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- ABSTRACT

This re%earch investigated the coping strategies that
elderlyfcaregivérs use when caring for a spouse with

| , : ’
brain ihpairment, categorizing their strategies into an

[ : S ‘
external or internal locus of control. A qualitative and
|

quantléatlve de31gn was used to allow caregivers to

descrlbe their individual circumstances and the spec1f1c
F
f

act1v1t1es they used in order to continue in the

caregiwlng role. The Locus of Desired Control survey was
!

used tio categorize the caregivers’ beliefs. A t-test was
|

used ﬁo compare scores from the study and the perceived
burdeﬁ felt by the caregiver. There were no significant

| .
resulfs. However, the identified themes derived from the

recor@ed interviews provide a wealth of information with
i

respéct to gaining a better understanding of the
|

situétion that older adult caregivers face. The

|

information provided by caregivers will challenge
profesSionals to continue to advocate‘and pursue
. effective measures to assist elderly caregivers as they

|

contiinue to care for their partners.

|

f
|

iii
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CHAPTER ONE

INTRODUCTiON

is no secret that dur'éountry is aging. As

gy advanqes, people are living longer and living

with didabilities. The Census Bureau (1997) expects the

populati
|

total population by 2030, compared to 13% now.

 to the C

is expec

populati

disabili

on of 65 years and over to comprise 20% of the
According
ensus (1997), the age cohort 85 years and older

ted to double by 2025. In 1994, 52.5% of the

on 65 years and older had at least one
In the same age group,

ty. 33.4% were diagnosed

with severe disabilities (Administration on Aging (AcA),

1999). |
have‘di#
such as‘
As the
numbersL

- The
reflect
continue
life ca
becomes
spousal

and dev

that is

=Y

BAoA (1997) reports that 4.4 million older adults

ficulty performing activities of daily living

bathing, dressing, brushing teeth, and feeding.

b>lder adult population significantly grows in

their needs and'concerns cannot be ignored.
aging process becomes more complex as people
on their livesg, face their own mortality, and

to endure daily tasks of living. This time in

n become even more complicated if the older adult

a caregiver for their spouse. The role of a

caregiver can be viewed as an extension of love

otion to a partner or a tremendous responsibility

resented because of unfilled expectations of less



‘responsi
-perCeptl
- influeng

: rellglony

blllty and more lelsure tlme 1n later llfe The_}‘ff
on of the 01rcumstances of elderly careglvers 1s
ed by many varlables such as gender,'race,

and prlor experlences Therefore, the poss1b1e

}acomblnatlons of factors 1nfluenc1ng the careglv1ng

s1tuat1cn are numerous

B to the problems careglvers face

There is not a unlversal solutlon?

However, research

:conducted w1th a: varlety of spec1f1c condltlons prov1des

a. dlverse knowledge base from Wthh profess1onals can

draw in

emotlon
arevprl
’ 1999),
in Mui,
hours-a
1988) .

. Th
”by:the

: percept

order to address 1nd1v1dua1 needs
2re are. many costs for famlly careglvers
and phys1cal labor CaregiVerS’

time, energy,

Dy

narlly female (75 ) . famlly members (956)(AOA

and 36% are spouses (Stone et al 1987 as cited
1995) . On average, careglvers spend more than 31xvl

day assistlng an older adult‘(Pllrsuk_& Parks,'

e phys1cal straln of careglv1ng can be magnlfled _
careglver s quallty of phy81ca1 health and

ion of the. c1rcumstances (Mu1, 1995)

and‘burden of" car1ng for an dependent spouse -can be

diffict

1lt for anyone at any age

However, thlS can be,

' The strain‘,,_.

increaslngly stressful for an aglng spouse who has his or
.her own health problems and issues to’ grapple w1th durlng

th;s developmentalvstage,'




Although later 1ife can be just as fulfilling as the"
;‘earlief years, older adults eXperience many losses. Not
only do |friends and'family.die,‘but'elderlyvadults also

. experiernce losses in status, their roles'in society}
‘possibly financial security, and the loss ofdhobbies and
interests due to health_limitations. In addition to these

losses, |spousal caregivers witness daily the gradual loss

of their partner, with whom they have shared their lives
-
with for decades. It is no wonder that these caregivers
suffer ﬁrom depression, anxiety, somatic symptoms, and
I ‘ : o _
resentment. The spousal caregiver's situation is a self-
sacrifiFe as they put aside their needs to care for their
loved one and delay or prevent 1nst1tutlonallzatlon,
Wthh 1% also of beneflt to the country Informal
' f

careglv1ng services save the government $45 to $75

blllloq perdyear (AoA, 1999). As much as these caregiVers
give td others,‘they deserve the attention and eupport of
their commnnity and the goVernment., | |
| Many.community resoﬁrces are‘availabie:to”caregivers
to support»them‘emotionally’and'aid in caring'for their
‘partner to allow them to continue to live‘in their home.
dRegard}ess of.the nUmerons services, caregivers must
learn to cope and adapt to their sitnation to maintain
'quality_of»life for themselves and their_partner. There

is afwealth of literature addressing the devastating

aspects of Caregiving and its psyohologioal‘impact. While




~f¥profe851

'5fbetter e

‘\h‘depress

o it is va
t;lthe*care
' adaptlve

” fothers W

@,rn.need.‘

glver, 1t is equally 1mportant to 1earn of theiﬁ.ﬁn
ho are struggllng The more that the helplng

onals understand about the entlre s1tuat10n, the

qulpped they w1ll be to effectlvely serve those'

*Probieﬁ statément/PfObiem'Focﬁs

Slmon31ck s (1993) flndlngs showed that spousal

tcareglvers have hlgher levels of stress, depress1ve

'1symptomé'

D

satlsfac

“3the3am01

°Q3Protect1ve Serv1ces reported a 150%

1nt of stress the careglver experlences

use of psychotroplc medlcatlons,yand lower
tlon 1n llfe' Elder abuse is another 1ndlcator ofh
Adult.

1ncrease nat10nw1de el

:for reported cases of elder abuse between 1986 and 1996

Nlnety percent of known perpetrators were famlly members;vm

“twO—thlrds were adult chlldren or - spouses (AoA 2000)

-Dé]

:QCOhfirmpd by many studles (Pruchno and Resch

- and‘ Sch1

(2000)

'fspousal
2 anx1ety

~~'male ca

le,

ive symptoms 1n careglvers

r

regivers.

5ress1on for careglvers, espec1ally women has been

1989 Yee

2000 Young and Kahana, 1989) Yee and Schulz

>

“oncur w1th Slmon31ck s flndlngs of elevated

“"They add that female
careglvers showed 1ncreased levels of dlstress,j
paran01a, and a lower satlsfactlon for llfe than

‘However, at a two year follow up, male

luable to understand the effects of careglv1ng on:fff‘

methods employed by careglvers so aS to teachyyfp-?a



caregivers reporféd‘the éaméllevelvof dépressioh as the
femalevparticipénts (Schulz and Williamson,‘199i as cited
in ¥¢evand 8chuiz;.2ooo; Zarit et al., 1986 és citedvin
'.pruchno»bnd‘Resch,1989)} Céfégivers aléo report suffering

‘from.anxiety, guilt, ~self-blame, and psychosomatic

SYmPtQmS- T

Re;earch hés ofténlinvestigatéd the emotional and
psychological straih‘of caregiving. Lovette and Gallagher
(1988) #s cited in Gatz, Bengston, and Blum (1990), found
that 26é of caregivers in their study had,_at some timé,
a majbr depressive episode. Another study found that 43%
of the caregiver participants were ~“clinically
depreésed" (Haley,iBrow, Berry, and Hughes, 1987 as
cited in Gatz; Bergston, & Blum, 1990).
Th% effects of caring for older adults can be felt
at many| levels, from individual, family, and community,

to the government. Family is considered the primary

choice for caregiving (Pilisuk & Parks, 1988). Caregivers

that prQVide constant assistance may not be willing to
accept gupport dué to the internalized beliefs of the
family being responsible er their own members, However,
the rates of depression, elder abuse, and stress reported
by elderly caregivers relates to the hecessity of
support,. Theréfore, professionals need to.acknowledge

caregivers' needs and provide support so that they may

continue to care for their loved ones at home, maintain




"gadaptive

quality
"‘purpose
: needsfan
l:to aldll

hother_ca

Res
‘stress t
jcareglve
fqualltat

_frustr
bto descr
yaléo-rex

caregiyl

'f;exhauStl

atlon"l

pf llfe, and enjoy thelr remalnlng years The

of thlS research 1s to understand careglvers'

d learn about thelr effectlve coplng strategles
n. the development of effectlve programs to teach‘
reglvers who are. struggllng how to adopt more |
coplng strategles |

earch has prlmarlly focused on: the burden and
hat careglv1ng can cause the famlly and the .
Calderon and Tennstedt (1998) showed through a i

1ve study that careglvers used words such as.

o anger" truggle"‘*and 3 ~isolation'

1be thelr careglv1ng experlence The-participants‘
orted somatlc symptoms from the stress of
sleeplessness,”ﬂ

ng, such as welght loss,

on, phys1cal weakness, and ulcers These feellngs

g may stem from negatlve patlent behav1ors, lack of

affectlve support

 lack of
and the
.‘1998);'
' institu
}utillse

e
1 that ca
" overwhel

caregiv

rherefore,

ers reportedaa;fear of

care rec1p1ent's phy81cal status, and
ass1stance, Wthh foster feellngs of abandonment
1nab111ty to manage thelr care (Crocker Houde,r

formal serv1ces such as |

tlonallzatlon and use of formal home care are
d to relleve some of the burden . | ‘
rusch (1988) found a theme throughout her studyl
reglvers do seek help, and the s1tuatlon does

lm thelr coplng strategles because the spousal

fallure to cope" 1nvab‘




variety of situations. However, the study also showed
that caregivers are reluctant to seek or accept help
because of their desire to care for their partner as long
as possible. While this is an admirable quality, it can
also hinder their decision-making processes, thereby
making the situation unsafe for the caregiver and the
recipient. Crocker Houde (1998) discussed that the ideal
situation would be the family utilizing a combination of
formal and informal services. Stress, burden, and
perception of support have a great impact on the
caregiver's ability to continue to provide home care.

While it is important to understand caregivers'
needs, it is equally beneficial to learn how caregivers
successfully cope. Focusing on caregiver strengths and
differences by gender and ethnicity provide professionals
with the necessary knowledge to teach other caregivers
with similar characteristics how to balance the demands
of caregiving as well as maintain their quality of life.
Therefore, this research project sets out to answer the
question, how does the elderly caregiver's coping
strategies reduce the burden when internal locus of
control, external locus of control, or both are utilized
for elderly spousal caregivers of a brain injured

partner?



