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Disabled and Aged
Persons which included
questions related to
co-resident caregivers.
Furthermore, there is little
local information on the
impact of caregiving on
the physical and emotional
wellbeing of the caregiver.
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The
increas
ing
rates of

isability and a major
hift from custodial to
ommunity care for
eople with severe
nd chronic
isabilities has led to
n increasing reliance
n families and other
npaid caregivers in

he home. How are
hese carers coping,
nd what is the impact
f caregiving on the
ealth and wellbeing
f family carers over
ime?

ILARY SCHORELD
nd HELEN
ERRMAN report on

he first stage of an
ntegrated research
nd health promotion
rogram for informal
arers.

elatives and other
unpaid caregivers
in the home are

ajor sources of support
or people with long-term
llness and severe
isabilities. With an
geing population,
ncreasing rates of
isability and the growth

in 'community care', the
role of the family
caregiver has expanded in
recent years and will
continue to expand.
(McCallum 1992a, 1992b;
Otis and Howe 1991;
Rosenman 1991)
It is not surprising,
therefore, that family
caregiving is becoming a
major focus of research
interest overseas (Green
1985; Hooyman 1990;
Levin et at 1989) and
more recently in Australia
(Braithwaite 1990;Brodaty
and Gresham 1989;
Draper et at 1992; Schultz
and Schultz 1990).
Moreover, in recent years
informal carers have been
gaining some recognition
in government policy at
the state and federal levels
(Bozic, Herrman and
Schofield 1993);
Mid-Term Review 1991).

Even so, there is little
local information about
the prevalence of
caregiving and the socio-
demographic
characteristics of
caregivers. In Australia,
the most reliable
information comes from
the Australian Bureau of
Statistics' 1988 Survey of

Research to date, largely
overseas, suggests that the
levels of stress involved in
caregiving can be high and
may result in psychiatric
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caregiving can be high and
may result in  psychiatric
disturbance in the
caregivers themselves
(Morris et al 1988.) 

To date, research has
largely focused on carers
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in particular disability
groups (for example,
dementia, schizophrenia.
intellectual disability) and.
for the most part, has been
based on small samples
drawn from support
organisations or service
providers. Family
caregiving covers the full
spectrum of ages and life
stages, illnesses and
disabilities. Caregivers can
be mothers, daughters,
sons, spouses, close
friends or neighbours.
Sampling and
methodological limitations
have not permitted the
exploration of differences
between these groups.
Moreover, most studies
have been cross -sectional.
See Herrman, Singh,
Schofield, Eastwood,
Burgess, Lewis and
Scotton (in press) for an
overview of overseas and
local research, Raveis,
Siegel and Sudit (1988-89)
for a critical review of past
research. Braithwaite
(1992), Murphy, Schofield
and Herrman (1992) and
Pearlin et al (1990) for
analyses of relevant
conceptual and
measurement issues.
Overall, it is unclear
which generic factors,
including service
provision, are important in
influencing the experience
of caregiving. We do not
know the significance of
factors specific to groups
defined either by disability
or age of the care
recipient, or by age, sex,

socio-economic status or
other characteristics of the
caregiver.

The Carers' Program

The Victorian Health
Promotion Foundation is
supporting a major
research and intervention
program focusing on the
wellbeing of families
caring for people with a
range of severe and long-
term illnesses and
disabilities.

Employing a cross -
diagnostic approach, the
program is using a stress
and coping theoretical
framework to explore the
impact of caregiving on
carers over time, the
variety of responses to this
role and use of services.
Findings from the
longitudinal research
study and from a review of
health promotion activities
will be used to identify
intervention strategies to
assist carers in their
caregiving role. The two
aspects of the program
(research and
interventions) will proceed
in parallel and interact
with each other. That is to
say information
progressively available
from the research study
will be used in the design
of interventions. The
implementation and
evaluation of interventions
in specific groups will be
incorporated within the
longitudinal research

study on the effects of
caregiving.
More specifically, the
study aims to survey the
distribution of informal
caregiving in Victoria,
assess the impact of
caregiving on the
emotional and physical
wellbeing of family carers,
explore the experience of
caregiving, the problems
and the supports, and
identify services and
strategies used by
caregivers which help to
ease their burden.

