitdnen nc¡t t iving with theír careÌ'eceive¡' and spouses had

similan bunden levels (see Table 9).
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ïable I

lYean Scones on the Tavit Buyden Intenvier"r (BI) bV Livíne

Arnangernent and Re_! at ionship (ANOVA)

Groups

I" Live wíth 2" Not live 3" Live with

child

L= 13

4e"54

13" 11

with child spouse

m_

5D

F

L=17

38" OO

L2"71

F30

35,86

12"99

4" 42w

lrlote. Living êì.ràngefiìents nefers to the cåÌ.egiver to I ivíng

with or not l iving with the carey-eceiven,

Gnoup L r2 !=2"2L1#'

Gnoup 1u3 þ-2,935*x
æg( " 05" x*tg( " O1.

l¡Jith the CBI children I iving with thein caÌÊereceiven had

higher burden levels Èhan childnen not I iving with thein

cåÌ.et eceiver and gi.mila¡" levels of burden to spouses.

Childnen not I iving with thein cåÌ.eÏ.eceÍven also had similav'

leveLs of burden to spouses (see TabLe 10)"
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Table 1O

Mean Scones on the Êanegiver Eurden Tnventony (CBI) by Living

Arv"anqement and Ret at ionsh ip (AhlOVA)

Gnoups

ry_

SD

L

I" Live uuith

child

n-= 13

48"62

14, 36

2, frlot live

with child

L=L7

34" OO

1"2 " O6

3. Live u¡ith

spouse

n=30

41"37

12"36

4 " 91**+

Note. Living arnangements refens to the caregive¡' I iving with

or not living with the carereceiven"

Gnoup I uZ t-3, 1.1.8*ä*

x*¿( " O3. "

Both the BI and cBI indicated child cåFegivers living

with thein cåÏ.ereceiver were rnore bundened than childnen not

I iving with theiv' cåreÌ'eceivel'" Both inventonies also

indicate sin¡i1av. bunden Ievel for childnen not living with

thein cåy-ereceiver and spous,es" The difference in results

with these inventonies wey-e between chitdv"en l iving with their

cârereceiver and =,pous,es" The BI shoç¡ed highen burden fov'



7A

the ch i 1d group r,rh i I e the CBi showed sirni I ar i:urden f or both

gìroupE, t^l ith 'Lhe CBI children I ivÍng with theiy- carelreceiver

d id have è h igher fiieån EcorËt than spousës but

neach stat rst ical signi ficance"

this did not

Burden and genden

ïn the total såmple rnale caregÍvers (n=19) had lower mean

burden scores than fernales (n=4O) with both the BI and the CBI

(BÏ y L=2" 03L, L=" O23; CËT, Y:=t "992, L= "O29) " t^lÍth the BI

husbands had the lowest burden levels of aLl groups" Sons,

wÍves and daughtens had sirnilar levels af burden (gee Tabte

11)"
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TabIæ t I

l{ean Sconæs c¡n the ZaniÈ Ëurden Tntev'view (Bl ) b Rel at i onsh i

( ANOVA )

Gnoups

E-

9p

F-

I " Husband

812
29,33

11"6Ë

2" hli f e

YT7
4rJ^"47

12" 13

3" Son 4"

\=7

42,43

TB.76

Daughten

L=23

42" 6t

12, 35

3" 02#

hlote. Gv'oup L u2 !=2"269x

Group 1r3 t=2.115x

GrouP L r4 t=2"864p.+*

*g(,O5, **g("Ol

ü{ith the CBf al L f our g}-c:ups, had sim¡i l ar I evel s of burden '

Husbands d id have the I o"¡est meån bunden 5co¡'e but ùhe

var iånce urith the othen gY-oups ttå5 not stat ist ical1y

signi ficant (see Table L2> "

Caution should be taken ín intenpnetation due to small

så,nple number foY' sons.
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Tablæ 12

Mean Scores on the Careçiven Bu¡-den Inventony (CBI ) by

Relatitrnship (âNOVê)

ry_

SD

E-

Husband

L=12

34,92

10, 50

2" b'Ji fe 3,

L=18

45"67

11 ,84

Son 4,

y=7

37 "46

22"20

DauEhten

n=23

41" 09

41, 09

I "70

Noel ken and tnlal I ace ( 1985) reported uromen cåreg ive¡'s réreÏ.e

rnoy'e advenseï.y affected in the nrental health åt'ea than rnen,

l¡lomen reported rnov"e stnain and found the cåt'egiving expÊr'ience

more restv'icting and confíning though equal time and effont

cäy'egiving was taken" t¡lomen ane also ffiore l ikel.y to appv'eciate

the itl persones distress"

Bu¡-_den anLaqe

Burden scc:res urere negat ively correLated urith cåregive¡-

and cèrey'Êceiver age fon spousal cåÏ"egivens. [dith the spousal

caregiven sampLe, the younger the cåregiven the híghen thein

burden score (Za¡-it n=-.49Oe L=SO, L=,OO7t CBI ¡.=*,549" A=3Ou
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Ð=. OO2) " Thæ yöungey- the cäv"ëreceíver thæ h ighen spousal

carÉgiver buv-den 5coÌ¡e (zavii l"=-" 359e Ë|j=SOs Ð=" O55; CBI Y:=-

.445u F[=SOs Et="o14), cor¡.elåtions kel.e also found between

depression and åge and I i fe gat isfact ion and age of

cårey'eceiven f on the ËpöuÊe group. These stat ist ics aï'e

reponted orì ín the respective sections"

In the individual dimensions of br-rrden ({:BI) the younger

the spousal caFegivey- the higher the soc ial burden (t==-" 533e

L=.OOZ), the higher the physicat burden (t=-"4O7p Ð='o^26> o the

highen the developmental bunden (q=-"47ey P-=.009)p and the

higher the time bunden (L=-"49op È='O06)" No nelationship was

found with the emotional bunden dimension'

The youngey- t he c äreg i ve¡. and t he yÕunger t he

càre¡.eceiver the h ighev" the bu¡'den 5cc¡Ì'e f o¡' the spousal

caÌ.egíven, Age of cay-egive¡" and cårereceivel'wag not nelated

to the burden Ievel of child cåÏ'egivens"

Nlo relat ionships wev'e f ound in the chíld caregiven gÌ"oup

betr..reen burden and agæ of the cåreg íven oY- åge of the

c årerec e i ve¡" "

The younger the spouse cau-egivev'and his cåtrereceiven

the higher their burden s,cores. This finding may suggest that

youngeì¡ spouse caregivers are not ås åccepting of the disease

fov theùn youngel' sPouse as, older spouses with oldev'

cålÊereceivens. They rnay f eel. that they shoul d not be

experiencing such tnagedy at this stage in thein lives" The



74

olden cåregivey" with an older ca'rey-eceiven rnay feel thæy have

l ived ä long and good I i f e and bæ moÌ.Ê accept ing of this

disease at this stage"

As previously stated the ågê oî the cåregiven and thæ

åge of the cåì.ereceiven uJerê correlated in this study. The

younger the cè?-Êgiven the younger the cåÌ.ey-eceiver for both

child and spouËe cåregivens.

tsu¡.den and lenqth of careqivinq

The only correlatíon found between bunden and length of

cèy'eg iving kras h,i th spouses in the physical bunden d irnension "

The longer caÌ-e was provided the highen Èhe physical burden

(L=.466; p-="OO9). This nìåy be nelated to decline in heatth

and/or tolenance level in the spouse cay-egiver as cåì¡egiving

is prolonged"

Bunden was not conrelated with length of cåregiving fov

child o¡'spouse cåregivens rsith either bunden inventony or

indívidual CBI dimensionE"

Bundenu detrression and I i fe sat isfact ion

Canegivers with

hrere 1íkely to be

Invent ov"y (r=.646,

h i gh sc ores on t he

hiqh scorers on

n=60r p-=" OOO) ,

Zanit Burden Intenview

the Beck Depnession

the Caregiven Burden
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Inventory (L=o,831 , n=6Os p_=" OOO) and I ow scones's on the Li f e

Sat isf act ion Index-Z (Y*="6ê.4u L=6ou Ð='ooo) ' 5imílav" v"esults

we¡-e f ound f or the ch i 1d and spouse g¡rouFg índ ívídual I y. See

the section on Depressionu Burden and Life Satisfaction fon

statÍstics for the two groups indivídually"

Careqiver Burden Inventory DirnenEions

The CBI instrurnent not only gives ä total buv-den s,cov-e

but also s'cores in five individual dirnensions that nrake up

the total s,coy'e, These dirnensions indicate dí f f erent burden

aneas and in tuy-n fnay ass,ist pract it ionev-s in agsessing whev'e

they may need to focus thein interventions with cäregivers"

Tínre dinrension

The t ime dirnension includes t íme requined f or physical

cåì¡ee suppo!'t and supeÌ'vision on å daily basis to cêÌ'e fon the

cärerëceive¡- "

In the individual dimensions of bunden the diffenences

in the meån g'co!¡es, f o¡' the ch i 1d and s,Poug'e cåÌ'eg ivev- grouPs

rrrey-e stat ist icat 1y signi f icant in the t ime dimension (L=2 "827 e

p-=" OOB) " This indícates spouseË uJere moÌre bundened in this

dimengíon"

Chi l dnen I iving r¿ith their cåre¡eceiver u hourever u had
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Ëquåi t ime burden to spouËea. They also did r'¡ot differ

signif icantly in this dirnension with childnen net tivrng urith

their cåÞ'æreceiver but the trend 'r'/ås to h ighær Eco¡reg than

children not 1ívíng r¿ith thein cåÌ-ereceive¡-" children not

I iving with their cål'ereceiven had =igni f icantly lou¡en t ime

burden scores than spousës (see TabIe 13)" spouses brerË most

buv'dened in the t ime dímension. chi tdnen not I ivÍng çuith

their cãreÌ-eceiver were least bundened"

Table 13

Mean Scones on the Time Dimension of_ Jhe Caregiver Bunden

Ïnventony (CBI ) by Livine Anranqement and Relat ionship (AI)IOVA)

Gnoups

f"î

5D

F_

1" Live with

child

n=13

15.46

3" 15

2. Not t

with

L=L7

,.3 " t2

3,74

ive 3.

child

Live with

spouse

a=30

16.53

2-90

6" 1.7&*.

hlote" Living annangement nefers to the cåy.egivey' l ivíng with

or not I ivinq with the careÌ.eceiven"

Group 2r3 g=3"SOBF##

*æg("O1" *.xxg(,OO1"
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Soc ial d imension

The social dimension includes bur"den å5 å v'esuIt of

f amí1y nelat íonshipsu ef f ects on employrnent e resentment of

famí1y membærsu and lack of appneciation for onees effont etc,

In the social dinrensÍon child cå?'egivens had

signíf ícantly highen fnean bunden s,coFes than =,pt:uËes 
(L=3"173s

g=.OOl), Children I iving with their careÌ'eceiver and childv"en

not l iving with their cårereceivev' both had higher rnean bunden

scores, ín the Eoc ial dimension than spous'e cåv'egivers (Ïable

14) " Children were rnoÌ'e burdened in the soc ial. dirnension than

sPOUses '

chitdnen l iving with theín panent had the s,åfRe level of

social bunden ås chitdv.en l iving ín a dif fenent residence than

thein carev'eceiven (Table L4)"

spouses wel-e least bundened in the social dimension.

child cåregiversu both t iving r¡ith and not I iving u¿ith their

cåy'eÌ'eceiven hrere rnoÊt burdened.
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TabI e L4

Mean Scores on the Soc iaL Drrnension of the Cal"eç iver Burrden

Inventonv (CBI ) by Living Arnangemen'L and Rel at ion=hip (ANIUVA)

Gr oup s

1, Live with 2" Not Iive 3, Live r,ritlr

child

[= 13

'a E-,

.) cl ct

with chitd spouse

M

SD

F_

n=L7

L" Of

2"67

L=3o

1 ')¿a

1 A¿,

q 'f qss-
Jq JJ^ ^

Note. Living Arrangernent referg tr: càregÍvers I iving with oì.

not l iving with the caìreì¡ecej.ver"

Group 1r3 t=2"981**

Group 2,3 !=2" 439x

x¿( " 05. *x¿(. o1 "

Eeqt ionè1 d imensíon

The emc¡tj.onal dimension includes negative ernoticns

towards crnèt g carerecer.ver such as embarrassrnent, shårne and/or

resentment r anger at interact ions wi bh thern, and feel ing

unhappy and hopeless ebout the future" No statisì;ically
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=,igníficant díffev-ence b/ås, found in ernotional bt¡v'den fov"

spouses and the total child cåÌ-egiven group (!:1" 423s L="O8O) "

Table 15

Mean _scores on the Emot ional DirnenEion of the Careqiven Burden

Inventory (CBI ) bv Livinq AIFì-ångement ånd ReLêtjonghip (ôhlOVA)

Groups

1, Live with 2" Not live 3. Live ç¡ith

chitd with child spouse

E=13 L=L7 A=3o

6.39 3.29 3' 33

3" 45 3" 48 3"32

4" 16x'

hlote. Living annangernents, refel's to caregivers L iving brith or

not tivíng with the cårerÊcêiver"

Group L rZ q=2.474e

Group 1r 3 -*=2"7 tO*+

æ¿( " 05, *x¿(, O1

In this difnension spouses had lot;er emotional burden than

chitdnen t iving ïúith thein cåï"eÌ'eceiver and similar levels to

childnen not l iving r.rith their carereceiver (see Table 15) '

ry.

