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daily, and typically extends over a number of years (AIHW,
2004). A primary carer’s role is “beyond that of wife, hus-
band, mother, father, daughter, son, sibling and friend”
(Schofield, Bloch, Herrman, Murphy, Nankervis, & Singh
1998). The focus is on what motivates people to take on
the role of primary carer, their access to assistance, effects
of caregiving on relationships with other family members,
and role satisfaction. Data and findings come from the Aus-
tralian Bureau of Statistics’ (ABS) Survey of Disability,
Ageing and Carers conducted in 1998 and 2003 (ABS,
1999, 2004), Australian and international literature. 

A brief look at primary carer numbers
A useful starting point is the number of primary carers, rel-
ative to the number of people who always or sometimes
need assistance with core activities. In 1998 there were an
estimated 450,900 primary carers, or 43 primary carers for
every 100 people aged 10 years or over with profound or
severe core activity limitation (hereafter referred to as
people in need of assistance). Had carer availability by age
group, sex, workforce participation category, and living
arrangement category at older ages continued at the rates
observed in 1998, there would have been around 492,700
primary carers in 2003 (AIHW, 2004). The official pub-
lished estimate of the number of primary carers in 2003 is
474,600 (ABS, 2004). The status of an additional 50,000

ore Australians than ever before need assis-
tance with daily living and most of that
assistance is provided by families. In 2003, over
one million people who experienced profound
or severe limitation in performing core daily

activities were living in private dwellings, compared with
approximately 170,200 people with this level of impairment
in cared accommodation, including hospitals (ABS, 2004).
Even considering those aged 60 years or over, the majority
lived in private dwellings (451,500 versus 157,500 in cared
accommodation; ABS, 2004). Only 3% of older people living
in households who needed assistance with core daily activi-
ties relied solely on formal care (AIHW, 2005). 

This article presents data about informal care as reported
by primary carers. Informal care, or care provided by fam-
ilies and friends, may precede, substitute for, or take place
alongside the provision of care by the formal care (service)
sector. ‘Informal’ refers to the provision of care according
to communal norms and obligations without direction
from state or organisation. Primary carers, who make up
around one-fifth of carers in Australia, provide ongoing
support to one or more persons who cannot independently
perform core daily activities: self-care (feeding, dressing,
bathing, toileting, etc.), mobility (moving around on a level
surface, transferring, etc.) and communication. Caregiving
by a primary carer is intense, in most cases is performed
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There are many people providing informal care to family members who require assistance with
daily living, including frail older people, and young people with a disability. This article presents

data about informal care as reported by primary carers.

An objective look at evidence on caregiving in families 
Crisis or commotion? 
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carers is unknown. Assuming that one in five of these
‘unconfirmed primary carers’ was indeed a primary carer
(confirmed primary carers accounted for 19% of all carers)
an alternative estimate for 2003 is 484,600. There is little
practical significance in the difference between 484,600
primary carers in 2003 and the projection of 492,700
based on 1998 rates, given that both are based on esti-
mates from statistical sampling.  

Depending on which estimate for 2003 is used (474,600 or
484,600) there were around 41 primary carers per 100 peo-
ple in need of assistance (a relative decrease over the five
years to 2003) or close to 43 primary carers per 100 people
in need of assistance (the same as in 1998). The ratio of 
primary carers to people in need of assistance could have
been higher than in 1998 if more than one in five uncon-
firmed primary carers was a primary carer. While the
comparison between 1998 and 2003 is not altogether
straightforward, it does suggest that primary carer numbers
have so far kept pace with an increasing number of people in
need of assistance. 