This paper reports some
preliminary findings from
the first wave of data
collection in the first stage
of the study. Because of
the breadth and
complexity of the study,
involving as it does the
full spectrum of family
caregivers, and in order to
obtain an accurate profile
of carers in the state, we
estimated that we would
need a representative
sample of approximately
1000 caregivers. We
further estimated that one
or more caregivers would
be identified in between 5
and 10 percent of
households surveyed, and
that a proportion of those
would decline to be
interviewed. In order to
allow a more accurate
calculation of the number
of households to be
surveyed and a meaningful
assessment of the
effectiveness of our
method, screening
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questions and interview, it
was decided to start with
an initial survey of 2000
households.
A questionnaire was
developed to identify and
obtain information from
carers of people with
disabilities and a
comparison group of
'non-carers'. Information
was sought in relation to
socio-demographic
characteristics, aspects of
the caring role including
social and emotional
responses, service use, and
measures of social
support, coping strategies,
health and emotional
wellbeing of the carer, life
satisfaction and so on.
Using the Australian
Institute of Family Studies
computer assisted
telephone interviewing
(CATI) system and a team
of trained interviewers, a
state-wide random survey
of 2000 telephone
numbers was conducted in
November 1992.

Excluding 305 telephone
numbers, which were
found to be disconnected,
non-residential or
non-contactable (engaged
or not answered on
repeated occasions). 91
percent of households
were screened: that is 9
percent refused to answer
screening questions. Of
the 136 caregivers
identified, 72 percent
agreed to be interviewed.
The response rate for the
comparison group was a

slightly lower 68 percent.
The proportion of
households in which
a carer was identified was
calculated at 9 percent.
This paper is based, then,
on the initial sample of 98
carers.
Table 1 Personal characteristics of
caregivers (n = 98)

%
Sex Female 79

Male 21
Age in years 15-29 6

30-44 40
40-59 33
60-74 16
75+ 5

Marital status Married 77
Has partner 4
Neither 19

Table 2 Relationship of carer to care
recipient (n = 98)
Carer %N Female
Adult Offspring 41 32
Parent 26 21
Partner 19 13
Other relative/friend 14 11

Table 3 Residential status of care
recipient (n = 98)

%
Lives with carer 54
Lives alone 22
In residential care 15
Lives with other 8

Findings

The CATI system was
found to be an effective
method of gathering data
from family caregivers in
that it was relatively
non-intrusive and allowed
the flexibility of both
precoded and free
response questions. Most
importantly, the fact that
98 percent of carers
agreed to be interviewed
on subsequent occasions
suggests that they felt
comfortable with the
method and content of the
interview.

Here, presentation of
findings is limited to
descriptive information
about the initial sample of
98 carers, and no
comparisons are made
with the sample of
'non-carers'. What the
findings reflect most is the
heterogeneity of carers
and the diversity of
caregiving roles and
circumstances.

Characteristics of caregivers

As shown in Table 1, there
were both men and
women carers, but not
surprisingly women
predominated (79
percent). Caregivers
covered a large spectrum
of ages from 15 to 80 but,
consistent with other
research, most fell in the
middle age ranges, with
more than 70 percent aged
between 30 to 59 years of
age. Most (over three-
quarters) were married.

