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ABSTRACT .ﬂ
) Wlth the 1ncrease 1n the elderly, Americans’
icareglver roles and respons1b111t1es are also on the rlse
fDeveloplng w1th th1s 1ncrease is the grow1ng problem of
vcareglver burden The Loma Llnda V A Hospltal haS'

developed a serv1ce known as the Home- Based Prlmary Care

‘-lprogram de31gned to combat careglver burden Studles were

conducted among careglver part1c1pants in this program 1n

vfan effort to evaluate overall levels of burden and the

program s eff1c1ency at meetlng careglver needs Overallf
b:thlS program prov1des a useful model . for future programs
almed at reduc1ng caregiver burden »leltatlonS’that can;H
fbe 1mproved however, 1nclude cons1stency in- schedullng,

-rellable’stafflng,,and3continuity in‘care;
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i manklnd tp""”

:f 23 perc_nt havei

wine+DaVis, Boondas, & Lenlhan,il996)

ﬁ*w,”many members of the elderly populatlonf(espec1ally‘t oS

'fover the age of 70),.to rely heav1ly on thelr famllles tolf

‘jass1stfthem in dally 11v1ng tasks Carlng for an. elderly L

Jffamlly member at dhcause an 1ntolerabxp

urefered to as carhglver burden (Montgomery, Gonyea &

‘j199o

fHooyman, 1985 ar11n Mullln Semple, & Skaff

_¢;;:Vrabec!g1997)’ »ThlS stress is a product of the

and f1nanc1al burdens placed upon thej
'1n response to offerlng care (RomalnefDav1s

-«;céregive

' Yﬁ!Boondas, & Lenlhan

ThlS research;progect was de51gned to‘assess

fcareglver burden among part1c1pants of the Home Based

‘j»@Prlmary CareE(HBPC) program at the Jerry L Pettls

| Memorlal’V]‘A“?Hospltt ln Loma Llnda, Callfornla The

fjiHBPC program“ﬁrov1des a7good atmosphere for conductlng




research on careglver burden for three maln reasons
First, >1t is a dlrect program almed at aldlng prlmary x
careglvers in thelr efforts to prov1de quallty care to thev;
’veteranva Th1s created a useful sample populatlon for_-'
‘obtalnlng data Second the program endorses treatlng the
person in the env1ronment as a pr1nc1pal dlmen51on of
serv1ce and boasts hlgh rates of success regardlng.
‘treatlng the person 1n the env1ronment (PIE); Slnce one
elementvof this project”examlnes‘the association’betWeenx
'homebounddservices'and‘caregiVer'burden‘this'Was»v
‘particulariv important toﬂour’study. And third, unlikef(
most conventlonal home care serv1ces, which aimhonlyaat’
‘meetlng the needs of the patlent the HBPC is de51gned to

offer support to the careglver as well

Historical Background ofVHome¥Based:?rimarV;Care

The'HBPC.program‘wasﬂdeSigned as a community—k
, interactivercase‘management‘programIWith chronicaily”ill
Ior at rlsk homebound veterans in mlnd The HBPC brldgesv
hthe gap between the veteran and the Medlcal Center and 2
ualso serves as. an - important support network llnklng the
.vcareglver to v1able communlty resources: needed for |
ensurlng adequate home based prlmary care for the patlentt
‘dIts maln focus is to prov1de support to the veteran and

