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Many books on caregiving have been written by those with personal
experiences of providing care. For me that was not the case. In
joining the Social Psychiatry Research Unit at the Australian National
University, my interest lay in quite a different direction—1 w
to know how to age well. The beginnings of Bound to Care lay in a
meeting I had with the Director. of the Unit, Scott Hendersgn, in
1982 when he expressed enormous enthusiasm in someone from the
Unit studying the problems of carers of frail aged people. | was
sceptical. Reeling under the shock of a first baby, I wasn’t at all sure
I wanted to immerse myself in more caring, albeit from a research
perspective. Nevertheless, I promised him I would think about the
proposal and proceeded to talk to some women about caregiving. [
remember the terror of those first interviews. One of the first carers
I spoke to asked me what experience I had had of caregiving. I
mumbled something of my grandmothers who had both died after
long debilitating illnesses, but the fact was that I had not thought
deeply about either of these experiences in the early stages of
planning the project. Looking back, I think I was afraid to think of
them. Bit by bit, I found the courage to recall the little I remem-
bered of those days, enough to make me realise that caregiving was
part of my past as it was likely to be part of my future, and that of
those around me,

_As I talked to more and more carers, I came to understand their
difficulties, to share their pains, but most. of all to admire their
courage, not least of all the courage of those who were struggling to
keep going. They saw themselves doing what they had to do, they
took one day at a time as their emotional well-being see-

sawed. thjy hoped yet they grieved, they loved|yet th

1t they were giving their all, yet they-felt guilty. T
ecame my motivation to write this book. In the words of one earer,
“You've got my life there in that box. Make sure you make a good
Job of I’

To all those carers who found the time to talk with me and share
2 piece of their lives, my most sincere thanks. Yours is a story that
c€veryone should care about. I hope I have told it well.

ix




Caregiving burden—an

increasing consideration

he pmspeét of becoming dependent on others for basic needs is
rded with trepidation by most of us. Dependency in adulthood
threatens cherished values of self-respect and human dignity. The
isition of skills and unltimately independence is followed with
keen interest in our society, planned for with enthusiasm, and
celebrated with pride. In contrast, the loss of such skills is| rarely
~ planned for, and at times dealt with in a patrog.ising or embgjrassed
mn. Yet dependency cannot be overlooke | by those whoge lives
~are so affected or by those who care about them. Supporting
-, chrogically ‘ill, handicapped or frail aged people is a frontline of
-unpaid carers, usually female, assuming major responsibility for
--care. Not only are they a lifeline for those needing assistance, but
 the successful implementation of health care policy throughout the
- ‘western world depends on their efforts. This book focuses on the
-~ unpaid carers and their needs.

Increasingly, in a bid to curb welfare expenditure, governments
e favouring policies advocating community care over institutional
- care (House of Representatives Standing Committee on Expendi-
ture, 1982; New South Wales Department of Health, 1983; Scull,

1985; Walker, 1982). Community care provides formal services to
- people while they continue to live at home, and at the same time
Taesses the informal support provided by family, friends and
neighbours. In general, this approach is seen to be more cost
effective than placing people in long stay hospitals or residential
.qare where support is provided primarily by paid staff (Greer &
dor, 1986; Rimmer, 1983; Wright et al., 1981).
. * The economic arguments for deinstitutionalisation have been
: ble impetus by the increasing costs of aged- care. -

amber of elderly people increases in relatio to the rest?
Jpulation, provision of adequate care for those who are ft#il and
Pisabled threatens to be increasingly costly (Kinnear & Graycar,

> Rossiter & Wicks, 1982; Sax, 1984: Wade & Hewer, 1983).

sstralian Bureau of Statistics, 1982; Mor:E:y, 1986). A
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_ beyond.our children to include adult dependent es. The folk @ |
& wisd as been that the modern nuclear family. cut itself off 8 |

ya polnu to Lure g
Reallocating resources from institutional to community care hag
been embraced by governments as the best option for meeting the
demand while containing costs (Greenberg et-al; 0; House ¢f
Representatives Standing Committee on Expenditure, 1984; Walke,3
1983). ,
Apart from its economic advantages, community care is attract
ive, psychologically and socially, for the disabled and their famﬂies_g
In providing necessary services, institutions invariably deprive ind;]
viduals of their freedom, discourage independence in other sphereg|
of life, and isolate residents from family, friends and ‘life outside?
(Collopy, 1988: Hendricks & Hendricks, 1977; Ronalds, 1989
Swain & Harrison, 1979). The vast majority of elderly people value)
their independence highly and are reluctant to leave their homes to
be cared for elsewhere (Blau, 1973; Day, 1985; Hellebrandt, 1980:4
Kendig, 1986; Wenger, 1984). Fears of ‘ending up’ in a nursing?
home echo through our society. Research documents such concern )
(Minichiello, 1986; Ronalds, 1989; Tobin & Lieberman, 1978) andy !
our literature expresses the depth of anguish thatsome experience:3
1 am not iad only old. I make this statement to give med
courage . . ! I'&m in a concentration camp for the old, a place where}
people dump their parents or relatives exactly as though it were any
ash can’ (from As we are now by May Sarton, 1973, p. 9).
Negative attitudes to nursing homes are not restricted to thg
who harbour fears of impending dependency. Public scepticism 3
about the quality of institutional life is never far below the surface
particularly in individualistically-oriented societies such as our own.¢
Reports by relatives of residents receiving poor food, inappropriate 3
medication, over-sedation, physical and emotional neglect, and 3
physical violence are not uncommon (Cartwright et al.,
Ronalds, 1989; Social Welfare Action Group, 1982). Accompanying §
this uncertainty about institutional care is a commitment to the
notion of family care. Confidence in the family as the ideal provider §
of care is evident in social welfare policies (Moroney, 1986; New 3
South Wales Parliament, 1982: O’Neill, 1983) and in the debates a
which have raged in the past regarding working mothers, child
centres, and even kindergartens (Burns & Goodnow, 1979). "M
Until relatively recently, however, we failed to appreciate thefl
degree to which commitment to the ideal of family care extended, y

from"the extended family, particularly frail elderly relatives. Being 3
so bound up in their own lives, families today are assumed to regard
any dependent elderly relative as a nuisance to be dumped m ag
home at the, figgtopportunity. Yet research in a number of countries 38
over the past ‘decade has shown consistently that such a practice is#




Caregiving burden 3

the exception, not the rule. Contrary to popular mythol__ogy, the
family’s sense of responsibility for care of frail elderly people is alive
and well (Cicirelli, 1981; Fadel-Girgis, 1983; Gibson, 1984; Howe,
1979; Maeda. 1983; Shanas, 1979a; Tobin & Kulys, 1981).

Although elderly parents and their children tend not to live in the
same premises in western society, a modified extended family system

erates. ‘Intimacy at a distance’, a term coined by Rosenmayr and
Kdckeis (1963), captures the essence of the dominant living arrange-
ment for elderly people and their families for the last quarter of a
century. Parents and children have separate dwellings, but they tend
to live in the same geographical area (Rowland, 1986; Shanas &
Hauser, 1974). Shanas (1979a) described this as a practice which
allows aged -persons to maintain their independence and children
their privacy. Visits and contacts between these households remain
high, and when illness occurs the family provides the major support
(Litwak, 1960; Sussman, 1965; Uzoka, 1979). Brody (1977) has
pointed out how seriously families take their responsibilities: ‘Studies
of the pathsteading to institutional care have shown that placing an
elderly relative is the last, rather than first rgsort of famili}s. In
general, they have exhausted all other alternatives, endured severe
personal, social and economic stress in the process, and made the
final decision with the utmost reluctance.’

Thus, fiscal constraints, preservation of individual rights, and
family ties all point to community care as the best available option
for disabled people and their families. In recent years, however, the
implementation of community care policies has come under close
scrutiny and questions have been raised about who is bearing the
costs,

maintain a degree of independent living with limited assistance from
formql services such as Meals on Wheels and Home Help and
occasional favours from family and friends. At the other end of the
Spectrum are the more dependent who survive in the community
through heavy reliance on assistance, most commonly provided by
one person known as the primary carer or caregiver. For this group,
mstitutionalisation s prevented only by the availability of that
Person — ysual) a family member and usually female (Brody:1978:
Kendig et a] . 3: Sha HE L
Tobin'& Ky . '
15 well-documented pattern of caregiving has led Walker (1983)
to, conclude that in the rhetoric of policy initiatives on care, ‘both
';;]ommu{utb’“ and “family” are euphemisms for female kin’ (p-
he ﬁndmg that care, which in theory should be shared, is f2 lling
TOportionately on the shoulders of women becomes increasingly




disturbing when the costs are looked at. Direct costs, that is, extr
expenses incurred through caring include additional heating, speciz
foodstuffs, medical supplies and equipment, and wear and tear ¢
clothes and furniture (Baldwin, 1976; Hyman, 1977; Pilling, 1981
Indirect costs7refer to foregone earnings-—-—carers may have t
reduce their hours of work, be selective about the type of work the
take on, turn down promotions, or even give up work altogethe
(Chetwynd 1983; Equal Opportunities Commission, 1982; Rimmer
1983; Stone et al , 1987). Further costs may be incurred throughis
time out of the labour market. Re- -entry into the workforce may
difficult and carers are likely to be disadvantaged in terms o
occupational pension schemes (Abel, 1987; Rimmer, 1983). Last bu
not least caring may cost carers dearly in terms of their social an
emotional well-being (Equal Opportunities Commission, 1980; Jo
& Vetter, 1984). These costs are increasingly being referred to i
the literature as the ‘burden’ of the carer.

The issue of sacrifice can be dealt with at two levels of analy.
The first is societal, the key questions being 1) why does the burden
of care fall dlspmportlonately on the shoulders of women? 2) wha
are the consequences of this for women and men? and 3) how can
the imbalance be corrected in the community care system? Femin
literature has-begun to address all these questions. Central to such
analyses. is-the notion that caring as unpaid work locks the identity
of wom@n;ﬂﬁmo the family, makes women economically depender
on men and so reproduces patriarchy with all its inequities and
inefficiencies (Finch & Groves, 1980, 1982; Graham, 1983; Walker
1983).

‘The second level of analysis examines caring sacrifice at theg
individual level, the key questions being 1) what is the burden that$
carers experience? 2) how does it come about? and 3) how can the @
experience of burden be alleviated? The central approach here has §
been to document the financial, social and emotional problems that §
carers perceive themselves and their families as having when they §
assume care of a frail elderly person (Jones & Vetter, 1984; Stephens §
& Christianson, 1986; Zarit, Reever & Bach-Peterson, 1980;
Rossiter, Kinnear & Graycar, 1984). y

As research findings have accumulated on the issue of caregiving
burden, the impetus for understanding the nature of this stress,§
partlcularly in caregivers of the elderly, has also increased.
is widely accepted as a major consideration in the family’s decisiongg

alise frail elderly relatives (Isaacs, 1971; Mo
Stephens & Christianson, 1986). Burden is believed to-un rhe L
physical and mental ﬂlness in a substantial proportion of caregiversg
(Equal Opportunities Commission, 1980; Goldman & Luchins.§
1984; Grad & Sainsbury, 1963, 1968). Burden is regarded as placm
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the well-being of frail elderly persons in jeopardy (Dunkle, 1985 ), in
extreme cases resulting in mistreatment and abuse (Hudson, 1986:
Kosberg & Cairl, 1986; Lau & Kgsberg, 1979). Burden, therefore,

“has emerged as an issue of some significance for policy makers,———
health and welfare workers, and families. It will also be a key issue - -
in analysing the needs of caregivers in this book.

Although there is now a considerable body of literature docu-
menting the demographic, social, and personal characteristics of
caregivers, their lifestyle, and their difficulties (e.g. Cantor, 1983:
Gilleard et al., 1984a; Jones & Vetter, 1984), a clear picture has not
emerged of the specific factors that make caregiving more stressful ..
for some than for others (Pearson et al., 1988). There is little doubt

* that the majority of carers care because they want to (Brody, 1981;
Brody et al., 1983). For some, caregiving brings its own rewards
even in the saddest circumstances: ‘It would take one and a half
hours to put him to bed each night. I couldn’t do it in any less.
When at last I gave him a goodnight kiss, he would always say to
me, “Thank you for all you have done for me today”. It was never
automatic. Each time I knew he meant it. And I’d leave the room .

— fecling ten feet tall.” For others, there are no compensations, just

bitter memories of ruined lives: ‘Our family life used to be happy.

He was a good father. The change was so immense. One of the

-l hardest things to manage was his lack of response —he 't

| cooperate. He’d pull me over — blame me. I'nursed a relative a few

’ vears back. He wasn’t like that— he’d try to help. But not my

, husband. He didn’t appreciate anything I did. I'm sure he would
' have responded better if he’d been somewhere else, if someone else

/ | had looked after him.’

, Understanding the factors that allow some carers to tread their
; difficult path more positively than others is a major goal of this
book. The identification of the circumstances which put carers at
| nsk of burden is of paramount importance in targeting community

' programmes successfully to those in need of relief. So too is a

Br€ater appreciation of the notion of sharing care. While sharing

offers a way to redress the current imbalance in who provides care

a}ld_so achieve more equitable community care, it also may play a

significant role in alleviating the burden of the carer.




2 Caregiving burden — what the
literature tells us

Providing care for an aged and disabled spouse or relative has been
accepted widely as an exhausting and harrowing experience, indeed
a burden. This presumption has been based on a sizeable literature |
detailing the workload of carers and the sacrifices they have made.
Yet burden is very much a subjective phenomenon. Burden means
‘that which is borne with difficulty’ (Macquarie Dictionary, 1982),
Specific demands are met with differing degrees of ease by different
people. Tasks which are problematic for one person may be quite
inconsequential for another. ‘Therefore, burden cannot be regarded
as a universal caring %h&nomenon. Burden, like beauty, is very
much in the eye of the beholder.

Yet the earliest and ‘nibst popular practice in the literature has !
been to identify burden with particular events and activities (see
Platt, 1985). Included are those consistently reported as difficult, §
such as the disruption of family life (Equal Opportunities Com-
mission, 1980; Grad & Sainsbury, 1963; Robinson, 1983), as well as §
those which are not considered so difficult, such as urinary incont- e
nence (Isaacs, 1971; Sanford, 1975). This approach seeks to objectify §
the burden concept. Whether or not caregivers regard the experi- §
€nce as a problem is irrelevant. |

To distinguish what is presumed to be negative from the care-
givers’ feelings and evaluations, Hoenig and Hamilton (1968) used B
the terms ‘objective burden’ and ‘subjective burden’ respectively. In
spite of the fact that the events and activities of caregiving appearto £
be only weakly related to the feelings which they arouse in care-
givers (Hoenig & Hamilton, 1966; Montgomery et al., 1985 §
Thompson & Doll, 1982), the term burden has been retained to
2giving sifiiation and the caregiver’s reactions. :f
Indeed, the distinction betweerrthe two types of burden, objective f§
and subjective, has often been overlooked entirely, particularly at §
the measurement level (Montgomery et al., 1985). _

This issue is not unique to this particular literature. The distinc- &
tion between the occurrence of events and the interpretations that &
people make about them is pivotal in social science literature.! The }
critical question is whether Key scientific concepts should be equated
B

: A




What the literature tells us 7

ed for some time in relation to a range of concepts. Value
sts, for instance, have devoted considerable attention to
er values should be defined as properties of objects or as
‘ person-centred phenomena- (Levitin, 1973). Similarly,
{ress theorists have argued over whether stress should be defined in
s of environmental change or as the individual’s reaction to this
(Dohrenwend et al., 1984; Fleming et al., 1984; Lazarus et
985). Increasingly, subjective ‘person-centred approaches in
fields have gained in popularity. The caregiving literature is no
&Xception (Morycz, 1985; Pratt et al., 1985).
Relying heavily on the person-centred tradition, Poulshock and
tmling (1984) defined caregiving burden in terms of the distress
from dealing with the carereceiver’s debilities and behav-
. To be distinguished from burden are the concepts of impair-
t and impact. Impairment refers-to the carereceiver’s inability to
rm activities of daily living, cognitive incapacity, or difficult
disruptive behaviour patterns. -The effects of caregiving on
¥, social life, work] and employment constitute impact, This
roach narrows the concept of burden considerably. It links
fiden with carers’ perceptions, thereby avoiding the problem of
elling particular difficulties as burdensome for all carers. Its

ivantage, however, is that it makes no allowance for the care-
* feelings about impact. The literature would suggest that
eSS arising from overload and divided loyalties is just as import-
L2s distress arising from debilities (Cantor, 1980; Dunkle, 1985;
Horowitz, 1978).

€ possible solution is to broaden Poulshock and Deimling’s

4

flecting the carer’s distress.
x.Tesolve this dile

.
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aside the notion of objective burden. The central issue then becomes
whether or not the subjective definition of burden as ‘distress
aroused by the impact on lifestyle and the dependant’s debilities and
behaviours’ captures the essence of the concept. Reservations can
best be explained by first examining some of the things that
commonly upset caregivers, ol

Among the most frequently mentioned losses are financial and
employment sacrifices, the loss of friends and the restriction of one’s
social life, giving up leisure activities, the loss of freedom and

_ privacy, and the loss of sleep (Archbold, 1983; Barnes et al., 1981;

Cartwright et al., 1973; Dunkle, 1985; Equal Opportunities Com-
mission, 1980; Grad & Sainsbury, 1963, 1968; Jones & Vetter, 1984;

family life has also been documented (Grad & Sainsbury, 1963,
1968), and Barnes et al., (1981) and Fengler and Goodrich (1979)
report the difficulty for caregivers. who must assume new roles.
Considerable attention has also focused on the degree of handicap

Sainsbury, 1963; Robinson & Thurnher, 1979; Sanford, 1975).

Yet most of these experiences are an integral part of caring in
other areas of life as well. Take a new-born baby as an example.
The same losses occur—one’s social life is restricted, sleep is

. -

- broken, work is often relinquished or compromised, savings are

eroded, and freedom is lost; Whe same changes take place — the
household is thrown into a state of chaos and family life is disrupted,
An even greater level of dependency is handled with pride and
affection, and rarely interpreted as burden. As the child grows,
tantrums and other behaviours may cause annoyance and embar-

go through. Where then does the difference lie? What is the source

of the burden in caring for elderly people or adults who are no

longer able to care for themselves?
Burden is regarded as being most; 2

ite where caring does not

s-not-make things better, and
where it accompanies Josses rather than gains in the well-being of
the recipient. Five types of crises for carers are considered to arise
out of decline, crises which may have a deleterious effect Oon carer
well-being-—awareness of degeneration, unpredictability, time
constraints, the caregiver-carereceiver relationship, and choice

~ Testrictions. These crises of decline are either absent or do not

assume the same potency in normal child-rearing practice.
Our society puts great importance on independence and personal
growth. Children mature and beCOmeijnidgpendent, leaving parents
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“With a sense of pride and accomplishment. Elderly people, on the
other hand, are more likely to grow weaker with care, losing
independence, their sense of self-worth, and sometimes even losing
touch with reality, leaving caregivers with feelings of hopelessness

—and frustration (Archbold, 1983; Cantor, 1980; Barnes et al., 1981;
Robinson & Thurnher, 1979 Strong, 1984). The difference is a
difference of outcomes. The emotional involvement in child rearing
is-usually reinforcing, bringing happiness, security, and hope for a
rewarding future, The elderly person’s decline is painful to observe.
Past memories exacerbate the loss, and the degeneration is a con-
stant reminder of the inevitability of the even greater loss to come.

The second crisis, unpredictability, arises out of the first.
Degeneration is not as predictable as maturation. As children grow,
their development follows a well-known path. Parents watch for and
mark off the milestones: smiling, sitting, and crawling in the first
year; walking, talking, and feeding oneself in the second; and toilet
training in the third. There is both knowledge that caregiving levels
will systematically decrease and €xpectations for when developmen-
tal stages should be reached. In contrast, there are no comparable
charts outlining the stages of de-development. Different diseases
take different courses, the same disease affects different people in
different ways, and one disease can affect each person differently
from one day to the nexts For carers of older adults the future is
often unpredictable (Barnes et al., 1981). They do not know what
will be required of them tomorrow, let alone in a year, and they do
not know for how long they will need to give care.

The third crisis of decline, time constraints, affects caregivers at
two levels. First, as dependency increases, caregiving falls on the
shoulders of one particular person. Rarely is it a shared responsibility
(Brody, 1981, 1985). In contrast, sharing of care is institutionalised in
normal child-rearing situations through schooling, kindergartens and
play groups, and provided informally either through baby-sitting or
going to a friend’s house to play or stay over. Carers of those who are
losing rather than acquiring skills do not have such a range of
alternatives available, have no tradition of such use to guide them,
and therefore, are less likely to have relief from. regiving.

- second level, time constraints are-likely torbe exacerbated by
the-earer’s life stage. Where parent care is provided, the caregiver is
likely to be a daughter with a family of her own and possibly
employment outside the home (Brody, 1981; Treas, 1977). To

provide for an elderly person at such a time is a distraction from the

Caregiver’s already time-consuming commitments. It is not surpris-
ing-that the literature is replete with™reports of role overload and
conflict for carers (Cantor, 1980: Equal Opportunities Commission,
1980; Montgomery et al., 1985). -

f




10 'f?:'Bound to Care

The social and emotional relationship between adult caregiver
and adult carereceiver, th& fourth crisis, is likely-to be less stable
than that between parents and young children. Young children are
expected to love and obey their parents, and parents are expected to

love, teach, and protect their children. No such-guidelines govern

care of an older adult. Indeed, old norms may need to be reversed :

when care is required. Once a family member has accepted re-
sponsibility to care, no assurances can be given about whether or
not the caregiver and carereceiver will get along in their new
dependency relationship. No safeguards exist against one dominating
the life of the other, and the potential for conflict is increased. This
kind of conflict is well recognised in our society, featuring promi-
nently in comedy sketches (particularly about ‘mothers-in-law) and
television programmes across the world (e.g. ‘Fresh Fields’ in
Britain, ‘Mother and Son’ in Australia, and ‘Sanford and Son’ in the
United States). While expectations of interpersonal difficulties are
widespread in relation to aged care, few parents-to-be would
contemplate conflict with their new born infant. Power relations are
clearly defined in this caring context.

Finally, lack of choice is a far more important issue in caring for
an older adult than in reaging a child. Today there is choice in
whether to or when to become parents. Adults can decide to avoid
these responsibilities or take them on at a time which suits them. In
contrast, caregivers to the elderly are responding to the need for
help in another. Given the strength of family ties, caregivers have
little choice but to give angk give immediately (Brody et al., 1983;
Shanas, 1979a; Sussman, 1 65). In so doing, they may be forced to
put aside other plans, forego activities and even undertake tasks
which are beyond their capability. -

Life stage, already mentioned as an important factor influencing

time constraints, can also be used to illustrate caregivers’ lack of

choice. While there is a right time to care for children, there really
is no right time to care for older adults, Caring for a frail elderly
rson while caring for children is an option thatfew would like to
ve forced upon them. Where care for an elderly person follows
care fdr children, other plans and aspirations may be jeopardised.
Womeh re-entering the workforce or wishing to pursue their careers
may be frustrated by new caregiving responsibilities. Alternatively,
caregivers may see themselves forsaking their golden years-— their
time to reap the rewards of their labours (Crossman et al., 1981;

‘Robinson & Thurnher, 1979; Treas, 1977). The post-child-rearing
stage of life promises freedom, which, when coupled with retire-

ment from the workforce, is the socially sanctioned time for self-
indulgence and enjoyment of life to the full. Again, caring for an

| !
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A definition of-burden- -
Burden 1s defined as the caregiver’s perception of the extent to
which the meeting of caregiving demands threatens satisfaction of
the caregiver’s basic needs. The definition has three key elements.
First, it speeifies-that carers are the informants on the degree to
which caregiving threatens need satisfaction. Second, it restricts the
threat to th% caregiving context. Third, it defines the target of the

threat as basic needs.
: +

Defining basic needs
‘Need is defined as ‘the lack of something which, if present, would
tend to further the welfare of the . . . {individual]’ (English & English,
1958). The point of departure for identifying ‘the something’ is
Maslow’s (1954, 1962) breakdown of types of needs. Maslow ident-
ified two broad categories of needs— basic needs and metaneeds,
Basic needs are deficiency needs in that they are experienced by the
individual as annoying states of which he or she wants to be rid,
Satisfaction of the need reduces discomfort. Failure to satisfy can
breed illness. In Maslow’s (1962) words, deficiency needs are ‘empty
holes, so to speak, which must be filled up for health’s sake . . .’
(p. 21). Maslow enumerated four basic needs — physiological needs,
safety needs, belongingness and love needs, and esteem needs.
Metaneeds, in contrast, do not create annoying or unpleasant states
and provide the impetus for growth and personal development.
Burden is concerned with deprivation of basic needs, not
metaneeds. Restricting the definition in this way strengthens the
burden concept from both a scientific and policy perspective. The
importance of basic needs is widely recognised by psychological
theorists other than Maslow (see Fromm, 1941; Murray, 1938). Less
consensus surrounds the concept of metaneeds. Basic needs assume
priority over metaneeds because, according to Masiow, they need to
be satisfied before growth can take place and because deprivation is
a cause of illness. The second proposition is well supported in the
stress literature. Insufficient sustenance and rest, disruption, social
isolation, loss of freedom, and loss of self-respect have all been
shown:to jeopardise well-being (Bettelheim, 1960;_Kleitman= 19

Miller ‘& Seligman, 1975; Roth & Kubal, 1975; Schachter.

Further, from a social, policy viewpoint, modern welfare states
generally accept the responsibility for assisting those suffering special
circumstances of deprivation (including caregivers) to meet basic
needs. Where deprivation threatens health, governments do have a
vested interest in providing relief. Where deprivation threatens one
of society’s most cherished institutions, the family, governments are
willing to constder assistance. |

f SR
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Burden as basic need frustration offers a number of other advan-
es of an ethical as well as scholarly nature. Attempts to link
rden with disabilities in the carereceiver or the emotional reac-
s of the caregiver create ethical dilemmas for researchers. To tie
trden-to: disabilities reinforces the view of the carereceiver as the
drden. -The alternative practice of associating burden with the
egiver’s feelings of distress gives rise to evaluations of caregivers
. weak or inept. Both approaches are invitations to allocate blame
id are guilt-inducing — those being cared for feel guilty about
ng a burden, whereas those providing care experience guilt for
having sufficient strength and endurance. The proposed defi-
sion purports that burden is not caused by the receiver or the
ovider-of care, but arises from the interaction between the two.
i burden is created by the conflict between the demands of one
¢ the needs of the other. Burden stems from poor person—
wironment fit; it is not an individualistic variable but an interactive
i,
Conceptualising burden in this way offers further insight into why the
egiving situation may be difficult. Models of person—environment
have been popular in examining worker satisfaction. In extending
e model to unpaid carers, burden is not a surprising phenomenon.
both paid workers and unpaid carers, successful outcomes
uld be predicted if the attributes, skills, and needs of the person
+ be matched with the demands of the situation. To achieve this
nd, employers choose employees from a pool of applicants and
rospective employees shop around for a job to their liking. In
itrast, the frail elderly turn to their families (Brody et al., 1978;
anas, 1979a, 1979b). The pool of applicants in this case is a very
sstricted captive sample and the pressure on them to accept the
psition is enormous, even if they deem themselves unsuitable.

unient. fit in voluntary home care situations is-high. There is
ore anxiety and depression among caregivers (Gilleard, 1984a;
rad & Sainsbury, 1968; Jones & Vetter, 1984; Thompson &
faran, 1985) and lower life satisfaction (Fengler & Goodrich, 1979;
Ueorge & Gwyther, 1986; Robinson & Thurnher, 1979). Further-
more, nursing homes are flourishing in spite of high costs and tight
government controls. Caregivers often have their elderly relatives’
names on waiting lists, sometimes with the intention of accepting a
bed, other times as a back-up in the event that they can no longer
care (Gray & Lazarus, 1988; Howe, 1981). Community demand for
nursing homes suggests that burden may be a serious problem.

i . Vo




Assumptions and goals of this study

Before outlining the assumptions and goals of this study, mentiop
should be made of some important issues it does not address. First,
the focus is on the carer’s basic need frustration, an experience ]
have labelled burden. But the concept of frustration of basic needs
can be applied equally well to the carereceiver. From this perspec.
tive, a more appropriate label might be ‘neglect’. We should bear i
mind that caregiver burden and carereceiver neglect are related
concepts, often manifestations of the same interactien'(Kosberg &
Cairl, 1986). If the well-being of one member of the partnership ig
adversely affected, the well-being of the other is likely to suffer. i

Second, in conducting this study, the vast majority of carers
encountered were caring for older family mémbers. Thus, in the '
chapters that follow, aged care, family care, community care, and
caring units are used interchangeably. Care does take place outside.
families, however, and care is given to the young as well as to the;
old. The emphasis of this book does not imply that the needs of,
these other groups are any less important. The ideas presented here.
can be extended to better appreciate the plight of gay couples where:
one partner has AIDS, of families in which a child is terminally ill,,j
or of partners or parents of permanently disabled accident victims. i

In planning the present study, five assumptions were made about]
the nature of caregiving burden: ;

1 Burden does ot vary randomly, but varies systematically with ]
specific features of the caregiving situation. 3
2 Burden can be! meaningfully examined across caregivers whoj
differ on age, gender, social class, relationship to the carereceiver,§
and residential status, and across carereceivers who differ on gender, #
age (providing they are adults), disability and illness.
3 Caregivers are able to report on the extent to which caregiving _'
frustrates the fulfilment of basic needs, once these needs are defined
for them.
4 Although caregivers are aware of their frustrations, they are not §
necessarily able to identify the specific features of home care which
bring about these states. Traditionally, research on caregiving hasg
relied heavily on caregivers’ introspective accounts of the reasonsg
for their distress and despair. As valuable as such reports are, theg
methodology has limitations. Under stressful and threatening§
circumstances, individuals are not always able to repo ccurately §
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5 Following from assumption 4, statistical methods provide an
alternative, complementary, and perhaps a more usefy] means of
examining the relationship between specific features of home care
and perceptions of burden.

fgerson, 1987), one inference being that ni ! a§re not as committed

to the task a5 women. The spouse- or part }thiéaring situation is

Considered Important op theoretical grounds, since the crises of .

> Of burden, are likely to affect these
Other demographic variables considered are
carereceiver’s age and gender, and the

tWo groups differently
e caregiver’s ape -
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The fourthrgoal is"to examine empirically the importance of so-
called objective indices of burden. The characteristics which have
been excluded from the present definition of burden and which
others h{hye,, included under the objective burden rubric are relegated
to the role of independent variables in this study. Their imiportance
compared with that of other predictors will be evaluated empirically.

Finally, a study of this kind should have policy implications for
how governments are approaching the difficult problem of long-
term carew Family care has found its way into the rhetoric of
politicians “as well as into government policy as a cost-efficient
solution to aged care. The research community for some time now
has questioned how cost efficient this strategy is. As governments
are forced to confront the hidden costs, ways of reducing family
burden will be sought and implemented. Some of these are already
in place~—day care, respite care, support groups, community
nursing services and meal services. This study, through analysing
and comparing the importance of a range of factors which have been
thought to increase caregiving burden, can provide valuable insights
into the directions in which we are now heading and perhaps suggest
niew approaches to relieving the burden of family caregivers.




3 Developing a research model

The approach of this study 1S to measure caregiving burden and its
presumed contributing factors and statistically examine the import-
ance of these factors, individually and collectively, as predictors of
burden. The paradigm used is a modification of the dominant stress
paradigm, of which a brief review will be usefu) here. Environmenta]
stressors, life events, chronic life strains or daily hassles provoke
physical and mental illness in some and not in others, leading to

s

interest in factors which might intervene or moderate the relation-

ship between the stressor on the one hand and the experience of

buffers, resistance resources, and vulnerability fdctors. Coping
strategies, appraisal of an event as a challenge, a threat or a loss,
self-esteem, mastery, hardiness and social Support are variables
which have received considerable attention as explanations for why
the experience of an environmental stressor is inconsequential for
some and traumatic for others (Brown & Harris, 1978; Dohrenwend
& Dohrenwend, 1980; Fleming et al., 1984; Folkman & Lazarus,
1980; Holahan & Moos, 1985; Kaplan et al., 1983; Kobasa, 1979;
Kobasa et al., 1981; Kobasa et al., 1985; Lazarus efflal., 1985;
Menaghan, 1982; Pearlin & Schooler, 1978; Pearin et.al., 1981;
Wheaton, 1983).