There was diversity, too,
in terms of the carer's
relationship to the care
recipient (Table 2). The
largest group comprised
adult offspring (41
percent), mostly
daughters, caring for
parents. Next came
parents (26 percent), again
mostly mothers, caring for
children. Then came those
caring for a spouse or
partner (19 percent), of
whom most were wives
caring for their husbands.
The remaining 14 percent



__________________________________________________________________________________
______________________

This article is made available by the Institute for Family Advocacy & Leadership Development
and cannot be used except for the sole purposes of research and study

File Number: 10143 Page 4 of 12

were caring for a range of
other relatives including
parents-in-law,
grandparents and siblings,
and a tiny handful caring
for friends.
Living arrangements were
another source of
variation. A little over half
the caregivers (54 percent)
lived with the person they
were caring for. A
relatively high 22 percent
of care recipients lived
alone, and 15 percent lived
in residential care (Table
3).
All spouse caregivers and
the vast majority (84
percent) of parents caring
for their children were
co-resident. Conversely,
daughters and sons (43
percent) were likely to be
caring for a parent who
lived alone: 25 percent of
parents received live-in
care from their children
and an equivalent
proportion was in
residential care.
The length of time carers
had been providing care
for their relatives ranged
from one month to 27
years. Most participants,
in fact, had been caring for
their relatives for some
years, and for a sizeable
minority it was in excess
of five even ten years "
(Table 4).

As Table 5 shows, the
amount of time spent
caring for relatives varied
from 7 days a week for 57
percent of the sample to
one day or less for 19
percent. Marked variations

were associated with
living arrangements.

As Table 6 shows, for
most co-resident carers
(88 percent), their caring
role was seven days a
week. For non-resident
carers the time spent
caring varied depending
on where their relative
was living.
Understandably, carers
were more likely to
provide daily support to
family members who lived
alone than to relatives
living in residential care or
with another relative or
friend. That is, 32 percent
of carers, of people living
alone provided daily
assistance compared with
13 percent of the small
number whose relatives
were in residential care,
and none of the carers of
family members living
with other relatives or
friends.
Table 4 Duration of care: percentages
of carers (n = 98)

%
1 year or less 16
13 months-2 years 19
3-5 years 28
6-9 years 20
10 years or more 17

Table 5 Time spent caring: percentage
of carers
Days per week %
7 57
4-6 11
2-3 13
1 or less 19

Table 6 Percentages of co-resident and
non-resident carers providing daily
care

% %
Co-resident 88 52
Care recipient

lives alone 32 22
in residential care 13 15
with relative or friend 0 7

Care recipient characteristics

A little over half the care
recipients were female
(Table 7). Consistent with
the greater longevity of
women, daughters and
sons for the most part
were caring for their
mothers with only a small
proportion caring for
fathers. However, when it
came to parents caring for
children, there were more
sons than daughters with
illness or disability: again,
this is consistent with
differential rates of
disability between boys
and girls.
Table 7 also shows that
care recipients ranged in
age from four to 98 years
of age. However, whereas
there was a concentration
of caregivers in the middle
age ranges, the converse
was true for care
recipients. Care recipients
were predominantly in the
older age groups with
almost half being, 75 years
or more and, to a lesser
extent, in the young: 17
percent were children
under 14 years of age.

Illness or disability

Regarding long-term
illness or disabling
condition: around 90
percent of care recipients
had multiple problems.
Responses to open-ended
questions indicated a wide
range of conditions
including multiple age-
related problems, diabetes,
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stroke, dementia, heart
disease, cancer, arthritis,
asthma, musculoskeletal
problems including limb
amputation, psychiatric
problems, developmental
delay and so on.
Carers were asked, in lay
terminology, with
examples, whether their
relatives suffered from any
of the broadly categorised
disabilities (listed in Table
8) and, if so, whether the
problem was mild,
moderate or severe.
Almost half were reported
as having moderate or
severe physical/mobility
problems, and in the
majority of cases the
problem was severe.
Similar proportions also
had problems with fine
motor co-ordination. Not
surprisingly, those with
mobility problems also
tended to have co-
ordination problems.
Mobility problems were
significantly associated
with increasing age.
Around 40 percent had
long-term health
problems, which in some
cases constituted the major
illness or disabling
condition. With sensory
loss, it was only in a
handful of cases that

Table 7 Characteristics of care
recipients (n=98)