CHAPTER TWO

LITERATURE REVI EW '

The.care glVlng experlence 1s very complex

hlfCareglve's have many respons1b111t1es Although they mayffdej‘

'5f”assume such a burdensome-load w1lllngly because of

'ha;commltmeit and devotlon'to_thelr spouse, they are at

‘ g}lncreased rlsk for negatlve phy81cal and emotlonal well—ﬁ;_’7"

dfbelng Young and Kahana (1989) explaln that 1t 1s commonf
didffor caredlvers to experlence depress1on, mental 1llness

"7fsymptoms,‘and_burnout as a result of the demands of the

'”careg1v1ng roleifIdentlfyln”dthe predlctors that make ifﬂ_ff

'dfcareglvers at greahhst rlsk for these phy51ca1 and o
vflhemotlonal compllcatlonsbwould ass1st*gerontologlsts 1n

“jprogram and 1ntervent10n development (Gallagher et al

‘”ﬁtiln press as 01ted 'n_Young & Kahana, 1989 ﬁIt 1s helpful

'aﬂjto 1nve,t1gate psychologlcal and behav1oral

‘ gjﬂch racterlstlcs of those who seem to cope more ‘Qfﬂﬂj'

Effects of Careglv ng

Plllsuk and Parks (1988) deflne burden’as

n vmanagement of SpGlelC tasks to be preformed"n(pQ

ys;f435) Stress was deflned as the 3 subjectlve appralsal of

'iyﬂgthe straln" (p 436) Whlle the careglver performs the

uthSl:al tasks of cooklng, cleanlng, clothlngla,gdf” -




transportation, etc. for the partner, they also assume
the financial and decision-making responsibilities that
can be quite overwhelming for one person. The
psychological impact of caring for an ill spouse,
especially with a brain impairment, seems to stem more
from the sense of loss of a life partner, loss of plans
for enjoying the benefits of freedom in old age together,
and feeling helpless watching their loved one slowly
deteriorate day after day (Pilisuk & Parks, 1988). It is
easy to see how spousal caregivers report chronic
fatigue, anger, depression, and frustration when
considering the emotional strain as well as the physical.
The caregiving situation creates a range of emotions
for the caregiver. Barusch (1988) investigated problems
that caregivers faced as well as strategies they used.
She found that the majority of spousal caregiver
participants felt they had little time for themselves
because of the responsibilities of caring for the spouse
was time-consuming. The majority reported feeling lonely
(55%) and depressed (67%). Resentment and guilt for the
possible cause and inadequate care were other stated
emotions that caregivers attempted to negotiate.
Researchers have found that it is not always the
behaviors or physical demands that are burdensome to the
caregiver. Zarit, Reever, and Bach-Peterson (1980) found

that the level of burden was more associated with the



amount of available social supports, rather than the care
recipient's behavior and constant needs. Home visits from
friends and family seemed to lessen sense of burden. The
study also recognized that building the natural support
network by educating all family members about the
disease, community resources, and encouraging other
family members to help also led to decreased burden.
Leading self-help groups for other care providers proved
to be beneficial (Zarit, Reever, & Bach-Peterson, 1980).
Approaches geared toward enhancing the caregiver's well
being, rather than focusing on behavior management and
interventions for the care recipient seemed to have
positive results.

Motenko (1989) investigated the reasons spouses take
on such a demanding role as caregiving and gratifications
from the experience. The study considers the quality of
the marriage prior to the illness and the appraisal of
circumstances by the caregiver as having a significant
impact on the stress felt by the caregiver. Wives
considered their role as an extension of their love and
marriage reported more gratification. Wives who provided
care to their partner out of a sense of responsibility,
duty, and viewed the illness as a disruption to their
life and marriage reported more stress. Dementia and
other diseases that affect the brain manifest themselves

in odd behavior, loss of functioning, and ultimately,

10



‘loss of the person Therefore, the dlsease process 1s one_
:”of gradual decllne, whlch 1s a dlsruptlon to any marrlage

nfor 11fe_ 1ans

A buffer to careglver burden was the ablllty for the -

fcouple t retaln act1v1t1es and companlonshlp for one

',another The couples that contlnued 1n their marltal

:closenews percelved care g1v1ng,as rec1proc1ty for past'a‘
vaffectldn and care"‘(Motenko, 1989 p 171) Careglvers_s,‘

w1th th}s attltude reported more gratlflcatlon from |
careglv%ng and felt that the affectlon was a source of
'support Therefore, the meanlng attrlbuted to the:

"81tuatlon has a profound effect on the person s reactlon ;
'n and-emoLlons a58001ated w1th the c1rcumstances The study

recommends that profess1onals ass1st careglvers in

malnta ning contlnulty in thelr marrlage and mlnlmlzlng

"'dlsruptlon to promote careglver well belng (Motenko,-

1989) .

w Coplng
leanjee (1994) explalned that spousal careglvers
use ‘a. varlety of coplng mechanlsms to decrease the stress

o

! by careglv1ng Emotlonal support and splrltuallty‘

»to 1ncrease careglver s well belng Actlve coplng
strat gles 1ncluded learnlng assertlveness, managlng :
patle t behav1or, and re- prlorltlzlng act1v1t1es

Coganlve coplng mechanlsms 1nvolved reframlng the
f‘llh



'.Whilehen

" as odd 1

- situatio
viewing

 allowed

‘(1988) i
bby careg
1nterper
,fcoplng E

solv1ng,

(Wllllamson and Schulz,

Wil
the use

'Actlve G

n, taking it one day at a time,_staying,calm, andb
,caregiving‘as‘a job. These coping mechanismsv

Vthe caregivers to‘continue to be good CaregiverS*

hancing thelr wellness (leanjee, 1994) . arusch
dentlfled cognltlve restructurlng as belng used
ivers to deal w1th personal psychologlcal and"
sonal problems with the partner Other actlve
tyles that tended to be effectlve were problem R
loglcal analy31s,,and worklng toward acceptance
1993)l | | |
llamson and Schulz (1993) found dlfferences 1nh s

of coplng strategles and their effectlveness

'oplng skllls have been suggested to lead to fewer v

symptoms of depress1on However, when u81ng problem—~

'solv1ng

exhausti

| trying t

 the ill:
descrlbe
'hwas more
a-lowed
'ito'eipe
'needdto

'authors'

ness.

< related to depress1ve symptoms.

"t p081t1ve change

skills with people~suffer1ng from memory deflCitS’

‘and degenerative diseases,_this coping‘strategy:can'be”“

ng. This'exhaustion'is dueftorthe strategy of

O . problem solve solutlons w1th no answers, such

behavior and lack of communlcatlon as a result of

Wlshful thlnklng and st0101sm, which was

=d as not asklng for help or expre331ng feellngs, |

When caring for
one>w1th a deterloratlng dlsease, itlseems futile
Regardless, the caregivérs;
learn more adaptlve methods of coplng These

suggested u81ng coplng mechanlsms con31stent w1th

12




folem Thedefore,,a careglver needs to be equlppedf,tl

"afjfarlety of coplng strategles relaxatlon,_ff““"

supports_were related to lowered depress1ve symptomsdt
'fﬁia(wllllamson and Schulz, 1993) e
’ '7Jdﬁel191051ty/sp1r1tuallty 1s another 1dent1f1ed
Vf”étratégy that careglvers reported as greatly contrlbutlng

fto thelr ablllty tof ope w1th the demands of careg1v1ng

M°-if?Plcot Debanne, Nama21, and Wykle (1997) suggested that

’“;frelzglosi:y'may contrlbute to the w1111ngness to help
'7;'g;others'ind recognlze rewards 1n careg1v1ng Prayer and

pr;church ttendance seem toﬂlncrease support and decreasev
v'};ﬁsoc1al Tsolatlon and anx1ety For Afrlcan Amerlcans,‘

~Vre11glon seems to play a v1tal role in adaptlng to

.;ﬁfystressful s1tuatlons as well as prov1d1ng empowerment
ffhlgh levels of self efflcacy, and cognltlvely redeflnlng
':lthe 01r7umstances (PlCOt et al 1997) “;
e Gender of the careglver seems to have an - 1mpact onj -

<athe peerectlve of the 81tuat10n,(the dlfferent coplng

‘7_styles Txer01sed and the deflnltlon of burden Pruchno.l

‘3ajand Resch (1989) used the tradltlonal gender role theory;‘:“

".acceptance of 1oses of communlcatlon, andaseeklngrSOc1al;f_g,sf

'_fto expl 1n the dlfferent reactlons to careglv1ng between RESDRIE

'ﬂf-the genders Females are soc1allzed to be famlly orlented

awand nuriurlng Males are taught to focus on thelr

",}“externa world However in later years,‘women tend to be S

' 7”,more as:ertlve and 1nstrumental :whlle men become more
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one may
which ma

caregivi

g and expressive. Therefore, caring for a loved
Satisfy'the husband's new found perspective,
y explain lowered levels of depression in

ng. Men were found to increase emotional

involvement with the marital relationship. Women tend to

resent 1

The
importan
Men repo

of the c

imited social activities.

subjective perception of caregiving plays an

t réle in attributing meaning to their situation.
rted viewing the caregiving role as a repayment

are his wife had given him. Mui (1995) elaborated

that huﬁ

band caregivers may perceive his care giving role

» | . . \ . . .
as an extension of his authority, so it is viewed as a

meaningful life experience. Wives tended to feel trapped

at a time when they expected to be relieved of caregiving

responsi
Expectat

may cont

bilities, only to have them continue.
ions for later life and socialized gender roles

ribute to the explanation of the differences in

reported varying levels of burden (Pruchno and Resch,

1989) .
on
with rol
caregiv
because
cooking

because

Changes

the other hand, male caregivers seem to struggle

e acquisition, referring to the transition into a

er role. The change in roles can be difficult

of the increased female responsibilities of
and cleaning that the man has assumed only
of spousal illness (Kramer & Lambert, 1999) .

in marital quality, less opportunity to
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"~Jcop1ng mechanlsms

~ coping,

‘ftalking

vfthe sens

l& Gallaqher Thompson,.