The notion that personal and social resources can intervene or

Billings & Moos, 1984: Kap
Shinn et al., 1984). -

Clearly, caring for a person who is frail or ill is one kind of
environmental stressor and such factors as coping skills, personality
and social support must be considered as likely determinants of who
will adapt successfully to the experience and who will not. Frans-

17




18 Biound to Care

posing|this paradigm directly to the caring situation, however, does
not provide an optimal basis for understanding burden. Burden, as
defined here, cannot be equated with a stress reaction, although the
proposed measures of mental well-being would fulfil this function.
Burden is best likened to the stress theorists’ notion of the appraisal
of an event. In this case, burden refers to a particular kind of
appraisal: the appraisal that the event is threatening to basic needs.

Our concern is in what leads to such an appraisal.

The research model

Three types of variables were considered important in developing a
model of caregiving burden. Caregiving itself was not a variable
since everyone interviewed was currently engaged in this activity.
Regular caregiving demands, however, were expected to vary from
one person to the next. Level of demand or workload could be
regarded as an environmental stressor affecting the amount of threat
carers perceived when faced with caregiving.

The second group of variables to be included in the model were
personal, social or material resources. Variables were included if
they had the potential for limiting the threat or harm which could
result from caregiving. Of interest in this study were coping strat-
egies, personal disposition, and physical well-being. Burden was
expectedl to be least among those who dealt effectively with care-
giving problems, who had a positive view of themselves apd their
ability to overcome difficuities, who were personally suited to the
task, and who were physically capable of caregiving.

Social and material resources referred to outside conditions which
could keep burden at bay. Informal support from family and friends
and formal support from professionals were expected to fill some of
the ‘holes’ in basic needs created by caregiving. Financial well-being
was expected to fill others.

The third set of variables to feature in the mode] of caregiving
burden did not have a counterpart in the stress literature. They are
best conceptualised as critical components of the environmental
stressor, caregiving. These variables were the crises of decline
outlined in the previous chapter. The expectation is that the more
extreme the crises for caré , the greater will be their burden.
Thus, high burden is likely t6 be experienced when the carereceiver
is seen to have deteriorated substantially, when caregiving demands
have been unpredictable, when time constraints are great, when the
relationship between caregiver and carereceiver is strained, and when
carers have little choice about whether or not they will provide care.

All three types of variables were hypothesised as having a direct
effect on burden. That is to say, burden should be high if the

!
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workload was high, if théﬁurces were low, or if fhe crises of
decline were extreme!. A detailed model of caregiving burden is
presented in Table 3.1

Table 3.1 Predictors of caregiving burden

Workload
Task-oriented demands
(daily activities, personai care, supervision, decision-making)
Social-emotional demands o
{emotional and social Support, maintaining social networks}
Resources
Coping strategies
Personality
(self-esteem, mastery, emotionality, interest in others, activity)
Health
Social
(availability of sogial interaction, informal ang format assistance, awareness of
support) -
Material
{financiaf well-being) _
Crises of decline ‘ !
Awareness of degeneration ‘
Unpredictabiiity ‘
Time constraints
Caregiver—carereceiver relationship
Choice restriction

The workload variables

oriented and primarily concerned with promoting physical well-
being, and that which has a social-emotional focus, the major goal
being to preserve mental health and quality of life.

Task-oriented demands

the provision of services and as such-
ects ‘of - caregiving. Providing’ or.

Daily activities gnd* personal care: Providing assistance with
shopping, dressing, washing, feeding, and transfers is' generally
tolerated well by caregivers (Gilleard et al., 1984a; Jones & Vetter,
1984; Sanford, 1975). Even urinary incontinence appears to be

Making,

1

1




20 Boundro Care

accepted by the majority (Gilleard et al., 1984a; Isaacs, 19715
Sanford, 1975, Wheatley, 1979), though faecal incontinence has
been reported as causing greater carer distress (Sanford, 1975;
Wheatley, 1979). .

Tolerance of such tasks by the majority of caregivers does not
preclude the possibility that the minority who do complain are the
ones most likely to experience burden. This does not appear to be
the case. Studies investigating the refationship between instrumeptai
support and carer distress have produced few significant findings
(Cantor, 1983; Fengler & Goodrich, 1979; Gilhooly, 1984; Greene
et al., 1982; Jenkins et al., 1985; Montgomery et al., 1985; Pagel et
al., 1985; Poulshock & Deimling, 1984: Zarit et al., 1980).

From the stress paradigm perspective, this is somewhat surprising.
Additional demands would be expected to create stress and difficult-
ies of adjustment. The finding is not so surprising, however, from
the viewpoint of the burden anaiysis offered in the previous chapter.

- The instrumentaltasks of caring for children and older aduits are

very similar and women are the major providers of care to both
groups. If women incorporate aged-care tasks automatically into
their daily routine the increased physical demands may £0 unnoticed.
They would be doing more of the same thing.

One notable exception to the absence of significant findings
in relation [to workload is Morycz’ (1985) study of caregivers of
Alzheimer sufferers. Morycz found that the number of tasks per-
formed for the carereceiver was significantly correlated with burden.
Morycz’ burden index, however, differed from those used in the
above studies in that measures of distress were combined with
measures of impact on lifestyle. Where need for assistance has been
related to impact, consistent positive relationships have emerged
(Cantor, 1983; Greene et al., 1982; Montgomery et al., 1985;
Poulshock & Deimling, 1984). The need for greater assistance
appears to restrict the carer’s social life, family life, leisure activities,
and work.

It must be remembered that the present definition of burden
focuses on the frustration of basic needs, not on distress. While
Impact and basic need frustration are not identical, they are likely to
be related. For this reason, instrumental tasks may be important
den and will be retained in the mode} in Ta]

Supervision: Some eiderly adults participate in daily activities and
care for themselves for the most part, but they only do so safely if
someone keeps a watchful eye on them —checks medication, guards

~ against falls in the bath or toilet, and so on. For the cognitively

impaired, fm1 even higher level of supervision is often demanded to
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avoid accidents and prevent wandering (Mace & Rabins, 1981).

Supervision, a more passive, yet more constant aspect -of_the
workload than service provision, appears to be stressful for carers,
Nissel (1984) has pointed out that supervisory responsibilities often
impose the most constraints on other activities, Certainly the care-
givers in the Robinson and Thurnher (1979), Gilleard et al. (1984a),
and Chenoweth and Spencer (1986) studies emphasised the prob-
lems of confinement and not being able to leave the carerecelver for
an hour or more. In comparing caregivers under high strain with
those who were not, Isaacs (1971) concluded that constant super-
vision induced greater stress than performing specific tasks. Morycz
(1985) also obtained a significant correlation between supervisory
activities and his combined impact-stress index. Supervision shows
every indication of being an important factor in explaining burden.

Decision-making: Related to supervision is the little studied issue
of decision-making. Caring workload may involve accepting the
responsibility for the well-being of another to the point of making
decisions on his or her behalf, decisions which adults normalily make
for themseives (Golodetz et al., 1969; Mace & Rabins, 1981).
Seeking medical attention for the carerecejver is one such example,
but other decisions are made on a daily basis to provide ‘structure to
the day and maintain physical well-being. Professiopals have
observed the difficulty of assuming this role, particularly among
spouses (Barnes et al., 1981), and caregivers have voiced uneasiness
about this aspect of their workload (Horowitz, 1978). Horowitz, in
analysing the benefits of support services to caregivers, ‘concluded
that bearing responsibility for the welfare of another is far more
onerous than the physical rigours of providing care.

Social-emotional demands

Work of a social-emotional kind is perhaps the least obvious aspect
of caregiving and so fares particularly badly in the general devalu-
ation of unpaid work (Daniels, 1987). Some carers even question
whether it should be termed work, holding the view that ‘finding
time for a chat and a cup of tea is Just being a decent human being’.
Yet for carers, time is a scarce resource, and caregiving activities
which take up time; regardless of how pleasant or unpleasant they
are, shouldEbe takéfF into account in considering caregiving work
load. Carers meet the social and emotional needs of their depend-
ants on two fronts. First, they are likely to be called upon to provide
support when the carereceiver is in pain, frightened, worried, lonely
or depressed. Second, carers often play an active role in encouraging
and helping carereceivers maintain their own social networks.

i
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Social and emotional Support: Nissel's (1984) time diaries ‘and
Stephens and_Christianson’s (1986) data on caregiving activities
provide evidence of carers’ involvement in activities of this kind.
Cantor (1979, 1980) and Robinson and Thurnher (1979) have

directed attention to the lime-consuming nature of providing social

social and emotional Support, therefore, may contribute to burden
not only because of the time 1t consumes, but also because it can
threaten well-being directly under certain circumstances. |,
Maintaining the carereceiver’s social network: This second aspect
of the social and emotiona] work of caregivers wag recognised

during some preliminary interviews which were conducted ip

Resource variables

Coping Strategies

When difficulties are €ncountered, people use coping strategies to
avoid being harmed. A widely drawn distinction in the stress
literature is between strategies which are problem-focused and those
which are emotion-focused. A problem-focused approach would
involve strategies designed to manage the difficulty and g > LR
problem wnder cé “An“emotion-focused Iesponse, on the other-

hand, would be “typified by ignoring the difficult situation and
concentrating instead of accompanying feelings of distress, The
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o the problem-focused category more often than the _emotion--
vused category (Anderson, 1977, Billings & Moos, 1981, 1984;
solletta & Gregg, 1981; Felton & Revenson, 1984; Terry, 1989),
ad for avoidance strategies to be associated with high levels of
ess (Holahan & Moos, 1985; Kobasa, 1982; Menaghan, 1982;
Pearlin & Schooler, 1978).
In a study of the relationship between coping strategies and
€aregiving burden, Pratt et al. (1985) have reported results .which
@re consistent with this pattern. Strategies oriented to resolving the
difficulty or seeing the problem from a different perspective appeared
10 be effective coping strategies for carers. Avoidance responses
were maladaptive. |
A somewhat different viewpoint has been put forward by Strong
{(1984). Strong argues that acceptance and passivity may be
- adaptive coping responses for carers. After all, there is little that
anyone can do when dealing with an incurable degenerative disease.
Studies of the coping strategies of patients with incurable diseases
suggest that there may be short-term benefits in denying their illne§s
(Ell, 1985; Levine & Zigler, 1975). When illness is beyond their
control, such strategies prevent patients from being overwhelmed by
their predicament. Such an analysis may be just as applicable to
caregivers. One might question, however, the long-term benefits of
such an approach. While the disease may be uncontrollable, other
aspects of caregiving such as the relief of symptoms and quality of
life may well be controllable. Avoidance and denial of the i}lne_ss
may preclude the use of active and effective coping strategies in
these related areas. .
The traditional way of thinking about the operation of coping
strategies is as part of a chain: A threat is perceived and a coping
response is made, which if effective reduces feelings of distress and
facilitates adaptation. From this perspective, coping is a consequence
rather than a cause of burden.
Yet coping cannot be dismissed so readily as a precursor of
burden in the caregiving context. For carers, the source of stress
continues over months or years. It is reasonable to assume that
caregiving does not instantly threaten basic needs, rather the thrgat
builds up over time (see Jenkins et al., 1985). If 50, effective coping
strategies urtail perceptions of threat, while ‘L_‘néj_?fectn_re
strategies may provoke them. Consequently, coping strategies will
be looked at as predictors of burden as well as mediators between
burden and mental well-being.

Personality

Some carers were expected to have personalities that ieéﬁf.:ned the
likelihood of them perceiving caregiving as a threat. High self-
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esteem and a sense of mastery were two personality characteristics
expected to influence perceptions of burden. Both have been linked
consistently with successful adaptation to life’s problems (Kobasa,
1979; Lazarus et al., 1985; Wheaton, 1983).

The importance of high self-esteem in enabling carers to cope
with their difficulties is supported by the study of Crossman et al.
(1981). Low self-esteem was associated with caregivers blaming
themselves for the problems they were experiencing, rather than
seeing the situation as difficult. Self-blame is destructive to well-
being (Pagel et al., 1985), and is likely to leave the caregiver afraid
and vulnerable when faced with new difficulties.

Mastery refers to the belief that a person is in control of his or her
destiny and that one is capable of making choices which overcome
difficulties. The cxpectation is that the greater one’s sense of
personal mEsTery, the lower the likelihood that caregiving is per-
ceived as a threat to basic needs. Instead, it is likely to be seentas a
challenge. A study by Levine et al. (1983) suggests that mastery is
indeed beneficial to carers. Carers who were skilful in handling
difficulties were more likely to see themselves as having control over
the things that happened to them.

Nevertheless, a query should be raised concerning the wisdom of
carers implementing their sense of mastery indiscriminately.
Clearly, not all aspects of caregiving are within the control of the
carer. Fleming et al. (1984) have pointed out that the effectiveness
of a control-based approach to life’s problems depends upon the
individual being responsible for the outcomes. According to Folkman
(1984), mistakenly appraising an uncontrollable event as control-
lable runs the risk of implementing coping strategies which will only
lead to frustration. Thus, mastery may only be advantageous to the
caregiver when combined with an appreciation of the limitations
that the situation imposes.

Burden was also expected to be a greater problem for those who
were easily frightened, angered or upset, characteristics which some
have labelled as neuroticism, but which will be referred to here as
emotionality. Relevant data on the emotionality hypothesis ¢an-be

foundin the s terature. In their study of the impact of regative -

life-change events;” Holahan and Moos (1985) reported that ‘easy-
going’ people adapted with fewer signs of physical or psychological
strain. Further support comes from studies which have shown
neuroticism t¢ be a strong predictor of stress symptoms (Costa &
McCrae, 1980; Henderson et al., 1981).

Among caregivers of the frail aged, Cantor (1983) found that
worry about the carereceiver was predictive of reports of ‘strain.
One interpretation of this finding is that caregiving is characterised
by a relatively high incidence of things going wrong. Carers who




receiver. Carers’ upset is likely to be communicated to the care-
receiver, indirectly if not directly, resulting in Insecurity and stress
on both sides. - -

Two other personality characteristics were considered to enhance
4 person’s suitability for the caregiving role—concern for and
interest in others and having a lot of energy. The first hypothesis is
derived from vocational-choice research, where one’s social orien-
tation, defined as a preference to be with people and t4 be involved
in service and help to others, has been linked with career choices
such as nursing, teaching, and social work (Robinson et al., 1969;

Robinson & Shaver, 1973). For those whose interests lie in other

All five personality characteristics are regarded as factors which
may influence the perception of burden. Like coping strategies,
however, three may have a role to play in determining whether or
ot a perceived threat to basic needs flows on to adversely affect
mental health. Those carers with high self-esteem and a sense of
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5-Storandt, 1983). The issue has been seen as particularly
important in spouse caregiving situations because of the increasing
age of the care provider (Cantor, 1983; Crossman et al., 1981;
Noelker & Wallace, 1985; Soldo & Myllyluoma, 1983).

In-spite of the importance assigned to health, few have systemati-
cally examined ihe health-burden relationship, largely because the
two concepts have not always been clearly differentiated (e.g.
George & Gwyther, 1986; Pratt et al., 1985). An exception is the
study of Grad and Sainsbury (1963). They noted that if the relative’s
health was good, fewer problems were experienced in caring for the

patient.

Social resour}es _‘

Social support has been widely regarded as having a beneficial effect
on well-being (Cohen & Wills, 1985). Considerable confidence has
been-expressed in the benefits to carers of having other people to
help out or to talk to about their difficuities (Ball, 1986; Crossman
et al., 1981; Jones & Vetter, 1984; Mace & Rabins, 1981; Norris,
1988; Storandt, 1983). Research data, however, have not always
buttressed these widely espoused beliefs and have highlighted the
many different forms that social support can take. To encompass
these different meanings the more general label of social resources
1s used, referring to the quantity of the carer’s social interaction, the
amount of informal and formal assistance the carer receives, and the
carer’s awareness of the support available.

Availability of social interaction: In the present model, isolation
from others is seen as a threat to carers’ basic needs for belonging-
ness. The importance of social interaction for carers has been widely
documented in the caregiving literature. Isolation from friends and
forsaking one’s social life are among the problems most often men-
tioned by carers (Barnes et al., 1981; Cartwright et al., 1973;
Chenoweth & Spencer, 1986; Equal Opportunities Commission,
1980; George & Gwyther, 1986; Grad & Sainsbury, 1963; Jones &
Vetter, 1984; Sanford, 1975; Stephens & Christianson, 1986;
‘Thompson & Haran, 1985). Furthermore, restrictions in social

activit;x‘ have| been linked Vindependently__i.;;with carers’. reports of

distress and depression (Poulshock & Deimling, f
Informal assistance: Family and friends -are oftefiin-a position jto

'y carer through doing chores, lending a sympathetic
car, or visiting the carereceiver. Zarit et al. (1980) found that visits
to the carereceiver by other family members were associated with
greater carer well-being. They interpreted their results as an indi-
cation of the value of sharing responsibility for care through talking
to other family members. Consistent with this interpretation is Pratt




George and Gwyther (1986) found that those who felt they needed
more support were more likely to be burdened.

This pattern of resuits suggests three interpretations-,;,_F;'_rst, the
direction of causality may differ from that implied in t}ie‘.i Gilhooly
(1984) and George and Gwyther (1986) studies. The Significant
results may be explained not by good informal support, but rather
by a healthy-outlook on life. Those who are happy about caregiving

In the current mode]
only as a

care, and home nursing services for the carereceiver, and support
groups and welfare visits for the caregiver (Aronson & Lipkowitz,
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1981; Barnes et al., 1981; Bergmann et al., 1978; Equal Oppor-
tunities Commission, 1980; Fengler & Goodrich, 1979; Jones &
Vetter, 1984; Storandt, 1983; Zarit et al., 1986). Such services give
caregivers freedom from the emotional pressure;-ensure time to do
other things, and share the responsibility of care, factors which
Horowitz (1978) and Crossman et al. (1981) regard as central to
understanding burden. Support groups also educate caregivers so
that they have a better understanding of what is happening to them
and a gre{;er appreciation of the coping strategies avajlable (Barnes
et al., 1981; Brodaty & Griffin, 1983; Gwyther, 1988; Zarit & Zarit,
1982).

Users of support services are generally appreciative of the heip
received (Cartwright et al., 1973; Crossman et al., 1981; Kahan et
al., 1985; Levin et al., 1983; Reifler & Eisdorfer, 1980; Sands &
Suzuki, 1983). The data on the extent to which service use reduces
burden, however, have not been consistent. Grad and Sainsbury
(1963, 1968) demonstrated that formal support-can reduce the
degree of burden experienced by the carers of psychiatric patients.
In another longitudinal study, Gilleard et al. (1984b) found that
supporters of day hospital patients saw benefits to themselves in
using the service, particularly over time.

Other studies which have been cross-sectional and compared
users and non-users show either weak or no relationship between
burden and the use of formal supports (Gilleard et al., 1984a; Pratt
ct al., 1985; Zarit et al., 1980). Gilhooly (1984) has explained some
of this confusion through demonstrating that formal support in-
corporates a number of different programmes often with differing
degrees of effectiveness. The other explanacion is methodological.
The longitudinal studies lack adequate control groups to provide
bases for inferences about service effectivcness. The cross-sectional
studies comparing users and non-users have not controlled for.the
selection factors influencing who becomes a user and who does not.
Services are |often only available to those whose need is greatest.
Furthermore| lack of use through lack of knowledge of available
services has [repeatedly been identified as a widespread problem
n & Lipkowitz, 1981; Equal Opportuni ommission,
= _ nson & Thurnher, 1979; Wheatley, 1979)=Differences in

- both "need and knowledge between user and non-user groups is
likely to invalidate comparisons in terms of burden,

As with informal support, the amount of formal assistance is
regarded as both a factor influencing burden and as a step taken in
response to burden. The issue of knowledge of services available
introduces a third possibility. Service use may not mediate the
burden and mental health link so much as moderate it. In other
words, -burden may be strongly predictive of mental health in the

t e ——
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non-user popuiation but have very little predictive value in the user
population. Formal assistance may buffer beneficiaries from the
adverse effects which may follow from burden.

Awareness of support: Caregivers may report being well catered
for in terms.of acquaintances, friends, even confidants, and may be
receiving assistance of various kinds. Nevertheless, they may not
feel comfortable about sharing their caregiving responsibilities. The
reasons vary. Doubts about others’ capacity and willingness to cope,
a sense of duty, guilt about deserting the carereceiver are a few.
Awareness of family and friends who would be relied upon to share
the caregiving load represents the third aspect of social resources

included in Table 3.1,

to call for help or share the responsibility must plate serioys
limitations on the effectiveness of supposedly available support,
As with the other assistance variables, awareness may be not only

is the most likely. Those who are aware of back-up are in a better
Position than those who are not in preventing burden from affecting
general well-being,

Materiq] resources

Caregiving responsibilities may be eased by suitable housing,
equipment and medical supplies, as well as through access; 1o, pro-
fessional services and paid help. Drawing on resources of @us ‘kind

to employ someone to help in the house, to act as 2 companion to
the carereceiver, to modify the home to accommodate the.needs of

all family m 1S, and to organise time away “from 5

~»

The financial losses incurred through caring have been widely
documented (Archbold, 1983; Equal Opportunities Commission,
1980; Grad & Sainsbury, 1963), but less attention has been directed
O the effect of this loss on the quality of life of the caregiver.
Fengler and Goodrich (1979) found that caregivers with poor morale
ad greater financial needs than those who did not. While acknowl-
edging that low income reduced access to means that might make
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life more bearable;-they point out that low income is also associated
with other correlates of poor morale — social isolation and havirig to
stay in the workforce. Thus, the extent to which access to material
resources directly alleviates caregiving burden is unclear. Further-
more, these data do not rule out the possibility that material
resources| are not so much determinants of burden, as factors that
moderate! the burden and mental health relationship. Material
resources, like. personality, formal assistance and awareness; may
define two types of carers— ‘the haves’ and ‘the have nots’.- While
‘the haves’ are protected from poor mental health, ‘the have nots’

are vuinerable.

Crises of decline

Awareness of degeneration, unpredictability, time constraints, the
caregiver—carereceiver relationship, and choice restriction ali-have
been postulated as serious threats to the basic needs of caregivers,
To varying degrees these difficulties are likely to frustrate carers in
their efforts to maintain a lifestyle which provides stability and
security, love and belongingness, and regard for self.

Awareness of degeneration

Aronson and Lipkowitz (1981) refer to ‘the slow extinction of the
personality’ (p. 568) in Alzheimer patients and Barnes et al. (1981)
report caregivers ‘grieving for the loss of their “dead” companion
who (is) still physically present’ (p. 82). These experiences are likely
to be threatening to family carers in a number of ways. First,
confronting death is likely to leave carers feeling insecure, making
them consider their own mortality as well as that of their loved ones
(Beckwith, \1988; Golden, 1982). Second, facing the lack of per-
manence injintimate relationships may threaten the carer’s sense of
belonging (Meier, 1988). Third, deterioration in the carereceiver’s
condition may leave some carers, particularly women caring for
their husbands, feeling unsafe and afraid (Glick et al., 1974).

Degeneration, in its most extreme form, refers to the loss of skills
which make human beings human. The emergence of behaviours
which are destructi e, dangerous or are widely regarded as L
embarrassment “afso-fall ‘into this category and have been.given .
considerable attention in the caregiving literature, though the
findings have not been interpreted within the present conceptual
framework.

Studies have shown that caregiving strain is related to care-
receivers being demanding, disruptive and disinterested in social
interaction (Fengler & Goodrich, 1979; Greene et al., 1982; Morycz,
1985; Poulshock & Deimling, 1984). Carers themselves express

t
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concern about demanding, wandering and dangerous behaviours
(Gilleard et al., 1984a; Grad & Sainsbury, 1963: IsaacsT™1971;
Sanford, 1975;~Wheatley, 1979), but appear to be remarkably

visitors, having temper tantrums, and using bad language (Gilleard
¢t al., 1984a). N
These findings suggest that the critical variable may not be anti-
social behaviour per se, but rather persistent and irreversible anti-
social behaviour, The types of behaviours which Gilleard et ga].
(1984a) found’ were well tolerated could be episodic with the

behaviours which have beep found to pose more serious problems
appear to be akin to those of Alzheimer patients whose ‘sense of
being’ fades with time, never 1o re-emerge,

research. Any unexpected event is purported to have the potential
for causing adjustment difficultjes (Danish et al., 1980). Second, in
their studies of caregiving, Fengler and Goodrich (1979) and
Robinson and Thurnher (1979) found that lack of knowledge and




32 Bound to Care

Eis, for their own family and a parent. Nissel’s (1984)

ations;t
time diarigs iflustrate women’s dual roles of home-maker and care
provider, and Cantor (1980) and Horowitz (1978) provide insightful
illustrations of women’s commitment to these activities. Cantor
found-that women were prepared to make great personal sacrifices
to ensure that neither generation suffered because of the competing
demands of the other. Even more telling is Horowitz’ observation
that women protected their spouses from involvement in caregiving,
even when the spouse’s parent was the Person receiving care,

The second area of role conflict and overload involves work and
caregiving. Treas (1977) foreshadowed the competing responsi-
bilities confronting women in the areas of marriage, offspring,
parents, and work outside the home. Several years later, Brody and
her co-workers (Brody, 1981; Brody et al., 1983) examined the
attitudes of three generations of women and found that the potential
for conflict had become a reality. The future caregivers adhered
strongly to traditional values about family care, yet at the same time
espoused egalitarian gender roles. Consistently, a minority of care-
givers have reported giving up work because of their caregiving
responsibilities (Brody & Schoonover, 1986; Cartwright et al., 1973;
Equal Opportunities Commission, 1980; Jones & Vetter, 1984;
Grad & Sainsbury, 1963; Wheatley, 1979). Others, however, have
stayed in the workforce (Cantor, 1980), but not without personal
costs. Promotions and advancement are often sacrificed (Equal
Opportunities Commission, 1980). Archbold (1983) found that ‘care
managers’, ithose who organised for others to provide essential
Services, wefre more likely to be in the workforce. Even S0, care-
managing activities were inclined to spill over into work time, and
caregivers were not without feelings of overload and guilt when they
came home to their frail elderly parent.

Studies which have related carer strain to having competing roles
have produced inconsistent findings (Fengler & Goodrich, 1979;
Gilhooly, 1984). Nevertheless, time constraints are expected to
threaten basic needs on two fronts. When caregiving is in compe-
tition with other commitments and responsibilities, the chances of
poor performance are likely to be increased and the
: creased. Where the competing Zcommif
s-and family obligations, interpersonal relit
rained, and the fulfilment of belongingness an
may be jeopardised.

The caregiver-carereceiver relationship

A destructive relationship between caregiver and carereceiver is
likely to'undermine the sense of worth of both of them, particularly
when care is provided over long periods. At the same time, a close

i
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relationship is not necessarily non-threatening. The carer’s needs for
belongingness and security may be threatened b —the-imminent loss
of a loved one. Spouse carers are particularly likely-to be affected in
this way. They are not just caring for family. They are trying to
preserve their marital relationship. _

Support for both these positions can be found in the literature. A
number of studies have shown that strain is more likely to be found
in relationships which were less than satisfactory in the first place
(Fengler & Goodrich, 1979; Gilleard et al., 1984a; Horowitz &
Shindelman, 1981). Cantor (1983), however, focused on the positive
aspects of the relationship. She asked carers how strong their
emotional attachment was to the carerecejver and obtained results
which were directly opposite to those reported above. The greatest
strain was experienced by carers who felt closest to their dependant.
Two other studies which attempted to link the caregiver-carerecejver
relationship to carer well-being have produced non-significant and
weak positive effects (Gilhooly, 1984; Jenkins et al., 1985). In both
thesé cases, a global positive or negative assessment of the quality of
the relationship appears to have been made. If burden is a problem
for the very close or the very distant carer, special nonlinear
correlation coefficients will have to be used if an association between
burden and the caregiver-carereceiver relationship is to be found.

Choice restriction "y
While some carers assume their role with the belief that 'ﬁmay have
chosen the best option, others are resentful that they have no other
options. Feelings of being trapped in the caring role are unlikely to
promote the confidence and regard for oneself necessary to satisfying
one’s basic needs, leaving the unwilling provider of care vulnerable
to burden. v

The work which relates most closely to the issue of choice
restriction has been reported by Cantor (1983). Cantor measured
attitudes to providing care, but obtained results which were in the
Opposite direction to that predicted. Instead of finding poor adjust-
ment among those with a negative attitude, Cantor found that most
Strain was experienced by .carers who were committed to the viéw
that families should accept their caregiving responsib ilities.

Onesway of ‘reconciling these findings is to consider the differ-
encestbetween commitment to family care and willingness to care.
The high-commitment group is likely to comprise not only eager
Caregivers but also trapped caregivers. Trapped caregivers don’t
want to care, but duty and family obligation override all and provide
them with no means of escape. They are likely to feel enormous
Strain in meeting their caring responsibilities. So_too will eager
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» but’in their case, close emotional ties are more likely to be
the source of their difficulties.

previous.research and observations. The model seeks parsimony by
postulating direct links between three types of variables and burden. :
Workload cncompasses the objective indices which current - |
community policy assumes are linked to burden. The crises of
decline are the less tangible aspects of care provision which are
postulated as the greatest threats to carers. Resources are the
crutches that carers may use so that caregiving does not pose as

as having an additional mediating or moderating role to play in the
burden-symptom relationship. Coping strategies, informal and
formal support were regarded as possible mediators; self-esteem,
mastery, emotionality, formal Support, awareness of support, and
financial well-being were possible moderators.




A sample of 144 Caregivers contributed to thjg study, 62 of whom
were ‘caring for 4 Spouse, 73 for 5 parent or parent-in-law, apd g for
a relative or friend. Caregivers were approached through two

community care Programmes in the city of Canberra, One was 5
hospital Outpatient Programme, paiqg for totally out of public funds,

To care means to show concern for another’s well-bemng ang to
Cnsure the Provision of essential services. As such, we are all carerg
o some degree. The first task, therefore, was to derjve g definitiop
which clearly differentiated care which is out of the ordipary, from
“are which falls inte the bounds of everyday life for mogs of us,
though the Criteria woyjqd be unavoidably arbitrary, they needed
to be Precise and clear so as to define the Population
How Duch, how oftep and what type of assistapce did

Ieed to Provide - to- pe called Caregivers? Sh
(Archbo, T - :
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who assume the major responsibility for providing or organising
services on a regular basis to someone who is incapable of providing
for her O:Lhimself. This definition incorporates the acceptance of
responsibility for providing a service oneself or organising othérs to
provide'it-Major responsibility for service provision had to be in at
least one of the following areas: The daily activities of (a) cleaning,
(b) shopping or (c) meal preparation; self-care mvolving (d) wash-
ing, (e) dressing, (f) toileting or (g) mobility; or supervisory care
involving (h) regular checks on well-being more than once in a day.

Finally, for practical purposes, paid providers of care (carers in
receipt of a government welfare benefit do not fall into this category)
and carers of children who were disabled or chronically il were
excluded from the population.

Having arrived at a set of rules defining a caregiver, a second
hurdle had to be overcome —making contact. The major obstacle
was the absence of a register of caregivers from which a sample
could be selected. The option favoured, while less than perfect, was
to contact carers through providers of community services. Other
options entailed the screening of dwellings first (Rowland et. al.,
1984), which would have been enormously expensive,

Of the agencies providing home care support, the Day Care
Centres and the Community Nursing Service had the advantages of
being widely known, widely available, and free of charge. Further-
more, caregivers could be readily contacted through them. In other
more broadly based programmes, such as Meals on Wheels and
Home Help, clients could have been without a caregiver and
organised the service themselves. Furthermore, sampling through
Meals on Wheels and Home Help would have led to an underrepre-
sentation of carers who were young, able, female co-residents, since
eligibility criteria assumed that when they were present, the frail
aged were not in need of the service.