%
Sex Female 56

Male 44
Age in years 0-14 17

15-29 7
30-44 6
45-59 4
60-74 17

75 years and over 49

Table 8 Percentages of care recipients
with the following severe or moderate
disabilities (n=98)

Severe Moderate
Physical/mobility problems 28 16
Co-ordination difficulties 19 22
Long-term health problems 15 26
Sensory loss 14 27
Psychiatric problems 13 21
Intellectual impairment 13 21
Problems communicating 8 13

hearing or visual
impairment was specified
as the main disabling
condition. However, with
increasing age came
increasing proportions of
care recipients with
sensory loss - 70 percent
in the case of those over
65 years of age.

About a third of the care
recipients had psychiatric
or emotional problems of
a severe or moderate kind.
Similar proportions were
impaired intellectually.
Those with intellectual
problems tended to have
emotional problems and
difficulties in
communication, such as
speech difficulties or in
understanding others.

Overall, 56 percent of care
recipients were reported as
having at least one severe
disability, 36 percent with
at least one moderate
disability and a low 6
percent with mild
impairments only. A little
over half used special aids
or equipment such as
walking frames or hearing
aids.

Caring role

A common feature of
caregiver research is
obtaining information
about assistance with
activities of daily living.
In the present study such
information was not
sought from parents of
children with disabilities
under the age of six years
(N = 6) on the assumption
that assistance would be
provided even in the
absence of impairment.
Help needed and given, of
course, will vary with the
impairments of the care
recipient and the
capacities and inclination
of the caregiver.

According to carers (Table
9), the tasks for which
assistance was most
frequently needed were
organising appointments
and social services (63
percent) and going out (61
percent). About half
needed help with
managing money, such as
keeping track of expenses
and paying bills (52
percent). A little over a
third needed assistance
with personal care tasks
such as bathing,
showering (36 percent)
and dressing (35 percent).
A relatively high 26
percent needed assistance
with incontinence
problems and a similar
proportion with getting in
and out of bed.
Non-resident carers were
also asked about
assistance with general
household tasks: help with
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shopping (82 percent),
repairs around the house
(81 percent) and general
housework (77 percent)
were those most often
needed.

Table 9 Percentages of care recipients
needing help with activities of daily
living* (n=92)

%
Organising appointments 63
Going out 61
Managing money 52
Taking medications/changing dressings 40
Bathing/showering 36
Dressing 35
Incontinence problems 26
Getting in or out of bed or chair 25
Communicating 20
Eating/feeding 17
Using the toilet 15
Moving about the home 15
For non-resident care recipients
Shopping 82
Repairs around the home 81
General housework 77
Washing and ironing 65
Cooking or preparing meals 58
Financial Support 18
*Excluding children under age of 6
years.

There was a clustering in
carers’ activities. Not
surprisingly, carers who
helped their relatives to
bathe or shower were also
more likely to help with
dressing, using the toilet,
incontinence problems and
getting in and out of bed
or a chair. Help needed
with the latter, implying
limited mobility, was also
linked with various other
mobility-related tasks
including using the toilet,
dressing and moving about
the house. Similarly,
carers who organised their
relatives' appointments
and social services were
also likely to be managing
their money. For non-
resident carers, those who
helped with washing also

assisted with cooking and
general housework.

As shown in Table 10, in
addition to the special
assistance given to
relatives because of their
illness or disability, most
of the caregivers had the
main responsibility for the
day-to-day tasks for the
whole household. That is,
75 percent cooked,
washed and ironed for
their families, and around
70 percent undertook the
light and heavy household
chores including
vacuuming and cleaning
the bathroom, shopped
and organised health and
social services. Moreover,
more than half the carers
(57 percent) said that they
spent extra time doing
these chores because of
their caregiving
responsibilities.

Behaviour problems

Caring for a relative with a
chronic illness or
disability often involves
dealing with difficult
behaviours. Carers
reported that the most
common forms of difficult
behaviour were the
repetition of questions and
stories, the inability to
concentrate, being cranky
or easily irritated, listless
and fatigued, forgetful or
confused. Between 60 to
70 percent of carers said
their relatives 'often' or
'sometimes' behaved in
these ways (Table 11).