'“-seem‘to

*~caregiVe

‘t_the male

'*TVQSimonslck (1993)

”A.spouse

lmarital

:band s health status on the w1fe 'S mental

%nd the lack of emotlonal support from a

tal to a male careglver 5 psychologlcal and
health However, thlS study dld observe that'j

eglvers 1ncreased part1c1patlon in church

e' Wthh was’ v1tal to soc1al connectlon and fl*:
(Kramer & Lambert 1999)4-‘~

the other hand women reported more negatlve L

rale than male careglvers Women were also more

o use av01dant coplng skllls rather than actlve

The study showed that cognltlve_{;f’

such as prayer’and p051t1ve self talk were
1n reduc1ng stress Behav1oral strategles of

to frlends and gettlng out of the house reduced
Lovett,i'

e of burden for women (DeVrles, Hamllton,

1997) Accordlng to research 'men
struggle most w1th the role reversal Female

rs have more dlfflculty w1th soc1al 1solatlon

TQ?SOClal support seems to be the most helpful in ass1st1ng.l'5?“‘

and . female careglver s sense of wellness:“h
focused her research on the iﬁééct}f
health L
's falllng health was cons1dered a threatito”h |

1nt1macy, 1nteractlon, and quallty to marrled

.‘women,,whlch contrlbuted to 1ncreased depre851ve symptoms

=tifi5im3yg:a,:au=~>

bgyihe spouse, are other changes that can befﬂff

phys1ca1 symptoms, hlgher levels of burden and o
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1 Levesque and Cossette,

motale.vAccording fo this.study's’findings,b

rom cafegiﬁer»responsibilities didn't reduce
.effects_qf spouse's illnéss. However, enjo?able
es with peers,especiéilyvﬁhe spouse, positi?ely
ted ts the wife's mentalxhéalth. The female
céregivérs explained that having more than friend
hem cope bettér than having felief from

ng responsibilities (Simonsick,v1993). Incréasing
is more important to female caregivers than

g responsibilities.

hough the aging‘process happens to everyone, it
especially difficult for the aging caregiver as
sh their spouse, often of many years, deteriorate
heir eyes. Managing embarrassing behaviors‘

to dementia and treating them like‘children as

nds regress is a loss of support, marital

1ship, and intimacy, which women in particular

> (Simonsick, 1993). Therefore, it seems women

e at stake while caring for spouses with

port from friends and family seems to be a common
strategy for caregivers, which has shown to be a

»r of well being for the caregiver (Rook, 1990 as

1998) . However, it is

it to consider.the quality of the family

nent . Smerglia and Deimling (1997) investigated

16




caregive
involvem
decision
‘welcbme
research
conflict
strain r
an i1l 1
too many
Smerglia
environm
and the
support
the care
(Goodman
Sev
support
family a
elders.
of burde

satisfac

r well being in‘the context of the family's
ent in cohtributing to making care-related
] and support. While support from family is
from caregivers, it can aléo be .a hindrance. The
reports that a family environment that is

ual or lacks cohesion may add to the caregiver's
ather than provide support.'Making decisions for
oved one can be a complex process, especially if
family members are involved and in conflict.
and Deimling (1997) discussed that a family

ent is best when it is flexible, lacks conflict,
size seems manageable to the caregiver. Family
has the potential to be a mediator of stress for
giver if the support is perceived as helpful
1997) .

Zarit, and Steiner,

eral studies reinforce the value of social

for caregivers. African Americans rely heavily on
nd friends to provide informal care to their

As a result, African Americans report less sense
n, 1ess-depression, and higher levels of life
1995;

tion than white caregivers (Haley et al.,

Hinrichs

Caldero? and Tennstedt,

(1997) Also report that

en and Ramirez, 1992; Picot et al., 1997;

1998; Mui, 1995). Picot et al.

African Americans are taught to

depend on religiosity during difficult times. However,

Whites value relying on individual problem-solving skills

17
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Theoretical Perspectives

There are some theories that help understanding and
guide instruction to caregivers on how to cope more
effectively. Existeﬁtialism is a philosophicai
perspectiive that finds meaning in life and situations.
This line of thinking foéuses on the positives and
provides meaning to stressful situations which may
‘indrease motivation, decrease sense of burden, and
increase quality of life.'Farfan,‘Keane—Hagerty,
‘Salloway, Kupferer, and Wilken (1991) explain that
existéntialism also emphasizes the freedom of choice,
which many caregivers feel they do not have. In additidn,
responsibility and consequences of action are other |
assﬁmptions of this theory. The most valuable elements of
this perspective relating to‘caregiVers are that the
perception of the situation is actually a result of
social conditioning, which gives the caregiver choices to
assume the role of caregiving or not. In addition,
creativity and attitudes toward the situation
significantly influence the amount of utilization of
effective coping strategies. Most importantly,
existentialism recognizes that the process of finding
meaning to their situation through choices and attitudes

is an individual experience that is not guided by gender,
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‘1~;race;bor relation to care recipient (Farran et. al, =

‘i1991)

Stress/adaptatlo‘

theory’ls based on’ the assumptlon 1{5;‘

']foffstressors and resources hav1ng a causal relatlonshlp

1 Gerexal

ﬂf 1ces whlle carlng;fornthelr w1ves

responsi""

assumptlons Tthls theory 1nclude personal

vknowledge,,8001al exchange, and motlvatlon Thls;;f;d

profe881onals by establlshlng

Interestlngly,‘ﬁf?ﬁ'

i 1es_when he can no longer do them




-Anether theory used in this field ie social exchange
vtheofy. Social exchange'theory is used to grasp the
caregiver's perspective of costs and benefits of being a
caregiver (Picot et al., 1997). Understanding the
perceptien of costs and benefits by the caregiver can
direct the kind of services used to aid effective coping.
I11 loved ones are less capable of giving back to their
caregivers who give se,much. Therefore, over‘time the
costs may outweigh the benefits in caring for an ill

- spouse. This can create such problems as abuse and
neglect. In 1996, 551,011 persons 60 years and over
reported abuse,vdefined as physical, neglect or self-
neglect (AoA, 2000) . This-figure is considered an
underestimetion of the problem with four times as many
casee not being reported. The perpetrators tended to be
family meﬁbers/ twoethirds'beingvadult children or‘

spouses | (AocA, 2000) .

| PiOfessienal Interventions

Cafegiving is an expensive responsibility to
families and spouses. Thereeare programs and'agencies'in
the cemmunity that provide valuable resources for the
ceregiver. California's Caregiver Resource Center is one
agency that provides relief and support services for
caregivers of brain—injufed persons, usually from

dementia, stroke, Parkinson's disease, or traumatic brain

21




‘injury;_Thelr.comprehens1§e serv1ces 1nclude prov1d1ng
~pf1nances for resplte care, support‘groups,_counsellng,;,r
fllegal and flnan01al consultatlon,’and many more useful
- serv1ces that prov1de support and a rellef for careglverstlﬂt

‘(Felnberg & Whltlatch 1998) | "

Several studles dlscuss the 1mportance of the

. careglver hav1ng a’ close frlend to enhance well belng and,fL:

galn emctlonal support to a1d 1n coplng Wlth the,
_81tuat1cn (leanjee, 1994 Slmon81ck 1993) Pruchno and
Resch (1989) found that female careglvers were ‘more
llkely to have a confldant Senlor.Companlons is an

‘agency that prov1des senlor peers to VlSlt w1th older o

v”,:adults in thelr home to prov1de counsellng,‘f’d

companlcnshlp, and s001al 1nteractlon (Rlddlck 1997)

~ This: program can prov1de superv181on of the care

»re01p1ent to glve the spouse a break or be a companlon tOi
_the careglver or be a frlend to the careglver o
'fFreed‘ Elder, Lauderdale, and Carter (1999) report
'f,tthatla weekly support group ‘was benef1c1al for the
btcaregiVer and care rec1p1ent The weekly support groups
~‘pseemed to decrease depre381on, health deterloratlon, and fz
lzsoc1al Lsolatlon The groups also seemed to 1ncrease J
}neffectlve coplng strategles In addltlon, to'galnlng

p'emotlonal support maklng s001al connectlons,band f‘ .1*

'd,;learnlng communlty resources, the groups prov1ded

informatlon on the 1llness from Wthh famlly member was




sufferin
disease
services
delayed
However,
to atten

one whil

g. For'demehtia;cliehts,’educatibn regarding the
prbcess;'how to ménage behaviors, find‘support
, and'obtain a diagnosis led to better cafe and
institutionalizatidn (Freed et al., 1999). |
Weekly meetings can be difficult for caregivers
d due to finding_someone to care for their loved

e they are away.

Zax

|

individual and famil

|

it, Anthony, and Boutselis (1987) compared an

y-counseling group to a support

group. %lthoughvtheir findings showed lower reports of

burden And pSychiatric symptoms, they were not

signific

antly different from the control group. McCallion

and Toseland (1994) report moderate effectiveness with

group interventions. Having the group peer-led (Zarit,

Anthony
specific
1994) we

caregive

~

and Boutselis, 1987) and developing more

purposes for the groups (McCallion and Toseland,

>re a few suggestions to improve effectiveness for

Y groups.

The literature that has investigated the

effectiy

reporte

veness of individual and family counseling has

i positive results. Individual counseling has been

shown to have a greater impact on caregivers than groups

(Biegel

et al. 1991, as cited in McCallion and Toseland,

1994) . More gspecific interventions can be used in

individu

al counseling such as teaching relaxation

techniques, problem-solving, and cognitive therapy.
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’uygcareglve

vflncrease

Vprrogramc

~ xnighe,

'],Famiiy*c

-1'9_94)_ T
. potentla
careglve

'tand lear

cons1der

stand.Toseland‘

: f,;Mui

'Thheteroge

v”approach 1s a nece881ty to be effectlve

ounsellng has been reported favorably by

rs w1th lower 1evels of percelved burden and

d psychologlcal health (McCalllon and Toseland

1 to be hlghly valuable and to allow the
r to express feellngs, bulld 1nformal supports,bfhd
n to cope better Other 1nterventlons that are |

ed useful are resplte care and adult day care ;’b
‘1n redu01ng stress of the careglver (McCalllon -
1994

Zarlt Anothony, and Boutsells,vftvf._'

reemy

(1995) conflrmed that careglvers are a: very

=neous group Therefore,_a mult1d1mens1onal

'"rfmultldlmens1onal strategy 1nd1v1duallzes the comblnatlonlgf«

ﬁﬂ*of 1nterventlons to best sult that careglver and thelr o

;vspe01f1c

b

~ De

_1needS*seems unreallstlc

bunderst

Vcommunl

'interVe
' caregivy
also fo

improve

needs

>1gn1ng programs and pollcy to flt 1nd1v1dual

and about the s1tuatlon, the better they can plankﬁj{QV_h

ty resources to beneflt the majorlty Durlng

Lutzky, and Macofsky Urban s (1993) study of

ntlons, they dlscussed that the course of

er's dlstress over tlme is not understood They
und that some careglver s 1n thelr control group

d w1thout 1nterventlon The use of longltudlnal

_'24*';} )

he comblnatlon of these 1nterventlons have the ff””f'