Thus, services were chosen to ensure as good a cross-section of
caregivers as possible. This is not to say that the sampling procedure
was without bias. Precluded from the sample were those who had
not heard of the community programmes, who did not believe they
had anything to offer, or who were unable to take advantage of the
program ecause of the peculiarities of the’¢aring Sitration (€.g.
a-dependant-who refused to cooperate with anyone other than the
caregiver). Another likely consequence of the sampling strategy was
an overrepresentation of carers who had almost total responsibility
for the well-being of the clients. The carers interviewed, therefore,
were not only beneficiaries of community programmes, but they
were beneficiaries of programmes geared to home care of the more
dependent. '
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Contacting caregivers

The caregivers of clients of the Day Care Centres aﬂdj the Cbm—
munity Nursing Service were initially contacted by letter. To pre-

serve client confidentiality, this letter was delivered by centre
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meeting and chatting with those receiving care. At times, care-
rece;vc,:s_became interested in the purpose of our visit_and joined

Under such circumstances, factual information was collected
mmally, and arrangements were made to talk to the caregiver alone
on the following occasion. Where interruptions were unavoidable,
and attitudes and opinions were being sought, caregivers were asked
to read the questions from the interview schedule and respond in
writing.

In summary, the interviewing approach can best be described as
one which tried to achieve as much structure as possible, without
either jeopardising rapport, or deprlvmg caregivers of the oppor-
tumty to make sense of their experiences and communicate their
views. In practice, this meant that conversational interviewing was
interspersed to varying degrees with highly structured questioning.

‘ iiihi

ol
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The representativeness of the sample of caregivers was gauged by
comparing results with those reported in other studies. We also
explored the emergence of the caregiving relationship and analysed
the importance of such factors as gender, geographical proximity,
and personal suitability in taking on the caregiver role. Finally,
carers’ future expectations were examined, along with a Iimited
amount of data on what the future actually held for them two-and-a-
half years later.

Socio-demographic characteristics

parent-in-law (51 per cent), a sizeable minority cared for a spouse
(43 per cent), and a very small minority cared for a relative or friend
(6 per cent). The carers’ ages covered a wide range from 26 to §2
years with a mean of 58 years (SD = 13.04). The majority (51 per
cent) were 60 years of age or older. As might be expected, spouse

The ma‘{{)rity of those interviewed were caring for a parent or

/ carers were substantially older than the other carers. While 93 per

/ cent of spouse carers were elderly themselves, only 19 per cent

' of those caring for someone other than a spouse fell into this
category.! '

Three-quarters of the caregivers were women. The percentage
was even higher among those caring for someone other than 2
spouse (87 per cent). The gender bias virtually disappeared, how-
ever, when caregiving within marriage was examined. Forty per cent
of spouse carers were men, 60 per cent women. This difference is
inconsequential given that women have greater longevity and tend
to marry men who are older than themselves. While the percentage
of men in the Australian population was 51 per cent at 50 years of age

_(the average age of non-spouse carers), the figure drops to 46 per
»zCent amiong those who were 69 years of age:{the m e of
--Spouse--¢arers), and 42 per cent among 75 year ¢

Bureau of Statistics, 1986).

A significant percentage of caregivers were engaged in paid work
(29 per cent), a pattern which was particularly strong among those -
caring for someone other than a spouse (43 per cent). Over 2

| |
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er of non-spouse carers also had children under sixteen years
r cent), and almost three-quarters were married or in defacto
ationships (72 per cent). -
A final statistic which was usefu] for comparisons with other
studies was the living arrangement of caregiver and carereceiver.
he overwhelming majority (86 per cent) of caregivers lived with
their dependants, regardless of whether or not the person receiving
care was a spouse. Of those not caring for a spouse, 70 per cent had
e carereceiver living with them, 7 per cent resided in the care-
receiver’s house, 12 per cent occupied separate dwellings, and-11
per cent of carereceivers had self-contained flats attached to the
“caregiver’s house.
% These statistics were compared with those from five other sources,
‘two based on large community samples in the United States (Special
Committee on Aging, United States Senate, 1987; Stephens &
%, Christianson, 1986), one on a smaller community sample in Australia
“Z (Australian Council on the Ageing and the Australian Department

¥
z

I,

& of Community Services, 1985), and two from Britain where carers
% were traced through placement offers in a psychogeriatric day
* hospital (Gilleard et a .» 1984a} and two general medical practices
- {Jones & Vetter, 1984). ‘

= Overall, socio-demographic characteristics were similar across
% studies, with two exceptions. This sample underrepresented carers
2 who lived apart from their dependant as well as those who were
i % looking after someone other than a Spouse, parent or parent-in-law.

/ ! & A further bias in the present study was an overrepresentation of

% higher status occupational groups: 38 per cent of families had a
<. breadwinner in a professional or managerial occupation, 46 per cent
.In a skilled, clerical or administrative occupation, and 17 per cent in
_- @ unskilled or semj-skilled occupation. The overrepresentation of
5 the more privileged has been recognised as a major problem of
3 Tesearch into caregiving (George & Gwyther, 1986). In order to
= fontain sampling costs, caregivers are usually contacted through
. SeIVIces and organisations, and there is some evidence that service
= USe 15 class biased. Drawing on data from the United States and
: ¥Bntmn, Le Grand (1982) has argued that the middle classes received
5. ore health care relative to need than the working classes, even in
T QIcumstances whe the services were free. In addition 1o this bigs
the Population o berrahas a higher proportion of white-colfar..
Workers than otheér ‘capital cities in Australia (Young, 1985). This
Lompounds the problem of underrepresentation of the poor.

glaracterivtics of carereceivers

1 hose being cared for ranged in age from 23 to 100 y'ed%,* the
Crage being 77 years (SD = 10.53). All but five were 60 years of
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also tended to be younger, their mean age being 73 years (S§D =
8.79) compared with 80 years (SD = 10.66) for non-spouse recipi-
ents. o

Carereceivers’ health

Cardio-vascular disorders afflicted 48 Per cent of carereceivers,
injury, arthritis, or Some other muscular-skeleta] disorder was 2
problem for 36 per cent, impaired mobility as a result of stroke
affected 28 per cent, dementia, senility, memory loss, or disorien-
tation was mentioned in 27 per cent of cases, and gastro-intestipal

disorders|afflicted 19 per cent. The pattern was the same for Spouse

their carer role to a speci ealth-problem (79 per cent), most
commonly stroke, Surgery or-injury. Non-spouse caregivers were
less likely to care because of 3 specific illness, and more likely to

hood (61 per cent). }

' likely explanation for these differences is age. Those
being cared for by their families rather than a spouse are the
survivors. With increasing age, general deterioration and loneliness
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(particularly through widowhood) are more likely to pose threats to

Jrovide care,
id¢ the necess-

2 No cldser Kin
B Closer kin
B Only disableg closer kin

other
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AT e

- children of children-in-law. Of the other nine, four had no living

children and were cared for by grandchildren, a niece, and a
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R If a spouse was well and able there was little ambiguity in who

would provide care—ip choosing a marriage partner, one chose a
caregiver. There was greater latitude, however, in whom the next of
kin would be to accept the responsibility for care when no spouse
was available. Caregivers generally~had brothers and sisters who
were as closely related to the dependant, and, therefore, just as
eligible for the responsibility (see Figure 5 2).

Research has consistently shown caregiving to be women’s work.
Gender is the major predictor of who will care when a partner is
either not present or not able to provide support (Jones & Vetter,
1984; Special Committee on Aging, United States Senate, 1987:
Stephens &| Christianson, 1986). This same pattern emerged in the
present study. The overwljelming majority of carers were daughters
or daughters-in-law of the carereceiver. The extent to which there
were others in the family who could have become the caregiver is
the first step in understanding how these women came to assume the
role.

Figure 5.2 The frequency of types of non-spouse carers and other eligible
carers :

i No other carer
& Other eligible

Daughters

Daughters-in- §
law

Sons

Female other

Male other

per cent).
. The next largest group was daughters-in-law (13 per cent). In all
cases, their husbands were alive and well. Paid workforce partici-

e g s .
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pation by men and 10t women explained the caring arrangement in

six of the 11 familjes. Daughters-infaw were at home with the

preoc_:cupied and bothered by it.

'It’s no big dea. She looked after me for

7 years— J've only beep doing this for eight’; ‘My wife worked
- Teally hard. She dig S0 much for me apg the family. She had 4 hard
life. It’s my turn now— to Jook after her’




46 Bound to Care

In the vast majority of cases there was no evidence of what
Ungerson=(1987) has called negotiation between husbands and
daughters as to who should care. In one case there was clearly
tension between a husband and his step-daughter, with the former
upset by the daughter ‘not caring enough about her mother’. This
may have-been an instance of a male carer trying to off-load chores
onto a female relative, but this kind of behaviour was the exception,
not the rule. In this study, men cared for their wives willingly,
expressingithe view that it was thejr responsibility, not theiq chil-
dren’s. ‘They have their own lives to lead’ was the most frequently
heard response from both husbands and wives.,

Furthermore, while men were not wel] represented among the
ranks of non-spouse carers, it should not be overlooked that a small
proportion (8 per cent out of the 13 per cent male non-spouse
carers) had accepted the responsibility even though they had sisters
eligible for the role. While gender is important, there are clearly
other factors entering into the decision of who will care.

When asked, ‘Who else was there who could have become [the]
carer...?". most were prepared to give at least one alternative (75
per cent) and 35 per cent more than two. When asked the question,
‘Why have you become the carer rather than...[them]?’, the
answers varied considerably. Beliefs about being able to offer a
superior quality of life in terms of geographical location, living
arrangements, or family atmosphere were most frequently expressed
by carers (31 per cent). One carer thought her grandmother would
like to be absorbed into ‘a big happy family where there was lots
going on’. Another thought that the dry climate would better suit
her father’s respiratory problems.

In contrast to these positive views were less committed
responses— other potential carers refusing (28 per cent) and having
no alternative (25 per cent). With two exceptions, those in the latter
category WEF: caring for parents who had no other living children.

Where othefs refused to care, the alternative providers tended to be
the carer’s sjblings, although one third saw their sisters and brothers-
in-law as the major obstacles.

The next three most popular reasons related to the quality of the

caregiver—carereceiver relationship. In just over a fifth of families

cent), the carereceiver chose the caregiver: ©e such
response was, ‘T think she knew that my sister would be tougher to
live with than me. She knows she can get around me’. Almost as
sizeable a group (20 per cent) were those who said they had a good
relationship with the dependant (e.g., ‘We have always been
close—she will talk to me’), but sometimes it was a case of the
carer having the best relationship within a not-so-harmonious set of

relationships (‘The others can’t stomach her nor her them —but I




Who cares? 47

have an affinity for old ladies’). Much the same percentage (19 per
cent) replied to the question, ‘Why you?’ with the simple response,

I ‘That’s what I wanted’, According to one carer, ‘I always was the

one who watched out for her'.

The next most popular response was that others were unable to
care because of their commitments (18 per cent). Alternative carers
WEI€ seen to be 106 busy, most often because of young families and

(13 per cent). |

Of the rémaining responses only one was of interest, not because
of its frequency, but becayse of the prejudice jt highlights. For four
of the caregivers, theijr unmarried status was seen to be the major

Or a parent. The only element of unfairness is the issue of choice,
The unmarried child seems to have none.

Furthermore, to the extent that the unmarried have eschewed
family responsibility, their suitability to the caring role can be
questioned. In terms of personality and experience, they may well

/ be the ones least equipped to cope with a frail elderly parent. To

to provide assistance tg frail parents is not a universal ph omenon,

‘mian, being
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believe that their environment is optimal. In contrast, distance may
facilitate refusal to be involved. o

The first issue-examined was the extreme case of proximity: How
frequently do caregiver and carereceiver share a residence prior to
the dependency of the latter? This occurred in only 17 per cent of
cases. Far the vast majority of caregivers, providing support ¥as not
a consequence of cohabitation. A change in living patterns wis the
norm.

The next issue was whether or not caregivers were less inclined to
become involved if they were at some distance from the dependant.
Rowland (1986) reported that 87 per cent of the aged in Sydney had
at least one child also living in the city. If proximity is a determinant
of who cares, non-spouse-caring partnerships involving moves to
other cities should be in the minority.

The data from this study do not support such a prediction. As
mentioned earlier, 67 per cent of relatives needing care from some-
one other than a spouse had moved interstate, in most cases coming
from New South-Wales (36 per cent) and Victoria (17 per cent).
Most non-spouse caregivers brought their dependants (57 per cent)
to them; only 10 per cent of caregivers and dependants had moved
to Canberra together. Among those carereceivers who moved, 35
per cent had no children in their home town, but did have children
in Canberra. The remaining 32 per cent had children both at home
and in Canberra. Thus, approximately a third had to move to
Canberra to be cared for by a child, another third moved to
Canberra for care in spite of eligible caregivers at home, and the
final third had their caregivers at home in Canberra.

The high mobility observed in this sample of dependants may not

be typical }fother regions. Canberra has a significantly younger and

more mobile population than other Australian cities (Rowland,
1979; Young, 1985), and has a high proportion of young families
who do not have relatives here (Young, 1985). In two separate
studies (Lewis, 1975; Saha, 1975), the proportion with no relatives
in Canberra was estimated to be approximately 50 per cent. In other
words, Canberra has attracted ‘the birds who have flown the coop’.

Nevertheless, the conclusion can be drawn from these data that
distance from a paresit does not imply abandonment. The majority
of those who provided care to someone other than a spouse i
Canberra are responding to..the needs of a geographically dist:
parent. D

A third avenue for exploring why some assume the caring role
while others do not is to look behind carers’ perceptions of their
‘superior environment’. In part, these perceptions relate to physical
characteristics, such as climate, housing, cost of living, and access to
hospitals. While these kinds of issues were mentioned by various
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Knowledge gng Comperence

Only a sma]j minority ofknon-spouse Caregivers (14 per cent) re-
ported feelings of Jack of competence mitially and almost half (49
per cent) described themselves a5 feeling VEry competent. Just over

him’. For a second, ‘It’s. very different from what yoy Imagine,
There’s no such word gz HURRY’. Ip the case of one young man,
caregiving meant, ‘Learning to lurture a parent rather than rebey’.
Developing a caring Personality in the Sense of having Patience,
showing sensitivity, and preserving the self-respect of the care
recipient wag mentioned by 48 per cent of non-spouse caregivers,
while treating and Mmanaging the illnegs (e.g. giving injections and
handling falls) was new tq 32 per cent.

Thus, not aj non-spouse caregivers were fully equipped to pro-
vide care initially, even though the majority felt confident. Care.
8Iving is not a role that fajjs only on the shoulders of those who are
knowledgeable. Ll

Tolergnce

€M to- discontinue care. Included
10me care such ag incontinence: and
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competence, knowledge and-tolerance, they may have more of these
qualities than their relatives: It is interesting to note, however, that
these carers scored no better than the group who had least choice ip
who would assume the caring role — spouse carers.

Expectations of the future

Care had been provided on.average for 5.52 years (SD = 6.66). Six
per cent had been caring-for less than six months, 63 per cent for
fewer than five years; and 14 per cent for more than ten years. The
longest commitment had been made by a daughter who had cared
for her 100-year-old mother for 45 years. Care had been provided in
spite of a broken marriage and major health problems for herself
and her children— circumstances which would have led most to seek
alternative caring arrangements. Only months after our interview,
her mother died. —

When carers were asked how long they intended to provide care,
were they aware of a breaking point, and would they consider
accepting an offer of a place in a nursing home, the answers from
Spouse and non-spouse carers differed notably. They confirmed
Gilleard’s (1984b) finding that spouses show greater commitment to
the caring role.

An overwhelming percentage of spouse caregivers (87 per cent)
intended to care ‘as long as. .. [the dependant] is alive’ or ‘as long
as I am able’. Thirty-nine per cent admitted to having a breaking
point in relation to the future provision of care. For 12 per‘cent, the
breaking point was internal — simply not realising their own limits.
For a further 8 per cent, the crucial factor was having the dependant
bedridden, and for 7 per cent the breaking point was incontinence.

In contrast, non-spouse caregivers were somewhat less committed
to providing care in the future. Less than half (44 per cent) said they

~would care indefinitely (i.e., until the dependant died or they could

no longer provide care), and the majority (76 per cent) were aware
of a breaking point. Most frequently mentioned breaking points
WEIE carers not realising their own limits (24 per cent) or care-
receivers becoming frail (19 per cent), incontinent (14 per cent), or
bedridden (10 per cent). : foe

Only caregivers who had odged an application at a nursing home
or hostel were presented with the scenario of receiving an offer.
Overall, neither Spouse nor non-spouse carers were prepared- to
accept an offer at the time of the interview. Those caring for
someone other than a spouse, however, were significantly more
willing to take up an offer. Out of the 53 per cent of non-spouse

a coa%\parison group. While carers are not perfect in terms of

L T
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Realities of the futare

And what did the future hold for the 62 spouse and 82 non-spouse
caregivers? At the time of WIiting, two-and-a-half years after the
first interview and One year after the last, the lives of the majority
had changed dramatical y.

The follow-up data for the day care sample was almost complete,
unlike the cOmmunity nursing sample. The day care sample, there-
fore, provided the best basis for comparing spouse and non-spouse
caregivers. Their futureg did not differ significantly (see Tabje 5.1).

Table 5.1 The percentage of spouse and non-spouse carers who had
continued and discontinued caring one year after the completion of

fieldwork

Caregiver
_.__Caring status e Non-spouse
S =27) T (n=42)
.__________ - % %
~:  “aMng continyes 41 35
: Dependant dieq 33 12
- Yependant institutionaliseq 22 48
_ Dgfrlezr died 4 0
t know o 5
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|
Summary

A diversity of factors lead individuals to assume care for another.
For the vast majority of spouses, choice of a carer is not an issue.
When children and other relatives become involved in caring, how-
ever, a number of people can be seen as potential carers. In
practice, women are far more likely to assume responsibility than
their male counterparts. Non-spouse carers can be roughly divided
into three groups in answer to the question, ‘who cares?’ or more
typically, ‘which woman will care?’. Some care because there is no-
one else (25 per cent), a somewhat larger proportion care because
others will not or cannot become involved (34 per cent), and an
even larger number care because they believe they will do it best (41
per cent). .
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—==reomplexities of intimate human relations 1ps. Any discussion of

——

-burden must take this into account, just as any judgement of child

custody requires an understanding of the pressures on a family from
all quarters. To infer burden on the basis of how many tasks are

_being performed for a dependant is as tunnel-visioned as assigning

custody on the basis of who has most contact with the child.
The role which social scientists can play in these circumstances is

--to analyse the complexities of the caring relationship and develop a

model for understanding and predicting burden. First, burden must
‘be defined and measured for research purposes so that it is meaning-
ful. The definition must incorporate the essential features; side-
stepping them in the name of tightness and precision reduces the
relevance of the enterprise. Having arrived at a meaningful defi-
nition, the researcher is in a position to focus on specific, observable
and measurable characteristics as independent variables. If these

-emerge as significant correlates of burden, they can then be used as

indicators of high-risk burden situations. Thus, the ultimate research

_ criterion should remain as the caregiver’s assessment of how she or

characteristics of the caregiving situation which predispose the indi-
vidual to such an appraisal. i

Such a strategy, of course, holds for most people, but not all. This
1s indeed a problem when decisions about assistance have to be
made for individuals. There will be people who are exceptions to
the rule, and who risk not receiving much needed support. The
problem is not peculiar to the caregiving situation, however. The
compensation is that overall, the experiences of individuals are
taken into account by this approach.

he is mar&aging. The policy-maker’s criteria can be the specific

Measuring burden

The measurement of burden presented a number of difficulties.
Caregivers could not be asked directly to indicate the extent to
which their basic needs— physiological, safety, love or self-esteem
needs—were threatened by caregiving demands. Such questioning
would be jargon-ridden, arousing either suspicion or confusion in
regivers. The solution was to translate thes stract psychological
ncepts into real problems faced by-caregivers---
Physiological needs require little elaboration; safety needs refer to
a basic desire for shelter, protection from danger, order, and
stability. Caregiving is known to thrgaten carers’ physiological and
safety needs. At the most fundamental level are threats to sleep,
Test and health. Threats to order, stability and security can result
_when caregi ving interferes with work, both paid and unpaid, makes
planning difficult, and destroys household routine. Questions to|the

f
‘ !
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matter.—Not so- questions about threats to the need for love and
belongingness. This proved to be gz particularly sensitive issue
among caregivers becauge many avoided thinking about jt. The issue
was broached indirectly through questions assessing carers’ feelings
of divided loyalties between the carereceiver and other family
members, and through carers’ feelings of Tesentment at what had
happened to the carereceiver. Threats to self-esteem were ap-

caregiver had, o .

From the resuits of 3 factor analysis of the items, two %%:aﬁles were
developed, one called Disruption, the other Inadequacy"‘(sée Table
6.1). The disruption scale comprised eight items and was concerned

Table 6.1 The disruption and Inadequacy scales and the percentage of
caregivers endorsing each ltem (N=1 38) o

Scales and items %
Disruption
Having to constantly be on cali to assist the person YOU are caring for 90
Being unabie to get your househoig chores done 79
Having to change your plans at the last minute 71
eing unable to get enough sieep 64
INg unable to rest when il yourself 64
aving heatlth problems ag a result of caregiving 44
Not being abie to do your job as well as you'd like 42
!nadequacy
Feeling that YOU cannot get on top of alj the things you have to do _ 88
Losing patience with the person YOU are caring for 87
, Feeling that YOU are not doing anything as wel| ag you should 69
d Feeiing guilty about what you have or have not done for the person 68
You are caring for 5 —
Feelings of resentment at what has happened to the persen you ars: 63
earing for S e
Feeling divwémoyalties between the person you are caring for ang 62
other members of your family
Feeling you have lost control over your jife 62
Feeling that You don't understang the nature of the other person’s 53
iliness F
Feelings of resentment that this has happened to you ' ’}4: ! 59
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with deprivation of physiological and safety needs. Scores ranged
from 8 to 16 with 3 mean of 13.20 (SD = 8)—The distribution of
- seores was skewed with almost three-quarters of caregivers (74 per
cent) experiencing at least four of the eight indices of basic need
frustration. In other words, the majority had had their lives severely
disrupted through being a primary care provider. The most widely

assessed on two measures of minor psychiatric symptoms — Bed-
ford, Foulds and Sheffield’s (1976) scales of anxiety and depression
from the Delusions-Symptoms-States Inventory (DSSI/sAD) and
Henderson, Byrne and Duncan-Joneg’ (1981) Four Neurotic Symp-
toms (4-NS). As anticipated, the higher the reports of disruption
and inadequacy, the greater the likelihood of minor psychiatric
symptoms (see Table 6.2).
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alone with their dependants, to be isolated from external stimulation,
and for whom the sources of positive affect are especially limited.
Non-spouse caregivers, on the other hand, could have other family
members at home to act as a distraction from caregiving stresses and
to provide an alternative source of positive affect. =
This-imterpretation was supported by analyses of the relationship
between positive affect and burden for spouse and non-spouse
caregivers separately (see Table 6.2). Spouse carers who were
burdened experienced greater negative affect as well as lower
positive affect. Among non-spouse caregivers, however, burden was
associated only with negative affect as was the case in the total
sample. | :
Overell_LI, this supports the reliability of the newly developed
burden measures, and Justifies rationalising the dependent measures
by combining them into 2 single burden scale. They not only
correlated with each other but they showed a similar pattern of
relationships with measures of Symptoms and well-being, The
combined burden scale had an alpha reliability coefficient of 84, a
mean of 28.38 and a standard deviation of 4.11. Scores ranged from

17 to 34,

Demographic differences in burden

Burden scores were compared for different types of caregivers to
find out if some groups were at greater risk than others. Groups
were defined in terms of the caregiver—carereceiver relationship
(spouse or nom-spouse), caregiver gender and age, carereceiver
gender and age, and living arrangements (separate or shared). As
might have been expected, the demographic variables were not
independent of each other (see Table 6.3). Spouse carers tended to be
markedly older and their carereceivers were overall younger, male
and co-resident. When males cared, they were more likely to be
caring for a spouse. The trend was for care to be provided to a person
of the opposite gender, due largely to the practice of spouse caring.

Table 6.3 | Correlations among the demographic characteristics (N=136)"

_ Demograg‘?}ic’Character_is_ticg’; 1 2 37 4 6.
1:Carer's gerder -~ - |
2 Carer's age™" ~.23*
3 Carereceiver's gender =.39™" —~ 21
4 Carereceiver's age A7 01 .07
5 H'e!ationship —.30™* 73" . 37 _ 3gem
6 Residence -.18* 227 =11 —23™  gyme

Noles. a This is the minimum sample size on which any single correlation is based. The
maximum is 144. N
" p<-05 h p<.01 ik p<001
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Group scores were compared on the component burden scales
(disruption and Inadequacy) as well as on the tota] burden scale.
Scores on the disruption scale were not found to differ from one
group to another. These data suggest that each of the demographic
groups was as adversely affected as the others in terms of not getting
enough sleep, being constantly on call, not getting through the daily
chores, and not having a regular routine. Male carers were affected
as much as female carers, co-residents as much as those living apart,
spouses as much as non-spouses, and the young as much as the old.

A different pattern emerged, however, when groups were com-
pared on the inadequacy scale. Feelings such as being unable to get
on top of things, divided loyalties, guilt, and resentment were more
common among caregivers who were young, who were women, and
who were involved in non-spouse caregiving.* e

A stepwise multiple linear regression analysis was carried out,
regressing total burden scores on the demographic variables.
Although both carer’s age and gender correlated significantly with
the total burden scores (see Table 6.4), only gender emerged as a
significant predictor with a beta weight of .18 (p<.05). Gender
accounted for 3 per cent of the variance in burden (F[1131] = 4.67,
p<.05). '

Table 6.4 Correlations of burden (N=133) and minor psychiatric symptoms
(N=132) with the demographic variables

Demographic variables Burden Minor psychiatric
, symptoms
Refationship -.13 05
Carer's gender 19" 16"
Residence _ -.01 A7
Carereceiver's gender -.08 -.23"
Carer's age -.16* —.01
Carereceiver's age —.04 ~.12
Notes: * p<.05  op<.0d

Having women report higher caregiving burden than men is
consistent with much work in the field (Fitting et al., 1986; Gilhooly,
1984; Bobinspm& Thurnher, 1979; Stephens & Chnstl 986;

Separate analyses showed that t
arose ‘in relatioti to the inadequacy measure rather than the
tion measure. Graham (1983) has argued that ‘the experience of
caring is the medium through which women are accepted into and
feei they belong in the social world’. Consequently, women’s ident-
ity, unlike that of men, is bound up in the caregiving role. Care-
giving experiences, however, are not always positive and tying one’s
identity to caring may not always be beneficial to the caregiver.

986’ S
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Caregiving can impact negatively on a person’s identity in so far as
the care provided brings neither a cure nor relief. Under circum-
stances where caring brings frustration and loss, Graham’s analysis
provides us-with an explanation for why women report “higher
inadequacy scores than men even though they do not report greater
disruption in their lives. Giving care does not entail more work for
women, but it does mean more to them personally. This interpret-
ation of the data is consistent with Robinson and Thurnher’s (1979)
observation that men were more able to distance themselves from
the emotional upheavals and the guilt that many women experienced
in the caregiving role.
Minor psthiatric symptoms \
The burden measure has provided a picture of a group for whom
caregiving is a serious threat to quality of life. This picture is
reinforced by a closer analysis of the minor psychiatric symptoms
which the same carers reported on the DSSI/sSAD and the 4-NS,
On the DSSI/SAD, caregivers’ scores ranged from 0 to 35 with a
mean of 7.05 (SD = 6.94). According to Bedford et al.’s (1976)
criteria, cases scoring 6 or more can be considered pathological.
Forty-seven per cent of caregivers fell into this category. Compara-

tive data on the DSSI/SAD were available from Henderson et al.’s

(1981) community sample of 243 Canberra adults. When this sample
was weighted on age and sex to increase its comparability to the care-
giving sample, the magnitude of the difference became readily appar-
ent. The mean for the Canberra sample was 3.08 (SD = 4.24) and only
20 per cent received a score which equalled or exceeded 6. The differ-
ences in the distributions in Figure 6.1 suggest that care-givers report
an alarmingly high number of symptoms of anxiety and depression.

Figure 6.1 Distribution of scores on the DSSI/sAD among caregivers and a
weighted community sample

Caregivers

Community
(N=243)

% respondents

0 -2 4 6 8 10 12+
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On the 4-N§ respondents were asked if, in the last month, they
had suffered from any one of 13 Symptoms. Four of these symptoms,
anxiety, depression, irritability, “and ervousness, constituted the
4-NS. Consequently, Scores could range from 0 (meaning no symp-

caregiving sample was 1,76 (SD = 1.36) compared with .89 (SD =
1.12) among the weighted community sample. o

Figure 6.2 Distribution of scores on the 4-NS among caregivers and a
weighted community sample
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4-NS scores

For the purposes of further data analyses in the chapters to
follow, the DSSI/sAD and 4-NS scores were combined following the
Procedure favouyred by Henderson et a]. (1981). As expected, the
easures were very highly correlated with each other (r = 63, N =

standardised and thep added. %‘Ehg com-
—2.32 to 5.68 with a meap of 02 (SD =

Cipients of care had carers who reported higher levels of anxiety and
- depression. The gender of the carereceiver had a beta weight
of - 23 (p<.01),,,and accounted for a significant 5 per cent of
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variance in mifior iﬁsychiatric symptoms (F [1130] = 7.32, p<.01).
Gilhooly (1984) also has reported greater well-being among the
carers of women than the carers of men. }

Conclusion

Burden was found to be very high among caregivers with-three-
quarters endorsing at least half of the indices of basic need frus-
tratio%i. As expected, burden was related to poor mental heaith. The
psychiatric screening instruments for anxiety and depression pro-
vided further evidence of the stress experienced by the caregiving
population. Caregivers reported far more Ssymptoms than would
have been expected in a community sample matched on age and
sex.

When demographic variables were used to predict burden and
minor psychiatric Symptoms, female caregivers were more likely to
report burden and male carereceivers were more likely to have
carers experiencing minor psychiatric symptoms. The higher burden
Scores among women were primarily due to their tendency to feel
more inadequate in the caregiving situation. Women’s greater
identification with the caregiving role combined with the losses
experienced in this type of caregiving provide an explanation for
why women feel more frustrated in the role than their male counter-

parts.




7 Caregiving workload .

deal with both the physical and social-psychological problems of the
! carereceiver, both must be taken into account in an analysis of how
/ " workload affects caregiving burden,

Task-oriented demands

Household activities- Caregivers were asked to indicate whether or
not the person being cared for participated in shopping{ﬁ major and
minor meal preparation, light and heavy cleanin‘g,,"wilqundering
and ironing, minor household repairs, gardening, finandciaj matters,
and transport. As can be seen from Figure 7.1, the majority of
‘arereceivers were assisted on all of these dimensions. The activity
In which carereceivers were most likely to participate was minor
meal preparation — maki i .

g scale to indicate

= Washing hair, bathing, toileting, getting into and out of bed, sitting
and standing, walking, feeding, and taking medication. For Figure
7.2, the data are pPresented in two Categories—help needed and

63
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Figure 7.1 The percentage cicarersceivers (N=144) requiring assistance with
 household activities
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*Major meal preparation
“Minor meal preparation
*Light cleaning
Heavy cleaning
“Laundry

“lroning

Minor house repairs
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Transport
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Figure 7.2 The percentage of carereceivers (N=144) requiring assistance with
personal care
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help not needed. As can be seen from this graph, the majority could
move freely within the ho er-feed themselves, go to the toilet,
comb their hair, and shave if necessary without assistatice or super-
vision. They were likely to need help, however, with "dressing,
bathing, medication, washing hair, and cutting toenails.

Supervision: The question of.supervision was examined by asking
caregivers if they left the carereceiver alone unsupervised for a
couple of hours first during the day, and second, during the night.
Caregivers were also asked if-the carereceiver could use the tele-
phone or call for assistance if no one was on hand.

Figure 7.3 The percentage of carereceivers {N=144) requiring supervision

*Mostly
supervised
during the day

“Mostly
supervised at
night

*Unabie to
summon help

| ' I ’ I T I ! I ' 1
0 20 40 60 80 100
Percentage of carereceivers

As Figure 7.3 shows, just over half of the carereceivers (58 per
cent) were left alone for a short while during the day and were able
to summon help if it was required. At night, the majority of
caregivers (74 per cent) were rarely separated from the person they
were caring for. Reasons givenzby caregivers for supervision fell into
three major categories. The sability or frailty of the carereceiver
Was an impediment to going out. in only 31 per cent of cases.
Immobility and falling were frequently mentioned. Carers of dementia
sufferers reported instances of their dependants following them or
trying unsuccessfully to find them when they went out. For 16 per
cent, the disincentive was the carereceiver’s distress if the caregiver
" Was absent. According to one caregiver: ‘Mother is frightened at




|
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night. She gets depressed and cries. She is aware of her vulnerability,
she can’t defend herself or move as quickly as she could’. Another
carer reported how the family was ‘blackmailed’ into staying at home
— ‘It’s lovely for you. P'll try not to cry’ was the reply to any suggestion....
of an outing for someone else. A further 17 per cent of caregivers felt
concerned themselves if they were away for too long, at times with
good reasons: ‘He calls the police if I'm even five minutes late’. These
data clearly illustrate the way in which caregiving activities go beyond

the needs that arise directly from disability.