Much hypothesising about carer numbers relates to concerns
about the impact of population ageing and whether families
will respond proportionately to sustain the present high level
of care in the community. Two issues crop up perennially:
that increased labour force participation, particularly among
mature age women who perform the bulk of unpaid caring
work, will cause a massive slide in informal care, and that
widespread abdication of family responsibility will add to
increased reliance on publicly funded services. Reference to
the “march of social fragmentation” and pursuit of conven-
ience in an address by the then Minister for Ageing is a recent
case in point: 

“But there is in my experience an increased expectation that Government
will take up the slack in what are historically family and community activ-
ities, including aged services, where civic engagement has been
superseded by the pursuit of convenience. Our policies alone cannot
change this; but they can help create a climate in which values receive
more emphasis, and which can encouragereceive more emphasis, and
which can encourage those virtues which are an integral part of making a
society worthy of all of its members,both young and old… Leaving aside
that traditional values are plainly a source of good,there is a practical point
here:if we continually and uncritically accept the march of social fragmen-
tation, the social policy challenges which lie ahead will overwhelm us”
(transcript of an address to the National Press Club on 13 December 2006
by Santo Santoro,MP).

The speech quoted “a particularly horrible statistic” that
20% of Australian men aged 80 and over had not received
a family or other personal visit for three months. Three key
words were omitted, probably inadvertently, in taking this
statistic from an ABS presentation at a social and eco-
nomic outlook conference. The source ABS survey
revealed that 20% of Australian men aged 80 or over who
lived alone had not been visited by family or friends for
three months. Almost 40% of those men had never married
(which means they probably had no contact with any chil-
dren they might have fathered).  

References to politicians’ claims of people abdicating
responsibility for their infirm, particularly older, family
members appear in the research literature over at least the
last two decades, coinciding with deinstitutionalisation,
population ageing, and public policy emphasis on increased
private provision (a discussion of deinstitutionalisation in
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Australia can be found in AIHW 2001). Yet standard litera-
ture searches uncover no evidence to support such claims
and there is a great deal of international evidence to the con-
trary. In Australia, the number of primary carers providing
ongoing assistance to a parent increased from approxi-
mately 111,700 in 1998 to 122,500 in 2003 and, as a
proportion of all primary carers, edged up from 24.9% to
25.8%. Statistics Netherlands has reported increased num-
bers of middle-age carers, most caring for a parent (CBS,
2006). Findings from the Longitudinal Study of Generations
in the United States found that the baby boomer generation
is more committed to caring for ageing parents than their
parents’ generation (Gans & Silverstein, 2006). Nearly two-
thirds of older people with chronic disabilities in the United
States rely, often exclusively, on family members for help
with basic activities of daily living and much of that assis-
tance is provided by co-resident adult children (Spillman &
Pezzin, 2000 cited in Pezzin, Pollack, & Schone, 2007). 

These findings support the idea proposed by Stohs (1994)
that women have been socialised to an “ethic of care”.
Responsiveness to the needs of family members would pre-
dispose many women to fit paid employment around
caregiving, rather than the other way around. Other authors
have considered the interaction between women’s labour
force participation and provision of care to opine that the
“ethic of care” holds strong in the face of competing
demands (Bamford et al. 1998; Doty, Jackson, & Crown,
1998; Millward, 1998; Pyke & Bengtson, 1996). An analysis
of panel data from the Health and Retirement Study in the
United States revealed that elder care ‘strongly’ reduces
female labour supply in midlife (Johnson & LoSasso, 2006).
Statistics Canada reports that care for ageing relatives is
given priority over paid employment by many Canadian
workers (Pyper, 2006).

Of the 178,700 employed primary carers in Australia in
2003, 56% had been in full-time jobs just prior to com-
mencing care and 41% had held part-time positions.
Twenty-three per cent had needed to reduce work hours in
order to provide care (mostly, reductions were 10 hours or
more per week). Approximately 17,700 employed primary
carers had had to leave work for at least three months and
56,000 (31%) had needed time off work at least once a
week because of a caring role. Another 48,700 primary
carers who were unemployed or not in the labour force
said they had ceased employment in order to commence
or increase hours of caring work. Australian survey data
indicate higher unmet need for family friendly work
arrangements among employees caring for an adult than
among workers with solely child care responsibilities; in
2000, an estimated 6% of employed men and 12% of
employed women provided care to an adult and around
half this number had combined adult and child care
responsibilities (Gray & Hughes, 2005). 

