VIEWPOINT.

COMING TO TERMS WITH BURDEN IN HOME CARE*

Valerie Braithwaite

Nursing home care has come to be seen as the least
preferred form of care for the frail elderly from two
perspectives. From the government’s point of view,
nursing homes are expensive to run, and with the im-
plementation of the McLeay Report (1982), we have
seen a determined effort by policy makers to keep the
eiderly in the community for as long as possible. While
the government’s reaction to nursing homes is horror

“at the expénse, the elderly themselves and often their.

families are afraid of them (Social Welfare Action
Group, 1982) Nursing homes, as the community sees
them, -arg institutions which threaten cherished values
and basic rights. Institutionalization involves a loss of
freedom — schedules and rules restrict choice. Institu-
tionatization also involves a loss of individuality —
one’s possessions are relingnished and one’s privacy is
disturbed. Nursing homes also separate the elderly
from the community with residents being physically
and sometimes psychologically distanced from family.
friends, and neighbours.

The alternative, of course, is home care, and this is
the sort of care received by most frail elderly. There
are hidden costs in this practice, however, costs which
are borne largely by those people who find themselves
in the role of primary caregiver. For those frail elderly
who are only slightly handicapped, assistance is likely
to come from a number of sources. A neighbour might

‘pop in with, the mail or watch to see that a blind goes

up first thing in the morning, Meals on Wheels might
provide the midday meal, a daughter might deliver the
groceries in the afternoon and a son might ring to

check that all is. well. As dependency increases,

however, the various sources of assistance dininish in
number until the provision of care is cuncemrated in

- ane person. What is more, there is & pattern in the

selection of the caregiver. If a spouse is available and

abie, he or she wili become the | carer. 1f not, a child
will step into the caregwmg role, most commonly a -
. daughter, but sometimes a daughter-in-law. In other
. words, when the ‘McLeay Report (1982) refers to the
-desirabi y of community and informal supports

than:institutionalization, what they are !al!ung Boui

i a sighificant propartion of cases is fare’by spouses

and care by daughters and daughtcrs-m«iaw Thereis a
dangerous tendem:y to assume thal care s dispersed

among & group of people. Repeatediy studies have
- shown in both. Australia and overseas, that when the

geing - gets tough one person takes ‘on_ the

_ responszb;lny
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In shouldering caring responsibilities, caregivers
confront a number of problems. They experience a
number of losses — financial and employment

‘sacrifices are made, friends are contacted less often,

and one’s social life or leisure activities are restricied,
freedom and privacy are reduced, and sleep is often
lost. Unwelcome changes are also introduced. The
houschold is disrupted, family life is disturbed, and
other household meinbers can fecl resentful at the in-
trusion of their frail elderly relative. And then, of
course, there is the actual care that must be provided.
Lifting, feeding, bathing and assisting with toileting
provide caregivers with a full-time werkload, to say’
nothing of the other responsibilities they must
sometimes assume, such as organizing finances,
outings, and maintaining the “‘old house™.

These sorts of experiences in the caregiving role
have been well documented now. They have led in fact
to same new social science terminolagy. We now talk
about the burden of home care. I actually find the
term difficult to accept in its current usage. That’s not .
because I underestimate the problems of home care.
My reservation is-that burdén is one of the most guilt
inducing terms social seientists could have picked. At
times, burden has been equated with the disabilities of
the person being cared for and such 2 usage is
widespread in the community. We hear elderly .p‘éople
say *‘1 don't want to be 2 burden on anyone®’ and it’s
obvious that this is a- considerable worry for them. I
don'i accept, however, that dealmg with disabihues ‘
themselves are burdensome, and, in fact, there is data

' to support this. ‘A number of studies have failed to

find any relationship between leve) of disability and

- stress in the caregiver {(Cantor,’ 1983 Gilhooly, 1984;
Zarit et al., 1980} Child rearing equips women, if not

mien, Very well for fcediag, dressing, bathmg and com- -
forting others, That’s not to say caregi\mg is niat hard

work. Carers’ acknowledge that it is, but rare!y is the
wmk the thmg that carcrs see as a major problem.

hf: mher way we see burden used in lhf.- l:t«erature is

this usage unaceeptable as well. It too'is guilt inducing

‘in that it enicourages carers to stiive for martyfdom

and stoicism.-Carers havé.a right to express their upset

_and: distress, without others. inferring that they are .

burdened by caregiving. When the health of ‘a much

‘Toved family member dﬁteﬂurates, distress is a-nafural
- rgaction, for: lhe primary. caregﬂer In- our hasle to
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popularize the burden-concept, we have failed to dis-
tinpuish distress that carers feel on behalf of the per-
son they are caring for from distress they might feel on
their own behalfl because they must provide the care.