Figure 7.4 The percentage of carereceivers (N=144) requiring assistance with
decision making

"Dress
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Decision-making: Caregivers were asked if the person receiving care
made decisions about clothing, food, the daily routine, watching
television or listening to the radio, and seeing the doctor (see Figure
7.4). The majority. fiin tioned autonomously in these areas,
exceptions being visits.to. the doctor and food. Doctors themselves
usually decided when the next appointment should be. With regard
to choice of food, the person preparing the meal also decided on the

ment.

The task-oriented scales
The household activities, personal care, supervision, and decision-

- making items were examined in turn with a view to developing four

]
f

; e




Caregiving workload 67

scales to represent each facet of the task-oriented workload, The
items comprising the scales—are asterisked in Figures 7.1 to 7.4.
Intercorrelations, alpha reliability coefficients, means, and standard
deviations for the four scales are presented in Table 7.1. All were
satisfactory from a psychometric point of view, although caution was
warranted with regard to_household activities. The variance re-
mained small on this scale, even after eliminating the least dis-
criminating items.

Table 7.1 Alpha reliabifity coefficients (the diagonal), intercorrelations,
means, and standard deviations for the house task-oriented

scales

Task-oriented scales 1 2 3 4

1 Household activities 74

2 Personal care - .46 .87

3 Supervision .38 48 54

4 Decision-making . 33 39 .32 .68
M 13.28 29.78 4.57 B.95
SD 1.30 11.32 1.03 264
N 144 144 144 138

Of note is the fact that all scales represent the tasks that are done
for the carereceiver, They may not reflect the true needs of the
carereceiver, nor do they represent the tasks that the carer actually
does_. Other family members may help with some qﬁpnes, com-

need or caregiver participation, workioad is being construed as
carers’ perceptions of the services provided.

The justification for using such a measure is threefold. First, a
caregiver is defined as a person who accepts responsibility for

service does not. Second, the definition of
pter 2 hinges on the threat to basic needs
It is therefore important to measure

s.are issues of responsibility. How

they are met is a question of the carer’s use of personal, social and

The third consideration was one whigh rendered the theoretical
issues irrelevant to Some extent. When the scales were scored in two
ways-—according to the assistance received and according to care-
giver involvement—-enormous...overlap was found. For the house-

/ay in which caregivers go about




- =10.31, p<.01).
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hold activities the correlation between the two scales was .72, for
personal care .89, and for supervision 1.00. Comparable data were
not collected on decision-making. The strength of these correlationg
suggests that, in practice, perceptions of care (responsibility) and
involvement in care (participation) are empirically indistinguishable
in this research context.

Demographic differences on the task-oriented scales: Household
assistance was provided more often by spouse carers, older carers
and co-resident carers to carereceivers who were male and younger,
Regressing household assistance on the demographic variables using
stepwise multiple linear regression analysis resuited in 26 per cent of
the variance in assistance being accounted for (F [2133] = 23.09,
p<.001) by co-residency (8 = .44, p<.001) and whether or not the
carereceiver was male (B = —.21; p<.01). '

The co-residency finding reflects the fact that a significant pro-
portion of dependants living with caregivers had moved to their
caregiver’s house. They therefore had fewer obligations with regard
to household maintenance. The gender finding can best be explained
in terms of traditional roles. Men are less likely to do household
chores and are more likely to have others do these tasks for them.
From ;Fese data it appears that unequal distribution of labour in
performiing household tasks is not confined to those in good health.
Among those in poor health, men still receive more assistance than
women. An alternative interpretation of these data—that male
carereceivers were less able than female carereceivers— was con-
sidered an unlikely explanation. If this were $0, a comparable
gender difference could have been expected on assistance with
personal care. Such was not the case.

Greater personal care requirements were associated with co-
residency, and were more likely to involve spouse carers and older
carers. When a stepwise multiple linear regression analysis was
used, only one significant predictor emerged, whether care was
being provided to a spouse or not (B = .27, p<.01). The variable
accounted for 7 per cent of the variance in personal care (F [1134]

This finding most likéfj} reflects gréété?éévcrity of handicap in

those being cared for by their spbuse. It will be recalled that caring -

for spouses was more likely. to result from a specific illness. In
particular, stroke was more common in spouse caregiving situations.
Therefore, one would expect to find spouse carereceivers needing
more help, particularly with.dressing, toileting, and getting into and
out of bed. These were the tasks-on which spouse and non-spouse
differences were greatest. A second finding which is consistent with
greater need in spouse recipients has already been mentioned in

- Chapter| 4. Spouse carers have a.-greater commifment to providing
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céré" in that they are willing to tolerate a greater degree of disability
than other caregivers.
An alternative interpretation which should be mentioned briefly is

i . . . .
- —bias-1n perception of need. Spouse caregivers-may overestimate the

LN
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assistance required or caregivers to aged parents may underestimate
such assistance. Although perceptual bias cannot be ruled out, the
explanation would have greater appeal if spouse caring emerged
consistently as a major predictor of task-oriented demands.
Supervision was most likely to be given to carereceivers who were
younger, who were being cared for by their spouse and who were
co-residents. A stepwise multiple linear regression analysis pointed
to living arrangements (B = .24, p<.01) and carereceiver’s age
(B = —.19, p<.05) as the predictors which accounted for most
variance in burden, 11 per cent (F [2133] = 8.44, p<.001).
- It is not surprising that those receiving supervision are more likely
to be co-residents. Supervision is obviously more readily provided in
a shared household and those in need of supervision are more likely
to have moved in with their caregivers. Added to this is the likely
greater need for supervision among those who were always co-
residents — spouse recipients. It has aiready been noted that spouses
provide higher levels of personal care than non-spouses,

Why older recipients should receive less superviso y care is less
readily interpreted. If anything, one would have expected the need
for supervision to increase with age. The relationship could not be
accounted for by other demographic variables, the most obvious of
which was whether or not care was being provided by a spouse.
Spouse care recipients were younger and spouse carers were more
willing to provide intensive levels of care in the home. Maybe the
explanation has something to do with the willingness of the carer in
conjunction with the availability of alternative forms of care. At the
time the study was conducted, nursing home beds were not readily
available and the homes had long waiting lists. Carers may have
been more successful in obtaining access to nursing home care for
the old-old than for the young-old, leaving a more able older
Population receiving community care. e
Decision-making was more often a caregiving responsibility of
Women, co-residents and those with a male recipient. A stepwise
multiple linear regression analysis resulted in the emergence of two
Significant predictors, the caregiver’s gender (B = .26, p<.01) and
living arrangements (8 = .22, p<.01). The variance in decision-
making which was accounted for by these demographic variables
Was 9 per cent (F [2133] = 6.86, p<.01). g
. the greater likelihood of female carers taking on decision-making
'S consistent with women’s traditional nurturant role and with

Women’s greater sense of involvement in caregiving (Gran‘lj;g?m, 1983).
' ' fr— _1 ’E 'l )
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The importance of living arrangements is likely to stem from the
fact rthat those who cannot make their own decisions are most likely
to become co-residents. Not to be dismissed lightly, however, is the
notion that co-resident care recipients are a relatively powerless
group, who may be given little opportunity to decide for themselves
even when they are capable of doing so.

Conclusion

Although the vast majority of carereceivers needed support with
household chores, they varied markedly in the personal care they
received (17 per cent were quite independent, 19 per cent highly
dependent), supervision (19 per cent received none, 22 per cent
were always supervised) and decision-making (32 per cent functioned
autonomously, 9 per cent did so rarely). |

Three demographic findings were of particular interest. First, men
receiving care had more household tasks done for them than women
receiving care, despite the fact that both groups appeared to be
equally disabled. Whether this reflects more assistance being offered
to men (Fitting & Rabins, 1985: Gibson & Allen, 1988), or a greater
readiness by men to accept help is unclear from these data. econd,
women who cared were more involved in decision-making than men
who cared. Yet there was no indication that those being cared for by
women were more impaired than those being cared for by men. This
is consistent with women being more nurturant than men and also
with the notion that women experience greater involvement in the
caring role than men. Women’s greater sensitivity to changes in the
well-being of ageing family members (Lieberman, 1978) may also
lead to their doing more than is required. Finally, those cared for by
their spouse required more intensive personal care than those being
cared for in the community by other relatives. This finding suggests
that spouse carers not only speak in terms of greater commitment to
the caring role, they act upon it.

otional demands

d emotional support: The social and emotional support
given to the carereceiver was assessed by three measures based on
items from Henderson et al.’s (1981) Interview Schedule for Social
Interaction (ISSI). First, the extent to which the carer was the
carereceiver’s confidant was assessed. Second, the involvement of
others was measured, the justification being that the demands felt

by: the caregiver would be inversely related to the size of the
carereceiver’s network of friends. }
n who the carereceiver relied upon anq:gho elde was:

Data
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- representing the number of different people who were mentioned s
confidants, e
The number of times caregivers saw themselves as confidant
ranged from Q to 5 (M =283 8D = 1.60). Scores were wel] spread
across the distribution. In 24 per cent of cases, the caregivers

Scores on the availability of socia] interaction scale were normally
distributed, ranging from 0 to 28§ (M = 13.59, §p = 6.76). The very
lovcf Scores were obtained in situations where caregivers felt that

’ idan: ereceiver was no more
likely to occur among spouses than non-spouses, with co-residency
than separate residency, with female carers than male carers, with
1pi Ipi recipients
of a certain age. Women being cared for, however, hag a larger
Social network (M = 14.66, SD = 6.50) than men who were being
cared for (M = 12.02, $p =6.88)% a result which mirrors the well-
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documented finding thatelder women have broader social networks -=
than older men (Lowenthal, 1975; Mugford & Kendig, 1986;
Wenger, 1984). It remains to be seen whether or not carers invest
more time In maintaining the social networks of female dependants
or whether these women are themselves responsible for this out-
come.

Maintaining social networks: Maintaining the social life of the
carereceiver was indexed by the extent to which the carer arranged .
outings suggested either by the person being cared for or the carer. .
Thirty-five per cent of caregivers arranged outings most times when
the carereceiver expressed an interest. In 57 per cent of cases,
outings were likely to eventuate when the caregiver took the initiat-
ive.

Gender of neither caregiver nor carereceiver affected the effort
carers puf into maintaining networks. The only significant demo-
graphic differences noted involved outings initiated by the person--
being cared for. Forty-seven per cent of spouses were likely td assist
compared with only 26 per cent of non-spouses?, a finding which is
consistent with both the greater commitment of spouses and the
competing commitments of non-spouse carers which may prevent
involvement. Furthermore, older carereceivers were less likely to
successfully mitiate outings (r=—.26, N=136, p<.001). This relation-
ship was not expiained by a higher proportion of non-obliging non-
spouse carers among older age groups. Older carereceivers just
seem to be less interested in outings.

Does workload predict burden and stress?

As seen in Table 7.2, workload bore very little relationship to
burden. The only significant correlation to emerge involved the
number of confidants which the caregiver perceived the carereceiver
as having. This relationship, however, was in the opposite direction
to that predicted. As the number of confidants that the carereceiver
had increased, so did burden. It seems likely that the work aspect of
providing emotional support has been overshadowed by inter-
personal relationships.
From the pattern of .cé
carereceiver and caregiver re
to burden| as the carereceiver having other intimate relationships.
One explapation is that sharing confidences with a variety of people
may be a way of coping with a carer who is already burdened. If the
person being cared for is aware of the carer’s frustrations, sharing
confidences with outsiders may be an adaptive strategy.
Alternatively, carers may resent the sharing of confidences with __ |
others, or feel that sharing such confidences with others represents a -

elations in Table 7.2, the intimacy.of the
relationship is nowhere near as important

t ) ’
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vote of no confidence in them as carers. Telling tales featured
prominently in some carer’s accounts of their difficulties: ‘Ag soon
as she is unhappy about something=Fve done— or usually have not
done —she’ll say, “Susan will do it-for me”, and rings my sister to

Table 7.2 Correlations of the workload variables with burden and minor
psychiatric symptoms (N=125)°

Workload variabies Burden Minor psychiatric.symptoms

Task-oriented N
Household activities 02 az o
Personal care -.01 s
Supervision -00 24
Decision-making .08 -.02

Social-emotional i
Carer as confidant -.01 - 19*
No. confidants 21 .08
Availability of sociaf

interaction 01 ~.19*

Dependant-initiated outings 02 -.07
Carer-initiated outings 14 .00

Notes: a This is the minimum sample size on which any single correlation g based. The
maximum is 134
Y p<.05 " p<.01
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emotional variables were entered into a stepwise multiple linear
regression analysis to predict burden, a significant, though unim-
pressive, 5 per cent of variance (F [1123] = 5.87, p<.05) could be
explained by one predictor, the number of confidants of the care-
receiver (B = .21, p<.05). When the same variables were used to
predict mental health, 11 per cent of variance was explained
(F [2121] = 7.23, p<.01) by the need for supervision (§ = .26,
p<.01) and by not being the carereceiver’s confidant (§ = —.22,
p<.05).

Not only is the variance accounted for by the workload variables
small, but the pattern of correlations suggests that the significant
predictors|may be reflecting other aspects of the situation. After all,
two of the four significant relationships were in the opposite direc-
tion to that which was predicted. Interpersonal relatlonshlps* have
been proposed as the explanatory factor in the case of burden. The
grieving process associated with degenerative iliness such as
Alzheimer’s Disease is considered likely to underlie the significant
relationships found with mental health. Thus, the things that the
carer does for the carereceiver, either in terms of physical support
or emotional support, bear no direct relationship to the burden and
stress of caregiving.

These findings raise important questions about how governments
should support community care. Providing essential services such as
house cleaning, house repair and meal preparation give elderly
people the option of remaining in the community and in this sense
their importance is unquestioned. Assistance with workload, par-
ticularly that which relieves carers of heavy physical labour, may be
essential to preserving the health of the caregiver. However, burden
is not a function of the workload of the caregiver, and there is no
reason to expect that burden can be controlled by a lightened
workload.
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- breakdown threatens thesocial

8 The crises of declin

The bus came and I watched him walk to the bus. It was like a
child leaving for his first day at school-—carrying his little bag.
It’s so distressing. Every morning he asks me, “What do I do
today?’

B

In Chapter 2, a number of parallels were drawn between providing
care for elderly people and providing care for children. Few would
deny, however, that there are overriding differences between aged
care and child care. The five factors that we identified as the crises
of decline commonly confront carers of aged people. Carers of
children, except those children with degenerative or terminal ill-
nesses, do not experience such crises. '

The five factors that constitute the crisis of decline — awareness of
degeneration, unpredictability, time constraints, the caregiver-
carereceiver relationship, and lack of choice — have been hypoth- -
esised as important contributors to the burden phenomenon.

Degeneration

Degeneration is used here to refer to the caregiver’s perceptions of
the physical, social or emotional changes which threaten the indi-
vidual’s social identity, The defining feature is not the extent of the
biological deterioration, but the degree to which behaviour is per-
ceived to depart from normal social, emotional and physical func-
tioning. The concern is not with all such behaviours but with
changes in the individual which mask the essential features of a
person’s character or threaten highly valued roles.

Because degeneration is being defined here in terms of its social
consequences, problems of measurement are compoungded. How
does one decide the point at which physical, social and gmotional
ty of the individual? Different
types of deterioration will affect social identity to varying degrees.
Individual identities will be differentially affected by a given type of
breakdown. Nevertheless, it should be possible to identify a set of
core characteristics that indicate loss. An analysis of the early stages
of development provides a starting point.
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“corresponding scale statistics appear in Table 8.1. The first rep-

Cognitive impairment
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A child learns control over motor coordination, acquires verbal
and non-verbal means of communication, and develops social skills
In interacting with others. The unpredictable and changeable ways
of young children are gradually lost as a unique and organised
personality develops, a personality which becomes recognisable to
the growing child and to others. Extreme reversal in the acquisition
of any of these skills, such as incontinence, immobility, inability to
control one’s emotions, inability to think coherently, and inconsist-
ency in behaviour, involve loss of control. The individual loses
contro} over physical, social, and emotional functioning which has
accrued with maturity. Enduring loss of control is defined as the key
concept in degeneration in this study.

Table 8.1 The degeneration scales and descriptive statistics for scales and
items (N=138)

Scales, statistics, items %

Pnysical deterioration
(a=.71, M=4.73, SD=1.13)

Lacks mobility 78
Has trouble controlling bladder 51
Has trouble controlling bowels 43

Emotional disturbance
(x=.87, M=17.94, SD=3.44)

Worries unnecessarily 78
Wants to be the central concern of your life 70
Goes on and on about certain things 69
Constantly demands assistance 69
Gets very upset, may cry 68
Is irritable 67
Gets deeply depressed 65
Has sudden changes of mood 61
Is overly critical 54
Tends to expect the worst all the time . 53
Becomes angry and threatening 40

(@=.86. M=13.71, SD=2.96)

- Does strange things e 66
‘Gets off the subject when having a conversation 64
Gets mixed up about the day, the year 63
Does not understand what is saig . 62
s not interested in news of friends and relatives 52
Fails to recognise famnifiar people and places 50
Does not respond sensibly when spoken to . 48
Endangers her/himself ¥ 44

~ Wanders outside the house 24

Degeneration was measured through three scales. Their items and
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resented physical deterioration and comprised three items measuring
incontinence and immobility. Nineteen per cent of carereceivers had
none of these problems. while a sizeable 35 per cent had all three of
them. The scale mean was. 4.73.

The second scale, emotional disturbance, was made up of 1]
-items which represented depressed mood, fack of emotional control,
sudden mood change, and socially inappropriate behaviour toward
others. Scores ranged from 11 to 22, but were somewhat skewed, as
eflected in the mean of 17.94.

The third scale represented cognitive impairment. The nine items
apped confusion about persons, place, and time, poor knowledge,
nd poor communication capacity. Scores were normally distributed,
anging from 9 to 18 with a mean of 13.71.

These scales showed moderate relationships with each other: .22
N=134, p<.01) between physical deterioration and cognitive
mpairment, .27 (N=132, p<.001) between physical deterioration
d emotional disturbance, and .48 (N=132, p<.001) between
motional disturbance and cognitive impairment. Scores on the
ree degeneration scales did not differ across demographic groups,
though all were strongly related to burden. High burden was
f’eported by carers who saw signs of substantial physical deterio-
ration, emotional disturbance and cognitive impairment in the
person they were caring for. In a stepwise multiple linear regression,
32 per cent of variance in the burden measure was accounted for
{F [2128] = 29.74, p<.001), the major predictors being emotxonal
disturbance (B = .43, p<.001) and cognitive impairment (B =
p<.01). Physical deterioration did not contribute anything above
ind beyond that explained by the other scales.

Table 8.2 Correlations of the degeneration scales with burden and minor
psychiatric symptoms (N=129)?

_ Minor
Pegeneration scales Burden psychiatric
symptoms
Physical deterioration , 30+ .08
Emotional disturbance ' ' 53 25 -
Cognitive impairment™ 42+ 25

Motes: a This is the minimum sampfe size on which any single correlation is based. The
maximum is 134.
™ p<.01 o p<.001

Seeing the carereceiver’s intellect and personality degenerate
were also linked with minor psychiatric symptoms in the carer (see
Table 8.2). Of interest was the finding that while mental health
appeared to be adversely affected by personality and cognitive
changes, no relationship emerged between mental health and physi-

1
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cal changes. It seems thiat~loss of a person’ is a more difficult thing =
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for carers to endure than observing decrements in the physzca}
functionifig’of a loved one (Lezak, 1978). =

These results are open to another mterpretatmn Ail data
come from the same source—the caregiver. Is it possible that a
caregiver who is anxious and depressed will see the carereceiver’s
behaviour more negatively because of his or her own mood? In such
an event, the observed social and emotional behaviour of the person
being cared for would be more vulnerable to distortion than physical
behaviour.: This would account for why the social and- emotional
behaviour-scales correlated with psychiatric symptoms, while the
physical behaviour scale did not.

Table 8.3 Standardised linear regression coefficients and R? values for two
models predicting burden (N=129)

‘Predictors Mode! 1 Model 2
Minor psychiatric symptoms 43 .2
Emotional disturbance .38
Cognitive impairment 16

RZ o -19111 . -401--
R? change 21
Notes: ™" p<.001

In order to examine the extent to which mood state might account
for the association between emotional disturbance and cognitive
impairment and burden, a hierarchical regression model was set up
in which symptoms were entered into the equation first. As can be
seen from Table 8.3, controlling for mood made little impact on the
relatxdnsth between degeneratlon and burden. An additional and
substantial 21 per cent of variance was accounted for bpf the de-
generation scales (F [2125] = 21.88, p<.001).

Unpredictability

The extent to which caregivers were prepared for the caregiving role
was assessed through four separate questions. Caregivers were
asked 1) how much they knew about the carereceivers’ problems
began to care; 2) how much they had to_learn about
re; 3) how suddenly they were thrown 1nto--
giving role; and 4) whether careglvmg involved unexpected adverse
changes in the carereceiver’s condition. Carers’ responses divided
surprisingly evenly on these questions. A slight majority, 57 per cent,
knew quite a lot about the carereceiver’s condition when they first
provided ‘care, 51 per cent had things to learn about caring and 52
per cent became involved suddenly rather than gradually: Forty per
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£ cent reported unexpected deterioration in the carereceiver’s

condition. Thus, although a sizeable group had to cope with up-
predictability in the ¢a il

years (SD = 6.66).

The indices of unpredictability did not vary across demographic
groups, with two exceptions. First, older carers were less knowledge-
able about the condition of the person they were caring for than
younger carers (r=-.20, N=136, p<.05), reflecting perhaps better
consumer education on medica] matters in younger generations.
Second, carers looking after people who were younger were more
likely to be thrown into the caregiving role suddenly (r= -721,
N=144, p<.01), a finding consistent with the greater prevalence of
sudden onset conditions, such as stroke, among this group.

Table 8.4 The correlations of the Unpredictability variables with burden and
minor psychiatric Symptoms (N=132)=

Minor psychiatric

Unpredictability indices Burden symptoms
Knowledge ~.18" -.22"
Leaming 31 gt
Unexpected onset .09 11
Unexpected degeneration A7+ H 4o
Years caring .02 .08

Notes: a This is the minimum sample size on which any single corielation is based. The
maximum is 135.
op<05 op<.01 T 001

Three of the five unpredictability indices were related to both
urden and minor psychiatric symptoms (see Table 8.4). High
burden and Symptoms  accompanied poor knowledge initially,
having to learn a great deal about caring, and observing unexpected,
degeneration in the carereceiver, 3
en the three signif ant predictors were entered into a stepwise
multiple linear regression analysis, only the amount which had to he
learnt emerged as a significant predictor of burden (B = 31,
P<.001), accounting for 10 per cent of the variance (F [1131] =
14.30, p<.001). With regard to symptoms, knowledge of the care-
Teceiver’s condition was the major predictor (B = —.22, p<.05),
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accounting for 5 Ber cent of the variance in the criterion (F[113 ] =

Of interest is the absence of relationships involving either ugn.
expecJed onset or years spent caring. It seems that having the
necessary knowledge and €xperience are the important factors

ness of caregiving 1s thus more of a threat to the carer’s self-esteem
than to any need for order and stability in lif &

i
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more likely to have three-generation households (r=—.52, N=137,
»<.001), additional commitments to children under 16 (r=.-53,
N=137, p<.001), work (r=-.48, N=137, p<.001) and a spouse
r=—.62, N=137, p<.001). .

These results suggest that problems of time constraints depend to
considerable degree on the carer’s stage of life. Of some surprise,

affect subjective reports of time constraints. Older carers and
spouse carers were no less likely to experience time constraints than
younger carers and non-spouse carers. One explanation arises from

caregiving, one spouse caregiver replied, ‘It’s a funny thing to have
O answer . . . It’s your whole life’. !

 Tabie 8.5 Correlations of the competing commitments variables with burden
: and minor psychiatric symptoms

Non-spouse (n= 73)? Total (N=127)2
‘Competing Burden Minor psychiatric  Burden Minor psychiatric
Commitrments symptoms Symptoms
Three generations 14 -.02 il
Children < 15 15 22 il
Marriage .01 .08

ascertain whether or not burd; ‘related to three of the objec-
 lve variableg (having a three-generation household, children under
16, 2 spouse who Was not the carereceiver), These factors had no
: Tect effect on burden, though having young children or teenagers
LS _associated with more reports of anxiety or depression among
IS (see Table 8.5). Whether Or not this has anything to do with

g for an older person, however, is not clear. Just as other
Mmitments in the home did Dot exacerbate burden, neither dig

f
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commﬂtments outside the home. Workforce part1c1pat10n was not
associated with any signs of stress among caregivers.

In contrast, the subjective measure proved to be highly related to
both burden and symptoms. Finding that objective measures of time
pressure could not explain burden while subjective measures could
has important ramifications for the way in which burden is con-
ceptualised. The resuits reinforce the view that burden is a subjective
phenomenon. One might argue that this test is not fair, since burden
was defined subjectively at the outset. The argument is difficult to
sustain, however, when attention is turned to the analyses which
used a combination of two psychiatric screening instruments as the
criterion variable. Minor psychiatric symptoms are assessed not
merely through feelings of well-being but through reports of behav-
iour. Furthermore, symptoms cannot be dismissed lightly in that
they are central to cost-benefit analyses of the feasibility of home
care. There is little to be gained, for instance, in cutting aged care
expenditure on one hand and increasing health care expenditure for
carers on the other. With the more ‘hard-core’ outcome variable of
symptoms, the subjective measure of time constraints again was the
major predictor. The one objective indicator which was related to
symptoms, having children under 16 years, could not add signifi-
cantly to the variance accounted for by the time constraints scale.

The ;_egiver—carereceiver relationship

Resear¢h on parental influences in the development of $neur051s
suggests that two styles of interaction are important to later adjust-
ment: the degree of affection parents show their children and the
degree of autonomy they allow their children (Parker, 1978). These
past styles of interacting were considered to have a likely influence
on the way in which parent and child related to each other in the
caregiving situation. The expectation was that high burden would be
experienced when there had been a history of the carer receiving a
great deal of affection, very little affection® and little autonomy.
High affection was expected to exacerbate the sense of loss associ-
ated with caregiving, little affection was expected to arouse feelings
of rejection in the caregiver, while little autonomy was expected to
.. result in battles of control which couldithreaten the carer’s sense of
competence. From interviews with caregivers, issues of past affec-
tion and autonomy seemed as relevant to spouse caring situations as
to parent—chiid situations and so the argument was extended to
include all carers. |
In addition to considering the past relationship between caregiver
and carereceiver, questions were asked concerning the quality of the
present relationship. As discussed in Chapter 3, recent studies using




under a third sometimes (31 per cent) and slightly less tlwﬁazp a third a
ot of the time (30 per cent). ”ﬁ !

Carers’ perceptions of how much their efforts were apfreciated by
Carereceivers were measured by th ' '
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spouses afid for carers who were male, older and co-residents. In a
stepwise multiple linear regression analysis, the one significant
predictor to emerge was living arrangements (8 = .21, p<.05),
accounting for 4 per cent of variance in the criterion (F [1119] =
5.54, p<.05). Finding that co-resident carers reported greater
autonomy suggests that ‘intimacy at a distance’ is a stronger guiding
principle for some carers than others. Carers who perceived their
dependant as having dominated them in the past were more likely to
want to ‘keep the person they were caring for in separate living
quarters. ‘We had to put a lock on our side of the door [between
granny flat and house]’, said one carer ‘otherwise she’d [mother]
come straight in...She’s a very domineering woman. She doesn't
like me to entertain without inviting her. .. would miss her if she
wasn’t there, it’s just I don’t like her there all the time.” For this
carer a self-contained unit for mother was ‘essential’ and a lock on
the carer’s side, ‘absolutely necessary’. -

Reciprocity scores were significantly higher when women were
receiving care (M=6.21, SD=1.85) than when men were (M=5.60,
SD=1.55).> The greater appreciation which women show their
caregivers may explain Gilleard et al.’s (1984a) finding that older
men are more difficult to care for in one’s home than older women.
Greater appreciation from female dependants, however, did not
explain the earlier result that carers of men had more psychiatric
symptoms than carers of women.

When the variables assessing the past and present social and
emotional bond were related to burden and mental health, three
significant relationships emerged (see Table 8.6). High burden was
more likely among caregivers who reported relatively little auton-
omy in, their relationship in the past and high conflict in the present
situation. The occurrence of conflict also was linked with poor
mental health. | |

Table 8.6 The correlations of the caregiver—carereceiver relationship
variables with burden and minor psychiatric symptoms (N=119)*

Caregiver—carereceiver Minor psychiatric
Burden symptoms

Conflict 21 19t
Reciprocity - .08 ~.13

.Notes. a This is the minimum sample size on which any single correlation is based. The
maximurmn is 134
* p<05 * p<.01

When lack of autonomy in the past and frequency of conflict in
the present were entered into a stepwise multiple linear regression
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analysis, only the autonomy scale emerged as a significant predictor
of burden (B = —.23) accounting for 5 per cent of the variance
(F [1119] = 6.83, p<.01). This was not surprising since past auton-
omy and current conflict correlated significantly with each other
(r=—.36, N=121, p<.001). These data show that conflict represents
one aspect of the caregiver—carereceiver relationship which is import-
ant i understanding burden and that the grounds for conflict may
have their roots in the caregiver’s perceptions of past struggles for
independence. Furthermore, the absence of any kind of relationship,
either nonlinear as predicted or linear, between burden and affec-
tion highlights the considerable degree of commitment carers have
to their task. Neither the absence of past affection nor the absence
of current gratitude led carers to cry burden.

Lack of choice | -

The issue of lack of choice was addressed by asking caregivers if
they felt able and willing to continue in the role of caregiver.
Questions concerning choice in taking on the role in the first place
proved more complex than expected. It was difficult for either carer
or interviewer to ascertain how much choice was involved. For a
substantial number of caregivers, the choice, if it could be called
that, was passive. It wasn’t the case that they wanted to be the
carer. They cared because no one else was willing, able or offered.

Four indices were used to reflect restrictions of choice. The first
and most direct asked carers if their dependants were on a nursing
home waiting list, and if so, would they accept the offer of a place
today if it were made. Approximately 13 per cent of caregivers were
both on 2 waiting list and would have accepted the gffer immedi-
ately. They wanted to relinquish the caregiving rt’)f:m; as soom as
possible.

The remaining three indices reflected attitudes to caregiving:
What would carers miss if they had to give up caring, for how long
did they intend to provide care, and was there a point beyond which
they could not care at home. A small proportion of caregivers (17
per cent) were unable to think of anything positive about caregiving.
Their typical reply-was;"I’'d miss nothing’. Probes relatifigi:to
companionship, -being busy, useful or having someone else“ifrthe
house failed to initiate a positive response among these respondents.
Limitations on how long care would be provided willingly were
expressed again by the minority (35 per cent). The majority, how-
ever, acknowledged having a breaking point beyond which they
would be unable to care (61 per cent).

Two major demographic differences in issues of choice were
noted. Spouse and non-spouse caregivers indicated markedly differ-

1 ¢ f
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ent lev%s of willingness to care, as discussed in Chapter 5. Those
who were caring for someone other than a spouse were mote likely
to accept an institutional placement (23 per cent compared with 7
per cent for spouse carers), more able to articulate specific limi-
tations on how much care they were prepared to provide (56 per
cent compared with 13 per cent) and more aware of hLaving a
breaking point (76 per cent compared with 39 per cent).*

Having a breaking point was also mentioned by 69 per cent of
women compared with only 38 per cent of men.” This finding could
not be attributed to other demographic variables, and revives earlier
discussion about gender differences in caregiving. It is consistent
with the higher burden reported by women, but the question of why
this is the case remains. Are male caregivers more resilient, are they
less likely to push themselves to their limits to become aware of a
breaking point, or are they more strongly motivated to present a
positive image of themselves in the caregiving role? This issue will
be taken up in more detail in Chapter 11.