careglver in order to help the veteran av01d



'hospitalizatién and reméin»at home as ioﬁg as it is safely
poSsibie. }
.Specificxservice objectivés bf the HBPC program are:
1) Prdviding a coordiﬁatedltéam consisting of a hurse,
ISOcial_wofker, rehabilitation therapist,,dietitian, and
bpharmacist.to the primary patient‘and caregiver. 2)
Increasing‘ﬁhe_ability of the Medical Céntér to assist and -
céordinate home'care service'by providing a_medical
consultant Whom will meet with the Qeteraﬁ’s primary
‘physiCian;  3) PrQVidiﬂg eduéation‘to the patiént ahd>£he
;cafeg%veq relating:t§'ﬁéalth‘care,needsﬁ >4) Providing
refexréls‘to cbmmunity‘hdme health care égéncies whén.
indiééﬁed to éupplement_the care provided by the‘primary
‘caregiver\ ‘TheSe agencies work in partnership with the
‘HBPC team. 55 Préviding clinical monitdring of
medicatiOns.of‘all‘HBPC patients by‘the‘HBPC‘pharmacist.
:Curféhtlyvﬁherejéfé 42 ﬂationally recoghized HBPC
“pfograms in V. A. médical centers; The HBPC program at
Loma.Linda providés'sérviéés to an average'of 105 patients
residing within a 60—mi1é radius of the hospital. ‘At the
’ time‘thé research prbject wés qohductéd there wérev122
’lbatients pafticipétinglih‘the pfogram. The typiéal HBPC
patient}wés 6é:years or older and funcfionally limited in
two.or‘more activities of daily living.  Usually he is
bédridden‘and>0ften unacceptable‘fqr skilled nursing

placement due to the intensive‘levellof’care required.



The HBPC is availabie toiveterans who are receiving
their primaif medicalicare'through thé Loma Lindé V. A.
Medical Center. 'Today there is‘an increasing demand on
utilizing the serViCés offered by this program”in
discharge p1ahnihg, ésvan alternative télﬁurSing»homé
placement. This accounts fOr’a_decreasé in the number of
patients.discharged to nursing home facilities and
increésés thé_number Qf homebound‘patients and HBPC
candidates. |

| AcCording to V. A.'literaturé,vthe HBPCYprogram is

congruehtAWith the national statistics on home care
providers.. Most of the caregiVers in the program are
iinformal family members. The beﬁefits Qf such a program
are based on three assumptions. |

First/ 1iving in the commuﬁity is preferred to
institution life, as most aged people prefer to stay in
their homés if at all possible. Second/ living at home is
cost‘effectivé and often 10 timeS‘éheaper than
institutional residency. According tb past V. A.
litetature,va person can stay in their hbme‘at an averagé
daily cost of $7.20, compared to $72 per fee the V. A. |
~would have to pay a contracted skilled nursing facility.
Third, the Quality of care and desire of caregivers to
provide meaningful service and support in the home is

superior to an institution.



the socia

_family caregivers:




determine what other support programs and interventions
could be applied or modified by the HBPC in order to offer

improved support to the primary caregiver.

Definition of Terms

In order to clarify the meaning behind recurrent key
terms found within this study, we offer the following

definitions.

Primary Caregiver:

Primary caregiver is defined as one who 1is
principally responsible for providing care, coordinating
needed resources, and lives with the dependent elderly
person.

Care Recipient:

The care recipient is a person who is no longer able
to take complete control of his/her life and for some
reason needs major assistance from other people in order
to perform activities and tasks associated with daily

living (Springer & Brubaker, 1984).

Strain:

Strain is defined as enduring problems that have the
potential for arousing threat (Robinson, 1983). 1In this
paper, strain and stress are interchangeable concepts.

Burden:






In most situations the,primary care givervis the patient’s
wife. This:is likely due to the faét that women generally
live longer than men and tend to be younger than their
husbands to begin with (Atchley, 1997). “Most men age 65
or older are ﬁarried with a spouse preSent .‘. . even at
age 75 and over 66.7% of the'men are living with a wifé”
(Beaulieu &bKarpinski, 1981, p. 556).

Brody.(1985) concluded.that many women commonly
feferréd to ‘as the saﬂdWich generation éarry the burden of
caring for aging pafents; as well as their own children.
‘Tﬁis causes‘them to feel the impact of stress.

A growing trend exhibited'in society is that a larger
number of older people have become caregivers due‘to the
increase»in longevity. As people live to be 80 to 90
years old, the caregivers themselves are elderly (Atchley,
1997) . ‘This causes the effects of debilitation to enter
ih as a latent effect diminishing the quality of‘care
provided. Older women caring for disabled spouses have
been identified as a particularly high-risk group of
caregivers with special needs and problems. Wives with
low morale scores have been seen as particularly in need
of support if institutibnalization of the husband was to
be avoided. |

There have been very few studies conducted
specifically on the impacts of aging on the caregiver.