Behaviour problems often
clustered together. For
example, those who were
easily irritated were more
likely to have very
changeable moods, be
uncooperative, aggressive,
even suspicious or
accusing. Forgetfulness
and confusion were linked
with an inability to
concentrate, being
withdrawn, hardly ever
speaking and being fearful
and afraid
Most carers (77 percent)
indicated that their
relatives had at least one
behaviour problem 'often'
exhibited. Moreover, a
relatively high 39 percent
of carers found their
relatives' behaviour
problems difficult or very
difficult to cope with.
Carers were asked to
comment on the most
difficult aspects of their
relatives' behaviour. While
some talked about the
emotional and physical
pressures of dealing with
particular behaviour
problems, others talked

Table 10 Main responsibility for
household tasks: percentages of carers

%
Cooking or preparing meals 76
Washing and ironing 75
Light housework 70
Shopping 69
Organising health and social services 68
Heavy housework 67
Managing Finances 57
Taking or driving people places 52
Repairs around the house 33

when he suffered
traumatic brain damage,
emphasised the positive
aspects of caregiving. Not
only did she herself find
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'none of his behaviours too
difficult to cope with.' she
also noted that the good
thing about family and
friends helping in caring
for her son is that 'they
love him'. Theirs is a
'close family, and
caregiving makes us
closer, in a way.'

A wife aged 32 caring for
her husband aged 42, also
with traumatic brain
damage, noted in relation
to support from family and
friends: 'It takes the strain
off me and they gain an
understanding of the
difficulties I'm having...
but it's inconvenient for
them, it places a burden on
them which is not their
responsibility... it also puts
(care recipient] into a
situation he'd rather not be
... I feel guilty because I
have to ask them ... I don't
want to put them out.'
For some carers, tension
between family members
was created through
differences in opinions
regarding caring
responsibilities and
difficulty accepting the
relative's disability. 'He
was really sick and I got
accused of not looking
after him ... that caused a
big blue,' commented a
daughter caring for her
elderly and severely
disabled father. 'My
brother causes trouble
because he can't accept
Mum's disability,' were the
feelings expressed by
another daughter, in this

case caring for her mother
with Alzheimer's disease.
Assistance from her
family and friends had not
been sought by one
mother caring for her son
with psychiatric and drug
use problems: 'They'd
have a pink fit if they
found out... they're
intolerant to drug use and
the reasons for drug use ...
their overall ignorance
wouldn't help a bit.'

Carer health

Briefly, 42 percent of
carers indicated that they
had experienced major
health problems in the past
year, and a third reported
having a long-term illness
or disability themselves.
Furthermore, almost two
thirds agreed that they
were exhausted when they
went to bed at night and
around half felt that they
had more things to do than
they could handle. The
proportions of carers
experiencing health and
overload problems seem
high. However, before any
inferences can he drawn
about the possible
relationship between
health problems and
caregiving, analyses
contrasting our carer
sample with our
comparison group need to

be undertaken. The same
is true for our measures of
carer wellbeing. Findings
in relation to the health of
caregivers underline the
importance of having a
comparison group of
people who are not caring
for someone with special
needs.
For some carers the effects
of their caregiving role on
employment opportunities
have obvious financial
implications. As Table 14

Table 13 Percentages of care recipients
having seen various medical and health
practitioners in the past six months
(n=98)

%
General practitioner 89
Physiotherapist 19
Occupational therapist 14
Psychologist/psychiatrist 11
Other medical specialist 50
Other health specialist 45