Table 8.7 The correlations of choice restriction variables with burden and
minor psychiatric symptoms (N=127)*

Minor psychiatric

Choice restrictions Burden symptoms

Acceptance of alternative 24 24>

Nothing good about it A .06 16”

Caregiving limit _ 21 .08

Capacity {imit ‘ ey et 08 |

Notes: a lThis is the minimum jEsize on which any single correlation is based. The rm{aaximum i
133
p<.05 ope "t p< O

The hypothetical acceptance of a nursing home offer was related
to burden as expected (see Table 8.7). Burden was also related to
reluctance to continue in the caregiving role. Those who put a limit
on how long they would care and saw a limit in their own capacity
were more likely to be highly burdened. These variables were
entered into a stepwise multiple linear regression analysis. As pre-
dictors of burden, they explained 11 per cent of the variance
(F [2125] = 7.79, p<.001), with significant beta weights emerging.
for whether or not thé carersh&d a breaking point (8§ = .23, p<.01}
and whether or not the carér would accept a nursing home place-
ment (B = .20, p<.05).

With regard to minor psychiatric symptoms, wanting a nursing
home placement emerged as a significant correlate, but specifying a
limit on care did not. Possibly the explanation for these findings lies
in the extremeness of the attitudinal measures. Specifying limits on
one’s capacity to care or on the behaviour which would be tolérated
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. in the carereceiver are far more moderate expressions &f unwilling-

ness than wanting immediate nursing home admission: From this
perspective, specifying limits is more likely to correlate with per-
ceptions of threat than emergence of symptoms.

The prediction of minor psychiatric symptoms using a stepwise
multiple linear regression analysis yielded only one variable with a
significant beta weight, nursing home acceptance (B = .24, p<.01).
The variable accounted for 6 per cent of variance in the criterion
(F[1130] = 8.30, p<.01).

In interpreting these data, problems of temporal ordering are
more pronounced than anywhere else. For instance, it is just as
likely that burden leads to unwillingness and limitations on future
care as it is that unwillingness and limitations give rise to burden.
Questioning about the choice of a carer could have provided some
insights here if the data had been scorable on a choice restriction

" . dimension. Since it was not, the question of which comes first,

unwillingness or burden, can only be answered through further
prospective research. One might expect, however, that the most
appropriate causal model would not be one-way but rather two-way,
with unwillingness increasing burden and burden increasing un-
willingness. T

Conclusion

The crises of decline could all be linked to some degxﬁﬁ' With burden
and poor mental health among caregivers. The only ndtable excep-
tion involved the time constraint measures. Being a wifé, mother or

worker as well as a carer did not appear to put carers at greater risk
of burden, as was expected. However, the subjective index of time
constraints performed quite differently. Carers who saw. themselves
as having sacrificed leisure activities, time with the family, holidays

" and outings were at risk of burden and poor mental health.

The crisis of degeneration was unequivocally linked with burden
and minor psychiatric symptoms. Carers were particularly vulner-
able when faced with emotional or cognitive degeneration in the
Carereceiver. They were also at risk when they were unprepared for
caregiving through lack of knowledge experience or unexpected
deterioration in the person they were-caring for. Carers’ lack of
competence appeared to be the important aspect of unpredictability
rather than simply not knowing what was ahead. Unwillingness to
care was also linked to burden and symptoms. Those who conceded
limitations to the amount of care they would and could provide and
those who wanted nursing home support immediately were far more
likely to se¢ their basic needs threatened by caregiving.

The fifth crisis examined in this chapter was the: :social and-

I
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emotional bond between the caregiver and carereceiver. The data
clearly demonstrated that while the negative aspects of interpersonal
relationships were important, the positive aspects were not. Affec-
tion and appreciation appeared to have nothing to do with whether
the carer was burdened, anxious or depressed. The major deter-
minant was whether or not there was conflict in the relationship. As
far as burden was concerned, this conflict was associated with a past
history of tension. Carers who were burdened were more likely to
perceive their dependant as someone who dominated them, over-
protected them, and told them what to do.

The crises of decline are very relevant to both caregiving burden
and reports of minor psychiatric symptoms in carers. While these
data do not allow us to test the theoretical proposition that the
crises cause burden, they do provide a firm basis for refocusing our
efforts to understand burden. Burden and mental ill health are not
products of the physical demands made on carers but are associated
with the psychological deficits of caregiving— watching a loved one
lose the sense of self, not knowing how to provide care, fighting
with the carereceiver for control, being unable to attend to anything
else, jand wanting out’.

Cagpegiving has been referred to as a labour of love (Finch &
Grovs,  1982; Graham, 1983). The expression highlights the two
dimensions of caregivmg —what a carer does and what a carer feels.
Carers provide services to the person they are caring for, but not in
a detached manner. They also feel a sense of involvement. But this
is not always a positive experience. Instead of emotions of love,
carers can feel emotions of fear, frustration and pain. They are
involved in their caregiving as society dictates they should be, yet
their work goes unrewarded. They see a future of further degener-
ation, further crises, further involvement and further arguments
with no other options in sight. Herein lies the burden of care.
Caring is no longer a labour of love. Caring becomes a labour of
loss.
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9 Personal resources

As seen in the previous chapter, the crises of decline proved to have
an important role to play in understanding burden. This is not to
say, however, that there are not other factors contributing to
caregiving burden. Individual resources differ—of the personal,
social and material kind. In the personal domain, carers have
different levels of tolerance as well as different styles for dealing
with caregiving problems. Suitability and adaptability to caregiving
are examined in this chapter through three characteristics— per-
sonality, health and coping strategies.

Personality | I

Personality was conceptualised in terms of traits { vialues which
describe the ways in which individuals charactenstgggall,y perceive,
evaluate and interact with the world. The traits considered relevant
were self-esteem and mastery, which have been regarded as vulner-
ability factors in the stress literature, and three components of
temperament, namely activity, soc:lablhty and emotidiiality (Buss &
Plomin, 1975). The sixth characteristic considered to be relevant
was the value placed on kindness, the caregiver’s belief that concern
for others should be given priority as.a guiding principle in life.

Self-esteem, or a person’s judgement of his or her own worthiness
(Coopersmith, 1967), was measured by adapting Rosenberg’s (1965)
ten-item scale. The items reflected beliefs about one’s worth, com-
petence and capacity for success. The related concept of mastery
was used to refer to what some have called an internal locus of
control (Levenson, 1981; Rotter, 1966). The mastery scale was
intended to gauge the extent to which people believed they had
control over their own lives and over the difficulties that beset them.
The scale was based on the work of Pearlin and Schooler (1978), the
major modification being the balancing of positiveiy and negatively
worded items.

The activity, sociability and emotionality scales wcf bascd on the
EASI-IIT Temperament Survey (Braithwaite, 1987; Braithwaite et
al., 1984; Buss & Plomin, 1975) The elght items in thse actmty scale

: 7 : f i !‘{:
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— = were concerned with keeping busy, domg things with vigour and

having lots of energy. The five-item sociability scale measured
enjoying the company of others. The 15-item emotionality scale
reflected the tendency to be readily upset, fearfulness, anger, and

—— - impulsiveness. The five persouality characteristics mentioned so far

were assessed in one self-completion questionnaire in which care-
givers described the sort of person they were by rating each question
on a scale from very unlike me (1) to very like me (5).

The sixth measure, the kindness scale, was taken from a measure
of personal values (Braithwaite & Law, 1985) and comprised four
items: being tolerant, helpful, forgiving, and generous. Each item
was rated on a four-point scale ranging from not usually valued (1)
to valued very highly (4). The items, means and standard deviations
for the six personality scales as well as their intercorrelations and
alpha reliability coefficients appear in Appendixes 2 and 3.

Demographic differences in personality

Only fhree dcmogrz}lphic differences were observed with these
personglity scales. Female carérs obtained higher scores than male
carers on sociability (M=17.04, §D=4.27 compared with M=15.01,
SD=4.00 respectively)! and kindness (M=13.29, $D=2.06 com-
pared with M=12.41, SD=2.49 respectively)>. Both findings are
consistent with the more nurturing role of women. Older carers
tended to be less emotional than younger carers (r=-.20, N=133,
p<.01), though why this relationship should occur is unclear.

Of particular interest was the absence of significant differences
between spouse and non-spouse caregivers. If personality was a
major factor in the selection of a caregiver, one might have expected
differences between these two groups. Monogamy rules out any
selection process when care is provided by a spouse. Greater choice,
however, 1s associated with being a non-spouse caregiver, in that
siblings are generally available who are just as eligible for the role.
In such circumstances, one might have expected a selection bias
toward siblings who are personally better suited to caregiving, a bias
which would differentiate them from spouses who have no choice.
The data fail to support this hypothesis, but a note of caution is
warranted. By sampling only caregivers, the influence of personality
~ may have been lost. Comparisons with-those who have avoided

caregiving responsibilities altogether may lead to different con-

clusions regarding the role of personality in the selection of carers.

mality and burden

Threg: of the six pérsonality characteristics were related to burden
(see |Table 9.1) and all three were highly related to each other (see
Appendix 3). High burden was linked with having low self-esteem,

¢
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little sense of mastery, and being highly emotional. When the
personality variables were entered into a stepwise multiple linear
regression analysis, two significant predictors emerged, self-esteem
(B = —.22, p<.05) and emotionality (B = .20, p<.05). Together
they accounted for 13 per cent of the variance (F [2120] = 8.71,
p<.001). Once these variables were in the equation, beliefs about
control over one’s life could not contribute anything more to
predicting burden.

Table 8.1 Correlations of the personaliity scales with burden and minor
psychiatric symptoms (N=126)°

Personality scales Burden Minor psychiatric symptoms
Self-esteem -.30"* — 41

Mastery -.25 —-.50**

Activity ~.06 -.36™*

Sociabitity .00 - .G{;’,

Kindness -.06 . -.14

Emotionality .28 Sg

Notes: a This is the minimum sampie size on which any single correlation is based. The
maximum is 133. T
* p<.0t - p<. 001 gg& i

Doubts were raised in Chapter 2 as to whether those who saw
themselves as having complete control over their lives were suited to
the often restrictive caregiving situation. From the regression analy-
sis, the variance in the mastery scale which was relevant. to burden
also appeared in the self-esteem scale. An analysis of the items in
each scale led to the conclusion that this common ground represented
confidence in one’s ability to overcome life’s problems. The other
facets of controllability— beliefs about the causes of life’s problems
and a desire to control one’s environment—do not appear to be
relevant to the experience of burden:

Personality and minor psychiatric symptoms

- The correlates of minor psychiatric symptoms were the same as

8 g

—

those of burden with one addition, activity. Low activity was
associated with the presence of symptoms. When the symptoms
variable was regressed on these personal characteristics, emotion-
ality: (B = .46, p<.001) and mastery (8= —.305p<.001) emerged

~ as-the significant predictors accounting for 42 per cent of the

I3

variance (F [2120] ‘= 43.00, p<.001). Neither sglf-esteem nor
activity added further variance to the regression equation.

The relationship of emotionality and mastery to psychiatric symp-
toms is consistent with the notion that some personi lity traits are
Vulnerability factors for néurosis (Costa & McCrae, 1980{ Henderson
¢t al., 1981; Kobasa, 1979). However, the major dis lon between
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emotionality (the tendency to be easily aroused) and psychiatric
symptoms (feeling depressed, anxious) is that the former is a genera|
stable disposition (a trait) and the latter is a more transient response
(a state). In the caregiving context, the state-trait distinction may be
especially blurred. The personality measures are likely to be influ.
enced by the caregiver’s levels of anxiety and depression. Where
poor mental health is a function of months of caregiving and spans a

- considerable period of time, caregivers may be unable to recall
feeling anyway other than emotional, worthless, out of control, and
without energy. Their present perceptions may obliterate their
picture of the sort of person they used to be.

Is personality a better predictor than symptoms?

To examine whether anxiety and depression were _distinguishable
from enduring persbnal:ty characteristics in this study, the foliowing
question was asked: Do personality traits contribute anything more
than ‘psychiatric symptoms to the prediction of burden? A hierarchi-
cal multiple regression model was set up to investigate whether the
trait measures of emotionality, self-esteem, and mastery would add
any variance after psychiatric symptoms had been entered into the
equation. They did not. Psychiatric symptoms accounted for 8 per
cent of the variance, and the personality traits only accounted for a
further non-significant 2 per cent. It seems that we are unable to
disentangle symptoms from personality in this data set, which was
obtained from caregivers at a point in time well into the caregiving
experience.

Can personality explain burden?

Conclusive evidence of personality predisposing some carers to
burden more than others was not forthcoming. Sociability and
activity showed no sign of being important predictors of burden. In
contrast, emotionality, self-esteem and mastery were significantly
related to burden, but they could not be satisfactorily differentiated
from psychiatric symptoms. In the absence of unique predictive
.variance.in the trait measures, no claims can be made about the
Zimportafice of enduring personahty characteristics.=This finding
“leads to"two questions. Does burden come about because carers do
not have either the confidence in themselves or the emotional
temp “gament to thhstand stress? Or does burden rob carers of their

Health

The health problems of caregivers undoubtedly can reduce capacity
to prov1de care. Sp too can caregivers’ beliefs about then health.
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" Although such beliefs may not be in accord with a medical diagnosis,
they are regarded as potentially important predictors of caregiving
purden. Beliefs about health problems are expected to make the

& caregiver feel vulnerable when exposed to caregiving demands, -in.-.
% much the same way as personality was thought to place some
£ individuals at greater risk of burden than others.

&  Carers were asked to describe their health on a three-point scale:

generally good (1), fair (2) or poor (3). The majority (58 per cent)

i reported their health to be good. A further 33 per cent described

their health as fair and only 9 per cent as poor. When enquiries

were made about specific heaith problems, 29 per cent mentioned
complaints associated with the muscular-skeletal system (mainly

- back problems and arthritis), 28 per cent mentioned heart-circulatory
~ problems (mainly blood pressure and hypertension), agd 18 per cent
" reported conditions of a pyschiatric-neurological piituke (mainly
* anxiety, depression, headaches). i
i Although the majority of caregivers were in good health, com-
- parative data suggest that they may have more problems than found

= in the general population. In Henderson et al.’s (1981) community
~ sample, a four-point self-report rating scale was usged to assess

- health—very good, good, fair, and poor. A direct cpomparison with
- this sample is made difficult by the slightly different rating scale and
- by the disproportionate number of older women in the carer’s
- sample. To increase comparability, the community sample was

weighted on age and sex. In the weighted community sample, 25 per
- cent described their health as fair or poor, compared with 42 per
cent in the carer sample.

 Demographic differences in perceptions of health

. Older caregivers were expected to have more health problems than
younger caregivers. However, no significant difference was found
on self-rated health, although more heart and circulatory problems
were mentioned by older carers (r=.18, N=135, p<.05) and those
caring for a spouse rather than non-spouse (39 per cent compared
with 19 per cent).’-The relatively poorer health of spouse care;
appeared to be attributable to age. B .
Other demographic differences in health were also age related.
Older caregivers were less likely to report psychiatti hdurological
disorders than younger caregivers (r=-—.21, N=135}/p¢'{)
carers of those who were older were more likely tot¥egard their
g Dealth as good (r=-.31, ‘N=135, p<.001). Both findings may .
Teflect attrition from the caregiving population. Mention has already *
been made of the waiting lists for admission to nursing homes.
- Older caregivers and older carereceivers may have 'had greater

b
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access to alternative care, resulting in only the healthier caregivers
continuing to care at home.

Is health related to burden and minor psychiatric symptoms? |
This question is best answered using the more global self-rated
health measure. Self-rated health can be regarded as an index of
poor physical well-being, a proposition which is supported by signifi-
cant correlations with muscular-skeletal and heart-circulatory prob-
lems (r=.18, N=136, p<.05 and r=.24, N=136, p<.01 respectively)
and a negligible correlation with reporting psychiatric-neurological
disprders (r=.01, N=136, p>.05).

-ontrary to expectations, perceptions of poor physical health
were not related to burden. The correlation was a fow and non- |
significant .10. In contrast, self-reported health was substantially |;
related to the measures of anxiety and depression. The worse the. |
perceived health of the caregiver, the higher the number of minor
psycliiatric symptoms reported (r=.40, N=131, p<.001).

Finding a relationship between physical and mental health is no
surprise (Felton et al., 1984; Larson, 1978). Finding no relationship
between burden and health deserves comment. These data indicate
that a person in poor health is no more likely to believe that
caregiving is threatening their basic needs than a person in good
health. In other words, their physical health is not contaminating
their reports of burden. This finding is both interesting and import-
ant. First, it reinforces the argument of burden being a subjective
phenomenon. Second, since physical health is quite unrelated to
burden, there is a need to consider health as a separate criterion
! from burden in evaluating caregiver well-being and home care
' feasibility.

The pattern of relationships suggests a further question which was
not hypothesised but which deserves to be explored. Health may
modify the burden-symptoms relationship such that those with good
health have a better chance of preventing burden developing into
symptoms than those without. Following Pedhazur (1982), a re-
gression model was tested in which the interaction term (burden X
heajth) was entered into the equation predicting symptoms after |
burfien and health weretentered separately. No signi)f,i“gant variance =
was added by the interaction term, suggesting that the burden-
symptom relationship did not vary with the health of the carer. ’

Coping strategies

A list of the things that peeple might do to avoid being Liarmed by —
caregiving was compiled from the stress and caregiving literature
and from talking to caregivers. Three kinds of coping responses |
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were differentiated (Pearlin & Schooler, 1978). The first rep-
resented responses which changed the stressful sitnation. The
second created more congenial perceptions of the situation. Pearlin
and Schooler suggested two ways of changing the meaning of the
situation—making positive comparisons (e.g. things could be
worse) and selectively ignoring the problem and focusing on possible
benefits (e.g. I'll be stronger for the experience). The third type of
coping response altered neither the situation nor perceptions of the
situation. The goal was not so much to avoid stress but to manage
the stress reaction. Included in this category were cognitive strategies
(e.g. acceptance is a virtue), emotional reactionﬂ;;s*c&g. crying) or
reliance on external factors (e.g. drugs, outings).” q’;

About one-third of the items used in the inventdty were specific
behaviours which were taken from Parker and Brown’s (1982)
instrument. They comprised problem solving, socialising, distrac-
tion, self-consolation and passivity. By focusing on behaviours,
however, Parker and Brown did not represent emotional and cognit-
ive strategies. Thus, additional items were developed. The fina] 28-
item instrument was administered as a self-completion questionnaire,
with caregivers being asked to indicate how frequently they used
each strategy on a four-point scale ranging from never (1) to a lot
(4. '

The items were factor analysed using principal axes factor analy-
ses followed by a varimax rotation. Four factors were extracted,
accounting for 47 per cent of the variance. These factors served as a
basis for developing four interrelated scales. The items comprising
the scales appear in Table 9.2,

The first, called control, represented problem-focused strategies
which were directed toward controlling the situation through
seeking outside assistance and advice. The second scale represented
emotion-focused coping and was called reinterpretation and accept-
ance. Cognitive strategies to change the meaning of the situation
and to comfort oneself came together to define this scale. The
Ieinterpretation items involved position comparisons (e.g. things
could be worse) and selective ignoring (e.g. I'll bei st pnger for the
Cxperience). Other items reflected v i
alternative but to see things through) and efforts b niy
Symptoms (e.g. crying, having a cigarette).

Avoidance was the defining feature of the third scale which
brought together items that involved actions to take one’s mind off

ings. These activities (e.g. reading, busying yourséff in work) were
of a kind which could be implemented while in the caregiving role.

In contrast were the items of the fourth scale, which involved

- activities outside the caregiving situation. Going out with others and

g

taking a break for a few days were strategies which distanced the

t P
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Table 9.2 The items of the coping strategy scales and their frequency of use

(N=138)
Coping strategy scales % replying
‘sometimes’
or ‘a lof’
Control
Thinking through the problem 81
Discussing the problem with someone 75
Seeing the situation as a challenge to be met 69
Getting assistance with caring from relatives, friends or agencies 65
Using mechanical aids or devices to ease the caring load 33
Reinterpretation and acceptance
Telling yourself there is no alternative and you just have to see
it through —_ 82
Teiling yourself that there are others worse off than you 77
Telling yourself that things could be worse 75
Telling yourself it's the right thing to do 70
Telling yourself to take the good with the bad 66
Telling yourselif it isn't as bad as all that 63
Telling yourself the problem can't last forever 62
Praying 60
Expressing your feelings (e.g. having a cry, fetting off steam) 59
Thinking of the good things that have come out of the situation 55
Having a cigarette or a drink 40
Accepting hardship because it's meant to be 40
Telling yourself you will be a stronger and better person for
the experience 39
Avoidance
Busying yourself in work 81
Listening to music 70
Seeking warmth (e.g. sitting in front of a fire, in the sun, having
a warm bath) 60
Reading a book 53
Taking tablets or medicines 28
Withdrawal
Having a chat with close friends 66
Going out by yourself for a few hours - -z 50
Going out with other people = 38
Spending money on yourself 30
Taking a break for a few days or more 22

carer from the care

giving situation. The scale, called withdrawal,

involved physical separation, in contrast to avoidance, which ensured
only cognitive separation. Withdrawal was more of a problem-
focused coping strategy than avoidance. Although physical separ-
ation does not change the problem, it does provide the means for
changing the individual. Withdrawal gives the opportunity for
relaxation, rest and revitalisation to the caregiver.
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All coping strategies were used, often in combination. Sixty-four
per cent reported on average that they were using the control
strategy sometimes or 3 lot. Applying the same cut-off to the other
scales, 38 per cent used reinterpretation and acceptance, 35 per cent
avoidance, and 10 per cent withdrawal. Basic statistical information
on the scales is provided in Table 9.3.

Table 9.3 Alpha reliability coefficients (the diagonal), intercorrelations,
Mmeans, and standard deviations for the coping strategy scales

Coping strategy scales 1 2 3 4

1 Control 65 _

2 Reinterpretation and acceptance 37 .87

3 Avoidance 27 49 70

4 Withdrawal ~ .36 32 40 .67
M : 13.66 34.46 12.74 11.056
SD 3.09 8.53 3.45 2.83
N 132 134 132 133

Demographic differences in coping strategies

Older caregivers were somewhat more likely to use avoidance
Strategies (r=.16, N=130, P<.05). Withdrawal strategies were used
less often by Spouse carers and older carers. In a stepwise multiple
linear regression where age and spouse caring were used to predict
withdrawal, carer’s age was the only significant predictor (B=—.20,
p<.05), accounting for 4 per cent of the variance in withdrawal
(F[1129] = 5.71, p<.05).

These findings raise the question of whether older carers stay
home more because they want to or because they are less able to get
out. Possibly, older caregivers are less interested in outings. Or they
may simply have less energy for outings when they do get some time
to themselves. On the other hand, older caregivers may have fewer
opportunities because of little back-up support or because of lack of
efficient transportation. The coping strategies that older carers use
may not be so much a question of choice but necessity.

-Reinterpretation and acceptance was“a coping strategy favoured
by female carers and carers with male recipients. In a stepwise
multiple linear regression analysis, caregiver’s gender was the only
significant predictor (B = .22, p<.05), accounting for 5 per cent of
the variance in the criterion (F[1130] = 6.54, p<.05). If this coping
strategy is related to burden, it may provide some insight into why
women report greater burden in caregiving than men.

Are coping strategies related to burden?

As seen in Table 9.4, coping strategies did not prevent perceptions
of burden. Instead they appear to be-a response to burden. The
consistent pattern of positive correlations suggests that as burden

o P
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increases, caregivers are prepared to try any strategy for dealing
with the situation. Pearlin and Schooler’s (1978) model of life
strains, coping strategies and stress reactions seems to be a more
appropriate one for dealing with these data. Burden represents one
typ¢ of life strain or recognition of a threat. A person’s coping
strafegies will come into play after the threat is recognised, deter-
mining whether or not a stress reaction is averted or induced by the
threatening situation. |

Table 9.4 Correlations of the coping strategy scales with burden and minor
psychliatric symptoms (N=129)*

Coping strategy scales Burden  Minor psychiatric symptoms
Control 20™ .08

Withdrawal A7 -.06
Reinterpretation and acceptance A0 37
Avoidance 9% 20™

Notes: a This is the minimum sample size on which any single correlation is based. The
maximum is 133.
* p<.05 = p<.0 = p<.001

Do coping strategies prevent minor psychiatric symptoms?

To test this model, a hierarchical multiple linear regression analysis
was carried out in which the coping strategies were entered into an
equation predicting minor psychiatric symptoms after controlling for
burden. In this way the frequency of use of coping strategies in
response to threatening situations can be controlled and the effec-
tiveness of the strategies ascertained from the beta weights. As can
be seen from Table 9.5, the coping strategies behaved in a way
which was consistent with the model, accounting for an additional
13 per cent of variance after controlling for burden (F [4125] =
5.88; p<.001). The problem-focused strategies of control and with-
drawal were associated with fewer minor psychiatric symptoms in
caregivers. In contrast, reinterpretation and acceptance, the coping
strategy used more frequently by women, was associated with more

Table 8.5 Standardised linear regression coefficlents and R? values for two

models predicting minor psychiatric symptoms (N=129)

Predictor Model 1 Model2
Burden . A3 36
Withdrawal -.19"
Control -.22"
Avoidance 12
Reinterpretation and acceptance - S0
‘Ra - g g2

A2 change a3

Notes: * p<.05 ”op<0l " p< 001

r t
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“symptoms. The fourth coping strategy, avoidancg; did not have a

' significant beta weight in the regression equation. This is not sur-

_‘? prising given its high correlation with reinterpretation and acceptance

N (r=.49, N=129, p<.001).

- Of particular interest in this analysis was the difference in effec-
tiveness of withdrawal and avoidance. Withdga%}ia._l (involving
physical separation from the caregiving role) appi ;}&r@d to be a
useful coping strategy, whereas avoidance (switching bff psychologi-
cally while remaining in the situation) proved to be of no benefit to

the carer.

Are personal resources a solution to burden?

No evidence emerged to Support the notion that burden oceurs
when an ‘unsuitable applicant’ takes on the caregiving role. Contrary
to expectations, carers were not at greater risk of experiencing
burden if they were in poor health themselves, or if they were

one exception arose with caregivers who reported feeling emotion-
ally vulnerable and expressed little confidence in, or respect for
themselves. They were far more likely to report high burden,
Interpreting these findings is difficult. One would expect that
experiencing persistent burden wouid result in distress, low self-
esteem and feelings of lack of contro] In the caregiver. One would

sufficiently long period of time. This does not preclude the possi-
bility, however, of such responses being typical of the person before
Caregiving took place. Whether the emotional vulnebi;l_ity or the
burden came first is an issue which cannot be resolr‘“‘fi"om these
data. Until a longitudinal study is undertaken to whréivel these
relationships, both possibilities should stand side by side as plausible
explanations. Those who are easily aroused emotionally are vulner-
able to burden, as they are to so many other stressors, At the same
tme, those who are experiencing burden have an i
< lihood f showing signs of emotional vulnerability .
= Whilé“there appears to be little evi
- of the ‘burdened caregiver’, there is

& ?tfate.gigs were more effective than emotion-focused ones. Indeed,
= 10 this study, emotion-focused coping was associated with poor

§ mental health among caregivers. Carers’ stress reactions were less
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——likely to be severe if they analysed the—problem, sought advice,
enlisted the help of others, and developed a plan of action. Also of
benefit was distance from caregiving. Carers who treated themselveg
to gecasional outmgs away from the caregiving situation fared bette;

.-than carers who were equally burdened but unwilling or unable 1o
leave.
- These coping strategies were not used similarly by all demo.
graphic groups. First, women were more likely to use the ineffective
coping strategy of reinterpretation and acceptance. In Chapter 1}
we will look at how this affects women’s greater experience of
burden and symptoms. Second, the effective coping strategy of
withdrawal was relatively unpopular among older caregivers. On the
one hand, older carers may prefer to put their feet up and read the
paper in the comfort of their own home. On the other hand, getting
away from the caregiving situation may be under-utilised because

-~ older caregivers are unable to get out. Lack of transport may pose
problems for some. Older caregivers are also predominantly spouse
caregivers who are unlikely to have back-up support in the home to
enable them to take a break. Furthermore, they are likely to feel
greater reluctance and guilt about leaving their companion at home
while they go out and enjoy themselves. Consideration should be
given to making ‘off site’ breaks more available and acceptable to
older caregivers, particularly those caring for a spouse.
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heoretical tradition points to the importance of social integration
and affiliation to well-being. Psychologists have regarded social
relationships as satisfying inner needs or drives (Bowlby, 1973:

romm, 1941; Maslow, 1954, 1962; Murray, 1938), whereas sociol-
$ ogists see the social environment as fundamental to the individual’s
¢ sense of identity (Durkheim, 1951; Mead, 1934). We have seen in
: Chapter 2 that caregiving can seriously curtail the social activities of
care providers. Carers are unable to go out, they have little time,
= energy or motivation for social interaction, and outsiders limit their
g visits for fear of choosing an inconvenient or awkward time to call,
£ In such circumstances, the caregiver may be unable to sustain much
1 social contact, and burden and poor mental health may follow.
'Iheoretical tradition also sees social support as a buffer when
% individuals encounter problems (Cassel, 1976; Cobb, 1976; Dean &
ZLin, 1977). Social relationships provide individual§ with moral
Z support as well as aid in times of trouble (Croog, Lipson & Levine,
%__1972; Kahn & Antonucci, 1980). Burdened carers may turn to
;g;bthers to be told that they are doing well and have made the correct
g decisions, or they may seek assistance with chores and lie sharing of
2 Fesponsibility. Such strategies may prevent loss of wqgiﬁiing. Both
£ traditions are reflected in the present work. In Cha

: pier 3, social
< Support variables were envisaged as determinants of burden. Some
= Were also considered as possible moderators or mediators, lessening
s the likelihood that burden would result in the emergence of minor
2 Psychiatric symptoms. Social support variables which mediated the
'- ‘burden-symptom relationship could be regarded as responses which
Z.0rers might use to cope with their difficulties.’ Social support
& Vaniables which moderated the burden-symptom relationship were
= dttributes-which did not come about through burden but which

£.0uld prove advantageous, buffering burdened carers.

" Two definitions of social support are particularly relevant to the
33y in which the térm ‘social resources’ is used here: Social support
4.3 the information that one is esteemed and loved and belongs to a

E 3ocially cohesive community (Cobb, 1976), and social support as

‘terpersonal transaction involving concern, aid and information -
Jeac . | :
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likely to be severe if they analysed the problem, sought advice,
enlisted the help of others, and developed a plan of action. Also of
berjefit was distance from caregiving. Carers who treated themselyeg
to giccasional outmgs away from the caregiving situation fared bette,
than carers who were equally burdened but unwilling br unable 1o
leave.

These coping strategies were not used similarly by all demo.
graphic groups. First, women were more likely to use the ineffective
coping strategy of reinterpretation and acceptance. In Chapter 11
we will look at how this affects women’s greater experience of
burden and symptoms. Second, the effective coping strategy of
withdrawal was relatively unpopular among older caregivers. On the
one hand, older carers may prefer to put their feet up and read the
paper in the comfort of their own home. On the other hand, getting
away from the caregiving situation may be under-utilised because
older caregivers are unable to get out. Lack of transport may pose
problems for some. Older caregivers are also predominantly spouse
caregivers who are unlikely to have back-up support in the home to
enable them to take a break. Furthermore, they are likely to feel
greater reluctance and guilt about leaving their companion at home
while they go out and enjoy themselves. Consideration should be
given to making ‘off site’ breaks more available and acceptable to
older caregivers, particularly those caring for a spouse.
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about oneself and the environment (House, 1981). 'Incorporating
both these ideas, social resources were defined in terms of intera"ét’ing
with others, receiving assistance from others, and knowing tha
others could be called upon should assistance be required.

Interacting with others

Both the quantity and quality of caregivers’ social relationships were
assessed but the question of adequacy was avoided completely, The
decision to concentrate on ‘how much?’ and ‘what type? at the
expense of ‘is it enough?’ was made because adequacy measures
risked being confounded with the dependant variable, burden. I
will be recalled that perceived threat to one’s sense of belonging, a
notion very similar to adequacy, was defined as part of the burden
construct.