The use of a’ 'if_f

However, the more profess1onals}sf‘



",.étudiés
‘*ifﬁcareglv1
bi"';that req

‘"fsubgroup

"f‘fCaregiVe

*leanjee

would be best to 1nvest1gate thls phenomenon

fnecessary to galn a better understandlng of effectlve.f;-:

tydepress1

tﬁ;skllls

‘lcareglve‘

g.Much of

”tVRamirez
contain
di?erse
f‘samblev
- Finally,

" assess t

Ravels,:

ng by‘l arnlng how to reduce stress, mlnlmlze

on, enhance well belng,»and 1mprove coplng

Slegel and Sudlt (1990) 1dent1fy many areas“t
ulre further 1nvestlgatlon to better understand |
There 1s a need to study a Varlety of ) |
S such as male and dlfferent ethnlc careglvers
the research has focused on females and whltes
rs carlng for older adults of dlfferent 111nesses‘
her area 1n need of exploratlon Hlnrlchsen and
(1992) p01nt out that most research studles
.Wlth.such a

smallwsamples»of ethnlc groups

populatlon, 1t would be best to include larger

sizes of a varlety of ethn1c1t1es in research

a’ comprehens1ve multldlmen81onal 1nstrument to

he dlStlnCt d1mens1ons of the psychologlcal -

v’impact‘of careglv1ng needs to be developed Labellng and l

- defininq the spe01f1c characterlstlcs of burden and

dStress dlrectly related to careglv1ng could prov1de an 5J

instrUment that can be used across a varlety of

’f”Situatlons and populatlons (Ravels,

Slegel and Sudit)
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»is unigu
inevitable
vaorkers
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fican redu
of & sSuppo
jpcommunlt
as well
'péédmésx
. llJMit
(1996) st
‘;ass1st1n
" “"bfam‘llY s
.Havallabl
'ﬁméﬁbérs

fare the

'ldlfferent levels of support and resplte care

*’Servicec

Preventlon

eglvers play a v1tal role in our soc1ety by

or older adults How can ‘we relleve some of theb

o} that the careglver and rec1p1ent have a‘

experlence? Ellmlnatlng careglver burden is not‘g
Every careglver,

care rec1p1ent and 81tuatlonf

e, so burden and crlsls 1n later 11fe are

1e IHowever,quvanjee‘(1994) suggests soc1a1
lntervenlng.duringithe beglnnlng of the‘y
ng process by prov1d1ng support and educatlon .
ce abuse and enhance well belng Early awareness
rt also glves the careglver knowledge of :

y resources avallable to help meet hls/her needs

as the_loved one' s‘needs,beﬁore the 81tuatlon;

overWhelming.'
telﬁanQJFerris] Shulman; Steinberg) and Levin
trongly suggest a mult1 faceted approach to

g careglvers
ounsellng,‘weekly support groups,iand contlnuous R
llty of counselors to careglvers and famlly -
Other cons1deratlons that need to be addressed
amount and duratlon of serv1ces Careglvers need

Flndlng the‘
dose of counsellng, resplte care and housekeep1n93

for spec1f1c careglvers and 81tuatlons can turni
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a burden
‘experien
Treatmen

flexible

some situation into a manageable or positive
ce (Knight, Lutzky, and Macofsky—Urban, 1993) .
t plans or combination of services need to be

to meet the changing demands of the care

recipient.

Car

. remain 4

egiving is a broad topic’whose characteristics

mystery to some degree. The research cited is

merely an introduction to the reasons caregiving is an

issue ih
which ax
preventi
of the e
adults b
has been

finally

assistance from formal and informal resources.

1 considered a private matter. However,

later life, what interventions are available,
eas need further investigatioﬁ, and challenges of
on. While the goverﬁment has begun to take notice
lderly population, the idea of caring for older

vy the public is relatively new. Caring for family
we are
realizing that‘caregiving requires much

Therefore,

existing programs need refining due to current findings

in research, and new policiesvare desired to £ill in the

gaps to enhance quality of life for the caregiver and
care recipient.
‘Locus of Control
Appraisal of a situation and belief in one's ability

to manacd
outcome

Bartoluc

ye the problem has a profound effect on the

of ‘the situation. Haley, Levine, Brown and

“ci (1987) found that the caregiver's subjective
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":iappralsa

’:5fjpred1ct1“ft
fhgseverlty of beh"v1ors. Actlve copln'

'*¢analys1s 1nformatlon seeklng and problem solv1n:fwe e.

‘fémanage t

such as loglcal

-jrelated to hlgher self reported health ThlS 1nd1cates

';that the partlclpants had a more p081t1ve sense of well—‘ S0 S5

7'be1ng when they were able to actlvely pursue resources lhd
:Thi study sets out to better deflne the careg1v1ng

experlence through 1dent1fy1ng use of locus of control by y

lhthe careglver‘ Locus of control 1s deflned as

the extent to ‘which a person sees hlS outcomes (events he
experiences and reinforcements he receives) .as “being .-
. contingent” upon ‘his own efforts or abllltles (1nterna1) or as
. belng determlned by chance, fatey ‘and powerful others .~ .-
(extemml) (Reld Haas, & Hawklngs, 1977 p 441)

uyrhls concept dlrectly relates ‘to. how a person ',
lpercelves the world and adapts to situations based on_;
fﬂthelr perspectlve. Those who employ 1nternal locus ofli
Vfcontrol tend to- use more dlrect coplng SklllS such asir
hprohlem solv1ng, whereas, those labeled externals used.h

moregav01dant coplng strategles (Ruth and Coleman, 1996)

:'Labouv1{-vlef et al (1987), as 01ted 1n Ruth and Coleman},lfp,m'

'(1996)” explalns that older adults reframe negatlve
situatlons 1nto p051t1ve c1rcumstances more eas1ly due to.’
an 1nner mastery i Although thlS notlon is somewhatvu

contradlctory to the prev1ously reported accounts of

2



http:experier.ce

 burden and
'~¥aeVé15p1
l!iunderlyl
“sfof locus

'tralt;
«dHoweyer

or exter
:sthlnklnc
Lef
'ffcontrol
”ythat cal
'%awworse

‘Tthat_the

COoperatlve and not hav1ng depress1on symptoms, which thEijFt

nd frustratlon from careglvers,vunderstandlng1a‘d'v

ng ways to teach such mastery may be one

hlch may make 1t more dlfflcult to teach
understandlng the p01nt of reference,vlnternal
nal can dlrect spec1f1c 1nterventlons to detour_V
‘toward empowerment and personal control -
court (1983) has extens1vely researched locus of "
1n a varlety of s1tuatlons. H1s flndlngs showedv
dlac patlents w1th external locus of control had ;f

prognos1s than the 1nternals He hypothes1zed 5;f

1ﬂeXternals exhlblted Perceptlon of control of an event oreﬁ’

- 'reSOlutLon seems to have negatlve phy31cal consequences

",Other dlfferences between 1nternals and externals

u'areftha-

T Copihg atrategles such as w1thdrawal and hostlllty, as

to problem solv1ng strategles used by 1nternals.

”‘Personal orlentatlon 1s deflned by Goodman, Zarlt

'and Stelner‘(l997) as~

bvself perceptlon 1n a 5001al context" (p 149) They

xplaln

that self evaluatlon and perceptlon are

"influenced by 1nternallzed soc1al and cultural ,f?-fﬂ

'L expectatlons These appralsals are based on feellngs of ljf

ng objectlve to tralnlng careglvers The pos1tlonrff'k

of control is mostly attrlbuted to a personalltyﬁf””*

dlfference was due to the 1nternalsv belnglmoré':‘di'

externals tend to exer01se more emotlon dlrectedf} .

~“an 1nd1v1dual self evaluatlon or SRR



L thelr 1o

competen
the actu

'careglve

i”care out

.willkélY‘t

“freport a
lathelr ca
gistress'(
. Mullan,
. competen
fulf1111

'i for the

c',

al event to evaluatlon level of stress If the

r feels competent 1n thelr role and 1s prov1d1ng o
of affectlon and re01pr001ty, then they are more;;

o report p081t1ve perceptlons Those who v1ew

reglv1ng role is another avallable buffer to

Goodman Zar;t and Stelner, 1997 Perlln,a:

Semple, Skaff* 1990) The lack of feellng
t comes" from the careglver s perspectlve of not
ng soc1ety ] expectatlons of the spouse carlng i

ill partner and d01ng it well Therefore,‘thls

research challenges profes51ona1s_not‘only-to 1ntervene“

. effectiv
- the publ

" peed to.

rely with the'individual caregiver, but to‘educatep'

ic of theltruth of the_caregiver and’What they

rectify societal mlsconceptlons

"'Perceptlon of control is also 1nfluenced by posltlon ;

Cin soc1ety and race

”demonstl
;than'the

- class ct

S ir whlte counterparts (Lefcourt

Afrlcan Amerlcans con51stently- o

‘ate an external locus of control orlentatlon more

1976) Lower~‘

111dren express more externallty than the mlddle— .

*claSSRChlldren ngher soc1oeconom1c status is closely

related

access 1

ofe] opportunlty (Lefcourt

to 1nterna11ty, Wthh 1s explalned by greater

1976) These flndlngs

'&can‘be applled to older adult careglvers 1n the same

- 30
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le out of obllgatlon and gullt are more llkely to?i]'

dded stress and burden Feellng competent in IR



situations, which sheds more light on the differences

between caregivers.

Asaessihg locus of control of caregivers ig only a
small piece of‘the puzZle to understanding the
psychoicgical dynamics of the situation. Zarit et al.
(1985) as‘citedjbybHaléy,vLe?ine, Brown and Bartolucci
(1987) ekplainéd'that it is best to comprehensively
assesé Céregivers-for'prdbleﬁbsélving, social support,
and fee]ings of self-efficacy to'bettef determine the
uﬁiqUeness of the situation and individualize |

intervention strategies. The caregiving situation is

~ different for each couple, caregiver, and family.

Therefore, it is’Vi;al that research continue to strive
to understand all the dynamics, positive and negative,
 about caregiving and the caregiver to be equipped to

provide and develop effective interventions and programs.
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'CHAPTER THREE

METHODOLOGY .