A more pertinent question might be whether the policy
goal of increased labour force participation by mature age
people can be realised given the increasing demand for
elder care which falls largely on this population group. The
issue of balancing the demands of paid employment and
caregiving in a much broader context than child care has
long been recognised and it has been suggested that
women can now expect to spend more years caring for eld-
erly parents than they do rearing children (Pyke &
Bengtson, 1996; Turvey & Thomson, 1996). This is not
just a women’s issue. Collective approaches to caregiving
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What motivates primary carers?
Family ties and emotional attachment feature strongly in
the reasons that Australian carers give for having taken on
a primary carer role: family responsibility (58%), to provide
the best possible care (39%) and emotional obligation (35%)
(ABS, 2004: Table 33). Higher proportions of male primary
carers than female primary carers cite lack of other avail-
able family or friends (32% versus 20%) and the high cost of
alternative forms of care (28% versus 13%) as reasons for
becoming a primary carer (ABS, 2004: Table 33). 

Two clusters of variables were formed to examine how car-
ers perceive and express their motivation. One cluster
represents expressions of relationship (to provide the best
possible care, family responsibility, emotional obligation)
and the other represents expressions of choice (no other
available or willing carer, availability or cost of alternative
arrangements, no other choice). This is not to imply that
carers who mention only choice factors do not have a
sense of relationship since relationship is the presumed
foundation for responding to a need for care. Patterns of
response were examined in the context of relationship of
primary carer to care recipient (Figure 1). Over 70% of
each group made explicit reference to relationship factors
in the decision to become a primary carer. Relatively more
daughters and sons caring for a parent (87%) cited family
relationship factors than other groups (spouse/partner:
78%; parent: 73%; other relative or friend: 73%). Relatively
few mentioned only choice factors, but feelings of having
had little or no choice in addition to relationship factors
feature in at least 40% of responses for each group. These
results confirm the ‘intrinsic motivation’ for caregiving,
whereby individuals provide care for no reward other than
the activity itself but are nevertheless sensitive to public
policy signals that society at large values their role (Deci,
1971 cited in Jones & Cullis, 2003; Merkes & Wells, 2003). 

The distinction between family responsibility and emotional
obligation could be important. Pyke and Bengtson (1996)
suggested that people motivated principally by feelings of
obligation tend to adopt different caregiving strategies to peo-
ple motivated by affection and that this in turn derives from
‘individualistic’ and ‘collectivist’ models of family function.
They contend that individualists, or people who place a high
value individual autonomy, are not less likely than collec-
tivists to provide care, but that they are more likely to provide
non-instrumental assistance such as advice, emotional sup-
port, help to manage personal finances and paperwork, and to
engage formal services to supplement care by family. Non-
instrumental assistance is highly valued by older people and
is often the limit of what is desired by an older person to be
provided by family members (Piercy, 1998; Pyke & Bengtson,
1996). Millward (1998) and Guberman et al. (2006) also 
considered family structure and function as key dynamics
in family relations and exchange. 

Subsequent decisions to continue or relinquish caregiving
are influenced by the experience of caregiving and external
signals of its value. Jones and Cullis (2003), among others,
argued that individuals’ perception of the intrinsic value of
action will respond systematically to signals that intrinsic
value has been acknowledged. Public policy measures emit
such signals by helping to reduce the financial, opportu-
nity and social costs of caregiving, and by increasing
benefits in terms of acknowledgement and empowerment
(Bamford et al., 1998; Hirshorn & Piering, 1998). 

that involve a primary carer with support from other fam-
ily members provide the type of care that substitutes for
formal care and are likely to engage male family members
in support roles (Pyke & Bengtson, 1996). Caring for a frail
older person or an adult with a disability has a greater
impact on male labour force participation than child care
responsibility (Gray & Hughes, 2005). 

The Prime Minister, the Hon John Howard MP, has argued
that “overwhelmingly, the answer [to an ageing Australia]
has to be found in increasing workforce participation rates
and, overwhelmingly, the obvious place to start regarding
that is at the mature end of the workforce” (Howard cited in
FACS, 2003). Workplace flexibility and the availability and
responsiveness of community support services will be prime
considerations for an increasing number of mature age work-
ers providing care to a frail parent or spouse with a disability.  