Three measures of social interaction were used: the extent to
which social interaction was available, the extent to which it had
changed as a result of caregiving, and the extent to which the carer
had a confidant. The Availability of Social Interaction Scale (a =
.71) comprised six items from the Interview Schedule for Social
Interaction (ISSI) (Henderson et al., 1981): 1) how many people
they had conmtact with in an ordinary week, 2) how many people
they shared common interests with, 3) how many people they could
askifavours of, 4), how many friends they had who coulg visit at any
time regardless of circumstances, 5) how many friends ‘and relatives
they had who they could talk with freely and frankly, and 6) how
many people there were who depended on them particularly for
help or advice. The scoring system followed that adopted in the
ISSI, with seven being the maximum number of people coded for
any individual item. Scores were normally distributed ranging from
1 to 42 with a mean of 26.22 (§D = 9.26).

Change in social interaction was assessed by asking carers to
compare their social interactions now with those preceding care-
giving. Responses of more (1), the same (2), or less (3) were coded
for the first five items taken from the Availability of Social Inter-
action Scale and summed to produce the Social Interaction Loss
Scale (o = .73). Scores ranged from 5 to 15 with a mean of:31:09
(SD = 1.87). Forty per cent of the sample averaged a no-change
score, 51 per cent averaged a score between no-change and loss, and
only 9 per cent averaged a score between no-change and an increase.

A dominant theme in the social support literature is the import-
ance of close, intimate relationships as opposed to casual relation-
ships (Brown & Harris, 1978; Lowenthal & Haven, 1968), the
former being regarded as crucial to well-being. Consequently, 2
scale was devised which focused specifically on close relationships.

¢ f

S S | -




1) you feel you can lean on, 2) you feel very close to, 3) shares
your happiness with you, 4) shares your most private feelings, and
5) gives you a hug? The vast majority of carers were well catered
for in terms of these criteria. Scores ranged from five to ten but the
mean was a high 9.23 (§p = 1.11).

Demographic differences on social interaction

Most variation between demographic groups occurred on the Avail-
 ability of Social Interaction Scale. Scores were substantially higher
F among younger, non-spouse carers and those with older dependants,
¢ In a stepwise muitiple linear regression analysis, caring for someope
£ other than a Spouse emerged as the single significant predictor B =
£ 0.34, p<.001), accounting for 12 per cent of the variance (F [1134]
£ = 17.80, P<.001).

This findin
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levels of social interaction and feiéefted _bf-:ing engaged in less social
activity than was the case prior to caregiving (see Table 10.1).

Table 10.1 Correlations of the sociai Interaction scales with burden and
minor psychiatric symptoms (N=133)*

Social interaction scales Burden Minor psychiatric
symptoms
Availability of a confidant ' .03 -.03
Availability of social interaction 10 -.21*
Loss of availability of social ~.06 21
interaction

Notes: a This is the minimum sample size on which any single correlation is based. The

maximum is 134.
* p<.05 = p<.01 = p<.001

Although neither a mediating nor moderating hypothesis has been
proposed in relation to these particular variables in Chapter 3, the
pattern of intercorrelations invited further investigation. In theory,
one could argue that burden results in less social interaction and
this, in turn, will lead to the development of symptoms. The data,
hawever, did not support this interpretation. An altetnative way of
thinking about sdcial interaction was that it was unrelated to burden
but would protect those with good social networks from the adverse
consequences of burden, namely, anxiety and depression. Although
some support for this interpretation could be found, the evidence
was not strong. In a hierarchical regression analysis, the interaction
term of burden and the availability of social interaction added a
significant 5 per cent of variance to that accounted for by these
variables separately (F [1126]=8.46, p<.01). Yet Figure 10.1 shows
how slight the difference was in the relationships between burden
and symptoms when social interaction was high and when it was

low.

Figure 10.1 The relationship between burden and minor psychiatric
symptoms in carers when their social interaction is high and low
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availability ..
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Receiving-assistance from others E—

As mentioned earlier, assistance may take the form of moral
support, which seeks to improve the carer's mood or feelings of
well-being, or instrumental support, which is oriented toward helping
the carer’s overt performance directly. The assistance may come
from informal sources (those who do not have as their primary
function the provision of support) or formal sources (professionals
whose primary function is to give help (Veiel, 1985). These dimen-
sions were used to define three assistance variables— informal
moral support, informal instrumental support and formal support.

Three measures of informal support were used. Caregivers were
asked first, if family and later, if friends: 1) admired what they were
doing, 2) thought they had taken on too much, and 3) took their
contribution for granted (reverse scored). Scores ranged from 3 (no
support)-to 9 (full support) for both the Family Support Scale (o =
.65) and the Friends’ Support Scale (& = .52). The mean for the
Family Support Scale was 6.67 (SD = 2.11) and for the Friends’
Support Scale 7.13 (§D = 1.69).

The third moral support measure was a Family Closeness Scale
(@ = .77) in which carers were asked whether. aif ot the care-
receiver’s family 1) kept in touch, 2) kept their ptblems to them-
selves (reverse scored), 3) expressed concern about%ath other, and
4) were close. Scores ranged from 4 to 8 but the distribution was
very skewed with a mean of 7.06 (SD = 1.28).

Instrumental support from family, friends and neighbours was
measured through two scales representing assistance with caregiving
and help with household chores. Assistance with caregiving was
indexed by adding responses to the items: 1) have you asked for
help and received it, and 2) have you been offered help and
accepted it. The intercorrelation for the two items was .35. Scores
ranged from 2 to 4 with a mean of 3.06 (SD = .82). Of interest was
the finding that just less than one-third of caregivers (30 per cent)
scored 2, meaning that they received no informal instrumental
Support at all. Moreover, lack of use of such support could not be
attributed to the fact that the carereceiver was only mildly impaired.
Use of informal instrumental support bore no relationship to the
workload variables.

Assistance with daily activities was assessed by whether or not
anyone other than the carer was regularly involved in the household
chores of: 1) shopping, 2) major meal preparation, 3) minor meal
Preparation, 4) light cleaning, 5) heavy cleaning, 6) laundry,

7) ironing, 8) minor house repairs, 9) gardening,” 10) handling
 finances, and 11) transport. Scores on the Assistance with Daily
Living Scale (¢ = .74) ranged from 11 to 21 a nd were highly
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skewed with most caregivers receiving relatively little assistance._ .
The mean was 13.48 (SD = 2.34).

Finally, the formal services which were available to carereceivers
and caregivers could be classified into three general categories.
Household task relief was provided by the government-funded
services, Meals on Wheels and Home Help, to 17 per cent and 27
per cent respectively. Relief from caregiving was provided to 14 per
cent by Care at Home (a private home support agency), to 58 per
cent by Day Care Centres and to 30 per cent through Shared Care
(respite care). Support with caregiving, as opposed to relief from
caregiving, was obtained through three organisations. The Mobile
Rehabilitation Unit provided equipment and aids, instalied bath-
room rails and ramps, and advised on and organised house modifi-
cations in 52 per cent of cases. Community nurses assisted 88 per
cent by bathing and administering medication to the carereceiver,
- and often by giving moral support and advice to the caregiver. The

thitd source of formal assistance was offered by the Carers’ Support
Gr%up, a self-help community group which aimed to provide infor-
mation and moral support to its members and which was used by 8
per cent of carers. The use of formal support was scored for each
service separately and for the number of services used.

Demographic differences in assistance received

Gender and spouse-caring differences dominated the demographic
L breakdown of the assistance variables. Women who were caring
received more moral support from family (M=6.98, SD=1.96) than
did men who were caring (M=5.77, SD=2.29).2 Support from
/ friends was also greater among female carers as well as among
/ younger carers. Caregivers’ gender proved to be the only significant
predictor (B = .21, p<.05) in a stepwise regression analysis which
accounted for 4 per cent of the variance (F [1129] = 6.02, p<.05).
A second gender difference in assistance received involved the
Meals on Wheels service. Male caregivers were more likely to
benefit from Meals on Wheels (31 per cent) than female caregivers
(12 per cent).’ In part this may reflect men’s attitude to the
traditionally female task of cooking. Unfortunately, it is also con
sistent with a“bias observed in how the service was administered.
Female caregivers complained of being refused assistance for their
co-resident elderly parents on the grounds that women were more
able to prepare meals than men. Exceptions did not appear to be
made in the case of women who were working. In the words of one
daughter, ‘I dash home from work in my lunch hour to organise
unch. I tried leaving her a salad or soup in a thermos but
she just won’t bother when she’s alone. I need to be there to sit her
down with it’. This task could have been"performed by Meals on
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have been developed in Australia.

The third gender difference mvolved the use of the
programme, Shared Care, Iy, contrast to the above

than non-spouse carers (M=6.77, SD=1.45) 5
consistent with Teports of family tensions

Tequired (Cath, 1972; Rogers, 1981). Sibj

contrast, those

garing for their Spouses were unlikely to have anyone else

living at
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—_— - certification that they-were unable to perform household cleaning~—

tasks for themselves.
The remaining demographic differences were age related.

Younger carers relied on Day Centre more, probably because their

e work commitments led-te the need for such support during working
hours (r=~.16, N=137, p<.05). Older carers more frequently used
the Mobile Rehabilitation Unit (r=.15, N=137, p<.05). Again,
need was considered the most likely explanation. With failing
strength and agility themselves, older carers need advice and assist-
ance to avoid physical strain, injury and psychological distress for
either partner. Finally, what has been referred to previously as the
survivor effect was evident once more, with carers of older care-
receivers obtaining more informal instrumental assistance (r=.18,

=137, p<.05).

3

o : B :
oes assistance from others rélieve burden and improve mental
health? | '
Of the 14 assistance measures, only four were significantly related to
burden or mental well-being and three of these were in the opposite
direction to that predicted. Contrary to expectations, moral support
from family or friends was not associated with lower burden and
fewer minor psychiatric symptoms, but with greater burden and
more symptoms (see Table 10.2). This suggests that moral support
may be a response to signals for help. If social support is forth-
coming when carers show signs of burden, moral support, like
coping strategies, may halt the progression of the carer from a state
of burden to states of anxiety and depression. To examine this
proposition, a hierarchical stepwise regression analysis was carried
out. Scales measuring support from family and friends were entered
into the equation predicting psychiatric symptoms after controlling
for the degree of burden they were experiencing. No evidence
emerged, however, to support the effectiveness of moral support in
reducing the likelihood of minor psychiatric illness. Indeed, once
burden was controlled, moral support appeared to be unrelated to
mental health. B
Before leaving the subject of moral support, the absence of any|
significant negative association between the closeness of the family=
and the burden and stress experienced by the caregiver is worthy of
ention. One might have expected caregiving to be less burden-
some when the family was close and more likely to share the
responsibility. For instance, Zarit et al.’s (1980) data suggest that
families may be effective in reducing caregiving burden by visiting
the carereceiver regularly. The present data indicate that family
cohesiveness neither systematically exacerbates nor alleviates the
burden of home care. In view of this unexpected finding, a hier-
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Table 10.2 Correlations of assistance provided with burden and minor

psychiatric symptoms (N=131)*
Assistance provided Burden Minor psychiatric
symptoms
Moral support
Family support o 26" 156
Friends' support 30%* .23*
Family closeness .02 -.09
informal instrumental support
Assistance with caregiving -.08 -.04
Assistance with daily activitieg -.07 06
Formal support
Meals on Wheeis -.12
Home Help 08
Care at Home ~.05
Shared Care 29"
Day Care 06
Mobiie Rehabilitation Unit .06 .
Community Nurses - ~.08
Carers’ Support Group -.01
No. of support services used 1

Notes: a This is the minimum sample size on which any single Correlation is based The

maximum is 134.
" p<.05 ™ p<.01 T p<.001

archical regression analysis was carried out to explore the possibility
of family closeness playing a buffering role. The' interaction term
added a significant 7 per cent of variance (F [1123]=11.94, p<.001)
to that accounted for by the individual variables, Figure 10.2 shows

that the increase in Symptoms accompanying increased burden is

are better equipped to withstand the development of symptoms

when they become burdened.

Figure 10.2 The relationship between burden and minor psychiatric
symptoms in carers when the tamily is very close and less close

1 o

. High family
T closeness
Minor . LoOW family B
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Turning to informal instrumental support, deeds were no_more
effective than words in reducing burden or stress and formal support
faired little better (see Table 10.2). Furthermore, there was little
evidence that these variables mediated or moderated the burden-
symptoms relationship. Yet, those who participated in the Carers’
Support Group were less likely to report feelings of anxiety or
depression. It is of note that users of this service saw themselves as
being neither more nor less burdened than non-users. Possibly these
results reflect a selection bias. Those who are depressed and anxious,
regardless of whether they are giving care, may feel more apathetic
arid less inclined to see any value in attending self-help groups. _
- [The only other significant relationship between formal service use
and caregiving burden and stress involved the r spite service,
- Shared Care. Those who made use of respite care were higher on
burden and higher in reporting minor psychiatric symptoms. These
findings almost certainly reflect a selection effect. Shared Care was
not a service that was widely available. Only those high in need
were likely to be considered and were prepared to suffer the
inflexibility in the way the service was administered. Bookings for
Shared Care had to be made well in advance, they could not be
changed readily, and the placements were sometimes not to the
liking of either the caregiver or carereceiver. Shared Care was used
by carers more as an answer to desperation than as a means of
prevention.

The absence of notable relationships between formal service use
and outcome measures was disappointing, but is consistent with a
considerable body of other research in this area (Ballinger, 1984;
Gilleard et al., 1984a; Greene & Timbury, 1979; Pratt et al., 1985:
Wells & Jorm, 1987; Zarit et al., 1980). The first question one might
ask is whether caregivers were satisfied with the help they were
receiving. The overwhelming majority were (Braithwaite, 1986b).
Furthermore, the dissatisfied minority did not distinguish them-
selves from others by their greater burden or poorer mental health.
Satisfaction with services was no better a predictor of burden and
mental distress than usage of services. _

rowever, to conclude that services have failed to reduce bugden
d stressin the caregiver is unjustified. Again, selection effects
may, and indeed should be operating in most of theseIe situations. If
over-servicing of government-sponsored support is being avoided,
services should be directed only to those in need. Those in need
hopefully include the majority of high burden caregivers. To reduce
their stress below-that of low need non-service users would be
overly ambitious. Therefore, one cannot realistically expect to find
positive correlations between service use and well-being. Any fair
evaluation must eontrol for need prior to service use. " |
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W | Knowing that others could bé called upon

Knowing that support was available was the third and final aspect of
the social resources domain which was examined. Three measures”
were used. The first was concerned with backup. Carers were asked
whether or not they had family or friends who would take over if
they were out of action for: 1) 2 or 3 days, and 2) 2 or 3 weeks.
The two items correlated .34. Scores ranged from 2 to 4, with a
substantial 23 per cent obtaining 2, meaning that they had no friends
or family to provide backup support even for 2 or 3 days. The mean
was 3.10 (SD = .74). C

The second awareness measure focused not ghly
anyone was available to help, but also on the carégly i’
to ask. In other words, the value of social support to the carer was
assessed, rather than simply the presence of support. If help was not
sought because either the carer or the carereceiver refused to have
anyone else involved, the support network could be:irrelevant.

Caregivers indicated how willing they were to ask relatives or
friends for help in the future. Responses were made on a three-
point rating scale: 1) no, under no circumstances, 2) only if absol-
utely necessary, and 3) ves, willingly. Nineteen per cent replied no
and 31 per cent said that they would seek help only in special
circumstances. The remaining S0 per cent expressed unequivocal

/ S willingness to ask for assistance.

The third scale was more subjective than the other two and
assessed the amount of support carers felt they had in caring. The
; - Sole Responsibility Scale (o = .55) comprised three items ascer-
! taining whether carers: 1} felt they had total responsibility for the

i well-being of another person, 2) feared what would happen if they
were unable to provide care, and 3) wondered if the person they
were caring for was all right when they were not with them. The -
. scores on the Sole Responsibility Scale ranged from 3 to 6 and were
. highly skewed, the mean being 5.61 (SD = .73). This suggests that- -

being a caregiver is a lonely role. - - =

- Differences between groups were most marked on awareness of
backup support. Greater backup was reported by. younger, non-
Spouse carers and carers with older dependantsi FI a stepwise
multiple linear regression analysis, non-spouse cafifig

Hitg emerged as

the major and sole predictor (B = —.30, Pp<.001), accounting for 9

Per cent of the variance in the criterion (F [1133] = 13.21, p<.001). -
The only other demographic difference was a greater willingness on

the part of caregivers with older dependants to ask tor help (r=.18,
N§135, P<.05). Again this is consistent with the picture that is -~
~ being built up of a special caregiving relationship for older depend-

" ants, . -

; | ! .
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Turning to informal instrumental support, deeds were no more
effective than words in reducing burden or stress and formal support
faired little better (see Table 10.2). Furthermore, there was little
evidence that these variables mediated or moderated the burden-
symptoms relationship. Yet, those who participated in the Carers’
Support Group were less likely to report feelings of anxiety or
depression. It is of note that users of this service saw themselves as
being neither more nor less burdened than non-users. Possibly these
results reflect a selection bias. Those who are depressed and anxious,
regardless of whether they are giving care, may feel more apathetic
and less inclined to see any value in attending self-help groups.
‘The only other significant relationship between formal service use
and caregiving burden and stress involved the I;jzpite service,
Shared Care. Those who made use of respite care were higher on
burden and higher in reporting minor psychiatric symptoms. These |
findings almost certainly reflect a selection effect. Shared Care was |
not a service that was widely available. Only those high in need
were likely to be considered and were prepared to suffer the
inflexibility in the way the service was administered. Bookings for
Shared Care had to be made well in advance, they could not be
changed readily, and the placements were sometimes not to the
liking of either the caregiver or carereceiver. Shared Care was used
by carers more as an answer to desperation than as a means of
prevention.

The absence of notable relationships between formal service use
and outcome measures was disappointing, but is consistent with a
considerable body of other research in this area (Ballinger, 1984;
Gilleard et al., 1984a; Greene & Timbury, 1979; Pratt et al., 1985;
Wells & Jorm, 1987; Zarit et al., 1980). The first question one might
ask is whether caregivers were satisfied with the help they were
receiving. The overwhelming majority were (Braithwaite, 1986b).
Furthermore, the dissatisfied minority did not distinguish them-
selves from others by their greater burden or poorer mental health.
Satisfaction with services was no better a predictor of burden and
mental distress than usage of services.

-dowever, to conclude that services have failed to reduce burden.

i I

~anfl stress in the caregiver is unjustified. Again, selection effects

may, and indeed should be operating in most of these situations, If
over-servicing of government-sponsored support is being avoided,
services should be directed only to those in need. Those in need
hopefully include the majority of high burden caregivers. To reduce
their stress below: that of low need non-service users would be
overly ambitious. Therefore, one cannot realistically expect to find
positive correlations between service use and well-being. Any fair

evaluation must eontrol for need prior to service use. " K
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Is awareness of support related to burden and mental health?
Neitherbackup support nor willingness to ask forhelp were related
to reports of burden or minor psychiatric symptoms (see Table 10.3)
nor did they buffer burdened carers from the development of
symptoms. Although the burden-backup interaction term contrib.
uted an additional 13 per cent to the variance accounted for ip
symptoms (F [1125] = 23.69, p<<.001) in a hierarchical regression
nalysis, backup benefited low-burdened carers rather than high-
urdened carers (see Figure 10.3). |

i

Figure 10.3 The lf'elationship between burden and minor psychiatric
symptoms in carers with high backup support and low backup

support
- L.ow backup
"7 support
a [m]
: _ High backup
Mmqr —— support
psychiatric 0 —
symptoms :
¢
-1
Low High

Burden

The third awareness of support variable, feeling solely responsible
for caregiving, was significantly related to both burden and symp-
toms. High burden and poor mental health were more likely to
occur among carers who believed themselves to be solely responsible
for the carereceiver’s well-being.

able 10.3 Correlations of the awareness of support measures with burden
and minor psychiatric symptoms (N= 132)*

Awareness of supp'prt measures Burden Minbr psychiatric

----'-'-Backupffszpport -~.03 ' .
Willingness to use informal support -.09 -.11
Sole responsibility 43" 20"

Notes: a This is the minimum sample size on which any single correlation is based. The
maximum s 135.

we p<-o1 ik p<_m1

Conclusion: Are social resources useful?

Being unwilling or unable to share responsibility for care appears to
be an attitude not so much of the ‘super-carer’ as of the carer at E

| bt IR
Il ; |
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risk. Feeling solely responsible was indicative of both high burden
- and poor mental health. Legs certainty surrounds the issue of

A
sl Rhi

bearing sole responsibility is a danger signal in"tgfm
being of the caregiver, S

Although the core measures of social support failed to predict
burden, some evidence did emerge to support the buffering hypoth-
esis. Two aspects of social support-— the closenesgj;,of one’s family,
and to a lesser extent, the size of ope’s social network — appeared
to advantage burdened carers because the likelihood of symptoms
developing in such cases was reduced. This finding did not extend,

- helpfulness of the Support was unrelated to depression. What was

important was the degree of upset carers experienced in their socia]

/ | relationships. Consistent with the importance of upset is the well-

documented importance of carers’ perceptions of need for more

support. In this study, the need for more support was not measured -
cause it was not conceptually distinct from the love and belonging-

Ness component of the burden construct. Other studi

have tried to differentiate the two and have cont: ke

¥ho are under stress are more likely to see their #hel
Inadequate (George -Gywther, 1986; Zarit et al.,

/ v feelings of burden. Fiore et al. (1983) reported that even the




114 Bound to Care

it deserves. If burden is primarily a function of other factors such as
degeneration, unpredictability and lack of choice, providing assist.
ance is unlikely to have a marked impact on burden. The presence
or absence of such support is likely to pale into insignificance
‘%.ongside something like the deterioration of a much loved family
tember. This is not to say, however, that caregivers who are
experiencing burden or distress do not appreciate or take comfort in
the help that others offer. An analogous situation is dealing with the
death of a spouse or parent. The assistance offered by others does
not and cannot reduce the pain, but rarely is that support forgotten
by the bereaved. Indeed, on balance, the findings in this chapter
appeared to be saying that social support does serve at least one
important function. Being there for someone who is burdened is
more important than doing anything in particular. Through being
there, friends and relatives may help the carer withstand further loss
of mental well-being. This finding has important implications for
those friends and relatives who withdraw from caregiving situations
saying, ‘There’s no point in going over. There’s nothing I can do.’
Inconclusive findings surround the issue of formal support.
Greater carer well-being was not associated with the use of or
satisfaction with services offered to carereceivers. The finding was
disappointing but not surprising. For a positive result to occur, the
stress experienced by those using and needing services would have
to be reduced below that of those not using and not needing
services. No service provider would argue that this is a reasonable
goal. The value of services is to be measured more often in terms of
turning unbearable problems into bearable ones, than in terms of
aking problems disappear altogether. Therefore, before any con-
lusions can be reached on service effectiveness, evaluation studies
hust be undertaken which, first, control for the needs of the
raregiver and carereceiver, and, second, employ outcome measures
which are sufficiently sensitive to detect possible benefits to users.
This study was not designed to meet either of these criteria.

The carer’s perceptions of financial adequacy along with measures
of the occupational status of caregiver and carereceiver constituted
material resources. Occupational status was defined in terms of the
major breadwinner’s longstanding occupation before retirement.
There were three categories: High— professional, managerial (1),
Middle —sales, clerical, skilled (2), and Low— semi-skilled, un-
skilled (3). Only 17 per cent of caregiving families and only 25 per
cent of carereceivers or the spouses of carereceivers fell into the,
lower occupational group. | R

b : i ]
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Financial adequacy was assessed by asking caregivers If there was
enough money to meet the carereceiver’s needs. The vast majority

% considered there to be sufficient funds (87 per cent), 4 per cent

* described the situation as borderline, and 9 per cent reported

- ate the burden-symptom relationship, protecting the affluent and

peeding more.

Groups differed on these variables in three waysy; Etrst caregivers
who lived separately from carereceivers were morg. likely to belong
to the high occupational group (63 per cent) than those who were
cohabitating (34 per cent).” Undoubtedly the salaries of professional
and managerial breadwinners make possible house extensions,
granny flats or the purchase of a house next doory; Second, carers’
perceptions of financial adequacy were greater when care was being
provided to an older person (r=.23, N=143, p<.05), another
finding consistent with the survivor effect The third demographic
difference was surprising and cannot be readily explained. Female
carereceivers (37 per cent) were more hkely to come from high
socio-economic families than male carereceivers (20 per cent).® Such
a finding should not be regarded as indicative of the economic well-
being of elderly women. Poverty has been shown to be a major
problem for this group (Abel, 1987; Crystal, 1982; Rosenman,
1982). '

When the material resources variables were correlated with
burden and minor psychiatric symptoms, two significant relation-
ships emerged (see Table 10.4). Symptoms were more prevalent
among the lower occupational groups regardless of whether the
occupational classification was that of the caregiving family or of the
carereceiver. The findings are consistent with epidemiological work
which has shown a greater prevalence of neurosis in lower socio-
economic groups (Kessler & Cleary, 1980; SchWab & Schwab,
1978). Contrary to predictions, burden was not gigs
to either occupatlonal status or financial adequa

Material well-being indices - :" " Burden Minor psychiatrifc_
T symptoms
Occupational status
Caregiver 10 24*
Carereceiver -.01 20"
Financial adequacy © =05 04

Notes: a This is the minimum sampie size on which any single correfation is based. The
maximum is 135.
i p<'01

In Chapter 3, it was suggested that material resources may moder-

o
i




11;6 Bound to Care

leaving the poor vulnerable. To test this, regression models were sef
up in which burden, a material resource variable and the interactiog
between burden and the material resource variable were used tg
predict symptoms. Only in the case of the carereceiver’s socip-
economic status did the interaction term add a significant proportion
of variance (10 per cent) (F [1126] = 19.51, p<.001). Figure 10.4
shows that carers whose recipient came from a high socio-economic
family did not have the same increase in symptoms as carers whose
recipient came from a low socio-economic family.

Figure 10.4 The relationship between burden and minor psychiatric
symptoms In carers of high SES reclplents and medium-iow

SES recipients
' £ Middle-low -
TP SES group
. High
PP S—
Minor SES group
psychiatric 0 —
symptoms
*
-1
Low High

;- Burden
efore concluiiing this chapter, a note of caution uiL warranted in
drawing inferences from the analyses of the material resource
variables. Such findings have important implications for home care
policies oriented to reducing burden. To draw such inferences from
these data, however, is premature. The middle-class bias in this
sample has already been noted. The financial adequacy measure
adds weight to this observation by demonstrating just how affluent
this sample was. Only.13 per cent were concerned about their

financial situation in relation to caregiving. Further data are needed:

from a less affiuent sammiple before we can be confident about the
role which material resources play in relation to caregiving burden.
All we can say at this point is that the caregivers of the more
privileged look as if they may be just as burdened but better able to

avoid symptoms than carers of the less privileged.
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burden: A synthesis

The factors contributing to caregiving burden have now been
examined in some detail —workload, the crises of decline, personal
resources, social resources, and material resources. The caregiving
cake has been dissected and the slices examined individually, but at
no point have they been put together to find out which are the more
important and whether the objective variables contribute more to
our understanding of burden than the subjective.

Toward a synthesis: Factors not predicting burden

Before examining what did predict burden and mental ill health, the
factors which were not relevant in the present study will be reviewed
briefly. -

First, the workload variables, which sought to incorporate both
the instrumental and social-emotional responsibilities of the care-
giver, contributed little to our understanding of burden and symp-
toms. The only indication of workload having sonidl 'f)act was in
the area of supervision. The greater the tendency tot %ewise, the
more likely the presence of minor psychiatric symptoms. With this
exception, the responsibilities of caregiving were quite unrelated to
the carer’s reactions to caregiving. .

Informal help was considerably less important tHan assumed.
Neither instrumental nor emotional support from others affected
the burden carers experienced or .the -symptoms they reported.
The risks to well-being experiencedeby carers were reduced, how- =
ever, by some aspects of social resoutces— having others to interact -
with and to share responsibility with. Neither were competing
commitments—the extent to which carers had additional responsi-
bilities to children, spouses or employers — correlates of burden and
Symptoms, though the subjective measure, time constraints, was.

- Fourth, the personality inventories failed to provide convincing

.
px

Support for the notion that some people are personally suited to
Caring while others are not. Carers who perceived little threat or

i foPOTted few symptoms were no more likely to be sociable, kind or

active than those who showed high burden or many symptoms. The

1 | ¥ 1 i
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notion that some people are more vulnerable when faced with
stressful experiences, however, remains a plausible hypothesis,
_________ Further testing of this proposition with -a prospective rather than
cross-sectional research design is necessary to disentangle the traits
of emotionality, self-esteem and mastery from the states of anxiety

and depression. |
Finally, we failed to find support for the effectiveness of formal
support services. As with the emotional vulnerability hypothesis, the
design of the study made these findings inconclusive rather than
disconfirmatory. Since the needs of the carereceivers in the study
varied enormously, proper controls could not be introduced for this
variable. It would be overly optimistic to expect to adequately
examine service effectiveness without designing the study at the
outset to control for a host of possible confounding variables. All we
can note from the data available are overwhelming reports of
satisfaction with the services which were used (Braithwaite, 1986b).

Toward a synthesis: The predictors of burden

\s a first step in examining the relative importance of the significant
redictors of burden, a stepwise multiple linear reg ession analysis
/as carried out. The variables which were entered into this analysis
as predictors had statistically significant correlations with the cri-
terion and were the best of their type in that they accounted for
significant proportions of variance in earlier regression analyses.
The predictors were the number of confidants of the carereceiver
(Chapter 7), the sole responsibility index (Chapter 10), the
emotional and cognitive impairment scales (Chapter 8)', learning
about caregiving (Chapter 8), the time constraints scale (Chapter
8), the autonomy scale (Chapter 8), having a breaking point

(Chapter 8), preferred nursing home admission (Chapter 8), symp-

‘Table 1.1 Correlations and beta weights for the regression of burden on the
. major explanatory varlables (N=118) |

Major expianatory variables r Beta
No. of carereceiver's confidants 21 ns

Sole responsibility 43 ' 28"
Emotional and cognitive impairment e 29"
1eaming about caregiving _ 31 A3

Time constraints : o Har* 32
Autonomy -, 23" ns
Breaking point” 27 Ag
Preferred nursing home admission 24 ns

Minor psychiatric symptoms R 43 18" '
Caregiver's gender 19 ns

) ' Netes: ©op<0s | 7 p<Of  p<00t
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-~ toms of minor psychiatric illness (Chapter 9), and gender (Chapter

6). Together these variables accounted for a substantial 62 per cent
of variance in caregiving burden (see Table 11.1).

The variables which became superfluous

Four variables which correlated significantly with burden individu-
ally did not have significant beta weights in the final regression
analysis—the carereceiver’s confidants, autonomy, preferred
nursing home admission, and gender. Correlations among predic-
tors, further regression analyses and changing beta weights ex-
plained why these variables no longer contributed to the regression
equation.

Carereceivers who had many confidants were more likely to have
carers who reported severe time constraints. In the final regression
analysis, time constraints proved to be the major predictor. These
findings conflict with the interpretation made in Chapter 7 that
having many confidants was a source of tension in the caregiver—
carereceiver relationship. It seems that the alternative notion of
carereceivers looking elsewhere for confidants thiough necessity was
closer to the mark. Burdened carers were busy: carers whose care
recipients found others to talk to. R

The autonomy variable reflected the degree to which the recipient
of care had allowed the provider of care independence in the past.
Autonomy failed to emerge as a significant predictor because of
overlap with emotional disturbance. Carers who reported emotion-
ally disruptive behaviour in the carereceiver wetd more likely to
perceive themselves as being dominated by the carereceiver in the
past. The finding can be interpreted as support for the view that
those who are difficult to care for in old age were probably difficult -
at a younger age as well (Costa & McCrae, 1983: Neugarten, 1965;
Robinson & Thurnher, 1979). ,

At the same time it would be unwise to assume that constancy
OVer time_means constancy across relationships. Difficult behaviour

may typify a particular caregiving relationship. ‘Carers often ex-
Pressed anger and distress at how troublesome the person they were
caring for could be at home alone with them, but how pleasant and
Cooperative they were in the presence of others, particularly doctors,
Durses, social workers, and the like. One carer described how her

husband would refuse to use his walking frame properly, would .