9p

F-
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Childr-en living with theiÌ¡ cè'r-e receiver[-iad highen mÊèn

burden scoyes in the emot ional dirnension than childnen not

1íving with Lheir cèrereceiven (see ïabIe l-5)"

Spouses and childy-en not living u,rith their cårereceiver

had sirni I ar ernot ion¿l burden " Ch i l dren I iving with their

cåìrÉreceiven had the h igt"r est enot ional bunden scores"

Developmental d inrensir¡n

The developmental dimension is a feel ing of being trapped

or out of phase with the expectat ions one has about this t irne

in their life.

Thene were no signi f icant di f f erences in this dirnensron

fov'child or,- spouse caì¡egÍvers (t=.4O8¡ p_="4O8). t"Jhen living

arnangenent r¡/ås anel yzed thene aL so werË no d i f f erænces (see

Tabl e L6) .
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M

SD

F

Tablæ 16

lolean Scores on _the Developmeryþal Dínrension of the Caregiver

Bunden Inventor_y (CB.I) by Livinq Ay-ranqement and -RelationEhip

(ANOVA)

Gv"oups

t. Live wi.Èh 2. Not I íve 3' Live urith

child with child spouse

n=13 A=17 A=3O

13,77 9" 59 tt "97

5"22 3.64 5. 82

2.52

Note. Living aÌ'rångements ref en to cåreg ive¡'s I ivíng with ov-

not with the ca!'ev-eceiven'

Phvsical diCIenEtloq

The physical. dínrension åre the physical ef f ects on the

cåregiven, Lack of sleepu decI ine in health etc'

Thene k,ere no signi f ícant di f f enences in the child oì'

spouse groups in the physical dimension of bunden <;È=L"267,

p-=' 105) .

Chitdnen t iving with thein cårev-ec€iven and spouses had
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Eigni f rcantly hrçher physical burcleln scüre5s tlran clrrldren not

1 iving with lLheiì. caï.eÌ.eceivel- (gee Tabl e L7) "

TabI e L7

Mean 5c,3res çrLthe PhVsical DirnËnsion of the Caregiver Burden

Invento¡,-y (CBI ) by Living Arranqement and Rel at-lcnehjur (ANOVA)

Gr oup s

2 J

U-

SD

t_

õì -f Cr

4 q1

q 1-

3"67

8.40

4"05

4-" 8O++

Note. Living èrì-ångenents ref ers to the cav-eç íver I ÍvÍng with

oÌ not I iving wí Lh the caÌ-eÌ.eceiver,

Group I,2 !=2,793xx

Group 2,3 !=2" 6OBxx

*g(. 05. æ*¿(. O1.

Children l ivrng ur ith 'cheir cårereceiver and childv'en

I iving in a separate res j.dence had sirni l ar burden scores in

t inre, soc ia1 and der¿elopmental dirnensions and hiçhen scov-es

in the ptrysical dimension " , Ai I th'¿-ee grouFs had sirni I ar

burden sc ores 1n t he devel oprnent al d i rnenE i on " Spouses and

ch Í l dren I ivÍng r,,,ith their cal-ereceiver had sirni I an burden



scÕres in time and physical dimenEions, Spouses had highen

time and physical burden than childnen not living with thein

c &?'e¡¡ec e i ver .

Spor".lses r"le¡¡e al so f ound to be moÌ¡e buv'dened ín the

physical dÍmension the longer Èhey had been p?'oviding care

(L=" 466s È=" 006) "

Spouses alre least bundened in the sociaL dínensions.

Along u,rith children not I iving with their cèrel.eceivenu they

are least buv-dened in the emotional dimension" Childnen not

Living with thein cä¡rev-eceiver were Ieast bundened in the

physical dimension. All three groups had sirnílan bunden

levels in the developmental dirnenEion"

Childnen l iving with thein cåre¡¡eceiven av'e eithen the

most bundened ov'among the most bundened in all the individual

burden dimensions" Spouses are least burdened in the social

and emot ional dimension,

Childnen not l iving with their cåì¡ereceive¡. åv.e the

least bundened ín alI dimensions except the sociaL dimengion

whe¡"e they åy-e the most bundened along ç¿ith childnen L ivíng

ç¡ith their cårev'eceiver, Theír bunden qdås similar to

Epouses and children living urith thein carereceiver in the

devel opmental and simi I an to spouses in the emot ional

dimension" They also had similar burden levels to chiLdren

l ivinq wíth theiy- cåy'eÌ.eceíven in the t ime dimension.
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The Beck Ðepnession Inventory

On the shont fonrn of the Eeck Depressi.on Inventony the

mean score fav the total sarnpXe rn¡as 5"633'

The rneån scoy'e for the chí1d cèregiven group wås 6"267

and 5"OO fon the spousal gy-oup" AlI scores are in the nange

indicating mild depnession" The dif fe¡.ence in the meàn scoÌ¡es

of the two gr.oups was not stat ist ícaL 1.y signi f icant (t,=1" 1OB"

p.=' 136) '

Child and spouse cåregivens had similar levels of

depness i on "

In the genenal ol dev' popul at ion est irnates ane that f nom

LY" to IO7. åre in mild to sevenel.y depnessed rånge" Blåzer

and hlil I iams (198O) nepot t 3-37" of eldenly persons (over' 65)

åy-e f elt to suf f er f rom maion depnession" ïhe rnost necent

data f nom NIMHe s Ep ide,miol og ical. Catchment Anea (ECA) study

neponted that !-2ï" of those over¡ 65 suffered fv'om å majon

depressive disonden and X-37" suffen fnom chv'onic depnession

(Myens et al u 19846 Robing et å1, 1984). l¡Jomen have a higher

prevalence than men in both types of diagnosis, This study

did not find diffenences in depnession betç'reen nrales and

femal es"

Coppel et al" 1985 found 4OT" of the 68 Alzheimen

cåregivens he studied to be cL inical ly depnessed" Gal lagher,

Roseu Lovett and 5ilven ( 1986) f ound 25'A of SDA-I- cåy-egivers
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çJith å curÌ.ent diagnosable rnaior or minov'deptsessive epÍsode,

with ån addítionaL 267. with depnessive featunes pr'æsent buÈ

not sufficient to diagnose" Kahan et al" (1985) found 457. of

40 SDAT cåþ'egivers were at least somewhat depressed"

AI l these studies neport level s of depression in cåv'egiverç

that ane highe,r than expected in the genenal olden population.

ln this study 637" of childnen and 477" af spouses sconed

in the mild to =evene ränge fon depnession" Avel'age scone for

both groups ureï-e in the mi I d depnession Ì-ånge, In the Hal ey

et al" 1947 study with 44 dementia cåregivers and 44 controls

(non càregivens) using the BDI (2f item) found the cåregivers

to have average scores in the mild depnession range rnuch I ike

thÍs study. Non cåregivens sconed in the no depression rånge"

Dep¿es€rion and I ivinq al'{angement

Al t spouses L ived with thein carereceiven" Spouse

cåÌ'eg ivers had depv"ession Ecores in the mi I d depnession nange"

Depl'ession scores for chíldnen l iving uJith their cårereceiven

çJere in the modev-ai;e depnession rånge, Childnen l iving with

thein cål"eÌ.eceiven had higher depression Ecores than spouses

and children not I iving wibh their càrereceiver". Spouses and

childnen not l iving wíth theiv- cäÌ.e?'eceive¡" had sirnila¡.

depnession ËcÈres (ïabIe 18) "
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ïable 18

Mean Scones on the Beck Depnæssion Inventory (BDT) bv Livina

Av'nanqement and Rel at i onsh ip ( ANOVA )

M

sp

F

Gnoups

1. Live wÍth 2" Not I ive 3" Live with

chil.d with child spouse

n= 13 n:=L7 n=30

8"31 4"71 5"OO

4"73 4"69 3"81

3"27æ

Note. Living åì-l.angernentg Ï'ef ers to cå!"eg ívers t iving with

or not l iving with thein caÌ'ereceiver.

Group I u2 t_=2,286w

Gnoup 1u 3 :_r=2" 33O*

xg( 
" O5,

From these resultg child caregívens living t¿ith their

cårereceiver had lower levels of psychological r*rel t being than

children cåregivers not living with thein careì-eceiven and

spouse cåregívens.
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Depre=Þion and age

lÁJith the spousal groupy age of the cå!-ey-eceiver

correl ated wi th depnession. The youngen the cåy'er.eceíver the

highen the depnession scoï¡e of the spousatr caregívey- (r=-

O" 415, n=3Op P-= ,O22> " Connel at ions urere al so f ound between

bunden and age and life satisfaction and age of caneneceiver

for this group of cåì.egive¡-s" These findings äre reponted on

in their respective sections"

No conrelation k,äs found with depnession and the age of

the cåre!ÉÊceiver fov. child caregivers"

Thene urås no col.rel at ion between age of cåreg iven and

depnessÍon for eithen child cåÌregiven or spouse cåÌ.egive¡-s,

ïhe youngev' the spousal caÌ'ereceiven the h iEhen the

depression level of the cå!'egiver. For child canegivens thene

hras no nelat ionshÍp between depression and ège of the

caï'ereceiver. This result may reflect spousal caregivens

being less accepting of the disease when theín Epouse is

younger as opposed to when they have L ived Èo an old age and

had å full Iife" Youngen spouse cày'egivens mäy encounter

f inanc ial pl'obl erns i f they ot- their cêrereceiven åre not of

pensionable age. ïhey may also still have dependent children

in the home"
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DepreEsion an_d length of caneqi_ving

Fon the ch i 1d cêÌ.eg íver g!'oup o depression t"JaË conrel ated

ç"rith length of cå!regíving" The highen the depnession LeveI

the gneaten the I ength of t ime cêre bras pv"ovided (r=" 383y

n=3O s Ð="O37> "

There rÂras no conrel at ion between depnessíon and l ength

of cåy'egiving for spouse caregivens.

The longen child caregivens provided cãÌ.F the highen

thein depnession levels. Fon spôuse cä!.egivens there rrras no

relationship between depnessíon and length of cåregíving" The

d i f f enences betr^reen theEe two gy-oups rnåy be due to the

di f f erence in comnritrnent to providing catre" Spouses, ãs

nrent ioned pÌ.eviously provide càFe indef initely and without

¡'esentment while child cåÌ¡egivers åÌ-e ínoy-e v-eluctant and also

often have divided loyalties due to the rnåny othev" roles they

are called upon to futfiL at this time in theín lives" They

then ñåvy over t imeu become rnore depr.essed in cont Ínuing th is

additional caregíving nole"

Depnession and gendey' of çar-egil{gf

Level of

c a¡reg i ver f on

depnession did

eithev. chiLd <:l.

not våry with the genden

spouse cåreg i ve¡'s,

of
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Ï.e95 t ön bunden and I i fe sat isfact ion

Caregivenss ås a wholeu with high scoreE on the Beck

Ðepnessíon rnventony uJeÌ-e likely to be hiqh scorers on the

Zanit Burden Intenview (y=.646, [=60y Ð="OOO) and the

Careçiver Burden Inventory (n=O,664, A=60p p-="OOO) and low

scov'e¡¡s on the LÍ f e Sat igf act ion Index-Z (o=-o" s62, L=6o,

E-=. ooo) .

There k,ere similan findings for the child cåÌ¡egiven

(Zarit y ="6420 A=3O, B="OOOç CBl.u n="685y n=3Ou ¿="OOO; LSI,

r=-.549¡ A=3O¡ E-="OO2). Findings wel-e also similan fon the

spouse caÌ"egive¡' group (Zanit, y=.637 ¡ n=3O¡ g=" OOO; CBI,

y="667, L=3Oy L="OOO; LSIe v;-"472u L=SO, L="OOB). That is,

for the indivídual gFoups, child and sp<:use caregivens, high

Fcoy"ev's on the Beck Depnession Inventony weÌ.e I ikety to be

high Ecorelrs on the Zav-it Burden Interview and the canegivey-

Bunden Inventony and lou¿ score).s on the LÍfe satisfaction

ïndex-Z "

LÍfe Satisfaction Index (LSI-Z)

The rneån

sat isfact ion

satisfaction"

sconed high in

sc o?.e f on t he, t of al

índex h'ès 15, O3e ind

Thiv'ty-five percent

life satísfaction with

sanrple on the life

icating rnedium life
(t=21) of the sanrpl. e

18,52 (D=11.) scoring
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Lou"

Fo¡" child cåregivers the rnean sco¡"e wås 15.69 and f on

ËPouse cå¡¡egiver it wàs L4.43" Both Ecüres indÍcate nrediun¡

life satisfaction" The díffenence ín meän scolres k,ås not

stat ist ical I y signi ficant (L=O "757 F g=O.22E-> "

chíld and spouse caÏ'egivers had similar Ievels of t i f e

satisfaction"

Acconding to the national study canried out by Hannis,

1975 the ave¡'age 1Í f e sat igf act ion scoy-e fo¡" rnales and fenrales

age 65 and older r'¿ãs in the high life satisfaction rånge (on

the LST.-z=L B' B) " Being in the med ium I i f e sat isf act ion range

this cåregiven sample was had lower tife satisfaction scores

than the national àveråge, Geonge and Gwyther (l986) reponted

on 51O caregivers of rnentally impained olden people" They

f ound that ch i I d and sp<:use cat'eg ivens v"eponted rnarkedl y l erwey-

l evel s of I i f e sat isf act ion than othe¡' nel at ives who pnov ide

cày'e. In Fengler and Goodriches (1979) study of wives caning

fon eldenly disabled nrenu the wiveE sconed in the medium life
satisfaction rånge (companable to Lst-z of ts,z>. In Haley

et al" (1987) study using the LSI-z the 44 in the contnol
gÌ'Òup sconed an åveråge of 21 . oo, h igh I í f e sat isf act ion,

while the 44 carægivens of senile denrentia patients scored

15"88, in the nredium I ife satisfaction rènge. Both studies

shot¿ similar- results to the findings in this reseanch (medium

I i fe sat isfact ion),
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Li f e sat Í=f act_¿gi'_ëIg_-è9"_

l^Jith the Ëpousål canegiver life satisfaction co¡-r'elated

(r"reak ) with the äge af the cäÌ-ereceiver " The younger the

cårel'eceiven the lowen the I i f e sat isf act ion scoy'e of the

caregiven (L=o.393, l:-3Or L=" O32) " Co¡'rel at ions u,eÌ-Ë al so

found between depression and age and bunden and aqe of

cårereceiver with this group of cåregivens. These findings

are ìreported on in thein ?respect ive sect ions"

ïhe younge?' the cä¡¡ereceivev" the lower the life

sat iEfact ion score of the spcruse cäregiver " For child

cåregivers life satisfaction wås not affected by the aEe of

the cåï'eÌ.eceivel', Spouses av-e perhaps l ess accept ing of the

disease/disabil ity of their carereceivev" u¡hen they åre young

than when their pantnen is at a more advanced åge and not

wel 1. A cimilar f inding wäE f ound with caÌ'eÌ"eceiver age and

depression of spouse cav'egivens (see Depression and Age).