Four key studies conducted in the early 80s that looked at



home‘care of the dementia patient were conducted by
Beaulieu & Kaprinéki (19810; Crossman, London & Barry
(1981); Fengler & Goodrich (1979) and Snyder and Keefe
(1985). A recent study by Uhlenberg (1996) reached the
same conclusions as the previous four studies. It found
that‘many of the needed services of»elderly people can’'t
bé met by their family member (spouse) because as they get
oldefL théy‘are less likely to be capable of‘providing
adeqﬁate care. The study Concluded that as the populatioﬁ
of aging Americans increases, the use of formal caregivers
is the best éolution to avoid burden and strain felt by
loved ones (Uhlenberg; 1996).
| The primary caregiver takes on a complex role

without the aid of skilled education, colléagues, or .
vprofessidnal help to handle the_heavyvemotional load.
This céuses eﬁotional strain. Significant associations
betweeﬁ increased work.andlincféased burden have been
shown in many'studieé (Bull 1990; Césert,‘Lund,‘Wright.&
Radburn, 1987; Geofge, 1987; GeQrgéb& Guwythér, 1986;
Given, Stommel, Collins, King & Giveﬁ, 1990; Miller &
McFall( 1991; Montgomery, Gonyea & Hooyman,:1985} Pratt,
Schmall, Wright & Cleland, 1985; Robinson, 1990; Scott,
Roberto, & Hutton, 1986, Zarit, Reever, & Bach-Peterson,
1980) .

Accofding to current,findings} family caregivers

often have higher levels of depression, experience

9



feellngs'of’helplessness, lOwered morale, emotlonal“
exhaustlon, have lower levels.of 1ncome, and are.generally
'unhappler with llfe than the general populatlon (Brody,:
1985 Romalne Dav1s, Boondas & Lenlhan, l996 Clalr &v
"Fltspatrlck 1995) ‘ _‘ |

‘ “’Pennlng (1995) determlned that the relatlonshlp
between careglver burden and~the use,of homeihealth
'serv1ces among older adults wlth cognltlve 1mpa1rment is
,weak. Most careglvers are unaware of the serv1ces offered
vb§uhome"health serv1ces Pennlng's conclus1on conflrms s
1»the need for better services for careglvers who are under»‘
~stress ’The current emphas1s on communlty based long term't~
care has generated 1ncreased 1nterest 1n the cruc1al role
*of the careg1v1ng support network of the dependent .
‘elderly v | | )

The effectlve management of health problems of older B
adults depends greatly on the prov151on of a581stance to
them by thelr famlly members‘(Pennlng, 1995 Romalne—'”
vDav1s, Boondas & Lenlhan, 1996 Clalr & FltspatriCk
f1995) Educatlon and support groups can enable these
»famlly members to better carry out thelr respon51b111t1es.5‘

5001al support is an 1mportant need of careglvers rf€~
'It moderates the perceptlon of burden (leen & Gluenéi “
31991 erght Cllpp, & George, 1993) ‘S1gn1f1cant
assoc1atlons between greater support and reduced burden

“have been shown 1n_many stud;es (Bullﬂl990; Casert, Lundf‘

10






caregivers’ 1ives(Crossman, London & Barry, 1981; Lazarus,
et al, 1981; Penning, 1995; Tebbstedt, Harrow, & Crawford,‘

1996) .

12



 CHABTER WO MatHons

'dDes1gn ::.

ThlS study was - a descrlptlve survey admlnlstered

‘"fwthrough telephone conversatlons w1th part1c1pat1ng HBPC ﬁfiw['

?lecare prov1ders | It utlllzed two standardlzed measures,

'”7-j%?the Careglver Burden Inventory (Novak & Guest 1989), and B

’atlsfactlon Questlonnalre (Atklnson

h‘questlons co ernlng demographlcs, careglver morale and

‘fsuggested'lmprovements in serv1ces were also asked
'ﬁ%f,3 Novak and Guest s (1989) multldlmen51onal Careglver_a"'
‘”kaurden Inventory con51sts of 24 1tems w1th responses on a
vdelkert scale ranglng from 1 strongly dlsagree to 4. |
eQrstrongly agree These 1tems fall lnto flve categorles or

7yifactors related to careglver burden lncludlng tlme
'v#dependence, developmental phys1cal fs001al and emotlonal‘
"f[u:burden Flve 1nterpretable factors result from the |