_ overbalance and fall, pulling her over with him. When the physio-

T

=

therapist visited the home, however, he walked steadily with the
frame, ‘behaving beautifully’. Such accounts were not unusual, and
carers recalled their frustration, sometimes embarrassment, because
they could not get others to understand their difficulties. On the
Olth!er side of the coin, are the sometimes gnaivééﬁﬂiihdaements of ;
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professionals=—They can be quick to recall carers who did not
impress them by complaining incessantly about care recipients who
they ‘knew’ to be cooperative and delightful clients.

The practice of categorising people as this way or that is danger-
ous because-it forces us into a situation of deciding whose assessment
is right and whose is wrong. A far more useful model is to view
human behaviour as changing with the social situation. Disruptive
behaviour is not necessarily a fixed characteristic of a person nor is
it caused by a carer. Rather it is a characteristic way in which a
person behaves toward someone else in a particular context. Just as
a caregiving relationship may bring out the best in one or both
partners, it may bring out the worst.

The third variable which disappeared in the multiple linear
regression analysis was preference for a nursing home placement.
The common variance between this variable and burden was ex-
plained by the carer’s level of minor psychiatric symptoms and by
cognitive impairment in the carereceiver. Wanting to relinquish the
caring role appears to be a function of the carer’s mental capacity to
cape and the carereceiver’s awareness of the social and physical
environment. . ;

Finally, gender failed to emerge as a signiﬁcant)" predictor of
burden. Two gender-related variables took its place in the final
regression equation, having a breaking point and minor psychiatric
symptoms. These findings combined with others from the demo-
graphic analyses present a somewhat different picture of gender
differences in caregiving than others have portrayed. While gender
was of the utmost importance in determining who cares, gender was
irrelevant to the activities that primary caregivers engaged in and to
the crises they experienced. There was no evidence that women who
care do more or are more aware of the carereceiver’s needs than
men who care. Nevertheless, women were slightly more burdened
than men, they reported more symptoms, they were more likely to
know they had a breaking point, and they used respite care more
often. This in itself does not advance our understanding of gender
differenceszn caregiving, but two other findings help=to focus an
emerging ‘picture of men and women as carers. Women expressed a
stronger concern for the welfare of others and were more likely to
use the coping strategy of reinterpretation and acceptance in the
caregiving role. The picture emerges of women and men doing the
same thing in the caregiving role, but seeing themselves very
differently. Again the distinction is made between caring as doing
and caring as being (Graham, 1983). For women caring is not
something that just has to be done, it is an opportunity to act out
the values that ate central to their own'identity. They want to care,
t at the same time it hurts to care as they confront frustrations




Predicting and understanding burden 121

& and sadness. They cannot make things right when the carereceiver’'s
& health is failing. To resolve theéir conflict women have the choice of
either rejecting their nurturing values or accepting the anguish of
: caregiving, perhaps convincing themselves that the situation is not
as bad as it seems. The women in this study opted for the latter, a
coping response which proved to be ineffective, providing no relief
from burden and increasing their risk of minor psychiatric symp-
- toms. Considered together, these data suggest that the burden that
. women carry in caregiving and that men do not is that they care

about their role too much: Their identity is bound up in something
which, although having its own rewards, is painful and distressing,
- So many of the women in this study answered the question, “‘Who
will care for you in your old age?’ with the words, ‘I would never
wish this on my children’.

The variables which accounted for the variance

The burdened carer is one who perceives him or herself as having
too little time to do things, sole responsibility for care, minor
psychiatric symptoms, a breaking point in relation, to future care,
much to learn about caregiving, and a carereceiver ! F’ﬂ? emotionally
- or cognitively impaired behaviour. ;e
Time constraints: A set of variables excluded ‘from the burden
concept once it had been defined in terms of basic need frustration
involved time constraints— foregoing outings and holidays, giving
up leisure activities and interests, spending less timé with the family

B and having little time to oneself. Such sacrifices, while undoubtedly

important to many people, need not necessarily threaten well-being
and occur with many roles in which adults are expected to engage
responsibly and capably on a daily basis. Nevertheless, time con-
straints played a major role in predicting the more serious problem
of caregiving burden. ’
Sole responsibility: 1f caregivers feel that they are the only ones who
€an provide care, they may put themselves under greater pressure,
tolerate more frustration of basic needs than is necessary and
-consequently experience greater burden. In response to this inter- ...
Pretation, a sceptic might say that it is not surprising for a carer who
Is depressed or anxious to feel alone in the caregiving role, to feel
they have the worries of the world on their shoulders and to feel
they may not be doing things as well as they should. Undoubtedly,
ere is some truth in this argument. But it does not aécount entirely
for the relationships which have emerged among the variables. Sole
- Tesponsibility remained a significant predictor of burden after
= ‘ontrolling for the mood state of the carer. At this stage, the
-z, Proposition stands that perceptions of oneself as solgly
s for caregiving increases the likelihood of experiencifg Burden.

L Lo 1t
| !| &
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Minor psychiatric symptoms: The-importance of minor psychiatric
symptoms cannot be discussed without first addressing what might
be called its ‘wandering status’. In Chapter 2, burden was related to
mental weli-being by means of the arguments made by stress
theorists such as Lazarus et al. {1985) and need theorists such ag
Maslow (1954, 1962). If threatening circumstances are not dealt with
effectively or if need frustration continues unabated, poor menta}
health will resuit. According to this model, mental well-being is a
consequence of level of burden; yet here we are using it as a
predictor of burden.

The stress and needs models provide explanations of why symp-
toms appear. Such models, however, do not negate the role that
symptoms may play once they have emerged and the process of
caregiving continues. Within the caregiving context, it is difficult to
inagine the process being anything other than circular. A carer who
ij;depressed or anxious may regard the caring sityation as more
burdensome as a result— the carer may be more fearful, sleep less,
not eat properly, feel distanced from loved ones, perform tasks less
adequately or feel less able. These behaviours then would be
expected to increase the likelihood of depression. It makes sense to
think of symptoms not only as a consequence of burden but as a
precursor of burden. Indeed, Poulshock and Deimling (1984) have
proposed a model in which symptoms precede burden.

In order to understand the value of using symptoms as a predic-
tor, the dual ways in which the present data can be used require
clarification. One goal is to explore the nature of burden: what it is
and how it can be reduced. This can be done in only a limited way
with these data because of the enormous difficulties in distinguishing
cause and effect. Nevertheless, such a model has guided this research
and a modified version of this model will be presented later in the
chapter to guide further research. A second less ambitious goal can
be achieved with greater confidence using these same data. The goal
is to identify a set of predictor variables— not necessarily causally
linked with burden—which can be reliably used by practitioners to

[identify caregivers at risk. Anxiety and depression are familiar
concepts in health care settings and can be readily assessed by well
developed instruments of known reliability and validity. The data
from this study suggest that minor psychiatric symptoms are a useful
marker for identifying the burdened caregiver. :
Alwareness of a breaking point and learning: Carers able to specify 2
breaking point dare aware of future threats from caregiving. Threat
has been defined as central to the notion of burden. It is not
surprising, therefore, to find that those who see greater threats
ahead are those who are already being threatened by caregivirig.
Having much to learn about caregiving was intended to measure
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~ how well equipped the carer was to care at home. The
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_pattern of
relationships of this .variable with others, however, suggested that
more was being measured than learning to deal with disability. How
much had to be learnt was not as strongly related to impairment in
the carereceiver as one might have expected. For instance, the:
variable was not related to either emotional disturbance or cognitive
impairment at all. It had significant but unimpressive correlations
with the workload variables, household activities and personal care.
Its strongest correlates apart from burden were time constraints and
awareness of a breaking point.

These relationships become more interpretable when the qualitat-
ive data on what had to be learnt was examined. A sizeable 45 per
cent of carers mentioned developing a caring personality, in particu-~
lar, learning to be patient. This suggests that having the right
temperament or lifestyle for caregiving may be a@ﬂ important con-
sideration. - ol

Inconsistent with this argument are the person‘aﬁty analyses con-

ducted in Chapter 9. No evidence could be found of a caregiving
temperament. The broad personality measures which were used,
however, may have been far too insensitive to picga;;up the personal
characteristics which make caregiving more tolerable. An approach
to personality which is geared specifically to the caring situation may
prove more successful, or one concerned more with lifestyle than
personality. Previous experience with caregiving, a leisurely pace of
life and a congenial caring environment are all factors which might
be examined more closely.
Emotional and cognitive impairment: The cognitive and emotional
degeneration scales were designed to measure the loss of sufficient
control to function normally in a social situation. In fact, they too
measured more than was intended.

The emotional disturbance scale did not only tap the character-
istics of the person receiving care, but also the quality of the relation-
ship between caregiver and carereceiver. Autonomy, the degree to

_ va(hich the carereceiver had traditionally dominated the caregiver, |
disappeared as a predictor once emotional disturbance was.entered

"iji s 5

into the equation.-We cannot underestimate the social component in
social degeneration.

Some would argue that carers who had never got along with the
person they were caring for would harbour past re§gntments, exag-
gerate any deficiencies in behaviour which they obiggived, and paint
their relative in the worst possible light. Undoubtedi§t] this behaviour
has occurred in some cases. As an explanation of the findings,

however, the proposition fails to take account of the complexities of

Mtimate human relationships.. To the extent that carers ,can feel

> Vindictive and resentful, they also feel guilty, beleft, concerned,

P Vol
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obligated, responsible and protective. It is ufilikely that any one
emotional state consistently determines the carer’s assessment of the
person being cared for. The ‘vindictiveness argument’ can be refuteq
on other grounds as well. The relationship between caregiver ang
carereceiver was associated with the assessment of emotional de.
generation, not cognitive degeneration. If the carer’s judgements
were seriously prejudiced, reports of cognitive deterioration should
have been similarly distorted. _

The interpretation which deserves most attention is the notion put
forward earlier that emotionally disruptive behaviour is not merely a
 characteristic of an individual but a function of the social environ-
'ment. Langer and Rodin (1976) have convincingly demonstrated
'how behaviours of elderly residents in Institutiona} settings can be
‘modified by changes in patterns of social interaction with staff,
There is no reason to suppose that the same “principle is not just as
applicable in home care. The notion that some interpersonal relation-
ships optimise self-esteem and the performance of individuals while
others escalate degeneration is considered to be of major import.
ance in analysing the pros and cons of caregiving.

The quality of the relationship, however, is only the unexpected
component of the emotional and cognitive impairment scale. The
measure is primarily concerned with the carereceiver’s capacity to
function in a normal social situation. The data suggest that when
caregivers perceive things like disorientation in time and space, an
inability to retain a line of thought, social withdrawal, and lack of
emotional control, they are far more likely to experience burden.

The findings are interpreted as providing strong support for the
degeneration argument presented earlier in the book. Providing
care for someone who is not getting any better is not reinforcing. To
provide care to someone who can no longer interact socially at the
most basic level is enormously threatening. Few would choose to
end their lives as ‘a vegetable’ Our society provides us with few
props or opportunities to adjust to dependency or degeneration in
ourselves or in others. Disabled persons’ outrage

g this basic fear is the fact that most carers face de-
generation for extended periods of time without escape, 3 situation
which not even the most experienced intensive care nursé would be
expected to endure. Furthermore, the degeneration is being observed
not in a stranger but in a family member — usually a parent or a
spouse. The closeness and history of the relationship makes possible
the painful comparison betwéen ‘the person he-once was’ and ‘the
shell he is now’. Providing care to a person one has known for some

o | o o]
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time makes it impossible to depersonalise the situation. Witnessing
"~ degeneration thus becomes more than just another experience in the
% life of a carer: It becomes the most heart wrenching and haunting
S??experience of their lives. o
7 Degeneration threatens the life and dignity of the carereceiver. It
¢ threatens the caregiver in that it is a constant reminder of the
 fragility of human life. Last but not least, it threatens partnerships
* and friendships. Where carers are watching a loved one deteriorate,
they are experiencing a personal loss and a prolonged grief. In
addition, they have to accept their own helplessness. Having re-
sponsibility for care but being unable to reverse the suffering is a
major dilemma which the carer of someone wholias a degenerative
illness must resolve. It is little wonder that such grreérs are at risk of

burden.

Are there no objective indicators?

For some, these findings will be disappointing. The significant

/ predictors do not include the more measurable objective indicators

which were excluded from the definition of burden in Chapter 2, but

/ which were hypothesised as factors contributifig to burden. Would

’ those who feel uncomfortable with subjective measures have gained

. greater satisfaction had we relied on a larger set of more objective
indicators?

One approach to answering this question lies in using a multiple
linear regression model in which the objective predictors are
entered first as a block. followed by the more subjective indices.
The most objective measures one can find are the demographic
variables (caregiver’s age and gender, carereceiver’s age and gender,
living arrangement and the formal caring relationship). Other
relatively objective measures are occupational status of the care-

giver and carereceiver, years spent caring, the carer’s competing
* commitments (marriage, children under sixteen years of age and
- Work), and having a three-generation household. At an intermedi-
-ate level ‘on the objective-subjective continaum are variables which
| Wibf our measures
» Yielded six such variables— three task-oriented" brkload measures
(household activities, personal care, supervision), two provision of
help measures (assistance with household activities, general assist-
— ance), and the size of the carer’s social network. These in-between
~ Variables constituted the second block to be enggred into the re-
= Bression model, .
g _ Instead of entering the subjective indices as a third block, one of
2 the variables was singled out for inclusion before all others — minor
Psychiatric symptoms. A criticism often made of research in which

N L 1 .

call on respondents to recount facts. A reviel
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Table 11.2 The r and R? coefficients In the prediction.of burden and minor
' psychiatric symptoms from objective, In-between and subjective

predictors
Criteria
Predictor blocks and variables Burden Minor psychiatric
, symptoms
r r
Objective block
Caregiver's age -.16%- - -.01
Carereceiver's age -.04 -.12
Caregiver's sex 19t i 16*
Carereceiver's sex - .09 -.23"
Living arrangement -.01 A7
Spouse care - 13 05
Time caring .02 -.06
Caregiver's work status -.02 ~.08
Three generation household SNAN —-.06
Children under 16 18 11
Non-dependent spouse 10 .00
Caregiver's occupational status 10 24"
Carereceiver's occupational status -.01 20
R? 12% 17%*
In between block
Household activities .02 12
Personal care -.01 05
Supervision 00 25*
Assistance with household activities -.07 .06
General assistance -.08 -.04
Caregiver's social interaction .10 -.22*
R? 14% 24%"
Subjective block |
Minor psychiatric symptoms 43 —
R? 34% —_—

Subjective block |
Sole responsibility

Emotional and cognitive impairment

L-earning about caregiving -
Time constraints | 21
Bregkingpoint | & b -
Carer as conﬁdanﬁ -.19*
Carer's health — -.40*
RZ 70% 46%

Notes: * p<.05 = p<.01 = p<.001

both predictor and criterion variables are measured through a self-
report methodology is that mood may be the underlying explanatory
factor. In other words, we see the world consistently through rose-
coloured glasses or alternatively through a grey gloom. By entering

Lo i‘
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a mood state measure, minor psychiatric symptoms, into the equation
as the third block, the mood state variance can be partialled out

block comprised the emotional and cognitive imp;
sole responsibility index, the time constraingg i
variables, learning about caring and awareness ofia breaking point.

This regression analysis clearly demonstrates the importance of
the subjective indices over anp objective and semi-objective data
base (see Table 11.2). When the objective social and demographic
indicators were included in the analysis, only 12 per cent of the
variance in burden could be accounted for. The semi-objective
workload and social integration measures increased the proportion

similar analyses using minor psychigiric sym
. "Mental illness among caregiversix_é‘gia:;:pfﬁﬁlém well
ng health care professionals. “urthermore, de-

What are the major predictors of minor psychiatric symptoms?
The Procedure followed to identify the major predictors of lln_inor
psychi'atric SYthQmS was the cama ac 1;411‘01- rmad coliE L [
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major correlates from each set of variables outlined in Table 3.1
were entered into a stepwise multiple linear regression amalysis to
ascertain which accounted for the maximum variance in the criterion.
The variables, their correlations with minor psyehiatric symptoms,
nd their beta weights appear in Table 11.3.
- The majority of the predictors failed to emerge with significant
eta weights in Model 1. Yet 53 per cent of the variance in
symptoms was accounted for. Dominating the analysis was the
personality measure, emotionality. Given the doubts that have
already been expressed about differentiating symptom states from
more enduring traits within the caregiving context, the remaining
regression models were set up excluding the personality measures.
Model 2 examined the remaining caregiving predictors which to-
gether accounted for 36 per cent of the variance.

The predictors which emerged with significant beta weights were
the carer’s health, time constraints, socio-economic status, not being

Table 11.3 Correlations and beta weights for the regression of minor
psychiatric symptoms on the major explanatory variables

{(N=126)
Major explanatory Model 1 Model 2
variables r Beta Beta
Carer as confidant - 19" -~.20" -.19*
of carereceiver '
Carer's availability of -.22* ns ns
social interaction
Loss in carer's social . 21 . ns ns
interaction
Carer’s health —.40*** -.23" -~. 38"
arer's socio-economic 24 ns 18"
 status |
ise of carer's supg’;o ~.20™ - ns ‘ ns
- group @ '
motionality of carer Sg 47 —
Mastery of carer —.50"** ns —
Sole responsibility 20" A7 ns
Time constraints 21 ns 16"
Knowiedge about -.22*" ns :
carereceiver's.condition
initially T
Preferred nursing 24" ns
home placement
Confiict with .19* ns ns
carereceiver
Quantity of supervision 25" 21 18"
of carereceiver
Emotional and cognitive 29" .15 21
impairment scale : |
Carereceiver's gender -.23* ns ns

i

NOIBS: - p<05 I bl p<01 wh p<.001 ' LTI
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the carereceiver’s confidant, supervisory demands and perceptions™
of emotional and cognitive impairment in the carereceiver, -

Emotional and cognitive impairment in the carereceiver was an
important predictor of minor psychiatric symptoms. Impairment
increased the likelihood-of symptoms as it did burden, but in the
present analysis it dominated many of the other pfedlictors. Having
little knowledge initially and bearing sole respohsibility for care-
giving were beliefs which were no longer significant once measures |
of emotional and cognitive impairment had been entered into the
equation. - N

Being a confidant of the carereceiver decreased the chances of
mental illness in the caregiver. Once this variable and the emotional
and cognitive impairment scale had been entered into the regression
equation, the interpersonal conflict variable became unimportant.
The quality of the relationship between caregiver and carereceiver
was represented through carer as confidant and the degree of
degeneration in the carereceiver. -

A third significant predictor, the time constraints index,
emerged in the minor psychiatric symptoms analyses as in the
burden analyses. The index taps elements of both role strain and
role conflict, concepts which have been linked with poor mental
health in a variety of stress situations (Pearlin et al., 1981).

The relationships of mental health with both physical health and
social class are not peculiar to the caregiving context and are well-
documented findings. More interesting is the relatjonskip of physical
health to other predictors. Once health had been entered into the
regression equation, use of a self-help support group was no longer
a significant predictor. The difference between those who join self-
help groups and those who do not may have moig to do with their
physical capacity to get there than with their staterof psychological -
well-being. - il T |

The remaining significant predictor is the need for supervision.
Why.this contributed to explaining symptoms but not burden is

RS

den and symptoms. I##! Chapter 7, th
relationship with sympto 1s was explained as part of the loss experi-
enced by carers watching a loved one deteriorate. These analyses do
N0t support this interpretation. Supervisory activities correlated only
very weakly with the degeneration scales. The role played by
Supervision in relation to burden and symptoms remains unclear.

_ Predicting burden versus psychiatric symptoms

In comparing the prediction of burden and minor psychiatric symp-
foms, three points should-be made. First, in both sets of analyses;=
the quality of the relationship between caregiver and carereceiver -

il
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was important. If the relationship is threatened, either because the
partners are not compatible or because one cannot maintain satis-
factory social functioning, problems are likely to emerge for the
carer. ' '

The second and third points deal with differences. In explaining
minor psychiatric symptoms, predictors emerged which are not
particularly pertinent to caregiving. Social class and health, for
instance, are relevant to mental health regardless of whether or not
caregiving is involved. These variables are regularly included in
studies of neurosis and stress, and would be expected to emerge as
important predictors of mental health across a range of stressful
events. Yet our interest is in understanding the stress of caregiving,
Burden, in contrast to mental health, is defined in such a way that
caregiving is an integral part of the concept. |

The other major difference is the extent to which the major ™
predictors dominate the mental health regression analyses. The
relationship and degeneration indices made many other variables
redundant in the prediction of symptoms. This was not the case in
predicting burden.

The explanation for this difference may be found in the funda-
mental distinction between burden and symptoms. Burden rep-
resents perceptions of threat. In contrast, minor psychiatric
symptoms are extreme emotional responses which carers may not be
able to explain. One could argue that symptoms are a more severe
manifestation of problems than burden. While many little things
ay cause burden, it is conceivable that only the more serious
factors, and perhaps those over which carers have least control, will
agcount for the development of symptoms. Frustrations which carers
hope they can control pale into insignificance beside those which
they cannot control. The relationship and degeneration variables,
the dominant predictors of symptoms, represent factors which are
not in the carer’s control.

This comparison of the prediction of minor psychiatric symptoms |
and burden supports rather than undermines the usefulness.of the
burden construct..On the one hand, the minor psychiatric symptoms
construct has the advantage of representing a more serious level of
distress in the carer. On the other hand, one would hope that
caregiving problems could be identified before mental health was
jeopardised. Such a position, however, rests on the assumption that |
preventive social policies are superior to remedial social policies. On
purely health grounds, such a stance is not likely to meet opposition. |
Consideration of economic factors, however, may lead to a mor¢
equivocal position, Economic analyses may give rise to a diversity of
views on the point at which community intervention is desirable. If, =
under such circumstances, the more serious mental health criterion

3 |
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is preferred, caution is nevertheless needed in its use. One needs to
be assured that poor mental health is linked with caregiving and not
to extraneous factors related to physical well-beingy personality, or
interpersonal relationships which are not within the social welfare
responsibilities of the state. .

A further level at which the-burden and symptom analyses can be
compared involves the predictive capacity of objective rather than
subjective indices. Using the same strategy as was used with burden,
objective variables were entered into the equation first, followed by
the semi-objective indices, and finally, the subjective measures
which had significant beta weights in. the prediction of minor psychi-
atric symptoms (see Table 11.2).

The objective factors played no greater a role in predicting minor
psychiatric symptoms than they did in predicting burden (17 per
cent). The semi-objective variables, however, did make a more
substantial contribution in this analysis. They increased the variance
accounted for to 24 per cent. Once again, however, a substantial
contribution was made by the subjective indices. With their in-
clusion, the explained variance in minor psychiatric symptoms rose a
further 22 per cent to reach 46 per cent.

It seems to be an inescapable conclusion that burden and mental
ess in caregiving are complex phenomena which can be neither
adequately explained nor predicted by the factors which we are best
equipped to measure accurately. To favour objective indices is to
allow the more measurable to drive out the relevant. We cannot
avoid the measurement of subjective indices, in particular the
carer’s perceptions of the relationship with and pe H"' rmance of the
carereceiver, especially in the areas of social, embtfprial and cogni-
tive functioning.

*

3

Is the subjective burden index important?

In Chapter 1, a study of caregiving burden was Justfhed through its
with mental iliness in the caregiver, elder abuse and mistreat-
ment, and the decision to institutionalise. The question which must

- be addressed now is wh sther or ot burden, as defined and measured

| In this study, bears any relationship to these social problems. The

Bsue of elder mistreatment cannot be examined with these data.
The relationships of burden to mental iliness and to institutional-

~ Isation, however, are well within our domair of inquiry.

In Chapter 6 we saw that high burden was linked with the
Occurrence of minor psychiatric symptoms as predicted. By means
of hierarchical regression analyses, it is possible to ascertain which
faCt,prs directly affect burden, which indirectly affect symptoms
through burden, which directly-affect symptoms, and which mediate

| , o e
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| Figure 11.1 A model to explain bu::den and the deve!opmzent of symptoms

Carer's
Gender Control oy
Withdrawal economic
- . I Aoceptance& statis
Time constraints reinterpretation
1
Having much to leam ) 11
about caregiving . 0
Bei Dealing with | v
ging > S
dominated —~->  emotional disturbance —————>  Burden Coping 7 Symptoms

in past & cognitive impairment 4\ e A
!
Feeling solely |

responsible for care

Moderators:
Family closeness:
Backup support Heaith
Social interaction
Carersceiver's
socio-aconomic status

Wanting nursing home relief

’ . or moderate the relatxonshlp between caregiving burden and psychi-
. atric symptoms. These findings are summarised in Figure 11.1. The
Fcaregiving risk factors do not have a direct effect symptoms once
“burden has been controlled. The data are consxsqent with the pro-
- position that the caregiving risk factors directly affect burden and
indirectly affect symptoms through burden. Without prospective
data, this model cannot be taken further as an explanation of
caregiving burden. It is offered here as a starting point for future
work that seeks to understand the process by which carers find that
they are sacrificing their own mental well-being for the sake of
caregiving.

With regard to the second issue of institutionalisation, the data
once again confirmed.the Imgprtance of the burden construct and
demonstrated its predictive “superiority over other poss:ble indices
such as minor psychiatric symptoms and personal care requirements.
As will be recalled from Chapter 5, follow-up data had been gathered
on caring status two years after the first interviews were conducted.
Burden scores were averaged and compared for those still caring at
follow-up and those who had accepted an institutional care option.
Carers who had resorted to nursing home or hostel support had
significantly higher burden scores two years earlier (M=30.00,
S§D=3.57) than carers who had continued to care (M=27.59,

e 'SD=4.65).> Neither minor psychiatric symptoms in the caregwer
nor the personal care required by the carereceiver proved to be
|l : | Vol [
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“gseful in discriminating carers who continued to provide major

support from those who handed primary responsibility to someone
else. Once again we find evidence of the importance of the subjec-
tive perceptions of the caregiver. Such perceptions have more to do

~ with future care decisions than issues of mental health and workload.

Summary

Analyses of caregiving burden have proceeded from the premise
that burden is a subjective construct—the perception of the care-
giver that her or his basic needs are threatened by caregiving
involvement. Such perceptions of threat have been linked both with
the future institutionalisation of the carereceiver and with con-
~current symptoms of depression and anxiety in the caregiver. The
circumstances which have been shown to contribute to the experi-
ence of burden are the carer’s attitude to caregiving, preparedness
for caregiving, and the nature of the social and emotional bond
between caregiver and carereceiver. |

Burdened carers are aware of not being ablé to continue indefi-
nitely. Yet they are more likely to see themselves as the only ones
who can provide the requiréd assistance and to have made substantial
sacrifices to do so. Time for holidays, leisure putsuits, social activi-
ties, family and self have been forfeited becausepf the commitment
to caregiving. These findings point to the 'd %@rs inherent in
holding up super-carers or care martyrs as role fiodels. Striving for
such goals is not in the interests of either caregiver or carereceiver
in the long term. To promote the super-carer image in our society is
to undermine rather than strengthen the movement toward com-
munity care and deinstitutionalisation. o _

Furthermore, the super-carer image may be particularly damaging
to women because it offers them a super identity. Women not only
do caring, they are caring. The role of caregiver is one which allows

_them to express values central to their identity. Yet this role brings

with it frustration, pain and despair. zNot only:must women be

~-counselled against enmeshing themselves in the caring role, families,

Community agencies and governments must resist and guard against
the practice of any one person feeling solely responsible for care.
Effective long-term community care objectives cannot be achieved
through women adopting the super-carer role. The costs to the

Women, to their families and to society are too high in the long

term,
Preparedness for caregiving is another factor which should be a

_Safeguard against burden. Being prepared involves not only being

knowledgeable and forewarned about the patieht’s medical con-
dition, but also being aware of the impacli- which caregiving is li]fce;ly
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to have on the household and its members, particularly the care.
giver. Confronting the realities of caregiving-and appraising honestly
one’s own strengths and weaknesses are as relevant to preparedness
as understanding the medical condition of the carerecejver. Such
self-analysis and realistic appraisal is often forgotten or avoided ag
distressed caregivers and carereceivers search for a diagnosis and
hope that tomorrow’s news will be better.

The final risk factor to emerge from this study is the degree to
which the social and emotional bond between caregiver and care-
receiver has broken down. The measure representing this aspect of
the caregiving situation was the emotional and cognitive impair-
ment scale, a scale which was devised to assess degeneration in the
carereceiver. Data analyses with this instrument produced an un-
anticipated finding. Degeneration cannot be divorced from its social
context. Accounts of emotionally disruptive behaviour in the care-
TeCeiver were more common in caring partnerships where the care-
receiver had traditionally dominated the caregiver. This finding
emphasises the multiple causes of breakdown in the caring relation-
ship. The partnership may be threatened by losses in functioning
arising from such conditions as stroke or dementia. Alternatively or
additionally, the relationship may be strained be¢ause of tension
which has previously existed between the provider’ and receiver of
care, a tension which wreaks emotional havoc on both sides. The
carerecerver is seen to be depressed, moody, critical, demanding or
angry. The caregiver sees himself or herself as going without such
basic requirements as sleep, stability and companionship, and at the
same time losing any sense of competence that might have previously
been had.

Altering the conditions contributing to burden is unquestionably
an important goal. Some of the risk factors, however, are more
amenable to control than others. Policy initiatives to change care-
giving attitudes and knowledge are achievable objectives, as we
shall see in the next chapter. Degeneration, however, is something
which we can often do little to halt, let alone reverse.

Where the options for containing burden -are limited, attention
might be turned to lessening the likelihood=tHat persistent burden
willlead to minor psychiatric illness. Some people appeared to be
better protected from the development of symptoms than others.
Those with close family ties, with larger social networks, and those
caring for someone who was from a higher socio-economic group
appeared to be buffered, not from burden, but from the emergence
of symptoms of anxiety and depression. '

Also helpful in reducing the risk of symptoms were certain coping
trategies. Problem-focused coping proved to be eonsiderably more
ftective than strategies geared toward emeotional control. Carers

L!l
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who were keen to develop a plan of action, who sought advice and
enlisted the help of others were less likely to report symptoms for
any given level of burden. Those carers who took the opportunity to

et away from the caregiving situation also appeared to have better
mental health. A weekend away, an afternoon outing, or a shopping
spree are all strategies which distance the carer from caregiving and
allow for rejuvenation of body and soul. In stark contrast to these
approaches in theireffectiveness were more passive responses which
were just as widespread among caregivers-—thinking that things
could be worse, telling yourself that there was no alternative, or
busying yourself in work. There is no evidence that such responses
have any therapeutic value in the caregiving context.

Having identified a set of characteristics which place some care-
givers at risk and enhance the coping capacity of others, the question
arises of whether or not we can ease some of the burden which so
many accept as part and parcel of the caregiving role. The final

chapter is devoted to this issue.
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12 How can we relieve burden?

Care in the community is not shared in the community. Generally,
the responsibility falls on the shoulders of one family member—
Spouse, a daughter or a daughter-in-law. For the most part, the roje
of family members in care provision has been taken for granted, ang
if considered at all, regarded as best left alone. The conventional
Wwisdom has been that the family’s sense of responsibility for care
would be erodgd if the state were seen to be offering support as well
(see Frankfather et al. [1981]; Gilleard [1984b]; Land ¢ Parker
[1978]; and Moroney [1986] for critiques of this tr?rdition). Instead
attention has focused on home-care services for frail or disabled
persons, particularly those without informal support (Abel, 1987).
The Home and Community Care Program (HACC) set up by the
Australian Government is described as a ‘program for people who
need support in the community’ with the intention of increasing
‘users’ control over their lives’ (Department of Community Services
Annual Report, 1986-1987, Pp. 2-3). Mention is made of carers in
relation to the Domiciliary Nursing Care Benefit, respite care
services and education and training programmes. In general, how-
ever, if carers need help which is not conditional on the care-
receiver’s condition, they must turn to the home-care services
offered in the private sector.

This is not to deny potential indirect benefits to carers from
formal services, Although day centres and day hospitals were
originally envisaged as having a socially integrative and, to some
extent, rehabilitative function for the frail elderly, their indirect
benefits to carers -are now well recognised (Carter, 198 = Howe,
1983; Kinnear*’& Grayear, 1982). Other services directed to-the frail
elderly, such as Meals op Wheels and home nursing, also offer
indirect support to carers by reducing their workload. And respite

care, envisaged in some quarters as a service for older people

 without support or a carer (Australian Department of Community
;Services Annual Report, 1986-1987) is acknowledged in other

| ﬁijugrters as 4 programime ‘to allow the carer a break to take a
' holiday, devote more time to other family membersi or for any other

136
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asons such as their-own health’ (Home and Community Care
ograms, Department of Community Services, 1986, p. 1).