The purpose of th1s study was to explore coplng

'fstrategnes that elderly spousal careglvers utlllze when

"icarlng ior a partner sufferlng from a braln 1njury

"Therefore; ‘a survey research des1gn was used The j

‘;partlclpants were asked three open ended questlons in a

'faceeto

rquéstiox

Since the

- 7partiCu
tg;Therefo
toas

’coplng
h,appropr

",consent

?i:on 1nfc
:h*crlterl
‘j“icnclfc
.ﬁfhfew ope
3*liﬁfdrmc

ICOntent

1tlon,

-face 1nterv1ew and then glven a- short

naire for locus of control and demographlcs‘
1e part1c1pants were selected to obtaln a |

lar populatlon, they were not randomly chosen
re, generallzablllty of the flndlngs 1s restrlctedijx

ecrflc populatlon e RTIN B :
achleve a r1ch and 1n depth look at careglver s
mechanlsms,va qualltatlve des1gn seemed

1ate- The Inland Careglvers Resource Center (ICRCf7f
ed to use. the1r cllents 1n the study The | |
pants were chosen based on certaln crlterla based Li

rmatlon from the agency £ 1ntake 1nformatlon The :

a’ con81sted of the careglver“belng a spouse,“belngfv,

years old and had been'rece1v1ng serv1ces from

r at least 51x months .Interv1ews cons1sted of a

=n ended questlons,.one page of demographlc,

and the locus of control questlonnalre The

C of the 1nterV1ew was transcrlbed and then sorted o
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and organized to identify themes of coping. The repbrted»

coping strategies were then sorted by internal and

external

locus of control.

Although the interviews provide good information,

there are limitations. The limitation of performing face-

to-face

interviews is social desirability. Another

foreseeable obstacle of conducting interviews in the

caregiver's home is the caregiver being distracted with

the nee
Thereby
informa
_attenti
Therefo

were as

private.

Th
the eld
when in
or both
brain i
locus o
questic

reporte

ds of the care recipiént during the interview.
A the interviewer may be unable to obtain true
tion from the caregiVer or have their undivided'v
gn to be able to thoroughly answer the questions.

re, when setting up appointments the participants

ked to make arrangements'so that the ihterview was

e research question of this study was, how does
erly caregiver's coping stra;egy teduce burden
ternal locus of control,'égternal,locus Qf chtrol
are utilized for-élderly spoﬁSal catégi&ers:of |
njured partners? The independeht variable was»the‘“
f control, Which waé-défined by the terms of the |

nnaire. The dependent variable was the self-

d perceived burden of caregiving.
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Part1c1pants that met the selectlon crlterla of

5 years or older,_carlng for a- spouse, and had

‘recrulted by sendlng a letter from the dlrector (see R

3 APPENDIX A) and an 1nformed consent

voluntary part1c1patlon Those who returned thelr

iflnformed consent were contacted to schedule an 1nterv1ew

a, Therefo

re, non probablllty, purpos1ve sampllng would best

: describe the type of sample obtalned for ‘this study

ot
'?fminute

éoneisth
't demogra
ﬁ‘enperie
hhto stay

T7learned

".the,nar

"4; Datavéollectlon and Instrumentsv’Vu

ta were collected by admlnlsterlng a. 20 to 60
tape recorded 1nterv1ew in the partlclpant's home?
1ng of a few open ended questlons, one page of
pth 1nformatlon (see APPENDIX D) and a. |
nnaire (see APPENDIX E) The open ended questlonsl‘
) In your own words, descrlbe your careglv1ng |

nce, 2) what are some thlngs you do for yourself

1n th1s role, 3) what are some lessons you have (;h

Is there anythlng else you would llke to add
dldn't ask7 (see APPENDIX C) The author of the
sked the questlons,,transcrlbed and sorted through

ratlve to 1dent1fy themes and patterns

actlve cllent at ICRC for six months or more were o

(see APPENDIX B) to _h o

from others about careg1v1ng that have helped i;l”;‘lk’y
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modific
asked ~
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Haas, a
partici
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questio

The

For the purposes of this research,

o

primary independent variables were internal

external locus of control or both

control,

1 by each participant. The level of measurement
1s of control was interval because the range of
scores from the survey described the level of

internal locus of control, high to low. The dependent

=)

was the self-report perception of burden on the

bhic page. The level of measurement for burden was

=Y

scale that was used is the Locus of Desired
instrument developed by Reid, Haas, and Hawkings
The 14-item instrument assesses locus of control
~ctancies. The first seven questions relate to the
ual's desirability‘of control of specific
ons by using a‘4—point Likert scale. The second
corresponding questions addressed the individual's
éd'ability to exert control using the saﬁe type
some
ations were required. The original questionnaire
'How important is it for you to be ablé to place
sgessions where you want to place them?'' (Reid,

nd Hawkings, 1977 p.444). During the pre-test,

pants were confused by the question because it did

ly to their living situation. Therefore, that

n and corresponding question, ~~I am able to place

35.




:my‘poss

‘omitted.

Th
study o
study o
institu
reliabi
‘Hawking
similar
this‘re
of .69.
inhothe

- Mu
scale i
study d
locus o
this st
1ocus o

the mea

Th
B) w‘ith
partici
Inland

criteri

essithgwherefIfwaﬁt_tofplace them'' (p.444) were

= rellablllty 1ndex was reported to be .64 in one

D

£ 60 res1dents of an 1nst1tutlon In the second

f 147 part1c1pants, 78 were residents in an

tlon and 65 were 1ndependently llVlng, the

lity was reported at' 66 (Reld Haas, and

s; 1977) Zlegler and Reld (1979) used a very

test that showed a rellablllty 1ndex of .91. For
search the Cronbach ] alpha showed a rellablllty
Valldlty measures are not reported or avallable
r resources

lllns (1982) used the Locus of Desired Control

g h;s study. He explalned that the mean»of‘theui
efined the separation of high or low?internal

£ control; Therefore, scores below the mean of
udy (45) are con81dered to have a lower. internal

£ control compared to those who scored hlgher than

n.

Procedures
e author‘Sent 99 informed consents (see APPENDIX

a letter (see APPENDIX A) requesting voluntary

patiOn'from the director to the consumers of

CaregiVer,Resource Center that met the selection

a. Those who returned their informed consent were




contact

intervi

explain

request
Be

reminde

kept co

any of
partici
time, t

opportu

started.

open-en

ed by phone to set up an appointment for-an
ew at thevparticipant's home. The interviewer
ed that the session would be recorded, so
ed privacy.

fore the interview, the author of the study

d the participant that their identity would be
nfidentiai/‘if they felt uncomfortable answering
the questions,'they did not have to answer.‘If the
pant wished to.turn off the tape recorder at any
he interviewer would do so. They were given the
nity to ask any questions before the interview
| Then the interviewer continued by asking the

ded questiong. After the open ended questions, the

open page of demographic questions and the survey was

given t

intervi

The par

debrief
intervi
you let

kept cc

mechani

-caregiv

o the participant to £ill out while the

ewer waited for the participant. to complete it.

ticipant was thanked for their time and given a

ing statement (see APPENDIX F) at the end of the
ew. Through the mail, the interviewer sent a thank

ter for their participation. All information was

nfidential.

Data Analysis

The purpose of the study was to explore the coping

sms that elderly caregivers use to manage the

ring experience. The underlying hypothesis was that
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egivers}who employbinternal 1ocus of control
stratégiesvwould‘report lesé‘bufden. Univariate
ics such’as'frequency distributioﬁ, meaéﬁres of
téndency and_dispefsion were used to describe‘ﬁhe
s. Mean, standard‘deViation,‘range, and median of
come, and‘reported burden wére used to depict the
ioﬁ of the study. |
e biVariate statistié of a t-test was employed to
ne if a relationship existed_betweén the.locus_of
and self-reported burden gquestion. Pearson r was
>find any relationship between the reported hours
ng for the spousé and perceived burden.
e qualitative design required that the contents of"

erview be transcribed. Then the contents were

reviewed to assess any themes or patterns for each

partici
the the
Then th
categorn

.each ca

pant and group. Categories were created based oh
mes and patterns identified'iﬁ the traﬁscriptions.
e transcriptions were coded by the assigned

The codes were counted and summarized for

ies.

tegory and participant.
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“32 were

CHAPTER FOUR

FINDINGS AND RESULTS cd‘

"; Demographlcs

the 42 careglvers who returned 1nformed consents,

:for a varlety of reasons,'such as spouse s death

R 1llness
b;ldjmale
sox age
“jYéarS'(
:b‘majorit
oPacific

”zup43.ls

T$12 000
"(84.4ﬁ)
" other f
:rfacilit
wére e
”Vlwerekst
‘_the sam
:whlchbl

}'vaffécte

, Or - 1ack of tlme Twenty two females (68 8% ) and

was 58 to 89 years and the mean ‘was about 71

7o 91 SD— 8 11). Of these partlclpants, the

Y was Whlte (90 6 ) Afrlcan Amerlcans, As1an

of the populatlon The mean: 1ncome of the »:f‘
lds was between $20 OOO and $29 999 (range— o
~$15 999 to $4O 000 or above) Twenty seven.“

of the care rec1p1ents were cared for at home The

ive (15 66) had been placed in long term care “l

mlddle class status

_varlety of dlseases that cause braln 1mpa1rment

presented in the sample About a thlrd (31 3 )

ple was Alzhelmer s (21 9% ) Lewy Body Dlsease,f
s a comblnatlon of Alzhelmer S and Parklnson s,f‘

d four part1c1pants (12 5 ) About 155 of the‘

M39ffﬁ'“'

1nterv1ewed Ten 1nterv1ews did not take place‘ ‘

(31 3%) comprlsed the sample studled The range‘“

Islander, and those of Hlspanlc decent each made' ’

iesﬁ The part1c1pants were prlmarlly white femalesv~

roke v1ct1ms The second most dlagnosed dlsease 1n'



" the cor

i populat

of braln 1mpa1rment in the partners were alcohol relateddi;fffl“

fvdementl

-scleros

pu

”conSide
branged
ufdamount
'fevaluat
to'lés
"frateddo
'all)‘to
(3.81)
Vfr-careéiv
. Th

'were cr

h’(Reld

‘the fin
hhsamples
| Eifteen
‘sabove't
locus 9o
3~male=

 of these

ion reported hav1ng Parklnson s The other causesff'

dementla, multlple scler081s,,lateral

a

is; traumatlc braln 1njury, and anOX1a
ratlon of careglv1ng respons1b111t1es was
red The length of tlme for carlng for the partnerfﬁd“

from 1 year to 20 years (M— 6. 73 SD~ 4. 72)

’of t1me the careglver prov1ded as51stance was

ed. Hours of care prov1ded per week ranged from 8 f

hours (M-.loo 38 SD~ 43 35) Percelved burden was?*
n- a 5- p01nt leert scale ranglng from O (not at

4 (extremely burdened) Qulte a blt burdened

was the mean descrlblng percelved burden of dl

ing respons1b111t1es

e scores of the Locus of De31red Control survey
eated by multlplylng each des1rab111ty 1tem w1th
respondlng expectancy 1tem and summlng the resultsi
Haas, and Hawk1ngs,_1977) The poss1ble range for

al score was 6 to 96 The actual scores for thlS .ct:»,‘;
sor:’ |

ranged from 22 to. 80 The mean was 45 1

part1c1pants scored below the mean and 16 scoredlf
he mean w1th a value 1ndlcat1ng a hlgh 1nternal |
f control Of the 32 partlclpants, 13 females andb
scored w1th a hlgh 1nternal locus of control Out‘

e 16 that scored above the mean, 11 females and -

0 ‘




one mal

eight h

Re

your ow

concurxy

reporte

frustra

e provided care for their partner on average for

ours or more a day.