'analy51s-:

A subject S score on each factor could range from O
ﬁﬁto 20 except for factor 3 (w1th only four 1tems), where
'y,fscores could range from O to 16 Factor 3-scoresvwere

'”fadjusted by multlplylng the obtalned score out of 16 by

l 25 to glve an equlvalent score out of 20.
Factor l'— T1me Dependence Burden descrlbes the

Hnﬁburden due to constralnts on the careglver s tlme

13
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X ‘, Careglv rs are- often burdened by“n_ t».belng able to get




vor unappreclated by others”? They mayfalso hayebto’limlth
' :the tlme and effort that they put 1n relatlonshlps or i‘
! thelr jobs 1 Items llke,‘“I don t get along w1th other‘;k
-famlly members as well as I used to and “I don t do as
good a job-as I used;toic’reflect careglvers feellngs offt:?

‘jsoc1al burden

Factor 5 e'Emotlonal Burden descrlbes careglvers fﬂ.
bnegatlve feellngs towards thelr care recelvers, whlch‘mava'

‘lfstem from the care recelvers unant1c1pated behav10rs

’Careglvers may feel gullty about these soc1ally e

unacceptable feellngs Items llke,‘“I resent my care

recelver" and “I feel angry about my 1nteractlonsz1th my‘;n,

.scare recelver” reflect these feellngs of emotlonal burden;ﬂ
T The Careglver Burden Scale has acceptable 1nternal
conslstency rellablllty coeff1c1ents (Cronbach s Alpha)
granglng from 73»to 86 The 1nternal rellablllty
_coeff1c1ent of each subscale of the Careglver Burden Scalet'
llS tlme dependence burden ( 85) developmental burden;d"
(.85), phy31cal burden ( 86), soclal burden ( 73) and f
emotlonal burden ( 77) (Novak & Guest 1989) |
The Cllent Satlsfactlon Questlonnalre is an 8- 1temyna
I«easlly scored and admlnlstered measure thatlls deSIgned to
»measure cllent satlsfactlon w1th serv1ces Corcan &
Flsher (1987) state, “The CSQ 8 has been utlllzed by a
'number of populatlons It lS known to be very rellable-'

: and has excellent 1nternal cons1stency w1th alphas that



range from é6zto 94 in a number of studles Test—:
retest correlatlons were: not reported
The“CSQ—S'ls'also’known ta haye a very‘high
concurrent yaiidity. ‘The CSQ—S’has also demonstratedz
'moderate oorrelation with a number‘of other,outcome_
1variables, thus suggestlng a modest_oorrelation betWeen;

’satlsfactlon and treatment galn (Corcan & Fisher, 1987).

For our study we- have modlfled thls 1nstrument to pertain -

'tovthe”careglvers opinion of the HBPC program

Samole Descrlptlon of Tarqet Populatlon"

The sample for thlS study con51sted of 30 careglversv
of veterans who are sufferlng from a range of 1llnesses
‘WhO were rece1v1ng a551stance from the Home Based Prlmary

Care Program (HBPC) At the . time the study was conducted

-the 'HBPC program had a populatlon of 122 members rece1v1ng,>“

services. From thlS populatlon 70 1nd1v1duals had a
-reported primary oareglver. :Among'these careglvers.we;'
were able to successfully contact 30 individuals willing

Hto:participateﬂin‘thefstudy,v







comparing the.psychological‘distress of‘caregivefs, a
series ef t-tests were used. For explanatory analysis, a
series.of multivariate analyses were done to evaluate the
relationship‘between the multiple independent and
'dependent variables. Multiple regression and multivariate
analysis was‘used_to evaluate the specific contribution of
eaenlef:tne.independent variables to the dependent

variables.