These programmes are becoming increasingly varied and flex-
f this development; “however, has proceeded with one goal in
ind—reducing the rates of institutionalisation (Abel, 1987).
Carers’ needs are recognised in so far as they affect the achievement
of this goal. The consequence has been a poor and distorted
understanding of carers’ peeds and the implementation of g com-
munity support programme which is not equally distributed among
carers, which keeps carers bound to thejr caregiving role and which

;> worthy of equal attention in any evaluation of community care
T programmes, and that-there i no social justice in a system which

- ignores this issue and indeed worsens the problem. Community care
" continues to function as a system in which thg meeds of one
¥ powerless group, the aged, are being met by sacriffcing the needs of
s another powerless group, caregivers, predominantly women, the

= demands for whose unpaid labour drives them out of the remuner-
T_ative work force. ;

e ’ ;"j :
SR '

hgi

2 From the results reported in the previous chapter, we can identify
= six factors which have emerged as the major correlates of burden in
£ caregivers. They are carer’s reports of cognitive impairment and
% ¢motional disturbance in the carereceiver; carer’s feelings of sole
?QMponsibﬂity for care; carer’s time constraints; carer’s reports of
<. mpreparedness; carer’s awareness of a breaking point; and symp--
- toms of anxiety and depression in the carer.

s The majority of existing services might be expected to assist
§ €rs with problems of time constraints. Services such as Meals on
# Wheels, Home Help, home nursing, day care, day hospital, respis
= %re and rehabilitative and-independent living advisory programmes

£ Xrvices offered. The difficulties they mentioned, however, demon-
%_sﬁ'ated inequities and deficiencies in service provision which pre-
& Yeated efficient time yse from the carer’s perspective.
Chapter 7, inequities in the administratigmdjo
Wheels Programme were discussed. Womer '
ere expected to provide for the elderly persoitfthé aring
0. The service was restricted to male carers, who presumably

Pould not be expected to provide meals, and older carers who had

;:| FIERRT




make the trip. For another, respite care was a rare opportunity to-
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difficulty with meal preparation. Women who had asked for the
service and had been refused not only were denied a time saver byt
were being given a strong message on what their priorities in life
should have been. S

Community nurses could not guarantee visiting a client by a
particular time. Depending on the commitments of the carer, it
could be more efficient for him or her to bathe and dress the
carereceiver. Another carer was overwhelmed by the professional
practices of her community purse. ‘She’d leave and I'd have all
these towels to wash. She was very good with Mum, but I think she
thought she was still in a hospital where you could let the laundry

. mount up without a care in the world.’

Day care was not compatible with the working hours of most

3 émployed carers. Those who had the funds employ;ed people to care
- until they got home from work; some hoped that the carereceiver

would manage until they got there; some left the office early
believing that ‘they understand at work’; while others looked for
jobs that provided flexible working hours or part-time work. For
those who were not sufficiently affluent to pay for others to care,
occupational aspirations have undoubtedly suffered, income has
been lost and inconvenience experienced through having to rely on
this programme.

Respite care was a service which should have provided carers not
only with more time but with time out from caring. Its availability
was too limited and too inflexible, however, to protect carers from
the strain of caregiving. Carers had to book respite care well in
advance and it could not be changed as the circumstances of their
lives changed. One carer was in tears at the time of her interview
because a booking she had been waiting on for many months had
been cancelled due to a nurses’ strike. Another carer had made
arrangements for respite care for her husband so that she could visit
her family in Adelaide for the first time in five years. Unfortunately,
she became ill and was unable to go. Having lost her respite care .

booking, she wasn’t sure.when -she would have the opportunity.te. -

catch up on the many jobs that had to be done around the home.
Not a word was spoken about taking time out to look after herself.
;.. Although a]I these services have the potential for helping carers
0y freeing up their time to do other things, they dotnot do so fairly
or effectively because the needs of the carers have not been seriously
considered in the development of the programmes. Furthermore,
most regular services operate between 9 am and 5 pm Monday to
Friday. With the exception of respite care, after-hours services are
unusual. Thus, for 40 hours a week, carers can look forward to
partial relielf, albeit at times ove\r which they have little control. For
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the remaining 128 hours of the week, carers must manage unaided,
relying on their own resources and, to a limited extent, their
families.

Services which are tailored specifically to the needs of caregivers

place. For others, disclosure of personal difficulties in a public albeit
Sympathetic setting was impossible: ‘I feel appalled at the thought of
talking about such things in public’. Self-help groups clearly are a
more viable option for some than others (Abel, 1987). This does not
- In€an, however, that those who a void such groups are opposed to -
advice and help. Carers need the option of discussing their difficylt.
les in a private one-to-one situation. i
Many of the shortcomings discussed could
carer purchasing services privately. One immediate
omiciliary Nursing Care Benefit as a means 6f'en
mect their needs. Unfortunately, the $42 per fortnight is an entitle-
ment that does little to increase the carer’s options for meeting his
_Or her needs. Private home care would cost the garer $7.80 per hour
-7 and $9.30 after § pm. The benefit-goes only half way toward
~ ~ Providing carers with one extra hour each afternoon to finish work,

-

Spend time }Vllth other family members, catch un on enma rharas .
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simply to have some time to themselves. The benefit undoubtedly
compensates families for the additional household expenses incurred
through having an elderly person in their home and is appreciated at
this level. The Domiciliary Nursing Care Benefit is too little, how-
ever, to bring relief to the burdened carer without a private income.
Such carers are disproportionately women. Given that government
expenditure per average bed day in nursing homes is $50.00, a little
more generosity toward unpaid carers is in order. The policy in
some American states such as California of allowing community
care expenditure up to 95 per cent of the cost of state-supported

- nursing home care merits consideration. Abel (1987) points out,

however, that eligibility criteria for such programmes are often so
stringent that only a minority of carers receive financial remuner-
ation.

So far we have considered the- formal benefits to caregivers
through services to their dependants. Such an analysis, however,
fails to acknowledge the informal benefits which carers receive. In
the present study, occupational therapists in charge of the day
centres were seen to be major sources of information, advice and
comfort. They played a major role in introducing carers to the
Carers’ Support Group.

The community nurses also took it upon themselves to care for
the carer as well as the carereceiver. In the words of one carer,
“They saved my life’. Another carer admitted to knowing nothing
about the Domiciliary Nursing Care Benefit until he had got to
know the nurse who came to bath and dress his wife. Through
casual conversation, the community nurse came to realise that the
carer was eligible for the benefit but was not receiving it. She
brought the papers for him to complete and submitted the appli-
cation. |

In yet another case, the emotional well-being of the carer became
the primary concern of the community nurse. I arrived for one
interview to find that a caregiver had just admitted her husband to

. | hospital undeg very traumatic circumstances. While we were having
~,a cup of tea, 3 nurse popped-in on
‘dnd make sure she wag managing.

rounds to check on the carer
‘She had hear{l of the sudden
admission of the husband at the hospital. While such examples of
support were impressive, they were not considered part of the
normal workload of the community nurses, or at least not accorded
the legitimacy of their daily rounds of baths, dressing changes and
so on. The support was given at the discretion of the nurse, when

and if she happened to hear about what was going on, and was fitted -

in around other regular duties and demands. ‘
:Thus we find that, informally at least, some carers are in contact
with day centres and home nursing professionals and benefit from
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this—association. Through such contact, the"potential exists for
enabling a carer to become more knowledgeable and better prepared

for the caregiving role, a factor which has already been linked with

lower reports of burden.
The criticism to be made, however, is that such services are not

equally available to carers. For example, benefiting from the

" knowledge and advice passed on by the community nurses depends

on the nurse’s perception of her role and on the carer’s availability
when the nurse visits the carereceiver. The chance of picking up
such information is small indeed if the carer h@ﬁ a part-time job on
the mornings when the nurse visits. CHE

In reviewing the services currently available; I' have argued that
there are benefits to carers, but that these benefits are haphazard,
unequally distributed and in some cases minimal. I have not con-
sidered the possibility of carers providing increased levels of care
while the state punishes them for doing so. And yet this was the
perception of several of the carers interviewed in the study. Elderly
couples living in their own home benefited from a housekeeping
service. Once they had moved to their daughter’s home, however,
the service was lost. From the daughter’s perspective, offers of
increased assistance had been met by withdrawal of community
support, a policy which does little to encourage families to care.

Tailoring services to carers’ needs

Current services have the potential for helping carers make more
efficient use of their time, for allowing them to get away from the
caregiving situation to recharge their batteries and for learning
about caregiving. Nevertheless, serious gaps remain. First, pre-
paredness for caregiving means having resources available at the
very beginning, not after several months when carers are desperately
searching for help. Counselling and advisory services should be
readily available to carers and should be offered on a one-to-one
basis at the time families begin to provide care, -Every carer should
know=#that they are entitled to such ‘help §iilfuld they run into

difficulties at any stage. They should be told gf available services
and they should be warned about problems of caregiving and the
beed to share care whenever possible. While mindful of arguments
concerning the devaluation and undermining of women’s traditional
skills through overvaluing the expert advig$ wof professionals
(Ehrenreich & English, 1978; Jagger, 1983; Ruddick, 1980), there
Was little evidence of caregiving coming naturally to the majority of
Carers. Carers of the frail aged probably need more support and .
Preparation than that offered t§ new parents through pre-natal

% Classes. After all, there is a domain of public knowledge about
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infant dependency and the transformation to adult mdependence In
contrast, dependency among adults is rarely discussed, being dis-
missed as either ‘a shame’ or an embarrassment.

In the-present study, individual professionals such as general
practitioners, social workers and psychologists were not providing
caregivers with the knowledge and support many required. Not until
caregivers were sear(;hinﬁ for help was contact made with them and
then the support offered took the form of sympathy, services to
contact and prescriptions for medication for anxiety and depression.
Beckwith (1988) also noted reliance on tranquillisers as a means of
relieving the stress of caregiving. While none of these responses are
inappropriate courses of action, they do not exhaust the skills that
these professionals have to offer. Unpaid carers have much to learn
from professional carers. In some ways they are being expected to
do the job of a professional 24 hours a day, 7 days a week. Through
counseliing programmes, carers can be exposed to alternative coping
strategies, steps can be taken to relieve the pressure felt by those
who have become trapped in the caring role, they can be taught to
share care, and feelings of guilt and anger can at least be under-
stood, if not overcome. For carers who are aware of a breaking
point, counselling services offer an opportunity to talk about future
fears, so often hidden within families, and to plan a course of
action. In short, carers can be taught to maximise the amount of
personal control they have in the caregiving situation, instead
of feeling trapped because they have so little.

In addition, professionals can share some of their expertise in
interpersonal relations. We have seen that carers who report cogni-
tive impairment and emotional disturbance in the carereceiver are
not just reporting on a medical condition but on the relationship
between caregiver and carereceiver. Basic behaviour management
techniques, family therapy and conflict resolution strategies could
‘. prove mvallﬁable in an unsatisfactory careglvmg situation. Such
programmes have proven popular with dementia* ‘patients and their
carers (Keahan et al., 1985; Haley, 1983; Zarit & Zam_;;:1982) “They
are no less relevant for other caregivers and caréreceivers who
experience interpersonal difficulties (Clark & Rakowski, 1983;
Pinkston & Linsk, 1984).

To whom should care be directed? -

To make home care a viable caring option is to make a support
system work. Caregivers and carereceivers are.equally important in
this system. To orient pohmes to one .without carefully examining
the impact on the other is poorly conceived and wasteful of limited
public resources, Child welfare cases are invariably discussed and
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dealt with in the context of the family. The courts and the-welfare
agencies are most likely to regard juvenile delinquency and incest as
family problems, not as individual problems. The family system is
widely recognised as the appropriate unit of analysis when con-
sidering the welfare of the young (Shapiro, 1983). Similarly, the
welfare of the aged person must be considered within a family
context (Reifler & Eisdorfer, 1980: Reiflety & Wu, 1982; Smyer,
1984; Soyer, 1972), although in practice fdmilies are sometimes
forgotten (Thompson & Haran, 1985). THis is hardly surprising
since, at the political level, recognition of the contribution of the
family is barely evident in policies oriented to aged care. The family
is not the recipient of support. o

That this difference exists between child care and aged care is not
without justification. Children are supposed to be dependent on
their family, elderly persons are not legally dependent on theirs.
Independence for aged persons is not just a societal norm endorsed
by younger members of modern western societies; independence is
highly valued by the elderly themselves. Policies which undermine
such independence fly in the face of the deeply felt and widely
articulated wishes of the community (Day, 1985; Job, 1984; Kendig,
1986; Russell, 1981). Nevertheless, it is an unavoidable fact that
some of us will end our lives in a state of dependency. Under such
circumstances, is it really in the interests of all to continue to
provide services to the individual when in the long run this may
actually undermine independence through hastening institutionai-
isation? Might not caregivers and carereceivers be better served by
the acceptance of their interdependency at the level of policy
formulation? -

The notion of providing support to the family caring unit rather
than to one individual within the unit is exemplified by the Family
Support Program in New York (Frankff" et al., 1981). This
programme was based on the assumption tha é state would accept
responsibility for elderly persons without familiés, but families had
to accept responsibility for care of their elderly relatives. In the
cvent of serious «disability, however, the state was preparéd - to
Provide support to-thecaring unit, both caregivers and carereceivers
being construed as clients. Frankfather et al. {1981) have provided a
detailed account of how such a mode] may work. The recipient, the
Primary caregiver and other family members meet with a pro-
gramme staff member to discuss how support might best be pro-
vided. A limit is placed on how much support (in monetary terms)
the programme is prepared to spend, but the form which the
Support takes is open to negotiation. Family members identify their
Deeds, and staff from the Family Support Program discuss the ways
0 which such needs can be satisfied within the confines of the

|
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budget. Where conflict arises, staff members try to counsel the
opposing parties toward consensus. The result is a negotiated service
contract dependent upon ‘severity of disability, agreement among
family members about the help needed and their willingness to
continue with their own support, and acceptance.of condifions
imposed by staff’ (Frankfather et al., 1981, p. x).

The Family Support Program illustrates three principles of effec-
tive community care: flexibility, consumer empowerment, and the
identification of the family caring unit as the recipient of support.
Flexibility acknowledges the enormous variability in the difficulties
experienced by those needing and providing home care. Consumer
empowerment acknowledges that those closest to the situation have
the keenest perception in deciding what their difficulties are and
how these might best be met. Handler (1988) has defined empower-
ment as a person’s ability to control his or her environment.
Identification of the family caring unit acknowledges that care-
receivers and caregivers are both worthy of empowerment and
enables two powerless groups to benefit simuitaneously. Those who
are being cared for are empowered by a system that offers them
choice of services to meet their needs. At the same time, their
carers, mainly women who have been disempowered in multiple
ways, are being empowered through the opportunity to make
choices and get resources to improve conditions of caregiving. With
negotiation and a case manager who is sensitive to both the care-
giver’s and carereceiver’s perspective, there is no reason why both
cannot be beneficiaries of this system. Handler (1988) has described
he very sensitive way in which case managers encourage elderly
versons to articulate their needs, to build a relationship of trust
between client and professional and ultimately accept responsibility
for deciding how their needs can best be met. Haging two clients
who do not necessarily trust each other may stretch the talents of
the case manager a little more and for a little longer, but, as we
shall see, the advantages in achieving such a system outweigh the
extra effort required for its implementation. . -

Identification of-the family caring unit (or in 2 minority of éases.
non-family caring "dyad) has important implications for the way in
which families respond to policy initiatives. Under a system where a
disabled elderly person is cared for by the family and is receiving
support from community services, the family and state are joint
providers of care. Policy makers view this as the state supplement-
ing family care; but-the common fear is that the family will perceive
the state’s involvement as replacement care and withdraw their
support. Many have argued that such fears are not warranted
(Challis & Davies,-1980; Land & Parker, 1978; Rossiter & ‘Wicks,
1982). Families generally care too much to turn their backs on their

|
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Iderly relatives. Regardless of the empirical reality, the system—
" remains one which invites abuse. The family and state are alternative
" carers from the family’s point of view. The temptation must surely
~exist for the family to get whatever help they can from the state and
to arrange their affairs so that the person theyiare caring for is
“entitled to services provided to individuals withdut familieg. This
care delivery system sets up the state and family as rivals. The more
the state provides for the disabled person, the less the family must
provide and vice versa.

Under the family support model, both the tdregiver and the
carereceiver are the recipients of support, while the state is the pro-
vider. The family does not share responsibility for care with the
state. The family has sole responsibility, but the caring unit can
- expect support from the state as difficulties increase, providing

caring responsibilities are taken seriously. The sort of support which
" is given has limits, but the caring unit has some say over how their
- support allocation should be used. In this way, the family is given

some incentive to care. As we saw previously, where support is
 directed to the disabled individual, families can experience a dis-
- incentive to care. Their contribution to care can mean state with-
= drawal. Families feel a sense of injustice when they see care
resources mobilised only when other families refuse to fake on the
responsibilities which they have accepted. They see themselves as
¢ disadvantaged by their sense of family obligation. The earlier mode]
gives rise to families adopting the view that the way to get support is
_ fo complain loudly, to threaten to walk out, or better still, refuse to
» take an ageing relative home from hospital. Is this the kind of
society the welfare state should foster? It is not necaessarily the case
that these families do not care about their feléitive. They have
correctly perceived these to be the most approg riate channels for
~ Obtaining help when they can-give no more. The individual care

System does not allow the carer legitimate alternatives. Once the
z Uit for support incorporates both caregiver and carereceiver, how-
% ¢ver, legitimate avenues for seeking help becomg available to the

_ ). say the caregiver will get what he or she:
2 seeking. The needs of the o
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arereceiver deserve the most assiduous
£ Protection. The gain for the caregiver is the opportunity to partici-
= Pate in deciding how to improve and maintain the provision of home
3 C?;e. The state becomes the facilitator, and is no longer a competing
5 Player, :
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| problem of poverty traps. The state wants to encourage the poor to
earn a living. Yet to ensure that welfare benefifs are targeted to
those in greatest need, it cuts out welfare benefits as soon as
earnings begin to lift the beneficiary out of poverty. This encourages
the beneficiary to limit work and linger on the fringe of poverty.
This is not to suggest that the solutions to this particular manifes.
tation of the problem are the same as those to aged care. The point
is simply that the model of state welfare for the individual according
to formal rules to decrease support as the level of other sources of
support increases always generates incentives to limit non-state help
to the level permitted by the rules.

In the context of family care for the aged, two solutions to this
contradiction of welfare have been proposed—targeting the care-
giving unit rather than the individual, and custom-designing state
help rather than allocating it according to formal rules. By adding
the third element of consumer empowerment, we maximise the
possibilities for a synergistic relationship between state help and
family help where state intervention is tailored to foster further
family help, and family help is channelled to mesh in with state
services. Particularistic and consultative decision-making can render
~ state and family help mutually reinforcing, can avoid duplication,
and most importantly can avoid a game of welfare cat and mouse
where each player makes a move in a way calculated to shift
. caring responsibilities to the other player. There is no inevitability
. about a welfare system which sets up a hydraulic relationship
- between state and family caring—as one is pushed down the other
| is pushed upl A synergistic relationship is possible under the three
principles of flexibility, family targeting and consumer empower-
ment.

In this way, the widely supported and long awaited state~family
caring partnership (Land & Parker, 1978; Rossiter & Wicks, 1982)
can be implemented. The state is forced to acknowledge carers as
collaborators in a caring programme and as precious resources

underwrite the carer; In even. cruder economic terms, which is
currency of so-much ‘contemporary welfare policy debate, the s

themselves in need of support. To catalyse caring, the state must

must protect and sustain its investment in the human capital of the

carer, rather than allow the investment to run down. It is bad
economics to assume that you can pass on responsibility for more
and more productive activity to a unit without any new capital
investment in that unit; this is an economic prescription for the
collapse of the productive unit. Those who think that economic
rationality is on the side of simple needs-based targeting of the
carereceiver should think agajn. , |
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Conclusion : g

Families and friends who provide home care fot 'frail aged people or
for those suffering a degenerative illness are themselves at risk of
psychological ill health. Forms of maladjustment arising from the
caregiving role have been termed burden. Spegcifically, burden has
been used to refer to the frustration of the basic needs of the
primary caregiver, needs which are physiological (e.g. sleep), or
which involve security (e.g. stability and order), love (e.g. close
supportive relationships) or self-esteem (e.g. satisfaction with one’s
performance). '

The sources of burden appear to be predominantly subjective
phenomena. The caregiver’s perceptions of cognitive and emotional
deterioration in the carereceiver, the carer’s own lack of prepared-
ness, time constraints and feelings of having sole responsibility for
care have all been found to correlate with burden. Not surprisingly,
burden is also strongly linked with anxiety and depression in the
caregiver and with a self-perceived breaking point.

Some policy makers are likely to respond to these findings by
concluding that there is nothing that the state can do to alleviate the
problems of caregivers. Services cannot be delivered in response to
subjective reports of burden. Such negativismi, however, is only
justified if one subscribes to a procedurally formal individualistic
model of welfare delivery; one in which a specific individual is
provided with a particular service because ai ;unavoidably crude
eligibility criterion has been met. i"'ﬂ

Using objective characteristics as an initial fiftdr in defining the
population to be targeted for state support is undoubtedly a useful
strategy for restricting access to limited resources. Once such a
Population has been defined, however, a number of changes need to
be made if governments are serious about supporting community
care. Those frail and disabled persons who are without family
Support must be differentiated from those who are reliant primarily

Support is provided, the responsibility for the well-being of the frail
or disabled person will have been handed over to a primary care-

. giver. Where a person is staying out of hostel or nursing home
. accommodation because of the efforts of a primary caregiver,
_ Support should be directed at the caregiving unit as a whole not just

the individual who is receiving care. To be effective such support

- annot be imposed on the caregiving unit as a set menu. Their needs
.. 3re complex and their preferred strategies for resolving their prob-
& lems will vary. Choice in forms of support is of central importance

2 0 increasing the effectiveness of the home care system. So is the
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right of the clients to influence the forms of support which are to be
made available to them. Rather than accepting every service for
which the government says they are eligible, the caregiving uni
(with access to professional advice) selects the specific forms: of
support from a smorgasbord of offerings that will alleviate major
impediments to their coniinuing involvement in home care. In this
way the state empowers two powerless groups, the dependent aged
and the female carers, providing them with an opportunity to make
choices which will improve their quality of life. Of course, the
success of such a scheme depends on the state being generous in the
number of options it offers as part of its community care package.
In short, the task of relieving caregiving burden through policy
formulation is not an impossible one. Introducing fiexibility and
acknowledging consumer knowledge of needs should enhance the
effectiveness of community support for home care and thereby
reduce burden. Redirecting a portion of community services from
the individual to the family should alleviate burden through im-
proved quality of care for the carereceiver and improved quality of
life for the caregiver. In return for its investment, the state can fake
pride in a cost-effective welfare system which encourages rather
‘than discourages caring and that helps supply the cement to hold
families together as the basic building blocks of our social structure.

%
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- Occasionally it happens that one’s scientific pursuits and the reality

of everyday life become intertwined in a most satisfying way. At

- other times one confronts the other in a disturbing fashion. As I was

writing the conclusion of this book, my next door neighbour lay in
hospital dying of cancer. Her death was relatively quick, there was
little time for family and friends to give her the painstaking care that
I had seen so many times in my interviews. What made her death SO
poignant to me was that she herself had been a carer in every sense
of the word. She had been a living example of why writing this book
was so worthwhile. Here is her story :

Hazel cared for her family and her children’s families with great

- concern and love, of which she seemed to have endless quantities.

She cared for me and my family, always displa; ing the uncanny
habit of providing just the right kind of supportipt the right time.
And most importantly she cared for her own;méther for some
fifteen years; a woman whose reputation for strength and deter-
mination was legendary in the neighbourhood. Many a time Mrs H.
was thought to be failing fast; but she always seemed to rally and
indeed lived to the ripe old age of 86. Through all these years,
through increasing disability and sickness, her daughter was there:
providing food, doing the laundry, giving companionship, organising
medication and providing personal care. Just before Mrs H. died, 1
remember visiting at what later was revealed to be a most traumatic
time. Nursing homes were anathema to Mrs H. So too was leaving
her own home. I remembe vividly the anger in her eves and the -
sadness and despair in her daughter’s as they discussed the need for
more professional care. Soon after, Mrs H. was placed in a nursing
home. Her daughter had no difficulty finding a place; admission on
the grounds of health needs was long overdue. This time, the
Xpected death became a reality. That was just over a year ago.

. Hazel hardly had tifne to get over her grief and settle into her new
lifestyle than her own battle for life began. Cancer struck quickly
and viciously. With two months of diagnosis, she was dead. As I

< Stood in the small church packed to overflowing, I couldn’t help but |
2 COompare the final stages of the lives of mother and daughter. It |
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seemed so unfair. That’s not to suggest that Hazel’s last days should
have dragged into years. I wouldn’t have wanted that for her, nor
would she have wanted it. Like so many carers, Hazel had aiways
said that she wouldn’t want her children to do as she had done. The
unfairness that struck me that day was that she had always given so
generously of herself to so many people, but had been cheated of
the time to take pleasure in the kindness of others.

Hazel, I am sure, would not have seen it this way. She gave
because she wanted to, not forwhat she would get in return. Yet [
for one wish that I had given back more. As I walked out of the
church that day, I was sure that others shared my feelings.

There are many more like Hazel in the community who provide
support to others, but at the end of the day appear to be given little
respite from life’s troubles for their kindness. It may have been their
choice, they may not have any regrets. They may be happy and
fulfilled. The fact remains, however, that others are the real ben-
eficiaries of their care. As individuals, we owe them and give them

- our thanks.. As a society, however, we have taken with little
s rec1procauori It is time that we did more than just accept the
' generosity o

our carets. It is time for us to give/them our respect
and recognition. Social policy which acknowledges carers as much
valued allies in promoting community well-being is the first step in
that direction.

ke
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-8 Tried to control everything I did. (Re

: Appendix 1 The affection and

autonomy scajes?

Affection

1 %njoyed talking things over with me.

2 Could make me fee] better when I was upset,

3 Appeared to understand my problems and worries.

4 Was affectionate to me,

5 Did not praise me . (Reverse score) |

6 Did not talk with me very much. (Reverse g

7 Did not help me as much as I needed. (Reygiise

8 Did not seem to understand what | needed of wa
score) ;

nted. (Reverse

Autonomy

My...
1 Let me do those things I liked doing,
2 Liked me to make my own decisions.

(Reverse score)

as over-protective of me. (Reverse score) _
Tried to make me dependent on her/him. (Reverse score)
€rse score)




~__Appendix 2 The personality

scales

- Activity

Seif-esteem

I feel that I'm a person of worth, at least on an equal with others.
I feel that I have a number of good qualities.
I am able to do things as well as most other people.
take a posmv? attitude to myself.
(On the whole I'am satisfied with myself.
| wish I could have more respect for myself. (Reversd score)
All in all, I'm inclined to feel that P'm a failure. (Reverse score)
I certainly feel useless at times. (Reverse score)
I feel I do not have much to be proud of. (Reverse score)
At times I think I am no good at all. (Reverse score)

Mastery

What happens to me in the future mostly depends on me.

I can do just about anything I really set my mind to do.

I feel that I have control over the direction my life is taking.

I often feei helpless in dealing with the problems of life. (Reverse
score)

I have little control over the things that happen to me. (Reverse
score)

There is really no way I can solve some of the problems I have.
(Reverse score)

1 enjoy being always on the go.

I often feel as if I'm bursting with energy.

I like to keep busy all the time.

When I do things I do them with great vigour.

Ifam not a particularly active person. (Reverse score)

- I'get worn out quickly. (Reverse score)

I have less energy than most people my age. (Reverse score)
I don’t have lots of vim and vigour. (Reverse score)
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" Forgiving (willing to pardon others).
- Generous (sharing what you have with others). ..

Appendixes 153

Sociability

[ am very soctable.

I make friends very quickly.

I have many friends.

I usually prefer to do things alone. (Reverse score)
I tend to be shy. (Reverse score)

Kindness

Tolerant (accepting others even though they may be different from
you).
Helpful (being always ready to assist others).

Emotionality v

A REY

Fort el B

I frequently get upset.

There are many things that annoy me.

I am somewhat emotional. L

When displeased I let people know it right away

I am known as hot-blooded and quick-tempered. -

When I get scared I panic.

Itend to hop from interest to interest quickly.

I get bored easily.

I have trouble controlling my impulses.

I am almost always calm — nothing ever bothers me. (Reverse
score)

- Ican tolerate frustration better than most. (Reverse score)
- Ittakes a lot to get me mad. (Reverse score)

mewﬂmﬁﬁé&ﬁ%%ﬁmk Bl

chll and scream less than most people my age. (Reverse score)
- T'am not easily frightened. (Reverse score)




Appendix 3  Alpha reliability
o coefficients (the

diagonal),
intercorrelations,
means, and
standard
deviations for the
personality scales

Personality scales 1 2 3 4 5 6
1 Self-esteem .84
2 Mastery 57 71
3 Activity 28 45 .80
4 Sociabi!ity 32 23 .35 69
5 Kindness - 07 04 14 18 61
6 Emotionaiity -39 ~.43 ~27 .00 28 .83
M 4004 2157 3772 1657 1303 3750
SD 6.64 4.67 6.67 4.29 222 9.97
N 134 132 133 135 127 135
...... o |
f .+
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2 Caregiving burden — what the literature tellg us

» 1984; Lazarus et al., 1985)

B8 dppraisal which indi-
viduals make of these events. Attitude theorists hake inade the distinction
between logic and ‘psycho-logic’ (Osgood, 1961).

3 Developing a research mode] |
1 It is conceivable that some of these variables, patticularly the resource

between’ upon ‘go-between’, together with a depersonalised letter, un-

' ps noted in this chapter have
05, Jevel using chi-square

H

6  Are caregivers burdened?
& 1 The inadequacy scale correlated —.28. (N = 133, P<.001) with carer's
=  age. The mean for women on the inadequacy scale was 15.50 (SD = 2.52)
Compared with 14,25 (SD = 2.44) for men (#(133) = 2.53, Pp<.001). The
ean for nonspouse carers on the inadequacy scale was 15.66 (SD =
BE  2.45) compared with 14.48 (SD = 2.54) for spouse carers (/(134) = 2.75,
e Pp<.01). , ESE
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7 Caregiving workload o

1 These items formed a cohesive scale measuring the availability of
confidant for the carereceiver. The alpha reliability coefficient was .58

2 Women had a mean of 14:66 (SD = 6.50) and men a mean of 12.02 (SD
= 6.88). ({131] = 2.25, p<.05).

3 Using chi-square test of independence, (x)[1] = 6.10, p<.05).

8 The crises of decline
rl X* tests of independence produced the following values respectively:

33.54 (1df, p<.001), 15.91 (1df, p<.001), 16.17 (1df, p<.001), 72.63
(1df, p<.001). |

2 The hypothesised relationships between affection and burden and affec.
tion and symptoms are non-linear and were therefore tested using the eta
coefficient.

3 t(2136)=2.00, p<.05 )

4 x° tests of independence produced the following values respectively;
4.72 (1df, p<.05), 24.29 (1df, p<.001), 6.18 (1df, p<.001).

5 x*(1) = 8.67, p<.01 |

9 Personal resources

1 1(132)=2.43, p<.05

2 H124)=1.98, p<.05 !
3 x*(1)=5.38, p<.05

10 Social and material resources

1 Because of a significant difference in subgroup variances, separate vari-
ance estimates were used in the calculation of the 7 statistic: 1(45) = 2.72,
p<.01.

2 K135)=3.01, p<.01

3 x“(1)=6.00, p<.05

4 x*(1)=9.25, p<.01

5 t(2132)==3.25, p<.001

6 x“(1)=11.37, p<.001
xz(;l_),=4.92, p<.05

1 Predicting and understanding burden: A synthesis '

1 The emotional disturbance and cognitive impairment scales were
combined because they were relatively highly intercorrelated (r=.48,

=131, p<.001).

2 The minor psychiatric symptoms scale was used instead of the personality
scales of self-esteem and emotionality because.these measures were found
to be empirically indistinguishable from each other in this data set.

3 H(79)=2.44, p<.05 | .o
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