Table 14 Occupation percentages of
carers

%
In paid employment full-time 27

part-time 19
Home duties 29
Retired 18
Studying 2
Unemployed and looking for work 2

shows, a little over half
the carer sample was not
in paid employment.
Mostly these carers were
engaged in home duties or
retired, a small number
were full-time students or
were unemployed and
looking for work. While
only 8 percent of those not
in paid employment
indicated that they had had
Almost two thirds of carers agreed that
they were exhausted when they went to
bed at night, and around half felt that
they had more things to do than they
could handle.
________________________________________________
__________________
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to give up their jobs, 20
percent felt unable to take
a job because of their
caring commitments.
Although work was a
source of relief and an
opportunity to develop
other interests for over
half those in paid
employment, it was also a
source of competing
demands: a majority
worried about their
relatives while at work
and some complained of
repeated interruptions
during working hours. Not
insubstantial numbers
indicated that their
caregiving responsibilities
meant they had less
energy for work (28
percent), had had to take
periods of unpaid leave
(28 percent) and work
fewer hours (20 percent).
Caregiving for some had
meant refusing promotion
or taking a less
responsible job.
A mother in her thirties
caring for a son with
cerebral palsy commented,
'Not being able to go to
work has a big change on
finances.' Similarly, a
woman in her early forties
caring for her husband
with kidney failure and
related problems said,
'There’s no real avenue in
this situation for someone
to keep their job.’ Another
mother caring for her
young adult son with
psychiatric and
drug-related problems
noted other costs in
caregiving, besides the

emotional ones, as, legal
fees, doctors, and keeping
him out of jail.'

Summary and Conclusion

Many studies in the past
have used stringent criteria
to define a caregiver - time
spent caring, number of
activities of daily living
for which help is given
resident status. However,
applying these types of
criteria automatically
excludes a large number
of carers. The amount of
time spent caring, the
tasks performed, whether
or not the carer lives with
the care recipient are
likely to vary, for
example, between men
and women or according
to the carer's relationship
to the care recipient.
As yet there is no clear or
agreed definition of a
carer in the literature. In
this initial wave of data
collection it was our
intention to sample a
comprehensive range of
people providing differing
levels and types of support
to family members whom,
in turn, represented a
range of disabling
conditions. The study is
based on the assumption
that the impact of
caregiving may vary
significantly with
relationship, gender, life
stage, number of children,
financial situation,
employment, and so on.
Thus, the broad spectrum
of caregiving in the

community was included
to explore differences
between groups, and to
take account of different
levels of caring intensity,
the effects of these on
caregivers, and how these
compare with the
caregiving responsibilities
of the general population.
Self - identification
appeared to work well in
providing a basis for a
conceptual analysis of
caring and a more explicit
definition of a carer. This
will form the subject of a
subsequent paper.
This paper has been
limited to sonic basic
descriptive information
about the caregivers
identified in the first wave
of data collection in the
study. Further analyses,
including a variety of
measures relating to the
socio-emotional aspects of
the caring role, coping
strategies, life satisfaction
and so on, are yet to be
undertaken, as are
comparisons with our
group of non-special needs
caregivers.
Unlike most previous
research in the area, the
family caregivers
interviewed in this first
wave of data gathering
were identified from a
random survey of
Victorian households.
Hence, they are likely to
reflect (within the limits
imposed by the relatively
small initial sample size of
98) the population of
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Victorian caregivers in all
its apparent diversity.
Carers were men and
women, but mostly
women. They ranged from
the very young to the very
old, but the middle-aged
predominated. They were
mostly mothers, daughters
or spouses, but some were
fathers, sons,
grandchildren, siblings,
daughters-in-law or
friends. They were mostly
co-residents or caring for a
relative who lived alone;
for some, however, the
person for whom they
cared lived with others or
in residential care. Some
had been caring for only a
few months but for most it
was years, even decades.
Carers differed, too, in the
amount of time spent, the
amount of help provided,
and the tasks performed in
caring for their relatives.
Not only was there
heterogeneity in the carers
but also in those for whom
they cared: male and
female, the very young
through to the aged (but
predominantly the latter).
Most had multiple
impairments, but the
nature and severity of the
illnesses and disabilities
varied enormously. With
the disability came a
variety of difficult
behaviours.
In spite of the demands of
caring, use of formal
services (other than
medical) was very low.
Carers relied mainly on
family and friends for

support. Even so, feelings
of exhaustion prevailed
and health problems in
Table 11 Percentages indicating care
recipient behaves in the following ways
sometimes or, often (range of ns=94-
98)

