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Abstract

Aims. Planning mental health carer services requires information about the number of carers,
their characteristics, service use and unmet support needs. Available Australian estimates vary
widely due to different definitions of mental illness and the types of carers included. This
study aimed to provide a detailed profile of Australian mental health carers using a nationally
representative household survey.
Methods. The number of mental health carers, characteristics of carers and their care recipi-
ents, caring hours and tasks provided, service use and unmet service needs were derived from
the national 2012 Survey of Disability, Ageing and Carers. Co-resident carers of adults with a
mental illness were compared with those caring for people with physical health and other cog-
nitive/behavioural conditions (e.g., autism, intellectual disability, dementia) on measures of
service use, service needs and aspects of their caring role.
Results. In 2012, there were 225 421 co-resident carers of adults with mental illness in
Australia, representing 1.0% of the population, and an estimated further 103 813 mental
health carers not living with their care recipient. The majority of co-resident carers supported
one person with mental illness, usually their partner or adult child. Mental health carers were
more likely than physical health carers to provide emotional support (68.1% v. 19.7% of
carers) and less likely to assist with practical tasks (64.1% v. 86.6%) and activities of daily liv-
ing (31.9% v. 48.9%). Of co-resident mental health carers, 22.5% or 50 828 people were con-
firmed primary carers – the person providing the most support to their care recipient. Many
primary mental health carers (37.8%) provided more than 40 h of care per week. Only 23.8%
of primary mental health carers received government income support for carers and only
34.4% received formal service assistance in their caring role, while 49.0% wanted more sup-
port. Significantly more primary mental health than primary physical health carers were dis-
satisfied with received services (20.0% v. 3.2%), and 35.0% did not know what services were
available to them.
Conclusions. Results reveal a sizable number of mental health carers with unmet needs in the
Australian community, particularly with respect to financial assistance and respite care, and
that these carers are poorly informed about available supports. The prominence of emotional
support and their greater dissatisfaction with services indicate a need to better tailor carer ser-
vices. If implemented carefully, recent Australian reforms including the Carer Gateway and
National Disability Insurance Scheme hold promise for improving mental health carer
supports.

Introduction

Acknowledged gaps in mental health services in Australia and internationally mean people
with mental illnesses do not always receive timely support of the type and quantity required
(National Mental Health Commission, 2014). While it may not be ideal, informal carers cur-
rently play a significant role in filling these gaps. Mental health carers are family members or
friends who provide regular, ongoing and unpaid assistance to a person with mental illness
(Australian Bureau of Statistics, 2014). Ongoing caring can have a negative impact on carers’
own physical and mental health, employment, finances, family and social relationships (Harris
et al., 2015; Poon et al., 2017). Hence a range of carer support services are funded, including
respite care, counselling and financial assistance; however, these are not always accessible to or
suitable for mental health carers, and there is limited evidence for which interventions are
effective (Yesufu-Udechuku et al., 2015). Information about the number of mental health
carers in the community, their characteristics and support needs is required to plan and
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evaluate these services. In Australia, numerous funders, pro-
grammes and providers deliver carer services, including pro-
grammes for all carers like the National Respite for Carers
Programme (Department of Social Services, 2014), and those spe-
cific to mental health carers (e.g., Mental Health Respite: Carer
Support; Department of Social Services, 2015). Due to this frag-
mentation, data with broad coverage are more easily sourced
from carer surveys than administrative datasets.

National mental health and disability surveys have provided an
important picture of Australian mental health carers. They high-
light the substantial number of carers supporting people with
mental illness, estimated at up to 15% of all adults, or anywhere
from 76 000 to 2.4 million people (Pirkis et al., 2010; Australian
Bureau of Statistics, 2012, 2014; Harris et al., 2015). Roughly
two-thirds of these carers are aged 35–64 years and two-thirds
are female (Australian Bureau of Statistics, 2008, 2012; Pirkis
et al., 2010). These surveys also reveal the significant extent of car-
ing, with 59–66% of co-resident primary mental health carers
providing more than 40 h of care each week (Australian Bureau
of Statistics, 2008, 2012). Across surveys, between 60% and 92%
of mental health carers report providing emotional assistance to
their care recipient, 38–71% assistance with practical tasks like
transport and housework, and 12–55% help with basic self-care
(Pirkis et al., 2010; Australian Bureau of Statistics, 2012).
Analysis of carer service use has focused on respite care, with
only 10.9% of primary mental health carers using respite in the
past 3 months and 21.2% reporting unmet needs for respite
care (Harris et al., 2015).