Life satisfaction scores did not våry utith genden or

living anrangement of the child or spouse cåregivens"

Li fe s¿t isfact ion and length of cël:eaiving

Li f e sat isfact íon was negat ively cov'nelated çrith Iength

of cåï"egiving for the child cåregiver group" The ì.ongen a

child caregiven py-ovided cåre the lower the 1i f e satisfact ion
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(v'=-'357u A=3Oc ú"O53). No cov'relatíon rdJåË found between

life satisfaction and length of cåÌ.egiving for spouses,

The greaben the length of time cåre is given the lower

the level of life satisfaction fov child cåregivers" Fov-

€pouse cåY"egivens thene wås no relationship betwëen length of

caregíving and life satisfaction" Child cåÌ'egiver seenì to

have lower l ife satisf actíon as the length of tinre of

caregiving increaEes, As r,¡ith depression and Length of

cäregiving ( ie" the higher depression the Ionger the

carêgiving) this nray again be å Ì.eflection of the dif fel.ences

in commitment as ê result of the different relationship and

the mult iple roles in which aclult child cäy'egivens å!.e

involved. This coy'nelat ion is not found with spouse

c åy.eg i vens"

Li fe sat ís_f act iorlu burden and depres5i_gr.r

Canegivens wíth high scores on the Life Satisfaction

ïndex-Z k,ere I ikety to have Iow scùï-es on the Zarit Bunden

ïnterview (.=-O "427, Ei6Oy L=" OOi ) u the Canegiven Bunden

Inventory (L=-O "5Ë20 L=6Or Ëf--" OOO) and the Beck Depression

Ïnventory (L=-O "499e L=6Oy E[=" OOO).

Similar nesuLts wey-e found with the two individual

cåregiven gÌ-oups (child and spouse) " See previous section on

Depnession, Burden and Life Satisfaction fon statistic= for

the tuo gnoups individualLy,
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CHAPTER 5

Discussion

The nesearch hypotheses krey'e supponted to a lat'ge degv-ee

accondíng to the nesuLts of this study. The finst hypothesis

was found to be correct - the highen the bunden Ecoresu the

highev" the depnession sccrr@s and the lowev' the Iife

sat isf act Íon scores" ït appeal.s f rom theEe nesul ts that there

mày be st:me nelationship between these three variables for

cåì¡egiverE of f amil.y rnenrbey's with dement ia" Pnact it ionel.s

should be ale¡.ted to the possibil ity that indicat ions of

distress in one of thege areas could rnean attention should be

given to the othen areèE as well.

The second and thind hypotheses pv-edicting that child

caÌ'egivens would have higher bundæn and depression scones and

lowen l ife satisfaction scoy-es çJere pantly supponted" Thel.e

!'rey'e differences betç,reen the child and spouse càì.egiven

g¡.oups. These dí f f enences were in the ay-eês of bunden and

depression. Some of these diffenences only becanre appanent

r¿hen l iving arrangement r6ras considened"

Differences wene not found with the

spousÊsu in burden when using the CBï,

life satisfaction. ZarLt et al, 198O

two gnoups, child and

i n depv-ess i on or i n

also fr¡und in tlræir

these two gnoups" Tnstudyr no diffenences in burden between
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the pnesent study, the onI y d i f f e¡-ence betureæn the tk/o g¡.öups

þras çrhen the Bï,¡as used" ChiLdren wëÌ'e then found to be more

buv'dened than spouses. This wåE similav. to the findings of

the Rankin and Pinkstonu 19BS study. In othen wonds burden

(except with the BI ), depnession and I i f e sat isf act ion '*,e¡re

símilan fo¡- both child and spouse cåÌ.egiver groups"

Differences between child and spousË cåy-egiverE became

appal'ent, however u when the groups u,e?.e anal yzed as three
groups instead of ås two groups. Living anl"angement became

rnoÌ"e signi f icant than the researcher had eNpected urhen

exànìiníng group di f ferences. The thnee gl'oups analyzed we¡.e

spouses, childnen l iving with thein cåreÌ.eceiver and child¡-en

not living with theiv- càrêìreceiven.

l¡lhen I iving ary'ångement was introduced as an independent

van iabl eo I i f e sat isf act ion scores f or the thnee groups being

analyzed stí11 wene not significantly diffenent. Depv-ession

and bunden (BI only) scores, howeven, weï-e higher fo¡- childnen

I Íving with their ca!.ereceiver, This gnoup had Eigni f ícantly

h igher scoreË f or depression and buv.den (BI onl y) than f ov.

spouses and for children not l iving with theiÌ- cäÌ.el.eceiver"

Fon bunden measulned with the CBI, childy.en living r¡ith their

cåv-ereceiven had significantly higher scov.es than childt"en

not living with theín cåì.eÌ"eceiven, They had bunden scoÌ-eE

similay' to that of the spcrLrse gt oup" The chÍldren l iving with

theiv- cåv-ereceiven had hígher averêge burden EcoreÊ (cBI ) than
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the spouse gìroup but

sign i f icance.

they did noi: reach stat ist ical

Role stv-ain theory suggests that childnen living with

thei¡¡ carereceiver would be morë at nisk of experienc ing

higher bunden and depnession scores than the othen groups"

ldith the cåy'ereceiven living with theiv" child cå?-egivev'u

pl"obabl y a spt:use and possibt y teenage or yoLlng adul t

childnen, the risk of increased role strain would be greater

in this l iving av-!'angernent" This would be pav'tículanly so

when deal ing with a cårerêceiven with dement ia" Gneater

disnupt ions are pt:ssible, when å rnental ly impai¡-ed f amily

rnemben is present. Family routineg cån be disnupted due to

behav i oul' prob I ems " 51 eep pat t erns rlìay be al t ered due t o

wandering and/or agitation day ol- night etc' Ïensions and

frustrat ions åì¿-e t ikely to incnease ín the f amily with the

pÌ"esence of this type of cåFeï'eceiven. A carereceiver with

ã denrent ia is of ten not capable of cooperat ing 'uith normal

family routines" This can cause conf I icts r',rithin the family"

More role partners åÞ'e intenacting in å three genenation

househol d. Rol e theory states that the rnoy'e rol e partney's

pnesent u the gl'eaten the I i kel íhood of con f I icts occur.r ing.

Fon the caregiveno having the cå!'ereceiver in the homeu

måy alleviate st:me of the worry they'"rould otherwise have if

the cåv-elFeceiver wås on their öwn. On the othen handu ì. iving

togethel- quite often rneans rnoì-e input ínto the day to day care
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ís pnovided by the càrÊgiver. Thís penhaps leaves Less time

and enelrgy to penforrn in othev' roles and måy create overload

and conflict wÍth these v'oles"

It haE been the researchent s experience that fewel'

r¡esou!.ces åÌ'e nequested by th is f ami 1y type, They of ten f eel

that having sómeone in the honre to provide cåv'e further

disrupts the household routine and invades the privacy of the

famí1y" This type of cäregivev'would thenefore be at gneater'

risk of nole ovev-load and increase the potential fon bunden

and dæpnession"

Spouse ca!.egive¡.sy oñ the othen handr ño longer have

these multiple roles to ful fil. They ère often alone in thein

or'Jn home caring f or the prirnany person in their I i fe - their

spouse/cårereceiven" This primary roLe they must ful fil is

clear (no arnbiguity). One would expect the commítment to this

role would also be greater than fon child caÌ-egivers.

The CBI all ows f u¡.ther anal ysis of burden through the

f ive burden d Írnensions. Highest buv"den scoY'es f or both groups

wey'e found in the time dimension, followed by developmental,

physical u emot ional , then the soc ial d imension.

It r,Jas expected that child cåÌ'egivers would have higher

scores in the dimensions of burden than spouse cåregivens for

reasons stated above. l^,ith the burden dirnensions signi f icant

di f ferences in child and spouse gÌ"oLlps were found ín the time

and the social dimension" In the time dimension Epouses had



97

significantly higher burden scores than children. In the

soc ial dimension children had signi ficantly higher score than

spouses. Otherwise, al I other dirnensions (ernoL ionaI,

developrnental and physical) scores were similar for child and

spouse caregivers. TotaI burden scores for child and spouse

groups were similar but when the dirnensions were exårnined it

could be seen that there were differences between these two

groups in the areas the burden wås felt. One group was high

scor ing in one d irnension and I ow in the other, wh i 1e the other

group had neversed Ecores in each of the same dirnensions"

I t cån be seen how total bunden scores càn mask the

differences af the two gnoups"

When the varÍabIe living arrangement wås introduced in

the analysis, al1 three cåregiver grouPs had sirnilar

deveLoprnental burden Ievels. They àre aI I thenr similarly

feel ing out of phase with where they expected to be at this

tirne in their I ives. None of the groups expected to be caring

for a family member with dernentia"

Chi Idren I iving with their carereceiver lrad higher scores

than spouses in two dirnensions, the Eoc ial and the ernot ional

dirnension. Novak and Guest (1987a) had similar findings in

their study for the social dirnension" They found s'pouses to

have highen burden in the ernotional dirnension.

Iti!L !L- ---: -1 Ji^-^-;^- -t-;lJ*-^ aa.t- 1 i.,inn ¡riÈl-r &Froìr
WLtll Lllt| bLJLl'cl¡ Lll.lllE¡¡>IUll Lllf ¡ur Ê¡r lluv ¡¡Y¡rrb| w¡vr¡

carereceiver had sirnilar scores'to:children I iving with their
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cåriËÌ"eceiveì" ånd both [rad signi f icantly highen scöres than

spouse cåreg ivens" The soc iaI dinrension remåined

significantly higher for children than fon spouses Ì'egèndless

of the child cåÌ.egivent s l iving åÌ¡ì¡angement " The intensity

of the goc ial burden scot.es uås howeven, the Iowest in

cornpå!-ison to al l other bunden dimension. The Eoc ial

dimension includes burdens nelated to disrupt íons in family

y-el at ionsh ips and empl oyrnent . It also measuÌ'es cåregivents

f eel ings öf resentment toward othe¡. f ami I y rnernbel's who do not

assist and also theÍr feelings of being unappreciated for the

iob they are doing" Several child cåregivens who were I íving

with thein cårereceiver indicated to the researcher that if

they had to rnake the dec ísion ovel' again, about having thei¡'

panent live with them, they would decide against this option'

They f ound having à mental I y impaíred f ami 1y menrber in the

home too disrupt ive in thein l ives" They felt theiì¡ own

spouse and childnen suffered ås è result" They felt any gains

experienced by thein panent weÌ¡e fan outweighed by the

negat ive ef f ects on them and their f amily. Their pl'esence

created fanrily tensions and disagneernents, Due to the

pt-essuy-es of tnying to ful f il al l noles adequately, unde¡" Iess

than ideal condítions, it is not surpFising these child

cå¡¡egivers have difficulties with other farnily membeì¡s, their

wonk etc. (role confl icts),

The second dirnensir:n in which child cav'egivev"s living
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r,/ith theiy' cåÏ'eì¡êceíve¡" di f f er signi f icantly with Epouses was

the ernot íonal d ímension (as wel l åB the othen ch i 1d gl'oup ) "

The emotional dimension incudes negative feeling towards thæ

cal.ereceiver" This includeE f eel ing of ernbanl-assrnent o shame,

and resentment toulard thei¡- cårereceiver " ït inc I udes änger

about interact ions with the carev-eceiven and feel ing unhappy

and hopel ess about the f utuv-e"

These childnen not only have higher burden in the social

and emot ion dirnensions when cornpared to spouses, they alço

were equally burdened to spouses in all other dinrensions

(t ime, developmental and physical dirnensions). Anot her

difference rvJas shown in the time dimension, lnlhen the child

gv'oup wås conEidened ås a whol e, spoLlses had h igher t ime

bunden" lnlhen I iving arrangement wàs considered, thein t ime

burden wàs similar to spouses, As the cårereceiven lives with

the cåregiver they ureÌ¡e present u¿hen ca!'e wäs v-equired and ås

å consequence expev-ience the time and physical bundens similan

to that of spouse caregivens"

