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The Australian Institute of Family Studies is pleased to have the opportunity to make a
submission to the House of Representatives Standing Committee on Family, Community,
Housing & Youth Inquiry into Better Support for Carers.

The Institute has undertaken research into the impact of caring for a person with a disability
or who requires care because of old age. It has conducted a large-scale research study into
issues affecting carers, as well as bringing together a collection of research and policy analysis
published in a special issue of the Institute's journal, Family Matters. Our submission mainly
addresses the role and contribution of carers in society and the barriers to social and
economic participation for carers.

The Families Caring for a Person with a Disability Study
While a great deal is known about the impact and contribution of carers in society, much less
is known about how the carer and other family members work together to care for a relative
with a disability.

The AIFS Research Report 16, The Nature and Impact of Caring for Family Members with a
Disability in Australia (Edwards, Higgins, Gray, Zmijewski, & Kingston, 2008), was the output
from a collaborative project between the Australian Institute of Family Studies and the Carers
Branch of the Australian Government Department of Families, Housing, Community Services
and Indigenous Affairs. The Families Caring for a Person with a Disability Study (FCPDS)
investigated the impact of caring for a person with a disability on carers who received
government payments to care and on their families.

In late 2006, we conducted a telephone survey on a representative sample of 1,002 carers from
the total population of Australia's 474,600 primary carers receiving Federal Government
payments. This is the first detailed, nationally representative analysis looking into the lives of
families providing care. The study has several important features that make the findings
robust and reliable:
• A high percentage of carers participated in the interviews (73%), leading to reliable results.
• Participating carers were no different on key demographic variables than other carers who

received government payments.
• It was a very large survey of primary carers. We believe it is the largest survey of primary

carers receiving government payments in Australia.1

• We asked carers about how caring impacted on other members of their household.

It is a study specifically aimed at carers receiving Carer Allowance and Carer Payment and
results from these groups may not be able to be generalised to carers not receiving these
payments. •

Emotional, physical, relational and economic costs of caring
The major findings from the study suggest that while caring for a person with a disability is
very important, there are significant emotional, physical, social and economic costs to carers
and their families. Some key findings from the study are highlighted below.

1 By comparison, the 2003 Survey of Disability, Ageing and Carers had 870 primary carers, with a further
3,877 other carers also surveyed.
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Carers had significantly worse mental health and vitality and higher rates of
depression than the general population.
Differences between carers and the general population on these variables were evident for
carers of all age groups, except when carers were 65 years or older. The rates of clinical
levels of depression were 19% for female carers and 13% for male carers, while for females
and males in the general population they were 11% and 8% respectively (see Figure 1).
Fifty-one per cent of female carers and 30.7% of males also reported that they had been
depressed for 6 months or more since they started caring. Family members also
experienced high levels of depression, with 27.3% of partners, 12.1% of parents and 10.6%
of offspring of carers experiencing a depressive episode of 6 months or more since caring
began (see Figure 2).
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Notes: The incidence of clinical levels of depression in the past 4 weeks was also significantly higher for male and female
carers than males and females with no caring responsibilities (males: X2(1) = 5.84, p < .05; females: X2(1) = 39.18, p <
.001).

Source: FCPDS 2006; Household, Income and Labour Dynamics in Australia (HILDA) survey Wave 4.1

Figure 1: Clinical levels of depression over last 4 weeks, by gender and caring status
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Note: More partners experienced a depressive episode than children and parents of the primary carer (X2(2) = 93.67, p <
.001).

Source: FCPDS 2006

Figure 2: Family members' experience of depression
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2. The risk of carers and family members experiencing a depressive episode of 6 months
or more was greatest in the first year of caring.
The risk of carers experiencing a first depressive episode of at least a 6-month duration was
greatest in the first year of caring (over 13% of carers), but over the next 20 years the risk
was fairly stable at about 3%. For other family members, the first year of caring accounted
for 41.6% of all the first depressive episodes experienced by people with a disability and
17.9% of first depressive episodes of other household members. In this context, early
intervention is important in the first year of caring, and thereafter a less intensive but
easily accessible intervention may be more appropriate. The early intervention may need
to be intensive, given our data on the interconnections between carers and other family
members' mental health. It probably would need to address relationship issues such as
poor family functioning, for instance, as this variable was associated with higher rates of
depression within the family.

3. Almost twice as many carers were in poor physical health than the general
population (see Figure 3).
This was not the result of carers being older than the general population (see Figure 4). As
many of the risk factors for poor physical health were the same as for poor mental health
of carers, a coordinated bio-psychosocial intervention may best meet the needs of carers
and their families.
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Notes: A greater proportion of female carers were in poor physical health than females from the general population (x2 (1) =
45.30, p < .001). A greater proportion of male carers were in poor physical health than males from the general
population (X2 (1) = 38.66, p < .001).

Sources: FCPDS 2006; HILDA Wave 4.1

Figure 3: Incidence of poor physical health, by gender and caring status
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Notes: Compared to females in the general population, a greater percentage of female carers had poor physical health when
aged 18 to. 35 years (X2(1) = 13.25,p < .001), 36 to 50 years (X2(D = 33.68,p < .001) and 51 to 65 years of age (X2(D =
4.68, p < .05). There were not statistically significant differences for people aged 65 years or older (X2 (1) = 1.16, p > .05)

Sources: FCPDS 2006; HILDA Wave 4.1

Figure 4: Incidence of poor physical health, by age and caring status

4. Almost one in three female carers aged 50 or less had separated or divorced since they
started caring, while one in seven over the age of 50 had separated or divorced since
they started caring (see Figure 5).
The report also provides new information on the timing and risk of increased arguments
and relationship breakdown between carers and their partners since caring began. There
was heightened risk of arguments between carers and their partners shortly after
commencement of caring (see Figure 6), but an even distribution of the risk of relationship
separation over time. The first year of caring seems to be the critical period when
additional support may reduce arguments between spouses. The provision of care for a
person with a disability did not affect carers' satisfaction with their relationships with
other family members. However, carers' children did not get along as well with one
another when compared to the general population.
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Note: Female carers of a person with a disability who was not their partner (n = 396). Although there was a very high rate of
separation for carers aged 18 to 30(55.6%), this should be regarded with caution, due to the small sample size [n =
18); however, the other rates were robust.

Source: FCPDS 2006

Figure 5: Relationship separation of female carers, by age group
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