National estimates are complemented by studies of carers
recruited through mental health services, carer services and sup-
port networks. While these results do not necessarily represent all
mental health carers, particularly those not in contact with ser-
vices, they provide greater depth than is currently available
from national surveys. These studies suggest that mental health
carers account for 13.9% of all informal carers (Cummins et al.,
2007; Hammond et al., 2014), or 11–28% of people receiving gov-
ernment income support, such as Carer Payment and Carer
Allowance (Edwards et al., 2008; Harmer, 2008; Carers Victoria,
2013). The most common conditions cared for tend to be depres-
sive and anxiety disorders (Mental Health Council of Australia,
2011; Mental Health Carers Tasmania, 2015). Mental health
carers report providing on average anywhere from 53 to 104 h
of care per week (Mental Health Council of Australia and
Carers Association of Australia, 2000; Jardim and Pakenham,
2009, 2010a; Mackay and Pakenham, 2012; Loi et al., 2015).
Some mental health carer samples report high use of services,
such as 78.6% using carer support groups (Mental Health
Council of Australia, 2010), and 20–26% receiving Carer
Payment (Mental Health Council of Australia, 2010; Carers
Victoria, 2013), while others have found the majority of carers
did not access support (Lawn and McMahon, 2015). Reported
lifetime use of respite care is higher in these studies than national
surveys, at 18–36% of carers (Jardim and Pakenham, 2010a;
Mental Health Council of Australia, 2012). Mental health carers
report wanting more involvement in discharge and treatment pro-
cesses and to receive more information from mental health ser-
vices (Lawn and McMahon, 2015; Coker et al., 2016; Poon
et al., 2018); in one study around half reported not receiving
any information (Cleary et al., 2005). Another study found 50%
of carers wanted more support from services and 61% more infor-
mation (Coker et al., 2016). Qualitative studies also emphasise
unmet needs, including for carer support groups, financial

assistance, support to manage crises, and respite care, particularly
respite that is flexible and tailored to the specific needs of mental
health carers (Jeon et al., 2007; McAullife et al., 2009; Jardim and
Pakenham, 2010b; Poon et al., 2018).

A significant limitation of published estimates for planning
carer services is the wide variability across studies, particularly
the number of mental health carers in the community. Ideally,
data to support planning should be obtained from nationally rep-
resentative sources and consider all types of carers and service
needs. For example, while primary carers provide the main sup-
port to a person with mental illness, other carers including add-
itional secondary carers, young carers and those not living with
the care recipient may also provide significant input and require
support (Mental Health Council of Australia, 2012). Several ana-
lyses of national surveys have been limited to primary, co-resident
carers aged 15 years or over, excluding these other carers
(Australian Bureau of Statistics, 2008, 2012; Harris et al., 2015).
The boundaries of what is considered mental illness also vary,
often including diagnoses like intellectual disability, dementia
and substance use disorders which are generally supported by sep-
arate service systems in Australia, and sometimes including carers
of people with only a secondary mental illness, whose principal
condition could be supported by other services (e.g., Pirkis et al.,
2010; Australian Bureau of Statistics, 2014). There is currently no
nationally representative estimate of the number of carers of people
with primary mental health diagnoses in Australia which encom-
passes primary, secondary, non-co-resident and young carers.

Some disability and carer programmes are provided for all
conditions (including the recent National Disability Insurance
Scheme (NDIS)) and some are specifically targeted towards men-
tal health carers. A better understanding of similarities and differ-
ences in the caring role and service needs of mental health carers
compared with other carers would inform better tailoring of ser-
vices. Previous research has identified differences across disability
types, particularly that mental health carers have poorer subjective
wellbeing (Hammond et al., 2014), family functioning (Edwards
et al., 2008), physical and mental health (Vecchio et al., 2008).
Few studies have compared the caring role or service needs. In a
sample of carers aged 55 and over caring for older Australians,
Loi et al. (2015) found that mental health carers reported the fewest
average weekly hours of care, only half those of stroke carers.
Other studies suggest more mental health carers may have overall
unmet needs for services (Vecchio et al., 2008, 2009), and may
prefer different types of support (AMR Research, 2015).

This study aimed to provide a detailed profile of mental health
carers for planning purposes, using a national household survey,
the 2012 Survey of Disability, Ageing and Carers (SDAC).
Specifically the study sought to:

(1) estimate the number of mental health carers in Australia;
(2) describe their characteristics and caring role;
(3) quantify their service use and unmet service needs; and
(4) compare the caring roles and service needs of mental health

carers and other disability carers.

Method

Data source

The SDAC (Australian Bureau of Statistics, 2013) is a nationally
representative household survey conducted by the Australian
Bureau of Statistics (ABS) between August 2012 and March
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2013. Households were selected from a stratified, multi-stage area
sample developed by the ABS. Trained interviewers collected data
using a Computer-Assisted Personal Interview. The final sample
included 27 928 households comprising 68 802 persons (90%
response rate).

A responsible adult in each selected household provided basic
demographic data for all household members, including their sex,
age, marital status, country of birth, main language spoken at
home, area of residence (state capital city v. other), highest level
of education, and labour force status. The responsible adult also
answered screening questions to determine the presence of one
or more carers and/or persons with disability in the household.
Where possible, a personal interview was completed for persons
in these populations. Proxy interviews were conducted for chil-
dren aged below 15 years, those aged 15–17 years without paren-
tal consent to be interviewed, and others unable to be interviewed
due to language or impairment.