Caregiving can have serious negative effects on carer
health and wellbeing, personal finances and family and
social relationships and people providing intensive care to
a spouse or partner may be particularly vulnerable (AIHW,
2004, 2000; Schofield, Herrman, Bloch, Howe, & Singh,
1997). Commenting on carer outcomes in Canada, Guber-
man, Gagnon, Lavoie, Belleau and colleagues (2006)
remarked that for some researchers and policymakers, the
fact that families and friends continue to provide most of
the care for older people despite the many documented
negative effects is “evident proof that feelings of obligation
to support family members remain strong” (p. 61). 

Projected increases in the number of people with a pro-
found disability represent major challenges for the
provision of care (Giles, Cameron, & Crotty, 2003). The
number of people aged 85 or over in Australia has doubled
in the last 15 years and this has undoubtedly increased
pressure on aged care services (58% of the very old experi-
ence profound or severe core activity limitation).
Increased demand for services due to increasing numbers
of people in need of assistance does not imply that families
are less willing than before to care for their own. As shown
above, there is plenty of evidence to suggest that such an
implication lacks substance.

Factors influencing the decision to become a 
primary carer, by relationship of carer to care 
recipient, primary carers in 2003

Figure 1
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Effect of caregiving on family relationships
Literature on the extent to which caring is shared among
family members and on the impact of caring on family rela-
tionships points to a diversity of caregiving roles and
outcomes. Bergquist, Greenberg, and Klaum (1993) reported
on the strain that caring for aged parents places on people in
their fifties and sixties because of competing priorities and
family responsibilities. At this stage of life, many people expe-
rience changing life patterns while continuing to work and
provide support to adult children and possibly grandchil-
dren. Millward (1998) described people who help ageing
parents while still caring for dependent or semi-dependent
children as the ‘backbone of family care’. Schofield and col-
leagues (1997) considered carers of ageing parents, who are
often employed and not living with the care recipient and,
hence, juggling multiple roles. Two factors said to contribute
most to a positive experience of caring are having the support
of other family members and having a sense that there was
some choice in the decision to provide care (Millward, 1998).

provider of care for older family members, however, only
39% supported the provision of care if it led to family conflict
and only 12% of sons and daughters said they would con-
tinue to provide care to a parent if it proved harmful to their
own health or detrimental to their children. Millward (1998)
found evidence that downward ties (to children) are
stronger than upward ties (to ageing parents) and that “a
separate logic is at work in the case of spouses”. Guibrium
(cited in Piercy, 1998) explains this in the following way:

“The issue of who the caregiver is, or caregivers are, may require a deci-
sion about whether one is an adult child to one’s parents first or a parent
to one’s children before all”(p. 204).

A committed carer in Piercy’s survey of attitudes to caregiv-
ing said that care would be provided “until the point we see
that it’s hurting relationships in the family or that we can no
longer care for the person—physically, financially or emo-
tionally. And then we need to seek help” (p. 115). Most
respondents acknowledged their responsibility to frail older
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Main effect of caring on relationships between primary carer and care recipient, spouse or partner of primary carer, and
other co-resident family members, as reported by primary carers in 2003 (%)

Table 1

(a) Where spouse is not the care recipient.
(b) Total primary carers, primary carers with a spouse or partner other than care recipient, primary carers with other co-resident family members besides spouse/partner, as applicable. 
(c) Total primary carers (474,600) less 2,100 excluded from CURF due to confidentialisation.
Source: Unpublished AIHW analysis of 2003 ABS Survey of Disability, Ageing and Carers CURF.

Relationship between Relationship between Relationship between
Main effect of caring primary carer and primary carer and primary carer and other 
on relationship recipient of care his/her spouse(a) co-resident family members

No change 42 38 44

Caring has brought us closer together 34 11 8

Caring has placed a strain on the relationship 18 17 12

Less time to spend together n.a. 17 22

Not answered 7 16 13

Total (%) 100 100 100

Total (number)(b) (c) 472,500 208,600 299,500

Caregiving can have serious negative effects on carer health

and wellbeing, personal finances and family and social 

relationships and people providing intensive care to a 

spouse or partner may be particularly vulnerable

Around 40% of primary carers in Australia report that their
relationships with other family members are largely unaf-
fected by the caring role; remaining responses reflect a
mixture of the positive and negative experiences (Table 1).
Almost twice as many primary carers report a closer rela-
tionship with the person they care for than report a
strained relationship due to caring. Over one in five pri-
mary carers who live with family find they have less time
to spend with their other family members. 