Nhen anal yzing spouse cä!.egivens and child caregivev'E

not living with the cårereceiven, the child gÌ¡oup wås

signi ficantly hÍgher than spouse cåregivers in the soc ial

dimension" This child group seerned to f eel the negat ive

irnpact of the cèÌ'egive¡" role in relat íon to theil' other noles

(work, family etc") negandless of living ärl'angernent" Spouses

had signi f icantty highen t ime and physical bu¡'den scoÌ¡es than
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th is group " Spousæs have been f ound to pt"ovide rnone physical

caÌ¡e to thein pantnev'than othen calregiverg pnovide (Novak &

Guest u 1987a) . Emot ional and dævel opmental burden l evel s r.Jere

found to be sinrilar"

LJhen the two child caregiver groups were analyzæd they

weÏ-e f ound to have simi I an t ime, devel opmental and soc ial

buy'den scoÌ-es" Ch i l dren I iving with their cåreì.eceiven had

signi f icant 1y higher ernot ional and physical buv'den Ecrrl-Es than

the other child group. Both of these chíId cåì¡egiver groupg

expey'ienced similan soc ial bunden IeveIs. This Índicates that

despite different living aì-Ì-angernents, children not living

with theÍr. cårereceiven still felt the impact of the caregiver

v-ole in relation to thei¡" other roles (familyu wonk etc")"

They also were found to have similan time burden to the

childr-en l iving with thein cåre!-eceiver" This could be clue

to the time spent tnavelling back and forth making visits to

their caÌ¡ev-eceiver', shopping fon them, caning fon ä second

househol d etc "

Chiidren I iving with the cärel¡eceivæ1. åppeåv- to be the

most affected by càregiving" Their depnession and bunden (BI)

levels lrere highev" than spouse cåregívers ås well ås child

cåreg ivens not I iving wíth theiìr cère!-eceiver " l¡lhen compared

to childl-en not I iving with their cårereceiver, children

I iving with theír cåÌ'ereceiven experienced higher burden in

the enrot ional and physical d inrensions" ldhen cornpared ùo
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spouses they had higher socÍal and emotional burden" In all

othev" dimengiong they had similar burden to both othen groups,

It should also be noted however that despite the fact

that these three glroups had differenceE in the effects they

ureÌ'e expeì.iencíng fronr cåÌ¡egiving, Èhey had all rnade the

decision tc¡ institutional ize thein f amily rnember-s" This

indicates that these three groups had all neached the point

at which they felt they could not continue cåregiving. Spou=e

cåregÍvens for instance 'erere in the mild to nrodenate range of

bul'den, while child cå!-egivens were in the rnodenate to severe

rànge (BI)" Frorn this Õne could speculate that factons other

than cåregiven bunden rnåy detenmine the dec ision to

inst itut ional íze theiv" f amily rnernber. Fronr the I iterature it

has been found spouses delay placement aE long as possible"

If burden urås the only deciding factor in placement, one would

expect spouses levels of burden to be higher than childnen"

In this study spouse cåregivense bunden and depnession levels

were lowey- than child¡.en not I iving with theiv- cåreÌ'eceiver

but both had rnade the decision to institutionalize their

c arev'ec e I veÌ' , Spouse cåy'eg ivers vJeÌ"e can ing f ol" f ami 1y

mernbers requiv"ing higher levels of cårË than child caregivers

but thiE has been f ound in rnany studies, ås wel l as this

study, not to be correlated with burden (Colerick & George,

1986; Gilhooly, 1984; Manchinu 198O; Novak & GueEte 1986i Ov-y

et al ", l9B5; ZarÍt, Todd & Zarit, 1986),
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Several vaniables usæd in this study r,rit I no'v/ be

discussed in reLation to the variables of burdænu depression

and life satisfaction fov'child and çipouse cåy.egivers" The

findings will also be nelated to role strain theony"

Age

Youngen spouse cåregivers were found to be rnore bundened

than older spouse cåregivers" Spouse cåÌ.egivers in genenal

had highel' bunden, depression and IoçJer l ife satisfaction when

car Íng f or a younger cårereceiver. No conreL at ions rô/eÏ.e f ound

with burden, depression and tife satisfaction and age af

cèregiver or cårerÉceiven fon child cårëgivens" This rnay be,

in part, a neflection of the diffenences in nelationship

between the càregiven and carereceiven, one being å spousal

nelationship, the othe¡" being a child-panent relationship"

Spousal cäÌ.eg ivers ère st owl y l osing the pr irnary person in

thei¡" I ives as they once knew them" As wel I u it appears that

the irnpact was gneater on the younger the spouse cårÊgiver
(for bunden) or the younger theiv- calrereceiver (for L:urden,

depnession and I i fe sat isfact ion) . careg iving spouses in this

situat ion rfiay f eel they and/on theiÌ. spouse may bæ too young

for this to be happening to them and may feel resentful and

angry (ernot ional burden ) " Ol den careg iving spouses with ol dey"

cåì.eÌ-eceivers måy feel they have lived å good long tife and

rnåy be more accept ing of heal th probl erns" IÈ may al so beu
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that youngeÌ. Epouses h¿ve moì¡e

may have rncrì¡e similarities to

closer tr: their åçle group.

role= than older spouses" ïhey

the child cå!'egivev" if the åFe

Gender

Female cäìregivens weÌ'e rnore burdæned overall u than males

in this study, Othev'studies have also had sÍmilar findings

(George & Gwytheru I984; Novak & Guest, 1989)" Female spouses

u/eï'ë most bundened, fol lowed by wives, daughtens and sons"

Male spouses were the least bul-dened" Caut ion should be taken

in intenpnetation due to the small nurnbens in Ëon cåregiver

gv-oup 
" No genden differences were found fov- depression and

life satisfaction.

As has been stated earl ien, females rnay neport distresg

rnol'e neadily than men, discussing their feel ings rnore openly"

Fanrily t ife rnay be rnore centnal for wornen and they may be more

sensit ive to relat ionshíp problems that occur as å nesul t of

cåregiving and in tunn be ernot íonal1"y af f ected by this" As

wör'nen àre the pn imany k in-keepers in our soc iety they may be

rïoÌ-e af f ected than fiien by disrupt ions due to family

obligations (Firtho Hubert & Fonge, l97O; Komarovsky 195O,

1956) " tlalum (1977 ) neponts that men äÌ"e rnoÌ¡e l ikely to

repÌ'ess or deny theiv' emot ions than bromen¡ Eo under l-eport ing

of stress in rnen n"råy be the cäse" In Johnsone s (1943)
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f ind ings men were more I i kel y than wornen to ask for and

receive help f rom other f ernale relat ives with their

càregiving. l"Jomen relat ives were rnore i ikeiy to respond to

requests for help frorn ä rnale caregiver who u/äs presurned not

to be abI e to deal with these tasks. hlornen careg ivers are

presurned to be able to be able to perforrn these tasks perhaps

because wornen t s caretak ing roI e cont inues over a I i fet imet

start ing at childhood when they are soc ial ized into this role"

They therefore also have the expectaþion of thernselves that

they should be able to handle this role.

Sons àre often Iess irnrnediately involved in càregÍving

often relying on their wives to ful fil this role (Horowitz t

i985). This màyr perhaps, be one of the reàsons sons report

less strain than other cäregivers. Johnson 1983 reports on

what he caI I s the "pàss through" ef fect. Th is is when men

turn to sisters or wives'bo provide maior caregiving, [.Jork

demands for the rnale caregiver àre considered å legitimate

iust i ficat ion for men not to have the t irne for caregiving"

For wornen work is considered secondary and d iscret ionàry

(Lopata & Norr, l98O) and not a legit imate iust i ficat ion for

not having the t irne f or other càreg iving, Nornen theref ore rnay

feel rnore pressure to cont inue in al I rol es ( I ead ing to

overload and role conflict). They of herw i se rnay see

thernselves as inadequate and/or feelt guilt-ridden" These

feel ing c,ån lead to f eel ing burdened às à caregiver.
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Leve} af Care

Spouse cåregivev-s looked aften family rnenrbens l.equív-ing

higher levels of cåre Èhan child cåìregivers" As spouses åre

eNpected to care for their partnere if they ane Í11 (societal

nonrn), it is not unusual to f ind that à spouse will cåÌ'e fov-

thein pantner to a later stage in the clisease (thus a highen

level of care) pl'ocess before cönsidering placernent, spouses

åre known to go to gr.eat I engths to pnevent

inst itut ional izat ion (Gv.ad & saínsburyu l968; Knaus et al , ,
1976> "

overal I females caregivers provided cåre to family
nrernbers requiring highen levels of cåÌre than males, This was

langely due to the fact that female spouses cal-ed fo¡- only
I evel 3 and 4 càreÌ-eceivers, increasing the ðveragë f oy-

fernales" Female spouses provided the highest level of cåì¡e,

followed by male spouses and daughters" sons provided the

lowest level of care but this difference r,¡as not statistically
significant when conrpared to daughters. care should be taken

in intenpretation ås the sample of Eon caì.egivens wås small
(n=7). As this role is nrov'e expected of spouge cåregivers io
fulfilr they mêy be nrone accepting and show lesE evidence of
negat ive ef fects"

LeveL ot care r,"tas not cor-related with I ife satiEfactíon,

burden and depression. Many othen l-esearchers have alEo found
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bunden not to be predicted by severity of impairrnent of the

cåÌ-eÌ-eceiven (Colerick & Georgee 19866 Gilhoolyu I9A4ç

Manchin, I9BO; Novak & Guest, I9B6i Oy'y et åI"u 1985ç Zavit,u

Todd & Zaritu f986)" They havæ found insteadn that cåregiver

bunden to be strongly cornelated wÍtlr the càregiver Eubiective

f eel ings toward provid ing cåÌ-e.

LeIgth of Careciving

The¡'e were no statistically significant differences in

l ength of t ime cåreg iving f ov" ch i I d oÌ' spÕuse cåreg ivens"

Fov- child cål-egivers depnession levels increased and life

satisfaction decneased the Ionger cåre wå5 pÌ"tlvided there

wås no nelationship between burden length of ca!"egiving" This

has been the finding in seveìràI othen studies of cäregiver

burden (Colerick & Geonge, 1986; Novak & Guest, 1985; Zanit,

Reever & Bach-Peterson, l9BO)" Child cåregivers måy develop

increasing dissatigfaction over time in a v-ole they åFe less

conìrnitted to and./ol'less prepared for ås companed to spouse

cåÌ'egivers" Thel"e was no correlation fon spouse cåÌ-egive¡.s

fon Iength of càregiving and depression or life satisfaction"

The only conrelat ion with burde,n f or spouse cäregivens r';as in

the physical dinrension. The 1önge!'spouses FÌ-ovíded cål'eu the

highen was their physical burden, This rnay indicate spouses,

being olden, with å greater I ikel ihood of chnonic health
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child cåì'egiversu rïay have moÌ'e physicalproblerns than

probl erns"

Living êry"angements

At i Epouses I ived with theiì- ca, ev-eceiver " rn the ch i l d

cèregiver grÕLrps 43"37" I ived r,,rith their f amily mernber (al I

but one lived with a daughten) and s6.72 rived alone. As

f ernal es åre usual I y the càreg ivers , it is not unusuaÌ to see

ÈhaÈ the cårereceivers were more likely tö be living with the

daughter. It has been found that if å son is the primary

caÌ'egiveru his wife often åssumes rnuch of the cål-egiving
(Horowitz, 1985) " It rnåy theref ore be rnore disnupt ive for å

cåìrereceiver to I ive with ð son when a daughter-in-law would

be the one providing cåÏ.e.

There was no correlation between Iiving arrangernenÈ and

level of cåÌ'e' This rneång the level of càre of the

cåreì¡eceiver was not a factot'in whethey'a child cal.egiver had

their pårent living uith thern on not,
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CHAPTER 6

ïmpI icat ions

These f ind ings show that both cäì¡eg iver gÌ-oups are

affected by cåregiving and that there åre similanities and

d i f f erences in the impact. Soc ial r¡onkers need to addness the

pnoblem äreas each type of c¿rregiver måy encounter in orde¡-

to assist them in py-oviding cåì¡e to thein family rnernbel- fon

ås long and ,ås wel l ås is possible.

This cåì¡egiver sarnple rnåy be arnong the most stresEed in

that al I part íc ipants in this study had already made the

decision that they could not continue cåregiving indefinitely"

They alI had their- family mernben panelled for persr:nal cål.e

home placen¡ent. The writen has found in pråctice, that this

is å dec ision f amily nìernbeì-s f ind vey-y dÍ f f icult to make

(particularly spouses). Many put off this deciEionu often

to theil- oq,,rn detrinrent " AI I pant ic ipantst f amily members uJel.e

c¡n the r",rait ing 1 ist f or. pl acement " They måy seÌ¡ve as an

example of hor"¡ depressed and burdened cåregivers can becomeu

bef ol'e they dec ide they cannot cont inue cåregiving" This can

alert gocÍal workens to the potential problems cåregivens may

encounter and to then assiEt them at ån eanl ier stage to

prepåre for oF avoid sorne of the di f f icult ies,
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LevelE of buy'den were high and dæpression and life

satisfaction in thís sarnple were in rånges outside of those

found to be nornral fov- the averàge older popLtlaLion" Forty-

f our pey- cent of the sampl e scored in the moderate to sevene

burden rånge urith onl y B L/27. showing no bu¡.den" Tr¡enLy-thnee

peì- cent of the sampl e h,eÌ"e in the nroderate to sevey-e rånge

of depression, only 277. showed no depression" Sixty-five pen

cent t^rere in the low to rnedium life satisfaction range the

norms f r:n thæ general populat ion ål.e in the high rångÈ" It

may be suggested f nom tkrese nesul ts that this caregiver gÌ'oup

were experiencing negative effects on their livesu at least

in pant y äs a nesult of caì¡egiving and the role stains it

created" Many cèrêgiversu regardless of theÍr category, could

benefit fnom assistance Ín coping with their cåregiving role

and the conflict, ambiguity and overload they experience.