18



CHAPTER THREE RESULTS

'ﬁdDemoqraphlc Results

The majorlty of the careglvers 86 7 percent (N¥26)v.w
‘Jwere women and 13 3 percent (N 4) were men Careglvers
‘lfages ranged from 28 to 87 years w1th a mean age of 63 03

"Of the careglvers, 26 7 percent (N 8) were Afrlcan

-;Amerlcan, 3 3 percent (N 1) were As1an/Pa01f1c Islander,_fl o

l6 7 percent (N 2) were Hlspanlc/Latlno/Chlcano,‘53;3

;percent (N 16) ‘were: Whlte,'and 10 percent (N 3) were'
&f{Natlve Amerlcan | S e . il |
‘__;_ Among the careglversr3‘3 percent (N l) had ar junlore‘
vhlgh educatlon, 50 percent (N 15) graduated from hlgh
‘school -33 3‘percent (N=10)‘had_some college, 10 percent s
(N=3) were college graduates, and 3333p§f¢éht,(m=;),we:e,a ;-
:l,college post graduate | PSS : : N
| There were 16 7 percent (N 5) who’were'receiving

llncome for thelr careglv1ng respon51b111t1es and 83 3

percent (N 25) who were not rece1v1ng 1ncome - Ten percentyl.

'(N=3)‘of the careglvers were employed part tlme out51de of
their careg1v1ng responslbllltlesuand'90‘percent‘(N_27)g.
‘ WerevnotdémPIQYed.' - PR FREn - .
‘Thé{cafégi&érs! relatlonship tolthe:caregiver'
COnSistedfof»7313'percent (N 22) belng the spouse,ilO -
lspercent (N 3). belng the son, 3 3 percent (N=3) belng the ,
v‘daughter,_3,3_percent (N;l) belng a glrlfrlend or

boYfriend,'andflo?percent'(N;3)_be;ng noyrelatlon.

¢**-19




‘Amono the:caregiver's 3f3fpercent (N=l):reportedb
'._having(poor.health;d30 percent (N=9) reported having fair
i;health,:and 66.7'percent'(N=20) reported‘having goOdi»,"
health. | N
Amongrthe-carevrecipients‘90 percent (N=27).were.men
hand 10 percenth(N=3) were women. The care recipient’s
ages ranged from 28 to- 88 w1th a mean age of 69.40. Of the
.'rec1p1ents, 20 percent (N=6).were African Amerlcan7 3.3
percent (N=1) were Asian/PacificYIslander, 10 percentﬂ
(N=3) weredﬁispanic/Latino/Chicano, and 66. 7 percent y
(N=20) were White. The careglvers reported the
rec1p1ent s health as 66 7 percent (N:20),as belng poor,
20 percent (N=6) as belng falr, and 13 3 percent (N=4) ae#

being good.

Survey Findings

The results of our study mean scores and standard
deviations of the caregiver,burden factorsiwere; Factor 1

(tlme dependence) = 12'4 (SD 2. 67) Factor 2

(developmental) "12.79 (8D 3.34); Factor 3 (physical) =
9.43 (SD 2.6); Factor‘4j(social) = 8.8 (SD-3,31); and
Factor 5 (emotional) = 12.38 (SD2 63)..Independent‘sample”f

‘T-tests between the demographlc varlables and the d

careglver burden factors were run One 31gn1f1cant

' ‘relatlonshlp was found whlle comparlng careglver

employment with soc1a1_burden (t——3 181 df 26 p— 004)

20



g fburden (t 4. 309

‘hdevelopmental b‘ —2 368 df 27 s001a1:j‘

‘ df426 ﬂ;OOO): emotlonal burden
iif(t 4 408 df= OOO) and phy81cal burden (t 3 457

x:df528glp=:5@2 fThere was. no 81gn1f1cance among the other.fi'”

‘>jfactors;w,

‘varlablesi(lncludlng careglver‘

Other demographl

:dethn1c1ty‘ ca eglver educatlon level careglver 1ncome,

5%careg1ver relatlonshlp, and careglver health) had no

51gn1f h,nt relat onshlp w1th the careglver burden

Tfactors

Pearson correlatlons between the careglver burden

%3’;ffactor totals were run ' Slgnlflcant relatlonshlps were:

fﬂwrfound between t1me dependence burden and developmental

”fburden (r—¥603 p— 001)£_as well as tlme dependence burdenff:;*b'

S hand phys1cf1>burden (r~ 546 p=. 002)

Slgnlflcant relatlonshlps were foundfcomparing'j”