Often Sometimes
% %

Repeats questions or 
stories 40 26
Cannot concentrate or is
 too easily side-tracked 31 31
Is cranky or easily 
irritated 30 38
Becomes listless and 
fatigued 29 37
Is forgetful and confused 28 32
Seeks attention 25 28
Gets depressed 20 38
Is hyperactive or restless 20 29
Has very changeable 
moods 18 25
Is fearful and afraid 13 29
Is uncooperative 11 31
Is withdrawn or hardly 
ever speaks 9 22
Is aggressive 8 25
Is suspicious or
 accusing 8 14
Is physically violent 4 3
Endangers (himself/
herself) 3 12
Injures or abuses (himself/ 
herself) 3 6
Wanders and gets lost 2 5
Doesn’t know who you 
are 2 3
Shows inappropriate
sexual behaviour 1 1

of their long-term
anxieties about their
relatives, the effect of the
disabling condition on
their lives, the imminent
mortality of a loved one,
the loss of companionship
of the person they used to
know.
A young mother caring for
her six-year old son with
asthma and
communication problems
said: 'His tantrums, they
just go on and on, yelling,
screaming he just stiffens
and I can't lift him.'
Another mother had
similar problems with her
11-yearold with
intellectual impairment: 'I
can’t cope with his
frustration ... he beats his
chest and bites his fingers.'

In contrast, is a mother
whose seven-year old son
has a physiological
condition resulting in
incontinence: 'that it is
most likely for life and
how that will affect him.'
was the most upsetting
aspect. Likewise, a mother
caring for her young adult
son with HIV: in spite of
severe behavioural and
emotional problems, 'the
fact that he will die soon,'
was the most difficult
aspect to come to terms
with.
For a father caring for his
17-year-old son with some
intellectual impairment
and psychiatric problems,
'trying to get him active ...
to keep him occupied.'
was the most difficult
thing: 'Thoughts go
through his head, he just
sits there and cries - it
could happen ten times a
day.'
'I hate seeing her sad,' was
the response of a
schoolgirl caring for her
mother with a disabling
and terminal illness; while
for a 35-year-old daughter
caring for her mother with
Alzheimer's disease it was
'the fact that she's
aggressive and doesn't
know who I am'; and for a
78-year-old wife caring
for her husband aged 79
with Parkinson's Disease it
was 'not having him with
me when I go out.'

Use of community services
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Considering the shift away
from institutional care in
favour of home-based or
community care, the use
of formal services to assist
in family caregiving is of
particular interest in the
current program.
However, excluding, those
whose relatives were in
residential care, only a
minority of the
respondents received
regular formal services to
assist in their caring role
(Table 12a).
Transportation (for
example, multi-purpose
taxis or community buses)
and general home help
were the most frequently
used services but, even so,
only by 17 percent of
carers. Specific home help
(that is, assistance with
minding, bathing, caring
for their relative) was used
by 12 percent of carers
with a similar proportion
using a community
nursing service. The
Meals on Wheels service
was received by 7 percent.
It is perhaps relevant that
less than half the carers
(47 percent) had received
any information about
relevant services and
organisations. Comments
regarding services
included: 'There must be
services out there that we
need but do not know are
out there.' 'I haven't sought
anything so I don't know
what's available.'
In the case of one-time
services (Table 12b), 29
percent had received home

modifications (for
example, ramps, handles,
rails) to assist in caring for
their relatives. Counselling
or therapy related to their
relative’s condition had
been received by 18
percent of carers, and a
handful had done a
training course to learn
skills related to their
caring role. While only 5
percent of the carers had
had any kind of respite
care for their relatives in
the past 12 months, 20
percent said they would
like it. However, the most
common reason for not
using respite care was that
they didn't need it (59
percent) or that their
relative wouldn't like it
(15 percent). Some had
not heard of it. Other
carers expressed
reluctance: ‘I'd rather have
her go somewhere she
knows the person,' was
one comment; ‘I'd rather
look after her myself …it's
my responsibility,’ was
another.
Although most
respondents expressed
satisfaction with each
service used, the low
numbers receiving
services preclude detailed
interpretation.
Membership of support
organisations was low ( 12
percent). This is
particularly interesting in
that much past research
has been based on samples
drawn from support
organisations.