Childnen l iving with their cåÌ.ereceiver were the gy-oup

that wey"e rnoçt affected by the caregiver nole. They had the

highest depression and bunden scoÌ.es of all groups" Role

strain theory suggests that these child cày"egivers can

experience moy-e role strain difficulties than other groLlps,

They have divided loyal t ies, to theÍr parent, to theiÞ. or¡/n

spouse? childneny employment etc" (ro1e conf l ict /v-ole

overload). Spouse caregiver wev'e at å different stage in

their I ives (avenage age 72,6 years) and theiì- spouse

càrereceiver would be the pnimary person in their life, unlike
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child cåregivers (averaqe åge 53 years) " It uJås thenefov'e

not surprising to f ind child¡"en I iving r,Jith theil' cåÌ¡eìreceiver

more burdened and depnessæd than spousesu with aI l these often

conf l ict ing roles to f ul f i1, as urel. 1 as pl"ovidirtg 24 hour cåre

in theil'own home"

Ch i l dren not I iving with their" carereceiver were not ås

br:rdened às children living with their cårëÌÈeceiven but bhey

had also rnade the dec ision to place their parent on a LJäit ing

I ist for pe¡-sonàI care home. Even though the bunden and

depression levels r^teì¡e Iowel- far this gÌ'oupr pr¡oviding cåre

to sonreone with a dernent ia, ç¿hile, they are I iving alone in the

comrnun ity, can go cln f on onl y so l ong, The n isks to thern and

penhaps others anound them soon becorne åre tor: great, I f

child cäregivers åre not able to cåre for their panent irr

their own honre, the ç,rr i tev' has f ound pl acernent must oqcur at

an earl iel- stage"

As it wås åppa¡.ent from this study that cäregivers I iving

r,¿ith bheir carereceiver seenì to be rnost af f ected by

cåregivinge plract it ioners should be caut ious when deal ing with

f ami I ies that åF€ ask ing f ov' advice regand ing crrnsiden ing

taking theíy- parent into their honre oF be careful about

suggesting this to families who mày be neluctant to consider

this option" It is inrportant that the social wonken meet with

all family membens involved in this decision and not iust the

primany cåregiver" It can alEo be veÌ.y useful to rneet with
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f ami I ies u,rho aÌ ready åre I iving toçethev' to Ì-eässess the

situat ion and pogsibiy assist the f amily in renegot iat íng 5orne

of the role al locat ions. ThÍs can possibi y assist in reduc ing

overloade confl ict and ambiguity of noles" The spouse of the

c,åy-egiveru the chÍldnen in the home, as wel I ås sibl ings of
the pn irnav'y cåÌ'eg iver shoul d al l be invol ved, It i s impontant

that al I rnernbers åre å'*råre of the impact th is nåy have .:n

their 1íves so that they åÌ.e betten pnepaned fon what may

crccur. ïhey then may be rnore adequately equipped to deal with
the situation" The cåregiven nray insist that they will be the
one providing cåre, but part iculanly when deal ing vrith å

f amily memben with dernent ia, behaviour-s etc, ål.e not always

under the contv'oI of the cåregiver" The cårereceiver can

cåuse disrupt ions in the household that wil I affect al I family
membens eithev. directly or indinectly"

Family membens should be ås knowledgeable about the

disease process ås possible and know that the couì.se is not

ent irely pnedíctable" That isu they should be åróråre that the
person they äre nou caring for can be different a week, a

nronth or å yeåì¡ f rom now, Having aI1 membey-s pnesent 
u

f ac il itates their knowing of the cå)-e needs involved and the
part each is pnepaned oì¡ able to play in p!-Õviding the cåy-e

Ì'equired to avoid role stnain. Family mernbers shoulcl be åwåre

of the forrnal suppont systenr and assistance that is availabte
should thein informal systern be unable to copë adequately (to
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heip reduce role overload).

In the writert s experience many child caregivers find

that they are on their own in providing care. The I iterature

indicates that there is usual ly one caregiver, often a

daughter. l'4ore work shoul d be done with f ami I ies so that they

åre all clear about the expectations on them. In turnr they

wiI i be able to verbal ize their cr¡ncerns and the I imitat ions

they f eeI about the caregiving, Farnil ies rnay then work

together fnore ef f ect ivel y in Provid ing cåre, ratheì' than one

caregiver becorning overloaded and in confl ict with the others.

Even if there still is one rnain cårrlgiver, à family conferenqe

wi I I assist others in the fami 1 y to better understand the

caregiverts role. They fnay then have greater tolerance for

the adiustments they will have to rnal<e in their l ives and not

be so resentfui or demanding of the càregiver".

Chiid caregívers I iving with their carereceiver were also

usuàI I y f ernal e (daughters) . FernaI es were rnore burdened than

males overal 1 in this studY, Pract it ioners rnust be aware

that f ernal es rnày be fnore at risk of becorning burdened than

rnale=,, particuJ.arly if they are a fernale sPouse" As discussed

earl ier f emales rTìay be more sensit ive to their càrereceivert s

disabil ity and fnay expect rnore of themselves as a cåregiver

than rnales. This has been a role that Ís expected of fernales

throughout their lives" The l.iieJature alEo suggests thai

females rnay be more open regarding their feel ings r:f strain
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than men and thus åppeår rilore stressed. As the turo f acbor-s,

bæing female and I iving wíth the carereceiven, al.Ê related to

burden, particulanly for child cåreBiversu social uronkev.s

should be sensitive to the fact the these child canegivens nray

be more at risk of bæcoming burdened. ês stated previously,

these cðregivens should be encouraged to have all willing

family mernbens actively invr:lved in the cåre plan for the

cårey-eceiver. The wniter has found that one rnust work with

måny of these u/omen to asEist them in sett ing priorit ies and

I imitat ions arîorlg the nurnerous rol es they åì¡e attempt ing to

fuifil. They rnust be encouraged to ask for help from both the

inforrnal and formal systern whæn necessä¡rye in order to avoid

or reduce the role overload. They often have to be asEisted

in nealizing that it is not their own shontcomings that make

it dif f ÍcuIt oy' irnpossible to futf il alI role obligationsu at

al l t irnes, to the sat isf act ion of eve?.yone"

ïhe Ionger child caregiveng provide care the highen the

depnession levels and the lower the lífe satiEfaction scoy-es"

This urås not the càse r¿ith spouse caÌ"egivens" Ihis f inding

rnåy be ¡-elated to the måny noLes child ca!'egivers åre called

upon to perform and their inability to contínue over tinre

without advense affects, This mäy be panticulanly so when

dealing with å person with å dementia. The carereceÍver is

slowly detenionating oveìr time and rnore and more of the

act ivit ies of dai I y I iving have to be taken on by the
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cåì.eg iver. Spou=es on the othen hand, have been f ound in the

l itenatureu to have å gl'eater cornmitment (stronger bond) t<:

pì.oviding cane and doÍng so indefinitely" ïhey also åy'è rnore

I ikely havæ less ambiguíty about cèÌregiving being thein r-oleu

have fewe¡- outside role obIÍgatÍons to fulfil than child

cåì¡egivers and theref ore rnore t ime and l ess inter f enence or

obstacles (ie. role conflicts) to ovey'come to provide care

effectively" This nelates to the tinre, energy and cornnritment

factors resËårchers have found pIåy ån important pant in the

degree of role strain expenienced by caregivers (Mankse L977)"

ChiId cäregivers måy therefore be in greater need of

suppontive counselling and increased sey-vices over time to

assist them in coping,

The only dirnension of buv-den correlated with length of

cåregiving for spouses wàs the physical dirnension. This

incnease in physical burden the gneater I ength of t ime

cåregiving rdàs pr.ovided may be moì.e related to the decl ine in

health and,/ov'energy level of an elder. 1y spouse cåregiver over

t ime when pìroviding caÞ-e to their partner. Researchers have

found spor.lse cåregivens to be rnoFe physically burdened than

other cèrÈgivers (Cantor, I983; George & Gutyther, 1986;

Novak & Guest, 1987a)" Tnte¡"ventions that may assistu if this

is the càse, would be assistance with the actual physical

cåre" As spouses åre often nesiEtant to accepting helpu the

wr i ter has f ound, negul an ongoing conLac t Ì,/ith them is
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irnperat Íve. It is impontant to have regulår nìonitr:rrng r:f any

changes in the health of the cåÌ-eì.eceiverc äs wel l äs the

c èÌ'eg i ver , Devel op ing å trust ing nel at ionsh ip wi th the

cåìregiver and encounaging f requent cc¡ntact with any quest ions

and concerns is important. The wniter has found in this way

one can be m(]l.e är'Järe of when the cåÌ-egiver is ready to accept

help, whether it be individuat counsel 1 ing (cognit ive therapyu

rel axat ion t¡^¿ining, behavioral intervent ions), horne cåre

senvice, pI an for placement etc. once acceptedu gnadual

increases in input åÌre more l.eadily implemented, spouses in
particular seem to need time to rnake changes" They also need

to be encouv-åged to try different åpproaches e"g" in behaviour

managernent, cop ing stnateg ies etc . They may f ind they dr: not

wol'k at one point in time, but when dealing with a person with

a dernent ia, they must be encouraged to tny the sårne

intervention the next day o!. ùhe next weeky äs they may then

be successful "

Spouse cåregivers cal-ing for a younger cårereceiver" krere

found to have higher burden, higher- depressíon and lowen life
satisfaction scores" Thene wås no co¡-relation fon chilcl

c å!-eg i vers and åge o f c årey-Êc e i ver . Burden aI so wàg

connelated with the age of the spouse caregivey-. voungen

spouse cåregivers had highen burden IeveIs. Spouse cåy-egivey"s

t"JeÌ-e penhaps rnore acceptinq of their cårereceiver-es

i I I ness when they þJÊre ol der and penhaps th i s wås more
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expected when åt å moÌ'e ådvånced àge than when their

c åÌ¡erec e i ver wås youngeì. " Younger- :5pouse c äì¡eg i værs rnay f eel

they are niissing out Õn I i f e having theiì. yoLlng sÞouse i t t

(and also the caì.egiver thernselveE being younger in the cåse

of buy'den) and unable to enjoy prenetirement and early

netirement yeärs togethen" They may also still be involved

in rnore rol es due Lo their young age¡ sirni I ar to ch i I d

cav-egivens. It may affect them financially if they have not

neacfred pensionabl e åge¡ or perhaps they måy st i I I have

childnen in the home that alre not yet independent" Child

cäregivers, on the othen hand, årë caring for their pårent and

this is often not thein prirnany nelationship, ås iE the case

wÍth spousês. In other wonds, the ch i I d and spouse

relationships åre unique and the losses thiE involves for

Ëpouses are very dÍf ferent and rnov-e signif icant than for adult

child cå).egivers"

Individual counselling rnay be needed regarding the losses

being expe?'ienced by the spouse caregiver ie Ioss of fheir

con f idant , often their sexual pantnen etc " They rnust be

assisted in æxpre=sing and dealing uith feelings they have

regarding the änger, resentment and often guilt they have

around their partner becoming itl particulanly at a young åge.