.::developmental burden to s001al burden‘( 489 p— 010), dd” W

Aihfphand comparlng emotlonal burden (r- 536 p—v003)




fb,:physical’burden (r=. 680 p=. 000) Lastly, there was
dsignifieance'whrle comparlng 8001al burden to emotlonalv
burden“(r=:773..p= 000) . uThere wasunois1gn1f1cance‘
5between any of the‘other.factors *
7‘Independent sample T- tests between the‘cllent
'satlsfactlon total scores and the demographlc varlables‘
“found . only one relatlonshlp approachlng'srgnlflcance,wlth.
vcareglver employment (t=1 87 df=28 =.O72){'dyo otherfv
: demographlc Varlables had a s1gn1f1cant reiationshipbtov
cllent satlsfactlon | | |
There was s1gn1f1cant relatlonshlp between cllent
,'satlsfactlon and both soc1al burden (xr =*.472»-p Oll) and
_thys1cal burden (r—— 443 pz 014) There was no
”s1gn1f1cant relatlonshlp between any of the other

_careglver burden factors and cllent satlsfactlon
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CHAPTER FOUR DISCUSSION
The flndlngs of thls study suggest that famlly

pcareglvers 1n the HBPC due face a 51gn1f1cant amount of

ﬁfﬁcareglver burden and straln In most cases thlS burden 1sp:5‘

'tthe dlrect re*ult of the amount of respons1b111ty placed

‘w1se,_the HBPC program appears tol:'

‘“and straln

Demographlc varlables of both the careglver ‘and care. IRt

:farec1p1ent were analyzed 1n assoc1atlon w1th careglverwy
flburden factors and cllent satlsfactlon factors w1th {;
vfa{;serv1ces they recelved from the HBPC program lvThe‘i"
l5:f1nd1ngs 1nd1cate that those careglvers who were:not
1temployed outs1de of thelr careg1v1ng respons1b111t1es-s
;suffered from soc1al ,emotlonal phy51cal and tlme
fﬁdependence burdens s 7 » o |
ThlS suggests that these 1nd1v1duals lack the soc1al:
uisupport that accompanles hav1ng a jOb As a result theseff*f

’:»1solated 1nd1v1duals experlence depress1ve symptoms‘& 7

VKVfass001ated w1th careg1v1ng i, e }1solat10n helplessness, fél'

'IQflow morale, and emotlonal exhaustlon
By correlatlng careglver health w1th phys1ca1 burden a

1,}we found that those careglvers sufferlng w1th health

‘”t.ﬁproblems were not gettlng enough sleep and Were phys1callyjﬁf‘

'"_uftlred Wthh was hav1ng an 1mpact on thelr health Thls.




is not surpfisingvsince most of the caregivers in our
study weré oVer thé age of 65.

Our findihgé:éuggeSt that'Eecause they were sufferihg'
frbm débiiitating héalth theméelves caregiVing became
"extfémely diffiéult.’ This‘findihg is congruent with
findiﬁgé'found'in similar studies.: As people'grow older
With iess contact tovnéedéd support groups, they become
phySically unable to bear the wéight of caring for
themselves-ana:another family‘membér (Uhlenber,v1996;
Romaine—Davis; Boondas & Linehan, 1996; Clair &
Fitspatrick, 1995). | |

~ The findings also indicate that caregiver gender is
significahtiy related to time dependence‘burdén. our study
found that women are far more likely to feel heavily
| relied updn by the veteran than are maie caregivers. This
suggests that women, due to the multi—faceted complex
‘roles they attempt to manage, feel strained due to having
the majority of their time being devéted to the caré and
management of the care recipient.

This association is typical of those found in ﬁost
studies on caregiver burden and onlyvjuétifies the idea
that burden and strain are a direct resﬁlt of’being
required to fulfill many complex’rbles,‘like,‘being a
housekeeper, a mother, babysitting grandchildren, and
“taking caré70f your‘mdthér or father as well (Brody,