Qualitative

sponées to the first’openFénded question, ~Tin

n words, describé your caregiving exberience,"
ed with'CaiderQn and‘Tennstedt»(1998) study that
d caregivers‘deséribing their experience as

ting' and isolating} Feelingé of guilt, resentment,

and loneliness were other adjectives that caregivers

reporte

Ma
prevale
study,.
male) a
depress

- househc

2 males

her hus
v thésé C
things
“é rééUi

.yeaffol
‘ a§tiVit

mibut aft

d thét.are-éOhsiStent'with.the literature.

ny studies discussed depression as‘béing a
nt-psychological prqblem with caregivers.’in,this
five people reporﬁed depression (4 females, 1

nd pWo femalesbwere taking prescribed anti-
ants. Aésuming all respoﬁsibilities of the

1d seemed to.bvérwhelm the caregiﬁers (8 females,
).‘One 69Lyeaf old.female,"had respite care for
bénd, bﬁ£ explains | there are sﬁill éll
thér*reépdnsibilities‘of.having to do all the
we used t6 d§ togefher ﬁhat'I have.tordo now." As
f} ﬁéﬁywdéséribéd;carégiving as consuming. A 73—
deemaIe?éummarizéd it as ‘fI‘had‘novother
ies_thén tékingvcafe>bf him, which I wanted to do,

er awhile it wears you down.'':




Participants also explained that carégiving required

them to make many sacrifices (8 females, 7 males),

whether it be their interests and hbbbies, or

relinquishing of their retirement plans with their

spouse

. Five males and seven females reported that their

partner's illness changed their activities or lifestyle.

A 78-year-old Hispanic male describes how caregiving had

changed his life, ~“Our plans are completely different

than what we're doing now. You just don't plan for things

like that. How many people know what they're going to get

when they're 60 years old?'!

Others found it difficult to watch their spouse

decline in health and ability (5 females, 2 males). An

80-year-old female describes after 62 years of marriage,

““the hardest thing perhaps, with your mate having

Alzheimer's, is that they become different people than

they h
T

by thi
diécus
‘caregi
female
the st
at all
| 0

their

ave been through the years.'!

he physical strain of caregiving was most reported

s population through éxhaustion. The literature‘ |

sed somatic symptoms as a result from the stress‘of
ving. One caregiver, a 63-year-old African American
, had a speech impediment, Botoch's, resultihg from
ress of_caregi#ing. Interestingiy( she marked " "not
''" burdened.

n the other hand, three participants described

experience as a time of learning about themselves
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hn;and llfe. One man stated “‘It's been very, Very much a
'l»grow1ng experlence j; you grow 1n your relatlonshlp
vw1th your spouse '; you learn about yourself You learnul'

Ja lot about your role and boundarles and what you re_ ;.,ff

5w1111ng to do and why Another man descrlbes hlS ;
:3Vs;tuatlon th1s way,.” I've learned a lot about carlng fort75’
a '"‘:'a’:'-i‘»p'e-rsson-V.‘,,f There is an awful 1ot 1nvolved 1n taklng
vﬁcare of‘a person . d‘ I've found out thlS one in taklng

)t‘care of’ her and in the glVlng there 1s a terrlflc ;'HJS
G,reward'ﬁ!fl” . | S |
thnfortunately, éome—erperlenced dlfflculty 1n
- f;flndlnd quallty resplte care and endured much hardshlp 1n
:i;]USt trylng to get help One woman who has had several lit
.fﬁxi:negatlve encounters w1th trylng to flnd help eXplalns,'fily
_:“;:x\That has been the worst aspect of belng a Careglver,bis'
""f7lgettlnq;help‘ If 1t wasn't for that I?th;nk'I,COuld Yj{=

fhandle it pretty well

*-QFQuestlon_two asked them Wha‘}they dld for themselves

fﬁ'so that;theykco,'df""ﬁ

thelr careglv1ng role wThereiﬁ%d‘

'fnwere a varlety of responses and comblnatlons of

act1v1L1es tha ;allowed these careglvers to prov1de care;'”

“f,Formal serv1ces'such as resplte care,;day care, support.?
ﬁ*f}groups and counsellng were used by several of the

?;partlcrpants Two females hlred people to care for the

"Q;ghlawn and housecleanlng, ”hey could focus on;i

careg1v1ng Inland Careglvers”Resource Center (ICRC) andy




L groups

- vmlne

",_other c

manykof

ommunlty agenc1es prov1de support groups 1n whlch
them partlclpated (12 females, 4 males) Support

seemed to be most helpful 1n reframlng the

”careglver s s1tuatlon Several careglvers (11 females,v4

idmales)

'j75 year old woman summed 1t up nlcely,v

so many people,

used reframlng of thelr s1tuatlon to keep 901ng AJ

there are

thelr c1rcumstances are worse off than

5Somet1mes 1t's good to know because you don t have "

h,an excuse to feel sorry for yourself 1f somebody has more -

Hproblems

ICRC also conducts classes to teach careglvers how

' to manage thelr frustratlon, Wthh has been benef1c1al tolf

'many

'n thlS class,

they 1earn relaxatlon breathlng i

'fctechnlques that reduce stress and how to change thelr_'

hlattrtuc

explains,

© deeply

‘“thefroc

1S, These semlnars have taught me to breathe

'5't1mes, 10 tlmes, whatever 1t takes stop Leave

DM 1f you have to ,»changevyour»attltude. Get

over your mad

i E:»A'I
as car

ilearn t
;Fthemse

ST a‘bl-]_ ;t‘

lves

1other prevalent recommendatlon from the careglversp
1t taklng care of themselves 1s just as 1mportant
Lng for thelr spouse However many of them had to.'

hlS lesson because they had forgotten about,.

Thlrteen women and two men attrlbuted thelr

[ to stay in thelr role by taklng care of

le to stop thelr frustratlon An 84- year old male :fsa'



themselves by exerciSing, eating healthy, and staying

active

Informal support played a pivotal role in the

caregiver's well—being. Staying connected with family and

friends by talking on the phone, visits, or going out to

lunchitogether helped the caregivers get away from their

responsibilities at home and have socialization. Two

women did not have family or friends in the area, but

they were able to feel supported by them through

electronic mail. Attending church and being involved in

church
to see

member

activities provides an opportunity for caregivers
friends and receive support from fellow church

[=]

g. Church is also a chance to get the care

recipient out to socialize.

anothe

also a

Short trips with the ill spouse to visit family were

J
l

r activity that seemed to facilitate coping. It was

chance to'get out of the house and socialize.

""I'm not stuck right here all the time. I look forward

to tho
old ex
daught
luxury
was go
enjoye
(1989)

in the

se couple times a year to go up there,'' a 59-year- -
plains about going to Bishop to visit their

ér. Two femaleé and three males discussed the

of doing activities with their spbuse even if it
ing to the mall, which they looked férward to and>
d. This seems tovbe concurrent With Barusch's
study of thevbenefits of chtinuity of activities

marriage. -
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E .;7'4' : yearlg: 1d

-ﬂ»_dlmensi"Qﬁ“

have some “ellg*nus background to fall back on

Yk Wlthout that 1t's all klnd Of blank

L Careglvers sought 1nformatlon about thelr partner si

V:Villness*f

deldea Of;Whétaﬁﬁ

d‘nderstand the process so that they had some

”‘xpect Seven women and one male actlvely";

?'gfeducated themselves about thelr partner s 111ness A

66 year old‘female explalns

‘»her husband was further advanced

At least she . gave me a clue. ThlS

~__fisn't rea ing from a- ‘book or: anythlng It was a’ AT
'”dxﬁrson talklng to. me, telllng me what I. mlght expect,

time’ passes When somethlng happens 1t won't be

*ldlch a huge surprlse

ireglvers seemed to use a comblnatlon of formal and ;

al supports 1f they were avallable On a dally

6fkffdd

| son’ She told me about  some thlngs‘ﬁb”i
;at may“_evhappenlng down ‘the road, which were not’.



basis,

Caregivers had activities to rely,on that allowed

them to continue to care for their spouse.

The third question inquired about lessons they had

learned that helped them with their caregiving. The most

noted lesson was learning how to take care of themselves.

The next most reported skill learned was finding out that

their situation was not nearly as bad as other

caregivers. Therefore, reframing the situation by

comparing their circumstances to others was another

coping

n

mechanism employed. Patience (9 females, 1 male)

was a skill learned along the way as their partners

siowed

down and could no longer perform certain tasks.

Some learned practical skills about medications and

medical equipment needed to assist their spouse. Another

participant learned how to make a bed with her disabled

“husband in it and how to give a shower. Four females

learned the valuable lesson of allowing their ill partner

to continue to do as much for themselves as possible.

““The thing that has helped me the most was my last ICRC

worksha
do for

doing t

himself.

69 yeax
Ad

method

p- don't do anything for your husband that he can

himself. . . All of a sudden, here I am, I've been
;hese little things that he could have done

that is absolutely wonderful, '' describes a

:—old Aéian female. |

rceptance of the Situétioﬁ seemed to be another

that helped the caregiver cope. Seven women and
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~what yc
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company
»baiénce

Wh

of Cont
them tc
‘care'fc
those u
. specifi

- making

people
-
becamé
- the pal

male wh

, reported accepting their circumstances. Some

~~

O see it as a positive thing,'- God gave him
o take care of, so;I‘will take care of him as lOngA
n. I will sayHWe‘re‘lucky." Others had a

~~

nt perspective, .yéu just realize that
reallyiéren't going to get much better. Life is
u»ﬁake of-it.:YOU'bettér get on with it.'t‘Both
jomen loved their husbands and enjoyed their

r, yet still struggled with frustration. With

. they managed to accept their role.

len comparing the interview transcripts between

vthbse‘who scored above and below the mean on locus of
control, some interesting themes emerged. Those who
scored above the mean, indicating a high internal locus

rol, seemed to engage in activities that allowed

> maintain their sense of self while continuing to
DT theirbspoﬁsé.-They had morevactivities than
vith 1bwertscores and the attivities~were more

c td_théit‘teeds. Some'énjéy6d béing creative with
ctafts or‘buiiding alplaﬁé."Others stayed active
‘cising and being,invqlved‘in-actiVities with other
and volunteéringvfét.éémmunity,events.