Medical and health services

In contrast to the use of
general services, most care
recipients had seen a
medical or health
practitioner in the past six
months for problems or
tests related to their
condition (Table 13). As
general practitioners are
usually the first contact
with health services, it is
not surprising (hat a very
high 89 percent of care
recipients had seen their
general practitioners in the
past six months. Most
carers (75 percent)
expressed satisfaction with
the service received.
While few care recipients
had visited a psychologist
or psychiatrist (11
percent), around half had
seen other medical
specialists (for example,
orthopaedic surgeon,
paediatrician, geneticist) 

Table 12a Percentages of carers
receiving formal community services*
(n=83)
Regular services %
Transportation 17
General home help 17
Home maintenance 13
Specific home help 12
Community nursing service 11
Meals on wheels 7
*Excluding carers whose relative is in
residential care

Table 12b Percentages of carers
receiving formal community services
(n=98)
One-time or other services %
Home modifications 29
Counselling or therapy 18
Training course for carers 8
Respite care in the past 12 months 5

and other health specialists
such as audiologists,
social workers). Positive
appreciation for the
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professional attention was
commonly expressed.
Considering the high
proportion with age
related disabilities, it is
perhaps surprising that
only 18 care recipients
overall (and 26 percent of
those 65 years or over)
had been assessed by a
geriatric assessment team.
A relatively high 43
percent of care recipients
had spent nights as a
patient in a hospital which,
in most cases, was in the
public system.
Concerning information,
advice and
communication: 77
percent of carers were
generally satisfied with the
level of communication
between the various
medical and health
professionals looking after
their relative. Likewise,
most (74 percent) were
comfortable with the
information that they had
received about their
relatives’ condition.

Informal Support

Although few carers
received help in caring for
their relative from local
services, over half (58
percent) were supported
by family and friends.
Help came from siblings,
parents, children, partners,
other relatives and friends.
However, this was
mainly in the form of
friendship, emotional
support and visiting,
with very few receiving

help in the form of
shopping, housework,
respite care nursing
/personal care or child
minding. Even so, there
was positive appreciation
expressed by all but six of
the carers who were
supported in this way.
Only 36 percent of carers
overall wanted more help
from family and friends.
Again, what was most
needed was
friendship/moral support
and visiting as well as
more practical assistance
with household chores.
Carers commented about
the good and bad aspects
of family and friends
helping. Despite the
severity of his disabilities,
on 67-year-old mother
who has been caring for
her 43-year-old son since
the age of 1 the carers
themselves were not
uncommon. Although paid
employment was a
welcome escape for some,
the conflicting demands of
work and caring
commitments created
problems? For those who
were unable to take a job
or were forced to work
fewer hours or refuse
promotion because of their
caregiving role, the
financial implications are
obvious.
In conclusion, the pleasing
response rate and the fact

that almost all the carers
interviewed agreed to be
re-interviewed on
subsequent occasions
highlight the effectiveness
of the CATI system for
both identifying and
interviewing family
caregivers. as (to the
preliminary findings.
Clearly, with the diversity
of caregiving roles and
responses, a much larger
sample of carers is
required to, first, obtain an
accurate profile of carers
in the state, second, to
explore, for example, the
interactive effects of
gender, residential status,
relationship, nature of
disability, age of carer and
care recipient on the
effects of caring, and,
third and most
importantly, to identify
carer needs and strategies
for easing the pressures.
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