1 think if we must use the term burden, we have to
think of it not as a chardcteristic of the receiver of care
nor as a characteristic'of the provider of care. Instead
burden is the mismatch between what the receiver
needs and what the carer ¢an or will give. Where
caregivers see needs that they are unable or unw:llmg
1o satisfy, we have a carcgiving situation which is 2
burden. In this way neither party has to bear total
responsibility for home care not working out. An
appropriate analogy is the job situation. Some nurses
may be excellent with the cogmuvely impaired, but fall

dpart in intensive care. We don’t Blanie the patients,

we don't blame the nurse. We allow individuals to find
what suits them. In the caring sitvation, neither

caregivers nor carereceivers have the chance to shop

around. Therefore, chances are that there will be a
mismatch between what is needed and what is provid-
ed. Our first task is to convince carers and care-
receivers that it is not all their fauh, that the situa-
tion is a difficult one, and it’s difficul for everyone.
Seeing caregiving in this light paves the way for care-
givers 10 fecl able to use external resources 10 correct
the mismaich, or at least lessen the gap between what
the carereceiver wants and what the carer can give. In-

‘terviews with 144 caregivers in Canberra suggested
.considerable reluctance 1o turn to outside support
when providing care for a close relative (Braithwaite,
1986). .

- In considering the specific external resources which
can be useful in the caregiving situation, it is helpful to
try to tie down the particular aspec(s of caregiving
which are likely to create burden. 1 have already
alluded to the similarities between providing care for
-children and providing care to disabled elderly adults.
The losses are the same — work sacrifices are made,

Jeisure activities are dropped, friends- don’t call as.

' ‘readjly as before, social life becomes non-existent; and

‘sleep is lost. Changes take placg - the house is in

chaos, chores are not done, and husband and children
_feel that their place has been usurped. One has to deal

" with considerable depandﬁncy in both cases, and -

sometimies even antlosocia! behawaur
~In spite of thesg

- differen®e. The fic
that pur-society plag

;mdepe;ndence and pcrsonai

“growth. Caring for a'child results in maturation and .
-mdependence. leaving parents with: pride and @ sense

Cof accomphshmem An- éiderly person_on the other

- hand grows weaker withi care, loses independence, 2
sense -of self-worth and sometimes even loses touch
with redlity, leaving carers with’ t‘eehngs -of hopeless-

-ness and [rustration. The diffeérence is a difference of

_outcones. A chrld's grm\ th is remforcmg An elderly

person’s decline is a point of-embarrassment, perhaps
even shame, and a consiant reminder of the inevitabli-
ty of the even greater loss to come.

A second factor is the unprediclability of caregiving
for the elderly. The course that an iliness takes cannot
always be predicted. De-development fails to conform
to the orderly pattern of development. While parents
have some idea of what is ahead of them in child rear-
ing, caregivers of the elderly are often unprepared. In
particular, they often have little idea of how long they
will be required to provide support.

The third difference between aged care and child
care is the guality of the emotional involvement. Car-
ing for a-child has overtones of happiness, security and
a future, Carlng for the frail elderly arouses quite dif-
ferent feeimgs -~ anxiety, sometimes the réalization
that there is no hope, the preparatory grieving process,
and often depression.

“The fourth factor which differentiates care for the.

young from care for the aged is time. There is a right

- time to care for the young. There is no right time to

care for older adults. Where parent care is provided, it
is likely that the caregiver will have "a husband,
children, and perhaps even a job, To provide for an
elderly person at such a time is a distraction from the
caregiver’s already time consuming commitments,

Even when’ care is provided after the children
become independent, we have a situation where parent
caring is eating into the period when couples are plan-
ning to enjoy life to the full — to-travel, move to the
beach house, retire early, or for some women, pursue
a career. This is their time to reap the rewards of their
labours and they are asked to sacrifice them.