10se who ﬁaintained their hobbies Before they
céregivers maintained theif identity. For example,

"ticipant who scored the;highestlwas an‘85-year‘old

10 was active in many;hobbies;‘which he had prior
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to his wife's illness. Shortly before the interview, he

had won a snow skiing contest for his age division. He

was very proud of his flying career in WWII and loved to

fly pl

anes. Unfortunately, he had to sell his plahe

because they didn't use it, but he was in the process of

buildi

occasi

ng one, was a member of flying clubs, and flew

onally to test planes.

‘Another difference between the groups was the

caregi

ver's ability to adapt to their situation. This

characteristic is consistent with the idea of locus of

control. If a caregiver feels that they have control over

their

theixr

Those

situation, then they have the ability to manipulate
circumstances to cope according to their needs.

with a high internal locus of control participated

in a combination of solitary and active leisure pursuits.

The ot

her group mostly engaged in solitary activities

such as reading.

Social support from family or friends was another

factor that helped these caregivers stay in their role.

Some caregivers did not have family available or were in

confli

ct with family members, but had friends that were

available and emotionally supportive. A majority of the

high internal locus of control participants reported

having someone they could call to vent their

frustrations. Family being willing to wvisit or allow

caregiver and recipient visit was another form of support
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By j.f-aﬁd? lo

an 89-

""tdthatgthe careglvers apprec1ated so they could have soc;aljjiﬂ‘fv
'Tninteractlon and get out of the house“ Those w1th lower’

'4%=’intern(fg'”

A

rpsacrlf
ﬂnot ai
"jjbOthpg

‘v‘having
'”HoweVe

Jw1th a
}’p081t1

'wsltuat

expres
"fHe"mad

d‘d”dying he states,“f“Not that you are afrald of dylng, far;rbfyd

,ilnternal control reported llttle or no;f. ,

"3“rsupport'ava11able to ‘them.

Ll the careglvers gave of themselves and made

Efer 1n descrlblng the1r s1tuatlon Careglverslln,
roups reported los1ng 1t" belng 1solated and
changes 1n llfe they dld not expect Reported |
Jed burden dld not dlffer between the groups

the outlook they possessed separated the hlgh
Nllnternal locus of control part1c1pants Those
hlgh locus of control seemed to contlnue to_have a
ve attltude about llfe and accepted thelr{euii

1on One of the most upllftlng 1nterv1ews washwith»'
year old male, who exuded a zest for llfe byf’.b

s1ng hls contlnued and grOW1ng love for hls w1fe

1s what llfe is all about When talklng about

f:kfrom‘that To me, that's just another great adventure

3;ngareglvers w1th a hlgh 1nterna1 locus of control

‘ fasgsma

S careglver s marrlage seemed to b

fiife,

WTy‘also[contlnued to do act1v1t1es w1th thelr spouses such

ll trlps, 901ng tofChurch and shopplng The

strength 1n thelr

In splte of thelr spo'se not belng able to .”'

Lces because of thelr c1rcumstances he groups dld_--]fj

e comments llke,;, everythlng has worked out" andﬁyew‘f‘



communicate, they seemed to maintain that sense of

‘connec
consis

couple

spirit

out of

tlon by contlnulng act1v1t1es together This was
tent w1th the llterature from Motenko (1980) that

S sustalnlng act1v1t1es serve to buffer burden

'The most 1nterest1ng theme that emerged was that

uallty and a strong belief system was ev1dent in 11

the 16 part101pants~w1th hlghflnternal locus of

control compared to 2 part1c1pants w1th low locus of

internal control Thelr splrltuallty seemed to be a

source| of strength glve them reassurance, and glve

meaninggto thelrtclrcumstances Those who attended church

also had'almeekly_opportunity to socialize, get out of

'theghouse,_andjcontinue‘an-interest with their spouse.

»:male=2

'Quantitative

The means of: percelved burden (female 2. 18

OO) and the total score of the survey

(female=44.14- male 47 56) ‘did not show a s1gn1f1cant

difference when categorlzed by gender There was no

'signiflcant relatlonshlp found between the amount of

hours

carlng for the partner and reported percelved

: burden as assessedvby‘Pearson»correlatlon.vAlthough the

correlatlon was not 81gn1f1cant the*Statistic showedfan

‘vlnverse relatlonshlp between hours of carlng for thelr

spouse and percelved burden The hypothe81s that those

B

who employ an 1nternal locus of control type of coplng
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http:female=44.14
http:male=2.00
http:female=2.18

would perceive less burden was not confirmed by this

study.
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CHAPTER FIVE

CONCLUSIONS AND RECOMMENDATIONS

Although this research did not confirm the research
question of internal locus of control buffering
caregivers' sense of burden, it provided useful
information about caregivers. The number of interested
participants indicates that regardless of the
overwhelming amount of time it takes to care for another
person, elderly caregivers are willing to make time to
relate their situation to help other caregivers. The
opportunity to have a visitor come to their home, when
they don't have many visitors, may be another explanation
for such a high return rate of the informed consents.

Another interesting note was that these caregivers
were willing to explain their personal lives and troubles
to a stranger. Most of the time, it seemed that the
participants were eager to tell their story. While
support groups are helpful, it seems that the caregivers
need more socialization and support. Most of the
caregivers reported being confined to their homes because
of their spouse. Therefore, outreach type services seem
appropriate and needed. It is always nice to have family
and friends visit, but it is not always realistic. Many
caregivers reported how helpful it was to vent their

feelings to someone or just get out of the house to do
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|

somet?ing with a friend, which concurred with Devires,v
Hamiliton, Lovette and Gallagher-Thompson?s (1997)
findings of social support being vital to a caregiver's
well—?eing. If friends and family are not available, a
servi@e that provides the caregiver with a person tb do
activﬂties with or just call at their convenience would
be beAeficial.

Many of these caregivers have been married for
decades. Their sense of commitment and duty to their
spouselis another factor that gives them the stréngth to
continue to provide care. The devotion felt for their
partners has also led to the caregivers being protective
of their partner and being reluctant to have strangers
care for them. However, when respite was provided, the
pooxr qLality of care or its unavailability reinforced the
caregiLer'svreluctance of using respite, which prevented
the cayegiver from getting a break. The cost of respite
was another consideration that sometimes interfered with
gettin§ help. Although there are programs and services
availaﬁle for fespite care, toé mény caregivers will not
utilize this service because the financial aspect is
beyond what a limited income can support.

This research should make professionals aware that
something has to be done to uniformly help caregivers

receive quality respite care at an affordable cost. A few

respondents had begun to look at long-term care
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facilities in case their spouse.had to be placed. They

were discouraged by the cost and quality of care

available. The caregivers began to realize that they were

the only alterative for good care for their spouse.

Instit

life g

from ¢

utional care cannot compare to personal care from a
>artner. However, that does not excuse professionals

ontinuing to pursue improving the quality of care

in institutions.

The findings from the research were consistent with

the literature. Jivanjee's (1994) article about the

- positive benefits of active coping skills for caregivers

was confirmed by those who scored above the mean and

utilized a variety of active coping methods. The aspect

of spirituality being incorporated as a coping mechanism

was consistent with the research by Picot, Debanne,

[

Namazi and Wylke (1997). The amount of spirituality

identified seemed to serve as a support to the caregiver,

as well as a barrier against depression and helps

maintain the caregiver's health. This is another reminder

to professionals to acknowledge and use spirituality to

engage| caregivers and foster psychological welfare.

I

range

CRC seems to be on the right track with providing a

~f services that the caregiver can chose from to

fit their needs. However, the waiting lists for respite

can be

same t

lengthy. Therefore, more programs that offer the

ype of services need to be more visible and

55




‘acce581ble in. the communlty A multldlmen31ona1 approach

tallored ‘to the needs of the caregiver and the situation
vseemsito be the mostVeffect1ve and logical form of
ihter+ention.

_ One of the limitations of thie research is the‘leck
of di*ersevethnicitiee'fepresented. Although there were a
few differeht ethnicities'that‘participated, the majority
was white. Also, more malevcaregivers need to be included
invfuﬁther reeearch;

| #heee.findings caﬁnot be generelized because the
vparti%ipants were recruited based on certain criterion,
whlch\llmlts the results to thlS population. Also, this
'populgtlon may not accurately represent the general
public because these caregivers are receiving informal
‘ Suppert and are motivated to reach out for help, which
may nor'be true Qf the entire community. |

Another limitation of this study was that the
resulte'are based on.self—report, which can bevskewed by
the participantewantihg to impress the interviewer and
not fully expiainiﬁg their sitﬁation.

Soﬁe recoﬁmendétidns for researching this population
would %e'to include the education level of the
'caregi$ers, and the use of.additionel scales to determine
their ?sycholegical and physicalvwell—being:to understend

the tr&eknatﬁre»ef their situation. Some mentioned their
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own physical problems and depression, while others
reported more on what was going on with their loved one.
The elderly spousal caregivers in this research put
their heart and soul into their partners. While they
managed to adapt to their situation and constant
emergencies, they continued to attempt to reconcile their
own aging process. While this report may not have proven
anything statistically significant, it did give these few
willing participants an opportunity to tell their story
and feel as though they were a part of the solution. More
research and listening ears are needed to hear their

needs and put findings into action.
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SIGNED APPROVAL LETTER

FROM INLAND CAREGIVERS
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Inland Caxegz iver
Resource ‘lCenter

1881 Commercinrun Casr

|
\

San BeAmsoea, lGA

Swre 1 32

V24083217 l‘

oo 307'044‘0’]

. [
(800) 8730004

A HONPROMT
TAX-EXEMPT
CORPORATION, PAST
QF A STATEWIOE Nl
SYaTEM OF necuonlu.
RESQURCE QENTERS
SERVING FAMILIES
ANC CARECIVERS OF‘.
BRAINTMPAIRED i

|

\ v
|

i

|

|

|

|

|

|

AQULTS.