They must be neassuned that most people have such feelings and

be given permission to have these feeling=, that may othenwisæ

seem unacceptabl e to them" Pract ical in f or-rnat ion negand ing
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f inances Euch às spousåI and d ísab i I ity pensions and tax

benefíts nìåy also be exploned with them,

In the burden dimensions child caÏ.egivers l iving wíth

theiy- cå!"ereceiver had signi f icantly highe'n soc ial and

emot ional burden scores than spouses, They otherwise sconed

iust äs high as spouses in physicalo time and developrnental

burden" They scc¡y.ed higher in emot ional and physical burden

when cornpared to child cäregivers not I iving with their

cåìrereceiven and had simi 1ay. scores to spouses in

devel oprnent al u soc i al and t i nre bunden "

The soc ial burden dirnensÍon seerns to be the one that

shows the greatest dífferences in negatÍve affect on child

càregivers in general, ås opposed to spouse cåregivens, Novak

and Guest (I9E7a) found child caregivers to be rnore Eoc ia1 ly

bundened than spouËes in their resea¡-ch. AIso child

caì¡egivens not 1 iving v¿ith theil. cäÌrereceivev- were l ess

burdened in all àreås (except the social dimension) and yet

they also have rnade the decision to institutionalize their

parent. ïhis funther demonstrates the fact that chitd

caregÍvers åy-e able to pnovide cåì-e to ã centaín l imit and

that limit is rnuch less than that which spouses are prepared

and /or able to pv-ovide" These limitE ëre pnobably dueu in

a lange part, to the role strain this genenatÍon of caregivers

expeÌ'i enc e "

Higher scoreE in the socía1 dinrension for both child
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cåy'eg iver groups r ef I ects negat ive f ami I y intenact ionsu

problems with employment, f eel ings of nesentment toway^d othey-E

and not feel ing àpprecÍate,d for one's ef forts" Both child

groups were rnoì¡e affected in this dirnension than spouses"

This again nelates to role confl icty overload and ambiguity

fov' child cåìregivers as discussed Freviously"

Higher scoÌ'es Ín the emotional dirnension fov children

living wÍth their cåìrereceiver äFe related to the negative

f ee} ings, ånger, enrbarrässment and resentn¡ent f eI t towand

theiì¡ cårereceiver" ês child cäregivers are felt to be less

committed to prr:vÍding cäy-e than spouses, it would follow that

they may be more resent f ul of theiÌ' cårereceiver when in this

role. The wniter has found this to be the cåse with rnany

child cêì¡egivers, They in turnu feel guilty about feel ing

this {^,ay" This iE Ínte¡.twined with their f eel ings about other'

sibl ings who could be assisting them and will not (ro1e

con fl icts) , In counsel I ing cèreg ivers who èì¡e bundened in

this wåVs much iE often nevealed about past family conflicts

between sibl ings and/on their parents, that have never been

resol ved " Feel ings attached to past rel at ionships and

expeÌ"iences should be explored and discussed. Often if these

pnoblems aÏ'e so far in the past and the players so nesistant

to changeu càregivers must be wonked with av"ound leaving these

pnoblerns behind them" CInly then cån they go on to functicn

adequately in the present situation.
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The simi I ar s,cores in t irne and physical burden f or ch i I d

caregivers 1 iving with their carereceiver and spouses, is a

reflect ion of both caregivers I iving with their càrereceiver.

They are thus subiect to providing physical care and the time

needed to provide this càre. These àreà had the highest

burden scores,. Intervent ions in this årea could involve

educat ion regard ing provid ing såf e plrysical care as weI I

having relief in the form of sitter, hornernaking and/or

provision of sofne physical cåre by, the forrnal horne cåre

system.

Al l three groups had sirnilar level of developrnental

burden. Th is d irnension wàs the second h ighest burden

dirnension next to the tirne dirnension. This is a fneas,ure of

the degree to which caregivers had expected things would be

different at this point in their I ives' Little can be done

to change what has happened ie the d isease. Support ive and,/or

often grief counsel 1 ing can assist caregivers through their

difficult periods.

Frorn this research soc ial workers rnay have to direct rnore

at tent ion to femal e cèreg ivers, part icul arI y those car ing for

carereceivers 1 iving in the sårne resicl ence' They shoul d al so

consider in their àssessment the length of time caregÍving

has. taken place with child caì"egivers. In this study was

shor,,rn thai ihe Iength of t ime of cðregiving uJa=, related to

depression and life satisfaction for qhild caJegivers,
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SociaI work interventions with this group would have to

bæ d inected toward fami I y counsel I ing and/or rnan ital

counsel I ing" Despite the fact only one person is generai ly

the cä1.Égiver, å11 f amily mernbers äre af f ected by the

cåregÍving situation" In turn, the f arnil ies act ions and

react ionE to the canegivere s role impact an the caÌ-egive¡. and

cärey'eceiver" This can increase the role strains due to the

numbers of role partners involved" This can also incnease the

l iket ihood of conf I icts. Family counsel I ing sëssic¡ns may help

to f ac il itate more aEsistance f rorn the f arnily netwonk and help

to reduce the bunden, depression and increase the I i fe

satisfaction of the cäregivev-" Tt may also assist them in

recogniz ing their I imits and the irnpact their caregiving role

is having on othen f ami 1y rnernbev's"

Pract iL ioners also should be consc ious r:f the f act that

encounaging oÌ. recomr¡lending the cäregivel' take theiv' family

mernbeÌ' into their horne should be cåÌ'eful ly considered.

Several child caregivers in this study advised that they would

not choose to have theiv'panent rnovp in with them í'î bhey had

it to do over again" They found their I ives and their

ch i I dren' s I ives put ínto turmoi I . fanril ies further advised

they shoul d have asked f on honre cåre hel p eanl ier and/ol'

should have started pensonal càre horne placement plans sooner.

t^l ith Epouse caì¡egiverso females were ßìo?'Ê at nisk of

becoming bundenedy às wås the cäse urith child caregivers"
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They t"'e¡-e also providing cåì¡e to å cåreÌ.eceiver at å highev-

caì¡e I evel than åny other gì.oup, Fr-act it ionelrs shoul d tre

prepared to see the possib i t ity of youngev' spouEe cåìreg iver s

rnol'e burdenerd t l-ran ol den spouse c åÌ.eg i ver-s " AI so see í ng

spoLlse c åreg i vers be i ng moÌ.e depressed u be i ng more burdened

and having lower levels of life satisfaction when caring for

å younger cåÌ.ÊrÊcelver. ïhey måy be more in need of

intenvent ion in these aì¡eas than the rnoì¡e el derl y spouse

cal-Êg iven " These spouses rnay need rnore ind ividual counsel I ing

to assist thenr in wonk ing thnough their. f eeI ings of l oss,

nesentment neganding becoming cåregivers at thiE point of

their Lives and guilt neganding the resentrnent they may feel"

Programs, such as cåregiver support groups often do not reach

this youngeì¡ spousal group" folost groupg are attended by otden

spouse cåreg Ívev"sr ås dement ias are flìore cornrnon in the o1der

elderly population" This funther intensifies this youngeìr

gl'oups feei ing of uniqueness and isolat ion f nom other.

c åreg i vers.

Spouse cåÌ-egiversu like child caregivers felt they should

have asked for home cäre assistance eàrl ier and,/or planned for
placement earl íen" It has been the wniterts experience, with

Ëpouse cåreg ivers, that they del ay pl acernent as I ong ås

possible and often do not request or hesitate to accept honre

cåÌ'e assistance, f or f av- too I ong " Banuch ( 19BB) f ound

spouse cåregivers have ä generä1 pnefenence fon fnanagrng their
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situat i<¡n on their or,,rn. ïhis rfiåy be in part due to the

ant ic ipated neEistance they f eel that their cåreì¡Éceiver r¿i I I

g ive to horne cåre assigtance (eg " resp ite service etc " ) " As

welly äs they often feel that they cån p!.ovide the best cåree

and that it is thei¡. iob to do so. They othenwise feel they

are shirking thein y-esponsibil ity" In pl annÍng for personal

cäre horne placernent Farcas (I98O) found delaying may be a way

of avoiding the final ity this bnings" The writer has found

Epouses rnust be encouraged to r¡ake real ist ic pI ans at the

right tinre" They must algo be counselled to accept help in

order to assist in preservÍng their own health and in tunn to

be abl e to provide cay.e l onger " Of ten åssurance and concnete

assistance about the course of act ion in making and

irnplernent ing plans is needed"

FurLher research should look at cåregiving cornpaning

spouse and child cåÌregivens living in the såme residence åg

the careì.eceiver, The research should be directed at Iooking

rnore spec i fical ly at the nole di fficult ies each encounter and

how their fr:rrnal and informal networks assist them in coping.

ït would be uEeful to have longitudinal research with

cåreg ivers of dernent ia pat ients ås rnuch is said in the

literature about the cåregiver role changing over time. The

various stages of the dÍsease bring àccompanying shifts in

cåre needs" Researc h on st r.engt h o f past and present
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rel åt ionsh ips and how th iE impacts on ccrmrnitrnents c¡f both

spouse and child caregivers may be irnportant" Study of nrale

cåreg ivens and how they cope rnày v-eveal Bofiìe of the reasons

they seern to have 1oç¡el' burden then f enral es" tüith

cày'egivey"s for exarnple it rnay be that their wives öì- children

åre actual ly the pnimany cäregiver, l,{ith male spouses it has

been found that othen females assist, while i f the spouse

cåregivev" is fernale this would not happen as neadily. It måy

not be that f ernales àre more easily burdened but fiiåy be they

take on rnoì¡e thernsel ves than do rnal e cåÌ¡eg ivers"
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CHAPTER 7

Sunrnrary

This chapter provideE å surnmåry of the maior findings of

this reseanch. Each issue has been discussed previously in

ffioÌ'e detail " It is impontant to rernemben that the sample was

srnal l, ncrn randorn and is based only on cross*sect ional data"

Conclusions can only be related to this sarnple and cåre should

be taken in not mak ing general izat ir:ns to other careg iver

popul at ion groups"

The prirnal'y research question in this study wäs to

deterrnine whethen there were significant differences between

child and spousal cäregivers in åreas of bul-denu depression

and I i fe sat isfact ion.

Level s of burden weÌre h igh and depnession and I i f e

sat isf act ion in th is sampl e weìre in Ì'ånges outside of those

found to be nonrnal fon the averåge oIder population" These

variables uJere also highly conrelate with one another, Tn

genel'al for both child and spouse cäÌ"egivers in this study

the higher the bunden level of the cåregiver, the higher their

depression leve1 and the lowen thein life satisfaction level.

Children i iving with their càt"ey-eceiver had highen

buv"den and depression levelE than Ëpouses and children not
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I iving uriÈh their cå!.ëlreceiveì¡, In the burden d irnensions

children l iving wÍth their" cåÌ-eÌ.eceiven were nÌore bur dened in

the social and emotional dinrensions than spouses and equatly

burdened in all othen dimensions (physicalu time and

devel opmental ) " These child cåÌ-egivers were higher in

physical and emotional dimensionsu and sirnilar in the socialu

time and developmental dimensions, when compared to chitd

caregivers not I íving with their cårereceíver"

The longer child caregivers provide care the higher- thein

depnession and the l ower thein I i f e sat iEf act ion scÕl¡es.

ïhene wås no correlation found with burden and length of

cäregiving for child caregive¡'s" There was no nelationship

between Iength of càregiving and depression or t i fe

satisfaction fov spolrses" t^l ith spouses the longer cåre wås

pl.ovided bhe highev- wàE the physical burden. No other

connel at ion h,ås f ound with burden ancl l ength of cår.egiving

f ov- Epouse c årEg Í vers.

Spouses caring for å younger cårereceiven had higher

burden and depression leveIs and lowe¡- life satisfaction

levels than spouses caring fon older caÌ-eFeceivers" Youngev.

Epouse caregivers also had highen bunden sco!.es than olden

Epouse cåì.egivers" Car.egiver age waE not nelated to

depr-ession oy' life satisfaction for spousë cåy.egivers. No

cory-el at ion uJës f ound f or ch i I d cåreg ivers '¡ith age of

cày-ereceiver or cårÊgiver and bunden, depression or t i fe
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satisfåction.

Female cäregívers urere mÕre burdened than males in this

study" Fenral e spouses were most burdenedu then daughtey-s and

sonE " The I east bundened urere mal e spouses " There weræ no

gender di f f e¡.ænces f or depression oì¡ 1i f e sat isf act ion.

Often the soc ial and psychol ogical costs of cåregiving

becorne too high f or f amily càregivers" NoL äI I ef f ects of

cåregíving, such as depression, bunden and decreased I i fe

satisfaction, åre preventable or remediable. Thene is no set

ånsweÌ¡ or sol ut ion f or åny one situat ion " Soc ial wonkers

must assist some familiæs in deciding when it is no longer

wise to continue their cåregiving or neduce the arnount of care

they provide, Sonre f arni I ies Bo beyond the I imits of human

endurance as they feel they have no other choices" They must

be assisted in judging when it ís time to provide cåre to

their f amily rnembev' f y-om anothen sett íng (pev-sonal cane home) "

Interventions urith adult child cåregivers need to focus

on counsell ing with f amily rnenrbenE" The caregiveru his or

hen spouseo children and/or siblings of the cåregiver need tc:

negot iate proper rol e al I ocat ions sa that the responsib i I ity

f o¡. c al¡e c ån be shared and not rest on onê person u c reat i ng

r-ol e oveÌ- I o¿d " In add it ion u they must be assisted in

ï¡ecognieing and accepting their limits and set prionitieE
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without feeling guilty for havÍng done so, A clear

understandíng of the situat ion by al l f amily rnernbers can lead

to a rnoÌ'e balanced càregÍving situat ion and assist them in

continuing caring fov- the famí1y rnemben longer, t:y neducing

role stnains"

Spouse cåregivers rnust be assisted in developing skills

needed to agsurne roles previously held by their partner or to

seek åppy-op)-iate substitutions, Spouses need to be counselled

to be conscious of tending to their own health needs, allow

tirne for thernselves and decrease their isolation so that they

have a life beyond cåregiving (Íæ resuming forrner activities,

renewing old f r-iendships etc) " Many spousese once thein

partner" is placed in personåL cane horne or dies, have great

difficulty picking up thein I ives again" Little is available

to assist these cåregivens after placernent of their partner.

All caìregivens must also be knowledgeable of the disease

py-ocess and of available resources to assist in providing

caì-e" They must be encounaged to seek help f rorn both fonnral

and inforrnal resources (respite, family and individual

counsel 1 ing u sitter senviceE, Euppot t gr-oups and fami l y etc " )

rathen than to

o'¿nindefinitely"

cont inue to struggl e on thein

Due to the pnogì¡essive degernerat ive couÌ.se of dernent ias

of ten over I ong unpred ictabl e yeårs, rnuch of the f ocus of

soc iai wonk intervent ion rnust be on aEsist ing a1l cåregivel.s

to betten copë with their challenging task"
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Schal Lmannv s study on the Di f 'f ev'ent ial Impact c¡f

Caregiving on Spouse and AduIt ChiId Caregiveng of FamiIy

Membev's" I understand my part ic ipat ion is voluntary, I

understand that alI infonrnati.on is conf idential and will be

used to identify general trends"
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Family Studies
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Dear Col league:

Thank you f or your i nterest i n The i'lemory and Behav i or
Problems Checki ist anci The Burden Interviev¿. The encioseo
booklet lncludes descriptions of the measutres, psychometric
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these instruments or parts of thern in your reseanch and to make
copies of them for that purpose, with appropriate citation of
the source i n any papers or reports you prepare.