Where caregiving is experienced at a later stage,
often when a spouse is being cared for, a new kind of
problem. emerges. The carer's own ageing is likely to
set limits on just what can and cannot be done. As the
caregiver’s physical well-being fluctuates, so too does
the caregwer 5 capac:ty to meet the needs of the
carereceiver,

Finally, caregiving 1o elder!y people can. be
distinguished from care for children by choice, These
days children are usually planned at z time which’ smts

- .parents. Whien unplanned, there is time for parents to

edjust 10 and prepare for their new role. In contrast,
caregivers of the elderb respond.10 an immediate and
often une).peeted__rneed in another Given the strength
of family tes, ca
and give immediately.

I would therefore argue that burden in home care is

iargely thie result of the difficulties that we as 2 sec&éty :
. experience . when we have o deal with failing in-

dependence, it has to do with our emotional involve-

* ment, hore specifically our fears and sadness af-losing
~ somgone we love, it has (0 do with- the fiming being’
. wrong because of other commitments and physical

lmmauom and # is has m do with uncertamty and
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- weekend interstate to celebrate family oecasions such-
~as the birth-of a'grandchild or a brother'sgolden wed-
ding anniversary. Although, spouse caregivers may be:
loathe to relinquish their carepiving responsibilities, it
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having little control and choice over the matter. What
then can we do about the burden in home care?

| have alreadymentioned that as dependency in-
creases, caregiving becomes the responsibility of one
person. A large part of this is the emotional involve-
ment and the embarrassment we feel about depen-
dency. It is true. that outsiders sometimes distance
themselves, but just as often, the caregiver and care-
receiver distance them. In our Canberra study, 73% of
carers acknowledged that friends and relatives offered
assistance. Only half the sample had accepted such of-
fers, however,.and only half had initiated requests for
help. Carers must Iearn to ask for help — from friends
and from family — and they must not be sensitive to
having their requests occasionally rejected. The infor-
mal network is a valuable network for caregivers to
tap. . :

“The second problem that we can do something
about is the problem of time — too much to do in 24
hours, and other things that the carer desperately
wants to do but can’t because of caring respon-
sibilities. -On this issue, it is very important 10
distinguish carers of spouses from carers of parents.
Carers of parents have serious role conflict problems,
They need to be'and want to be in two different places

- at once. The pressures of work, children, spouse, and
parent often conflict. They need someonc to care for
Ctheir elderly dependant while they are al work, and
- while they spend time with their children and spouse.
For this group, granny sitting services are vitally im-
portant. If they work or want to return to the work-
force, day care 5 days a week from 9 to 5 also becomes
crucial. 1f they want a family holiday, respite care for
up to 4 weeks is_essential. For these families,
.housekeeping and meal preparation support is far less
important. '

. For spouse carers, particularly those who have
health problems themselves, services such as Home
Help, Meals on Wheels and home maintenance
schemes have an.important role to play. Having a

“minder so that cavepivers can do their shopping can

also be valuable. Other needs are occasional day care,

. occasionial visits from a minder, and emergency short-

_term respite care. 1 say the. terms occasional, emer-
gency, and shofi-terin beeause spouse carers rarely like
for.too long. In the spouse situation,

ré-a few days 10 earch up on'sleep, &

is important that {hey do not withdraw from thecom-

- unigue. Impwations
- must be defused so thal
. -assistance. Finall
" formal
must be ready to:

rereccivers see themselves.as a cou-. -
ed:separation often causes distressto . .-
RE oiise: garegivers dre most

munity entirely, severing their informal neiwoerk as
they do so. The network is important, and the spouse
caregiver must be encouraged and given the oppor-
tunity to maintain il._____

So far 1 have talked about strategies which provide
relief from the caregiving role. The other way in which
services can ease the burden of care is assisting

- caregivers come (o ternis with what has happened to
them. Caregivers do nothave a Dr Spock toturntoto

understand their uncertainties and concerns. There are
no Handbooks on de-development in the elderly as
there are on development in children. Understanding

the caregiving experience is provided through self-help

groups and through contact with professionals. In our
Canberra study, the impact of one particulay group of
professionals was particularly noteworthy. :

-Comninity nurses ostenisibly ease the workload by
helping with bathing, showering, dressing, administer-
jng medication etc. Just as important, ‘however, was
the role they played as confidant, adviser, and fricnd
10 the caregivers. One of the things that caregivers find
most difficult is shouldering the entire responsibility
for the well being of another person. The community
nurse shared that concers, anguish and responsibility.
The community nurse cared for the caregiver.