November 17, 2000

To Whom It May Concem:

The Inland Caregiver Resource Center is 2 private, non-profit sacial service
agency providing services and Support to family caregivers of adults with
brain-mpairing conditions (Alzheimer's, Parkinson's, Stroke, Traumatic Brain
Injury, -etc.) We provide a number. of services and programs to family

caregivers, including Information & Referral, Family Consultation, Respite
Care and Short Term Counseling.

Inland Caregiver Rescurce Center has been a field placement site for first

year MSW students from Califomia State University, San Bemardino for a
numter of years. T

David Fraser, Executive Director, and | have met a number of times with Ms.
Elaine Foytek, a second year MSW student from California State University,
San Bernardino. She plans to camy cut her Research Project on an aspect of
caragiving. She has kent us abreast as she has formulated her plan for the

Research Project. She has our permission to work with our clients in the
completion of her research.

Ms. Feytek seems to be a bright. and capable student and we look forward to
being her host agency for the Research Project. Please do not hesitate to
contact Mr. Fraser or me if you have any questions.

Sincerely,

l’ﬁ@% s

Cathy Andre, M.S.W,, L.C.S.wW.
Assistant Director
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l
l
The study in WhICh you are about to partrcrpate is desrgned to
mvestlgate caregrvers experlence Thrs study is belng conducted by Elaine
: o

_ Foytlk a Masters of Socral Work student under the. supervrsron of Dr

‘ Rosemary McCasIrn Professor of Socral Work This study has been

‘, approved by the Department of Social Work sub- oommlttee of the

o lnstltutronal Revrew Board Calrforma State Unrversrty, San Bernardlno The

unlversrty requrres that you grve your consent before partrcrpatrng in this
'study\ P |

.

|in thrsstudyyou wrll be’as'ked to respond to a‘fev‘v questions and fill
“outa s'hort}SUrv‘ey. The task should take at the most 60 minutes to complete.
Al of 'y\/ourﬁrespotnses will'be heldvin the:strictest of cOnfidence by the |
researcher Your name wrll not be reported wrth your responses. AII data will
: ': be rep\orted in group form only You may receive the group results of thrs

L study t\Lpon completron August 1 2001 in the Calrfornra State Unrversrty, San

. Bernardmo l|brary

L 'Your partlcrpatron in thrs study is totally voluntary Inland Caregrvers L

,Res"ou 'ce Center wrll not know who partrcrpates or not Your decrsron will not

'.'-’..-':aff'ect t1e servrces you receive rn any way You are free to wrthdraw at any :

time dulrrng this study wrthout penalty When you complete the task you wrll

receive a debrlefrng statement descnbrng the study in more detall In order to |

o ensure the valldlty of the study, we ask you not to drscuss thrs study wrth

“ _' »other members of lnland Caregrvers Resource Center



If you have any questions about the study, please feel free to contact
Dr. Rosemary McCaslin at (909) 880-5507. By placing a check mark in the
box below, | acknowledge that | have been informed of, and that |
understand, the nature and purpose of this study, and | freely consent to

participate. | also acknowledge that | am at least 18 years of age.

Place a check mark here Today’s Date
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INTERVIEW GUIDE
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1. In your own words, describe your caregiving experience
If need prompting, How has caring for your spouse
changed your life? Financially? Socially? Personally?
2. What are some things you do for yourself as a
caregiver to stay in that role?
3. What are some lessons you have learned from others
about caregiving that have helped you?
If need prompting, such as classes, seminars or
other caregivers.
4. Is there anything else you would like to add, that I

didn't ask?
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APPENDIX D:

DEMOGRAPHIC QUESTIONS
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These questions are designed to better understand your situation and get to
know you better. All of the information provided will be kept confidential.

1. What is your ethnicity? (Check one)
() 1. African American

() 2. Asian Pacific Islander
() 3. Hispanic/Latino/Chicano
() 4. White
() 5. Other, specify

2. What is your household’s annual income? (Check one)
(' )1. under- $8,000 ( )6. $26,000- $29,999
( )2. $8,000- $11,999 ( )7.$30,000- $35,999
( )3.$12,000- $15,999 ( )8. $36,000- $39,999
( )4. $16,000- $19,999 ( )9. $40,000 or above

( )5. $20,00- $25,999
3. How long have you been caring for your spouse?

4. Overall, how burdened do you feel in caring for your relative?
() 0. Notatall () 3. Quite a bit
( ) 1. Alittle ( ) 4. Extremely
() 2. Moderately

5. What services from Inland Caregiver Resource Center do you use or have
used at any time? (Check all that apply)

( )1. individual counseling ( )6. Training or conferences
( )2. family counseling ( )7. Caregiver’s retreat
( )3. family consultation ( )8. Support groups

( )4. respite care

( )5. legal consultation

6. How many hours a week do you provide care, assistance, supervision or
companionship to your relative? (Do not include hours of sleep or respite
care) Hours per week

7. What is your gender ( )1. female
( )2. male

8. What is your age ?
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APPENDIX E:

LOCUS OF DESIRED CONTROL SURVEY
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Please circle the choice below the question that best
fits your feelings about the statement.

How desirable or important is it for you

to receive regular visits from your friends or relatives?
a. Not important
b. Somewhat important
c. Generally important
d. Very important

2. to be able to decide on your own what your daily
activities will be?

Not important

Somewhat important

Generally important

Very important

QQUo0Ww

3. to be able to place your possessions where you want to
place them?

a. Not important

b. Somewhat important

c. Generally important

d. Very important

4. to receive attention or recognition fro those around
you?

Not important

Somewhat important

Generally important

Very important

QoW

5. that your doctor come to see you when you ask for him?
Not important

Somewhat important

Generally important

Very important

Q00w

6. to be able to find privacy from others?
Not important

Somewhat important

Generally important

Very important

QN oW

7. to be with your friends when you want to be?
a. Not important
b. Somewhat important
c. Generally important
d.Very important

68



8. To what extent can you cause friends or relatlves to
come and visit regularly?
a. Cannot cause

b Can
Can
d Can

cause somewhat ,
cause quite a bit
cause a great deal.

|

9. How often can you yourself decide what your dally
Qct1v1t1es are going to be?
\ Never

b Sometimes
c. Quite often

, d. Always

|
10.\1 am able to place my possessions where I want to

Cannot cause

cause somewhat
cause quite a bit
cause a dgreat deal

| . .
11. How often can you acquire attention from those around

. Cannot cause

\a

\ b. Can
c. Can

\d Can

you’f‘I

s

\b. Can
\c Can
d. Can

12. To what
to c?me and

cause somewhat
cause quite a bit
cause a great deal

extent do you think you can cause your doctor
see you whenever you ask for him?

ja. Cannot cause

|b. Can
‘c. Can
ld. Can

cause somewhat
cause quite a bit
cause a great deal

13. How often can you give yourself‘privacy when you want

k. Quite often

it? v
\a.»Never
b. Sometimes
Always .
14. H

w often can you be with your frlends?

Never

|

P

a.

p. Sometimes
c

. Quite often
d. Always
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DEBRIEFING STATEMENT
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The study you have just completed was designed to
investigate caregivers coping strategies. In this study,
the coping strategies that caregivers use to handle
caring for an ill spouse were assessed. The caregiver's
perception of their control over the situation and
specific tasks used by the caregiver were considered when
evaluating how the caregiver coped with the situation. We
believe that this information will be useful in
developing programs and approaches to help other
caregivers who are struggling with the caregiving
experience.

Thank you for your participation and for not
discussing the contents of the questions with other
caregivers. If you have any questions about the study,
please feel free to contact Dr. Rosemary McCaslin at
(909) 880-5507. If you would like to obtain a copy of the
group's results of this study, they will be located at
California State University, San Bernardino library

August 1, 2001.
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SUMMARY OF DEMOGRAPHIC INFORMATION
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Female Male
(n=22) (n=10)

Ethnicity African American 1
Asian Pacific Islander T
Hispanic/Latino/Chicano gt
White 20 9
Annunal income $12,000-815,999 at 2
$16,000-819,999 6 3
$20,000-825,999 7 Ay
$26,000-$29,999 4 1
$30,000-835,999 3 3
$40,000 or above 1.
Caring for 1-5 years 13 5
spouse
(Years) 6-10 5 2
3 G gt (€51 3 3
20
Perceived burden Not at all 2 2
by caregiver A little 3 3
Moderately 8 4
Quite a bit 7 1
Extremely 2 2
Hours of care 2~d0 2
provided per 21-40 1 "
week
41-60 2 2
61-80 1
81-100 4
101-120 4 3
121-14 6 2
141-160 1
161-168 2 1 4
Age of caregiver 55-60 1 1
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6165
66-70
T1=75
76-80
81+85
86-90

Disease of care Stroke
recipient

Alzheimer's
Lewy Body

Alcohol-related
dementia
Dementia

Multiple sclerosis
Lateral sclerosis
parkinson's
Traumatic brain
injury
Anoxia
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APPENDIX H:
SUMMARY OF RESPONSES FROM

INTERVIEW QUESTION 2

TS



FORMAL HELP
respite

day care

classes on frustration
support groups

hired help for house
counseling

senior center

CARING FOR SELF

walk

swim

dance

golf

skiing

yoga

gym
gardening
staying active

INFORMAL
SUPPORT
talking w/ other CG
talking to friends
family support
clubs

e-mail friends &
family

church activities
retreats

playing cards
going out to w/
friends

bunko

bingo

part-time work

OTHER
positive attitude

male

= OBRAN-=-bH

OoON PO NWWN N O

~O0OON

female

~N o~

= NN

13

=00 DON

_ A~

doing activities together
small trips

fishing trips

meeting people

visit family or friends
painting class

swap meets w/ family

SOLITARY ACTIVITIES

go for a drive
window shopping
sit in restaurant
meditate

prayer

sew

crafts

puzzles
journaling
crossword puzzles
read

one hour nap

movie

work on computer
scream/yell

take time for self
shopping

watch television
write letters

going to the salon
caring for house

walk away

write newsletter

go to the library
build cars & planes

76
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devotion to partner
ability to express self
reframe situation
pamper self

sense of humor
nothing

4



APPENDIX I:
SUMMARY OF RESPONSES FROM

INTERVIEW QUESTION 3

78



care for self

say no

ask for help

family involvement

family support

watched others

day by day

got to be strong

don't take things personally
you need help

Acceptance of situation
patience

sympathize w/ partner
prior experiences

trouble finding respite care
simplify life

feels good to have purpose
one day at a time

adapt to the situation & changes

medical equipment

foster partner's independence

practical skills training
let go

acceptance of situation
preparing for future

19

male
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