Satisfying relationships with other family members can be
the source of emotional support and instrumental assistance
to a primary carer. However, caregiving can itself lead to
conflict between family members and this contributes to
carer strain (Ducharme, Levesque, & Lachance, 2007; Kang,
2006). Guberman and colleagues (2006) found universal
support across three generations for family as the main

relatives but placed limits on it, first and foremost an insis-
tence on preserving their own spousal relationship. 

Satisfaction and support
The ABS survey asks primary carers how they feel about
the caring role and from whom they receive support. AIHW
analysis of the responses revealed that two-thirds of Aus-
tralian primary carers in 2003 were not satisfied with the
role (318,500 people) and 29% attributed frequent worry
and feelings of depression to being a carer. Dissatisfaction
was more prevalent among people providing care to a son
or daughter with a disability (76%), but was also expressed
by at least half of spouse carers (68%), daughter or son car-
ers (62%) and other relative/friend carers (55%). 

Family members, friends or neighbours are the main
source of assistance to one-third of primary carers.
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relative, other than children, or friend; only 5% nomi-
nated a spouse/partner).

By and large, the first fall-back informal carer is in the
nuclear family of the care recipient.

As a group, people who are primary carers to a spouse or part-
ner are less likely to receive assistance and report a need for
assistance. Fully 69% of spouse primary carers in 2003 were
not receiving assistance and said they did not need assis-
tance (Table 2). However, service providers working with
community-based older people with high care needs and
their family carers have remarked on the late stage that many
carers acknowledge their need for assistance with caregiving,
hence, the late stage at which help is sought (Hales, Ross, &
Ryan, 2006). This raises the question of whether carers’ own
reports of their need for assistance, as represented in national
data such as the ABS survey, give a picture of the reality as
seen by aged care providers, particularly when the situation
involves older or very long-term carers. 

Around one-third of primary carers in 2003 desired an
improvement or more support (which could include instru-
mental assistance, non-instrumental assistance and
improved personal circumstances such as improved health
or other aspect of improved capacity to care; Table 3). Finan-
cial assistance features prominently in the most desired
forms of additional support of spouse primary carers and
daughters and sons caring for a parent; the latter were more
likely than spouse carers to most desire more respite. 

The need for financial assistance appears to stem from the
fact that 27% of primary carers experienced difficulty meet-
ing everyday living costs. Some carers had lost income due
to caring (21%) and some were incurring extra expenses
associated with caring (23%). Approximately 19% of primary
carers in 2003 said they received Carer Payment but 56%
had not looked at eligibility, for a variety of reasons. Eight
per cent were not aware of income support for carers in the
form of Carer Payment (35,700 primary carers). 

Policy implications
This brief exploration of Australian data on why people
take on the role of primary carer shows that family respon-
sibility and emotional attachment are the main drivers for
the provision of care. The motivation to give care is borne
of the long history of relationship and is unlikely to be
encouraged into existence through criticism by public fig-
ures that families are not caring for their own. Perhaps the
greatest single jeopardy to future supply of informal care is
a failure to acknowledge and adequately support the pres-
ent high levels of caregiving by families.

Although 55% of primary carers in 2003 reported having no
main source of assistance with their caring role, the same
proportion said there was a fall-back informal carer (13%
nominated a formal service provider as their main source
of assistance). Spouses and partners were less likely to
report access to a fall-back informal carer than other
groups of primary carers (42% versus 74% of parents, 60%
of daughters/sons, and 48% of other relatives and friends).