1985)..
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Whenncomparing thelcareglving’faotors to‘each other,l~
our flndlngs 1nd1cated s1gn1f1cant relatlonshlps betweenlb‘
.the dlfferent types of burden - When careglvers were‘,lv
"h'sufferlng from time dependence burden they also suffered
: ‘from developmental and phys1cal burden ‘They. felt llke"“'
.they were m1ss1ng out on llfe and were tlred most of the'd'
time. When careglvers were sufferlng from developmental‘
burden they also suffered from emotlonal soc1al vand :7d

phys1cal burden Lastly, when careglvers suffered from

B soc1al burden they also suffered from emotlonal burden

fThese flndlngsvsupport the fact thatfcareglver‘burdenvand-
strainliS'multi—faoeted and feeling'strain in onetarea mayﬁ'
cause straln 1n another area as a result |
Length in tlme at answerlng the survey questlons also
,provrded 1ns1ght into careglver burden.‘yAlthough thes
vquestlonnalre could be admlnlstered in less than 5.

minutes, the average telephone conversatlon 1asted around

25 minutes..Most careglvers,were lonely or frustrated over

_theirvcaregiving role and needed to verbalize their
-concerns With someone. Feeling‘uncomfortable”about;
sharing their.oonoerns withvfamily or close:friends,‘the‘
.‘surveyvguestionnaire process"provlded alwelcomedaoutlet.
for them to voice-their opinion. Thus, it was not o
uncommonvfor”a caregiver when asked ‘“Do you strongly
”agree, agree, dlsagree or strongly dlsagree°” to glve o

their response followed by, “Now let me tell you why'”
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-HBPC Proqram Effectlveness

Flndlngs for program effectlveness 1nd1cated that all
'part1c1pants were satlsfled w1th the HBPC program. |
Careglvers‘who worked,full—tlme tak;ng ‘care of the
recipient Were?satisfiedvthe'most with}the‘services
vprov1ded - |
" There was a s1gnif1cant relatlonshlp between cllentt
' satisfaction and both social and physical burden.
Caregivers reported that‘the‘services allowed,them some -
time to rest and‘decreased the strain on their marriage.
jipThese findings indicate that the HBEC Was.beneficiai
inirelieving»not'only physical factors of burden andul
strain.but emotional and social factors asvweil Because
>~careglver burden and strain 1ncrease when the amount of
caregiver respon51b111ty 1ncreases, the HBPC service |
’prov1ders sent out to the homes also aided the careglver

by prov1d1ng emotlonal and‘soc1a1 support as well.”

leltatlons

The data for this study were gathered from the HBPC.‘
roster! ThlS roster dldn t tell us how 1ong a careglver
had been prov1d1ng care nor dld our survey address thls

issue. It would have been benef1c1al to explore how long
the careglver had been taklng care of the care rec1p1ent

ThlS could be an 1mportant aspect of the amount of burden
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their appointments without'infOrming the partieipants that
they weren’t coming out. When this occurred)‘it only

added to the symptoms of burden and strain.

,‘ Secendw many participantsistressed the need for

cons1stent care prOViders Often the program would send

out. different nurses sw1tch1ng them regularly This
forced the family caregiver to have to re-train the nurse
about the‘needs of the veteran. It.also added confusion
and frustration because once the family membersfbecame

comfortable with a nurse, they would switch nurses.

The third area where participants felt the program
could improve was eontinuity of care. Often the HBPC
service providers would start out vigorously at their

duties and then'oVer time become lazy and unconcerned

fabout the quality of care prov1ded This points to burden
- and strain on the part of the HBPC prov1der and p01nts to
'the importance of knowing how 1ong a person has cared for

a care'recipient}

- The findings in this study.indicate that caregiver

iburden is. a real issue felt by all caregivers in one form

or the other © As the number of people grow1ng old

1ncreases, so too w1ll the need for quality of care in

educating people on how to best meet the needs of

‘prOVldlng care for the elderly as well as combating the
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symptoms of caregiver burden and strain. Programs like
the HBPC are in the forefront in educating family members

on how to become better caregivers.

As this study was in its final editing stages, the
authors were informed that the HBPC program at the Jerry
L. Pettis Memorial V. A. Hospital was being canceled due

to cost effectiveness!

Because’qualified professional care such as thet
provided by the HBPC is so expensive, it is unlikely that
many members of the growing aged society in America will
receive formal aid or the needed educative assistence.