If you do use these measures, we would appreciate iearning
oi your resuits. ;

Sincerely,

Steven H. Zarit, Ph.D.

Judy if. Zanit" Ph,Ð.

A¡ Eeual Opportunity Univcrsity



BURDEI¡ II{TERVIEW

Il{STRttCTI0l.¡ãt The {'.:ilo,,¡in.J ia i llst of Etåt'.-menËÊ, ç¿hish reÈir¡::ç
hou¡ peop I e somet lmee f ee i when tak I ng côre of anoi.her penson , Af ter eachstatement" lndlcate hor+ of!en you feel that Håy, neveF" ratrelyo scmetlmeg,quf te frequent,iy" or nsarly alç¡.rys, There ere nc rldte or l¡ror¡g ènswers,

1,, you teel that yùur r+ls,çlve aeka fc¿. mr¡r.e h*lp than h*z'she neeOe?

Náver t ' Racely 2. Sometlmes 3. Gulte Frequenily 4. òåearly Alv¿ayE

you feei bhat because cf the tlme you spend wlt,h your relatlve thatdon't have enough Elme for younself?

Never 1" Rarely Z" Sometlmes g. Gutte Frequently q" Nearly Alw¿ys

Dc ycu feel stressecj Þetween carlng for your relatlve and trylng to meetother responslbil ltles for your famlly or work?

0, Never 1. Raceiy 2" Scmetlmes 3. eult,e Frequently 4. Nearly ålways

J"

Do

0"

2. Do
you

0"

4" Do

0"

5" Ðo

0"

you feeI €rnÞârtrrlssed

llever 1. Rarely 2,

you feel angry when

Never L Rarely 2.

ovec your relat!ve's behavlor?

Sometlmes 3" Qult,e Frequently 4, Nearly ålr¿ays

You åre aro¡lrrcl yo\Itr re I at l ve?

Someilmes g. Gul te Fneqr¡enily 4. Nearly Always

relailonshlp wlth

4" $learly Prlv¡ays

_\ '.
þ,

7"

8

o

Do you feel th.:t ycutr rel¡,tlve currentìy affecte your
other f aml ly members or frlends ln a negat,tve way?

q. Never L Rarely 2" Sonet lmes g, eul te Frequenil y

åre you afrald what bhe future holds for your relatlve?
0" Never 1" R¿cely 2" Sometlmes g. Gulte Frequengly A" Nearly AiwayE

you feel your relatlve ls dependent upon you?

l,iever 1" Rarely 2" SometlmeE O, gu!te Fcequenily 4" Nearly Ai'-¡ays

you f eel gir,rlne¡t when you are aror.¡ncl ycur relat,lve?

ltrever t. R¿rely â,$ome-vlmeg tl, âulEe Frequently 4o Near-ly ålwaya

Ðs

0,

[¡o

0.



.(j 10 " Do ycu f ee I your hea I'1,- youtr re lat I ve?

0. Never l" Rarely

L 1 " Do you fee I that you
because of your relat
0. Never t" Rarely

12" Do you feel that, your
* fon your reiartvel

0. Never l" Rarely

14. Ðo you feel that your relatlve seemshlm/her, as lf you trrere t,he only one

0 , Never j, . Race I y Z. Some t inres g .

th has suf f ered because of your I nvo I vement ç¿l t,h

2" Sornetjmes g" eulte Frequently 4. Nearly Alw-ays

don't have as much prlvacy as you would I lke,I rraâ

2. Somet,lmes jg, eulte Frequengly 4. llearly Alç¡aye

scciai I lfe has suffered because ycu are carlng

2. Sometlmes g" Gult,e Frequently 4, Nearly Alç¿ays

J13" Do you feel uncornfortable about havlng frlends ovEro becauge of yournelatlve?

0' l{ever 1" Rarelv 2. scnet,imes 3. Qulte Frequent,ly 4. Nearly Always

to expect you to tak,e care of
he./she cou ld depend on?

Qulte Frequently 4. Nearly elr+ays

15. you fee I

addl t lon

Never 1.

15. Do you Éeel
I onger?

0, Never l "

Jn" Do you íeel
t I I ness?

0. l.lever t

Rare I y

you have

" Rarely

2. Sornet lmes

I ost, control

Do
ln

0.

that ycu don,t have encugh money to care for ycur rela!!ve,to the rest of your expenees?

Rarely 2" Sometlmes g. eutte Frequent,ly 4" Nearly Always

that you wl I i be unable to take care of yaur relatlve much

of

Qulte Freguent,ly 4.

your .'Le since your

Qulbe Freguenllv 4,

Nearly Always

relatlve/s

Nearly Alv¡aye

to gomeone

Nearlv Ãlr.¡ave

2, Scme B lmes g,

18, Do you ç¿tsh ygu could Jusl leave ttre
elee? cane oË your relatlve

CI" f.lever l " Rareiy A" Sometlmes 3. Gult,e Freguen€ly A"



L9" Do you feel uncertain about whåt bo 3o about your relaglve?
0" Füever' 1" Rarely 2. Samellrnee 3, Qulte Frequenly 4, Nearly Alç+ays

â0, Do yCIu feel you eho¡.rld be doi¡-rE morË Éor. yorJr relatlve?
O . Never t , R¿re ly Z" Someç lmes g. eul te FrequenE ly 4. l{ean ly ålwayg

2-r" Do you feel you couid do è'b-'tter Job l,n carlng for your relatlve?
0. Never t. Rarely 2. Sometlmes 3, Oult,e Frequently 4. Nearly Aiç+ays

22" Overal I " hor¿ burdeneo do you feel ln carlnE for your relatlve?
0, Not at, al l l, å l ltile Z. Mc¡derately S, eulte a Þl I 4, Ext,rernely
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ffi1-,F¡J
Facîor

-=- 
:= 

'z=--t*.æ 
r'san'ó'9'; s'd-.u''El

I. ÌAy @æræir¡re¡ reds ¡s'/ lelp to Ferf^* æry èify tasls'

2. }tf care¡ccejver is deçÊrd€nt oô læ'

3. I F8t€ Èo tatd¡ ru/ carer€ceir.¡ej crcrst'mcly'

4. I barre to help rr/ carerecej've¡ siÈt¡ u¡rry ¡sic fr¡ræ:øc'

5. 1d6¡'È lu¡r'e a ¡nj¡utæls bre¡k frtn o¡ ca¡€giviJg dÓres'

Fecior 2: EsPlcãn5ltÂI gurée-n (¡âP¡rF?'08; s-lL'6'89)

l. f feel thÀÈ I @ trissù4' c¡¡c' on lile'

2. I viCl' I coûd esape frcru dtis sit¡rÀÈcr¡'

-Y 3. Ìry cial ljle hås sqffered'

d. I Éeel sÚtjÞoaUy ¿r¿i¡¡e¿ òe Þ cari¡g ftÉ ry (a¡eæc?ivel'

5. I ecçectd Ûrat' tÌltjqs "Ðotd 
Þe rrirferEr¡c aß this Foi¡t in

Éactca rc¡¿iæ

.8{t

-n
.n
.71

.65

.78

.78

.7I

.65

.63

Et UJe'

Facfor 3: Pt¡/sical' Eu:d€¡ (¡'teårFa'3?? s'd'-4'T?l

1. I'!4 rÉ getrtjrg e¡cr)gh slcÊP'

-y 2. tf/ l€altl¡ t¡¿s suffered'

3. CÀ¡€givirq lr¿s rade ne Physicatl'y sid('

{. I'B É¡Ysically Li¡ed'

.73

.73

.70

-69

Fac,tDr 4: sociÂi gldg '(ræ¿æ2'54; 
s'd'-3'54ì

-X I. I dco'È 9eË alcrg sitl¡ otJlÊr færily oeæ as teII as I €d to' '81

2. ÞY @¡€givj¡g effcÉ'sÈ arerr'c a¡çceci'acd ry o{t¡ess j¡ ry fgify' '79

3. I'"re h'd Prcbr@ ttitlr ql sosj'aæ' '73

4. I dcr¡'È do Ðs gccd a j<rb at rærk as I l.d to' '61

5. I feet rcser¡cfut oÉ ot.ler relacives t*o cs¡td brt ò f!æ ÌÊþ' '60

Eg!95 3: FJnctjcoål P¡¡r&q (ÞÁrì-2'02; s'd"3'0{)

l. I fe€l eròañss€d o€r E/ cãre¡eæj!€r'E þiuvicÉ'

2. If feel ðsltsúÉd of ¡¡y care¡eceiue¡'

J. I res€r¡t' Ery ca¡ereÊei.ûer'

4. I fe€I r¡ncgúorr¡'ble tÈÌeí I Ìrave frierÈ (Fær;

5. t feel arqry åbcÁ¡l rry inceracticrÈ sit'iø øreræit'el'

.81

.?4

.64

.64

.53
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To:

From:

Date:

CONTINUING EDUC.A.TION DIVISION
Office of rhe Dean

Rose Mary Schallman, Graduate Student
School of Social Work, 52I Tier Bldg"

Mark Novak, Ph"D. A,ssociate Dean (Acadenic)
188 Continuing Education Division

July 23, 1990

Winnipeg, Maniroba
Canada RIT 2N2

Tel: t204) 471-8009
FAX: (204) 275-5465

1989 | Continuing the
Comrnitmmt to Mønitofuns

You have my permission to
your Masterrs degree studv

use the Caregiver Burden Inventory in
cíf Alzheimerrs Caregivers "
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Table 2. Caregiver Burden lnvenrorv (CBl)
(Mean = 22,1a;SO = 16.J0)

Facîo r
Facio r

loao in g
Facror't: ì-ime-Deoencence Burden (Mean = á.9g; 5D = i âoì
1. ,Vv care recerver neecs mv heip ro penora aãu

darlv rasks.
,. 2. ,Vy care receiver is deoendent on me.

3. I have ¡o watch mv care recerver constantlv.4. I have to helo mv care receiver *,tt, rnan" tas¡c
iu nct¡ons.

5. I don't have a minute's break irom mv caregiving
chores.

Factor ?: Develoomental Burden iMeqn = Z.0g; SD = 5.g9)
l. l feei rhar t am .i
2. I wish I could s5ç¿ps irom this situation.

';3. My social life has suííered.
4. I feel emoriona¡lv drajned due to caring for my care

receiver.
5. I expected thar things would be diíierent at this

po¡nr in my life.

Factor 3 Phvsical Burden (Mean - 5.a7,; gþ - 5.9¡

.1. l'- .'o, g"
;12. My health has-sufferõd.
3. Caregiving has made me physically sick.4. I'm phvsically tired.

Factor 4: Social Burden (Mean = 2.5a; Sp = 3.5a¡
1. tdon'tg"tt@*urt

as I used to.
2. My caregiv.ing efforts aren,t appreciared by others

in my family.
3. l'v.e had problems with my marriage.
1. I 9ol't do as good a job ai work as-t used ro.5. I teet resentful of other relatives who could but do

not help.

Factor 5: Emotional Burden (Mean = 2.02; SD = 3.04)
1. I feel embarrassed over my care receiver,s

behavior.
2. I feel ashamed oí my care receiver,
3. I resent my care receiver.
4. I feel uncomfortable when I h¿ve íriends over.
5. I feel antry about my interactions wirh my cirÀ

recerver.

.88

.71

.ffi

.78

.73

.71

.65

.63

.73

.n

.70

.69

.81

1q

.73

.61

.60

.81

.74

.u

.u

J3
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the follo'¡ing are a list of statements, \rhich reflect how people
sornetines Ieel when iak!ng care of another person. ÀfEe¡ each
question, circle the response thàC best reflects your presenË
feelings. The:e are no rÍ9hÈ o! vrong ansHers.

ì'fy carerece !ver

0.

reeds my help Uo per:orm rnany daily lasks.

1. 2. 3. 4.
:ghtly Hoderauel7 Quite very

desc:iptive desc:iPtlve
Not at ð1L
desc: iÞcive

bI

?. Do yorr f eeI that: your relative esks f o; rnoie heIP than he,/she
needs ?

0. 1. 2. 3. 4.
nevc! Rarely Sometimes Ouite Nearly

Frequently always

3. My caru¡eceive! is dependenL oû ne.

0. 1. 2. 3. 4.
Noi aE al.I slightly Moderårely ouite very
dcscrj ptive descriptive descrlptive

4 . f have to ,.ra Ech my care!ece iver constantly.

0. 1. 2. 3. 4,
Not at al.l S119ht1y HoderaËely oulte very
descrlptive descriptive descr ip! lve

5. ! have to help my carereceive¡ with nrany basic functions.

0. 1. 2. 3. 4.
Not at al.l Slightly lloderately Qulte very
descriptlve descliptive descrlptive

6. I don't have a minute's break Erom rny caregivlng chores.

0. 1. 2. 3. 4.
Not ¡t all sllghtly Hoderately ouife very
descriplive descripLive descriptlve

:. ¡.¡:i-:',:
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7. I Íeei :hùg I:,m Nissj.ng ouE on Liie.
0. 1. 2. 3.