Where a fall-back informal carer was available:

most spouse/partner primary carers had a daughter or
son as fall-back carer (75%);

59% of parents caring for a son or daughter with a dis-
ability nominated their spouse/partner as fall-back
carer (in 15% of cases the fall-back carer was a spouse or
partner of the care recipient and another 20% nomi-
nated another relative or friend); and

60% of daughters and sons caring for a parent had a sib-
ling as fall-back informal carer (28% nominated another

Primary carer need for and receipt of assistance, by relationship of primary carer to main recipient of care, 2003Table 2

(a) 474,600 less 2,100 excluded from CURF for confidentiality reasons.
Source: Unpublished AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers CURF

Receives Receives Does not Does not receive 
Relationship of primary carer assistance, no further assistance, further receive assistance, assistance, does not Total 
to main recipient of care assistance required assistance required requires assistance need assistance (%)

Spouse/partner (%) 19 6 6 69 100

Mother or father (%) 46 22 11 21 100

Daughter or son (%) 36 22 15 27 100

Other relative or friend (%) 39 19 5 37 100

All primary carers (%) 32 15 9 44 100

All primary carers (‘000)(a) 149.1 70.8 43.7 208.9 472.5

Primary carer reports of need and receipt of assistance
and desired type of support or improvement, 2003

Table 3

(a) Based on 474,600 primary carers less 2,100 excluded from CURF for 
confidentiality reasons.
Note: rows may not sum to 100 due to rounding
Source: Unpublished AIHW analysis of 2003 ABS Survey of Disability, Ageing
and Carers CURF

Whether primary carer needs an improvement or % 
more support to assist in caring role:

Does not need an improvement or more support 54

Needs an improvement or more support 37

Not stated 9

Total 100

Type of support or improvement most desired by 
primary carer to assist in carer role: 

More financial assistance 15

More respite care 10

More emotional support 4

Improvement in own health 4

More physical assistance 3

Other support or improvement 2

Not stated 8

Does not need an improvement or more support 54

Total 100

Primary carers ('000)(a) 472.5
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Part of that support should be built upon increased system
capacity for timely intervention that is family-focused.
Formal aged care, in particular, is overly reactive and
focused on instrumental assistance: services tend to kick
in when a crisis in caring has occurred; preventative care
and support and psychosocial intervention receive insuffi-
cient emphasis. Many primary carers are dissatisfied with
their caring role. Based on the number of people providing
intensive care to a frail aged person or a younger person
with a disability, who responded to the ABS survey as not
receiving any assistance with caregiving, and the experi-
ence of service providers from around Australia involved in
fieldwork by the AIHW (Hales, Ross, & Ryan, 2006), too
many people are receiving assistance too late, too little, or
not at all. The underlying policies, systems and services to
enable timely intervention already exist but need to be
activated more effectively. This is not without challenge, as
processes must be sensitive to the complexities of caregiv-
ing relationships. The shift towards relationship-centred
care in the field of dementia care has demonstrated suc-
cess and would seem to benefit people in other intensive
caregiving contexts. Relationship-centred care emphasises
the interaction between people, their families and formal
care providers (Moniz-Cook & Vernooij-Dassen, 2006).

Two important implications of an ageing population are
increasing numbers of employed carers and care recipients
with increasingly complex care needs. Faced with compet-
ing demands of paid employment and caregiving, many
carers will relinquish or reduce employment. Employers
wishing to retain mature age workers will need to respond
flexibly to the needs of those with caring responsibilities:
some carers require time off as regularly as once a week, or
infrequent but extended periods of leave to provide care.
Job security in these circumstances is a major considera-
tion. Employee assistance programs can be used to link
employed carers to support services. The age groups that
are a source of most informal care are those to which poli-
cymakers are appealing for increased labour force
participation. There may therefore be a role for govern-
ment in encouraging carer-friendly workplaces.

Finally, there is a need for improved understanding of the
needs of family carers and care recipients. Greater use should
be made of existing data and there is scope to improve data
collections to more uniformly and consistently describe the
interplay between informal and formal care. Detailed national
data provide information about primary carers, a self-selected
group of highly committed individuals providing care in
households. We have little insight into the activity of wider
care networks and the provision of informal care for people in
cared accommodation. In addition, we do not know about
people who, faced with the option of taking on a role as pri-
mary carer, do not do so. It may be that other family members
take on the caring role so that these ‘potential’ carers can con-
tinue to work full time. The evidence to date, however, cannot
shed light on this issue. Knowledge of the needs of care recip-
ients and their family carers can inform the design and
delivery of services so that the informal and formal care sec-
tors complement each other more effectively. 
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