- To help alleviate this, more studies on educative services
fof family members are needed in the future and will be a'
,helpful tool at forming a cost-effective system of |

combating the ever growing threat ef caregiver bﬁrden and

strain.
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1
2.
3.
4
5

APPENDIX A: SURVEY QUESTIONNAIRE

Strohgly Disagree 2. Disagree 3.Agree v 4.strongly Agree

1.
- Factor 1 Tlme Dependence

The person I care for needs my help to perform many dally tasks
The person I care for is dependent on me. .
I have to watch the person I care for constantly

‘I have to help the person I care for with .many basic functions:

I don’t have a minutes break from my caregiving chores.

Developmentél

1
2.
3.
T
5

I feel that I am missing:out on life.

I wish I could escape from this situation

My social 1life has suffered

I fell Emotlonally drained due to caring for my care receiver

I expected that thlngs would be different at this p01nt in my life.

Physical

1
2.
3.
4

I’'m not gettlng‘enough sleep.
My health has suffered -
Caregiving has made me. phy51cally 31ck

'I'm physically tlred

Social’

1
2.
3.
4
5

I don’'t get alonq with other famlly members as well as I used to.

My careglVlng efforts aren’t apprec1ated by others in my family .
I've had problems with my marrlage as a result of caring for this person
I don’t do a good as job at caregiving -as I used to.

I feel resentful of other relatives who could but don t help

Emotional

Ui WN P

feel embarrassed over my care recelver s behav1or

feel ashamed of my care receiver.

resent the person.I care for. :

feel uncomfortable- when I have frlends ‘over.

feel angry about my interactions with my care receiver.

HHHHH

Proqram Effectlveness

I am happy with the services I have or am rece1v1ng by the Homebased prlmary care'’
program. .

I got the kind of service I wanted.

The Home based primary care program has met my needs

I am happy with the amount of help I received.

Home based-primatry care program has helped me deal more effectively w1th carlng for.
the person I care for.

Overall I am satisfied w1th the services I have received.

If I were to seek help again I- would come back to this program..

What HBPC services do you use?

‘What could be offered in' the future to help you ease your burdens’
O Any other suggestions? .
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APPENDIX B: STANDARDIZED TELEPHONE SURVEY MODEL-

“Hello Mr/Mrs 2?2727

My name is | _ I'm an intern student at
the Loma Linda VA Hospital where __ Name of Veteran
participating in HBPC ' is receiving services.

Our agency recognizes research as a basic method for.
evaluating existing programs and developing new ways of
 providing more effective services for veterans and their
significant others. Currently the Jerry L. Pettis
Memorial Veterans Hospital in cooperation with the SOClal
Work Department at California State University San
Bernardino is conducting a study focusing on stress
reduction and the effectiveness of services offered to
caregivers within the Veterans Home Based Health Care
program. ' o

Because you provide care and support for - - Name of
Veteran participating in HBPC , your experiences and
" opinions would be of much value. May we please take a few
‘moments of your time to ask you a questionnaire regardlng
the effectiveness of serv1ces offered by the HBHC
program7”

If the answer is yes continue on:
After the questionnaire is completed:

“We wish to thank you for your participation in
this survey and emphatically assure you that the
information requested will be treated confidently by
the researcher and will in no way deter the current
services provided to you through the HBPC program.

~ Likewise, your observations and comments will in no
-way be identified with your name to this agency.
Your information will be known only to the researcher
who is conducting this study and will be incorporated
anonymously, with that of many other prlmary -

~ caregivers of HBPC participants. = Once again thank
~you for your time and a551stance in this research

prOJect
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APPENDIX C: DEBRIEFING STATEMENT
. - You have just part1c1pated in a telephone survey
'study de81gned to assess the program effectlveness of
‘the Loma Llnda V. A., Home Based Prlmary Care ’
program It is hoped that thlS study 1mproves the
quallty of care prov1ded by the HBPC towards helplng

- veterans and their families llvebbetter‘llves.

The HBPC prograﬁ recognlzes research as a v1tal .
vasset in quallty 1mprovement and values your tlme and
suggestlons rendered ‘If you have any questlons
regardlng'thls study and its purpose please”feelvfree :
to ContaCt>Drﬁ'Rosemary_McCaslin, head“research
‘coordlnator, California‘State'University, San

Bernardlno, at (909) 880-5500.

»'Once,again'thank you for your participation.
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