Not at all SIightly ìlode!aEeIy Quite
descr ipElve descriptive

8. Do you EeeI uncomiortable about having f!fends over Þecauge of
your relative?

3. 4.
Quite Nearly
Érequently always

oÉ your i.ife sincÉ your

4.
very
desc: i pt ive

lle¡rlv
alwå).s

A

Very
descr 5 ptive

9. Do you feel you have lost cont¡ol
rèlàtive's illnes.c ?

0.
Neve r

0.
úôrr¿ -

10. I r¿ish I

0.
¡toE at a1l
descripEive

I.
Rarely

I.
Þ z r a ì r,

could escape

I.
slightly

2.
Sometimes

e,rñÁr I6ê{
3.

Quj Ec
!:equcntly

É¡om this situation.
a)a. J.

Hodera Ee ly Qu ! te
desc: iptj ve

11. Do you feel thaÈ bec¡use of the Llrre you sptnd with lzour;elative you don't have enough Èime Éor youlself?

0.
Neve¡

12. Do you.feel
tzying to me.et
t¡ork ?

1

Rare ly Some L lrnes
3.

0uite
il .

Nearly
írequently a1',rays,

stressed between caring for your relative and
other responslbillties for your family or

0.
Neve r

1'
Rarely Sonetlmes

3. 4,
Quite Near ly
!:equently always

as much prlvacy as you would

3. 4,
ouiLe Nearly
f:equently always

13, Do you feel that you don'E have
llke because of your relatlve?
0. 1. ?.

Never Ra¡ely Sonetimes

. ._ _,- ri i:.,,i: '.:i',, i:.rr1...¡..jj-i!¡.:.-. -":-:-.;a-,'
, ::r.'-:/r: .'..
''''rt" Ì"r'ì'
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L4. tly social life has suÉÍered.

0. I. 7..
Not at ail Sl ighEly Moderately
desc:ÍpE:ve descrÍptive

I

slighEly
)

HoderateL.z
desc¡ ipLive

4.
\lery
desc: !ptive

Á

VeíI
descr ! pt iv:

4.
very
descrlptive

4.
very
descrlptive

3.
0uiUe

15. I ÉeeL emotionally drained due to caring for my care¡eceiver.
0. l. Z- 3. 4.

Not aË alL Slightly Moderately euite Verydesclipti'/e descriptÍve desè:iptiv:

16, I expected thåt things r¿ould be different at this point in nr1..
I i f e .

0.
NoU aC åIl
descr i pÈ1ue

17. Do ycu feel strained when you are a¡ound your relative?
0. 1. ?. 3. 4.Never Rarely Sometimes euite Nearly

frequenÈIy always

Quite

18 Do-ycu feel thåE you don't have enough money to care Eor you:relaiive. in adriition to the rest oE your expenees?

0. 1.
Never Rarely

2.
Somet lmes

3. 4.
Qu i te Near 1y

fre quent 1y a lways

19. I'm nóË gettlng enough sleep.

0. 1. 2.
Not at aIl. Sllghtly SomeÈlmes
descrlptl'ze descrlptlve

2A. Hy health has sufÉered.

0. 1. 2.
Noe at ali Slighlly Sometlmes
descrlptlve descrtptlve

3.
0uite

3.
0ui te



31. Ca:egiving has made

0. 1.
lfoc ac al. ligirtly
descript:ve

t49

ne ph¡'sically tÍred.

2. 3.
Sometimes 0uite
desc:ìpcive

4.
vc: y

desc: i pt:.ve

A

Very
descri,ptive

as ;e!1 as I used

A

Ve!y
ciescriptive

icalJ.y E j.red.

1. 2. 3.
Slightly Sometimes 0uitê

desc!iptive
geE aLong '¡ith other family membe¡s

22. f ' rn phys

0.
Not at all
descriptive

23, I don't
to.

0.
.ivg dl dla
iescr !pt ive

1.
sl ight ly

I

.SomeÈimes
descr i pÈive

2.
Sometiroes
descr iptive

ih my narriage.

2.
Sornetlmes
descr ipÈive

'Job at 'dork as

z.
Someflmes
descr lptive

24. Hy caregiving efforts aren't appreciated
fani Iy.

0.
Not àt all
Cescriptive

:5. T've had

0.
Nct at all
tiescr i pt ive

26. I don't

0.
Not at all.
descrlpÈ1ve

2?. I feel resenÈful
he1p.

of other relaÈlves r¿ho could but do not

t.
sl ightly

problems rvi

f.

sl ightLy

do as good a

I.

sJ.ightly

3.
0uife

3.
0uite

Qui te

I used

a

Qulte

by oth.:s in my

i.
, Very

descripÈive

4.
Ve ry

i:scriptive
to.

Very
iescrlptive

0.
lloÈ at a1l
descripÈ1ve

slightly
)

Sometl¡nes
descr lptlve

4.
Very

descl iptive

3.
0uite



35 - Do ),ou :eeI thaE you
¡elacive rnuch longer?

0. 1.
Never Rarely

1 )U

wiLI be unable

2.
Some t i mes

to L:ake care

i.
Quite

frequently

care of your

0uite
frequently

J'6. Do you wish you couì.d just Leave the
someorìe else?

0. 1. 2.
Neve¡ Rarely Sometimes

o t your

4.
Ncarl.y
a lwãys

relaÈ,ive to

d

Nea;l¡z
è 1v/a ys

3?. Dc you feel

Neve;

3â. Do you f eeì.

0.
Neve ¡

-19. Do you Éeel
reiative?

0.
Neve r

2.
Sometlmes

do you feel. in

2.
Somet I mes

3. 4.
QuiÈe Nearly
freguently always

caring for your

3. 4.
Qu I te Near Ìy
frequently always

uncertâin about whaÈ to do about you! re1èt!:'fj?

1. 2. J-. ,i .
Rarely SomeÈirnes Quite Nearly

f:equently a lways

you shouJ.d be do i.ng ¡nore f or your relatlve?
1. 2. 3. , 4.

Rarely So¡netimes eulte NearlT
freguenÈI7 alway:

you could do a better job in carin<j lcr your

1.
Rar e 1y

40. Overa11, how burdened
rel.atfve?

0.
Neve r

'ì

Rarely
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u N I v E R. S I Ty af r n wresYr,v'4Mr"4
PHILADELPHIA I9IM.3U6

Center for Cognitíve TheraPY

Rose Mary Schallmann

Floase reply to:
Room 602
133 South 36th St¡eet
Phi ladelphi a, P 

^ 
19 lM-3246

(2rs) 8984100

!'Iinnipeg, Manitoba, R.

CAI{ADA April 21,1989

Dear Ms . Schal-l-mann

On behalf of Aaron T. Beck, M.D., I am responding to your
recent inguiry regarding our research scales.

For your convenience, I have enclosed a copy/copies of the
most recent Version Of the Beck Depression Inventory

You have Dr. Beckrs
scale(s) for use in your

pennission to use and reproduce the
masterts research'

There is no charge for this permission.

fn reciprocation, wê wou1d like you to send us a complimentary
copy of any reports, preprints, or publications you prepare in
which our materials. are used. These wirr be catãlogued- in our
central library to 3erve as a resource for other reéearchers and
clinicians" I

rf you have any further questions, feel free to contact me"

Sincerely,

Mark Patrick
Research Materials Coordinator
f,or Aaron T" Beck, M.D.
Director, Center for Cognitive Therapy

Enclosures
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Beck Depression Inventory (shorr)

lnstrucllons: Thls Is c questlonnalre.0n the questfonnslr€ are groups of statements. pfease r*rOilll]
tlre grouo of statements ln each category. Then plck out the oñe statement ln that group whlch best de.scrlbes the $ray yotl feel today, thet ls, rlght ¡owl Clrcle the number beslde the it.t...ni you hsvechosen. lf several statements ln the group seem to apply equalfy well, clrcle each ona

8e sure lo red all lhe sraremenrs ln each group belore maklng ywr choice.

A.
3

2

I

0

(S¿dnesEl
I am so sad or unhaopy that I ean,t stand lt
lsm blue or sad ell the tlme and lcan,t
snap out ol lL
I feel s¡d or blue.
I do not feel sad.

(Pescf mlcml
t feel th¡t the future ls hogeless and that
thlngs cannot lmprwe.
I leel I have nothlng to look fonya¡d to.
I feel dlscouraged ebout th€ futul€.
I am not pørtlcule rfy pesslmlsilc or
dlscouraged abor¡t the future.

(Scnce ef fslturcl
I feel I em a complete fallure as I person
(ParenL husbcnd, wlfel.
As I look back on my llfe, all I can see Is a
lot of fellures
I feel I have falled more than the averege
p€f3oft
I do not feel llke a fallure.

(D lcr e tls factfon)
I am dfssatlsfled wlth everythlng.
I don't get satlsfactlon out of anythlng
Snyrnofe.
I don't enjoy thlngs the ræy I used to.
I am not partlcufarly dlssatlsfled.

(Gulltl
I feel as though I am very bad or worthless.
I feel qutte gutlv.
I feel bad or unrvorthy a good part of the ilme.
I don't feel partlcularly gullty.

(Solf{lsllksl
I hete myself.
I am dlsgrrsted wlth mysclf.
I em dlsappolnted ln myself.
I don't feel dlsappolnted ln myself.

(9qlf-horñl
I vor¡ld klll myself lf I hed the charrce.
I h¿ve deflnlte plans about commltttn6
sulcldc.

B.

3

2

I
0

c.
3

D.
3

2

1

0

E.

3

2
I
0

a
3

2

1

0

6.
J
2

I I feel I woutd bd better off dead.
0 I don't have any thoughts of harming myself.

ll. (Socl¿l wlthdrew¿l)
3 I have lost all of my lnterest ln other people

and don't eare about them at all.
2 I have lost most ol rry Interest ln other

people and have lfttle feellng for thent
I I am less Interested ln other people than

f used to be.
0 I hcve not lost lnterest ln other. people.

l. (lndeclslvenesst.
3 I can't mako any deelslons et all enymore.
2 I hsve great dlfflculty ln makfng decfslons.
I I tr.v to put off maklng declslons,
0 I make decfslons Ebout as well as ever.

(Self-lmage chango)
I leel that I am ugly or repulslve-looklng.
I feel that there are permanent changes ln
my eppeerance and they make me look
una ttractlve.
I am vror¡led that I am lookfng old or
unattractlve.
I don't feel that I look sny wors€ than
I used to.

$fork dllllculty)
I can't do any rork et all.
I haræ to push myself very hard to do
anythlng.

I lt takes extra effort to get started at dolng
somethIng.

0 I can work about as well as before.

(Fa tfse blllty)
I get too tlred to do anythlng
I get tfred lrom dolng anythlng.
I get tlred more easlly than I used to.
I don't get sny rrc,r€ tf red than usual.

(Ânorcrlo I
I hsve no appetlte ct all an¡nora
My appetlte fs much ftlrsà now.
My appetlte ls not as good Es lt used to be.
My apætlte ls no worse than usuEl.

'i"
3

2

3

2

L
3

2

I
0

M.
J
2

t
0
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¿1FË sáî¡sF..lci¡oN INDEX zËiere are some s¡arsr.nenrs abour iife in glneral ihac
i-T-i: ieei ciiffe¡en¡i;., abour. Would 

"ou. .Lla .^.nsiatemen¡ on.the.lisr, ancj ii vou .C*"'*irh 
-iî 

,u, .c¡ec:< :nark :n :he soace u"a., -.;.iiaËË:,'-rrt,j",1
cio nor agree ruirh 

" i.ru*,u.¡. put a check rna¡k inrhe sDace uncier ,,DIS.4.GREE.,, 'If 
).;r; ni, ,ur.one '.!.av or :he orher. put a check ;;* l; ,i,ä ,p"".u¡rcìer "?." Please be ìu* -,"-'iiì-."i':.::. "1:

on ihe list. 
sure io arlsr*,er every quesrion

(Key: Score 2 poínrs for eaqi ,.right,, 
arurver_mari:eci rvirh X; I point ¡o. t o.-no"r"..ìonåi

l. .{s I grow olcle-, 'hines '{GR'EE DIS¡{GREE ?

see-'¡r be:ter :han I
^ 

thought '.hey ,.vould be. X¿ L have gorten more of the.
breai<s in liie *ran mosr

^ ?í 'åe pecole I ltnow. X3. This ís the ci¡eariesr
time oi mv life.

4. i";; ;*.'.r'i;,,,, x
_ g rvhen t *as yåunger. XJ. I nese are rhe best years

or lr¡y liie. X
6. )lost oi ihe rhings I cio

_ are boring or lnonoronous. X
7, The rhings I cio are as

!'nteresring to me as the1,
ever Nere, X

8. As I look back on my life.
I am íairlv s'e!l sarisfred, X

9. I have made plans for
rhings I'll be doing a
monrh or a ¡'ear from norr,. X

10. When I rhin.k back over
mv liíe, I ciicin'r ger mosr
of rhe imponanr ihings
I rvanted. Xll. Compared to other people.
I ger dorv6 in the ciurnps
too ofren. X

12. I've gorten oretry nuch
*'hat I erpected ouc o[
life. X

13. In spite of rvhat people
say, the lor oi rhe average
man is gerring ti'orse,
nor be¡ter. X