Conclusion
Providing home care for the frail elderly is not a
responsibility for which families are well prepared.

. The difficulty of assuming this responsibility is exacer-
bated by constant reminders that one may not be
doing enough. So often families must witness

degeneration that cannot be reversed, they are taken
off guard by changes that they may not be expecting,
they experience feelings of helplessness and loss and

" grief at what lies ahead; and they have other respon-

‘sibilities which compet¢ with their caregiving commit-

ment and which leave them feeling exhausted and guil-

- ty. Few would argue that caregivers should face these
. problems. alone. - Too many committed _carers,
" however, suffer silently because of their belief that -~

caregiving is their responsibility and theirs alone.

Carers must be helped 1o realise that they ar¢ uder -
taking 2 difficult task and that their problems ate not -
' : ns of burden and feelings of guilt .
carepivers can seek and accept . -

p must-be available. The n-

etwork promoted and formal services

Rescarch Fellow, Social P&vrﬁx‘alﬁp Rcscafr!i Unit, Co
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jeet the needs of the committed - -
.. caregivers. Linless these steps dre taken, caregivers run

* the risk of becoming priséners of their own guilt.” -
" Yalerie Braithwaite . Lol
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AGED COTTAGE HOMES INCORPORATED
' VIDEO |

A PROGRAMME SUPPORfING CONFUSED PEOQPLE
LIVING IN MILPARA HOSTEL

147 ST. BERNARDS ROAD, ROSTREVOR, SOUTH AUSTRALIA

This 40 minute Video follows the lives of 6 confused residents living in Milpara Hostel over a € week
‘period. The slides give you an idea of how residents spend their day, their week and their year.

Milpara Hostel is 13 %;ears old and accommodates 76 elderl}( people unable to be supported in the
communily. The part of the hostel in which these 6 residents live is partly funded by a special grant
from the Department of Community Services, The production of this video was also funded under this
grant. ‘

In attempting to explain this particular progremme, we felt that it could only be understood by

understanding the lives of the individuals who five in it

We hope that the video demonstrates how & wide varisty of needs of each of the six residents has
been-met but at the same time, clearly indicates where neads. are not being miet.

. The video aims to demonsirate the simplicity of restoring a more typical Hfestyle for each resident
and some of the benefits of daing so.

. The video alsp aims to demonstrate that while dementia is not reversible, at least some of the conlu-
lq;g.nl at;nd-depressaon in demgnting. people can be overcoma by the restoration of & more typical
Hestyle. . E .

. We hope the video leaves you with tha sense t_haf these are things that could be done for all demen-
ting people, but also with the challerige-of how 1o actieve this in ifférent settings, of hiow to achiove
mare, and of when and how to achieve this outside an instittion. -~ -~

."I‘-hp_ video is made at one point in time. Howéver, the programme had been developing over a
-numbier of years and will. continue to. develop as new needs, bocome appatent or better ways of
meehing exigting needs ungefstood. ST T s

The videg'is intende
on' level Bgrt or all of
mingd. - : , _ . : ‘ : :
. Gopies of the video are‘ava'llablé from-Mrs. Pat Piane, Aged:@atta%e Homes Inc., 91 Halifax Streef, -
‘Adelaide, 8.A.; 5000 ~ Tel:: (0B) 223 3711 —at a cost of $30.00. There is.no copyright and you are
welopme to make copies. - : . B ST
. Enquiries regarding the progra'mme shoul¢ be diracted to Mrs_ Thorie Hartiand, Milpsra Hostel
Mgnager+Tel.:{ua)§3?034 oo R o o

ing 1001 for those working in the field, botf &t a&plaqﬁ_ For 2
B used 1o general education but it was not made with this.