Persons with a disability
Persons with a disability were identified through detailed house-
hold screening questions (e.g., ‘Does anyone in the household
have a (nervous or emotional condition) that has lasted, or is
likely to last for 6 months or more?’, ‘Are they restricted in every-
day activities because of this condition?’, ‘Does anyone in the
household need to be helped or supervised in doing things
because of a mental illness or condition?’, ‘Is anyone in the house-
hold receiving treatment or medication for any long-term condi-
tions or ailments?’, ‘What is the name of the condition they
have?’). Those identified as having a disability were interviewed
to collect additional information, including their main disabling
condition, all disability types, level of activity limitations and
number of informal carers.

All carers
Carers were identified by the responsible adult through detailed
household screening questions (e.g., ‘Does anyone in the house-
hold help or supervise (another member of the household)/
(someone living elsewhere) who has a long-term health condition
or disability with everyday types of activities?’, ‘Do they provide
this help on a regular, unpaid, informal basis?’). Carers could
also be subsequently identified by a person with disability living
in the household (e.g., ‘Have you received, or do you expect to
receive, assistance to help with these tasks from a partner or
spouse/parent, family, friends or neighbours for 6 months or
more?’, ‘Which of your family, friends or neighbours provide
this unpaid assistance?’). The SDAC classified household mem-
bers as carers where they provided support to someone with a
limitation to their mobility, communication or self-care and this
support was ongoing, or likely to be ongoing, for at least 6
months. The informant questions included information on the
relationship of the carer to care recipient, number of recipients
and types of assistance provided. Information on the disability
type of their care recipient was only available for co-resident
carers.

Confirmed primary carers
The SDAC identified carers as possible primary carers if the
household informant indicated they were the person providing
the most assistance to the recipient. Persons identified as possible
primary carers and aged 15 years or over were interviewed to con-
firm their primary carer status. Confirmed primary carers were
asked additional questions about their care, including years

caring; average hours spent caring each week (<20, 20–29, 30–
39, 40+ h); receipt of Carer Payment, a government income sup-
port payment; detailed types of assistance provided to their main
recipient of care; and their use of, need for and satisfaction with
assistance in their caring role.

Key study variables

Mental health carers
For this study, SDAC respondents identified as carers were classi-
fied as mental health carers if they provided assistance to a care
recipient aged 15 years or over whose main disabling condition
was one of: schizophrenia, depression/mood affective disorders
(excluding postnatal depression), phobic and anxiety disorders,
nervous tension/stress, attention-deficit disorder/hyperactivity,
other mental and behavioural disorders, or mental and behav-
ioural disorders not further described. Caring for recipients
aged under 15 years was excluded due to the substantially differ-
ent profile of mental and behavioural disorders in children, and
difficulties disentangling the extra responsibilities of informal car-
ing from normal parenting (Merikangas et al., 2009).

Other disability carers
For comparison, remaining carers of people aged 15 years or over
were grouped into those caring for a recipient whose main disab-
ling condition was: (1) an ‘other cognitive/behavioural’ disorder
(autism and related disorders, mental retardation/intellectual dis-
ability, intellectual and developmental disorders not elsewhere
classified, speech impediment, Alzheimer’s disease, dementia
and head injury/acquired brain damage); or (2) a ‘physical condi-
tion’ (all other conditions, including musculoskeletal, cardiovas-
cular, neurological, congenital and sensory disorders – see
Supplementary material for full list).

Primary carers
Within each disability group, additional caring data were available
for a subgroup of confirmed primary carers who were aged 15
years or over, whose main recipient of care met the above
group criteria, and who lived with that main recipient of care.

Data analysis

Data were obtained from the ABS in the form of a Confidentialised
Unit Record File (CURF; May 2014 version) and analysed using
Stata 11 (StataCorp, 2009). Person-level and recipient-level data
files were merged to obtain estimates for all co-resident mental
health carers and their recipients. Data were weighted by the
ABS to account for possible selection and non-response biases,
and differences between the sample and the Australian population.
Jackknife repeated replication was used to calculate standard errors
and 95% confidence intervals (CIs) to account for the complex
sample selection procedures. Analyses were descriptive, involving
calculation of proportions. Unweighted Pearson χ2 statistics,
weighted F-statistics and corresponding p-values were computed
for between-group differences. Ethics approval was obtained from
The University of Queensland Behavioural & Social Sciences
Ethical Review Committee (approval number 2015001907).

Results

In 2012, there were an estimated 225 421 co-resident carers of
adults with mental illness in Australia (Fig. 1), representing
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1.0% (95% CI 0.9–1.1) of the Australian population or 14.0%
(95% CI 12.8–15.1) of all co-resident carers of adults with a
disability. A subset of 50 828 (0.2% of the population, 95% CI
0.2–0.3) were confirmed primary mental health carers. Age and
diagnosis of care recipients were not available for non-resident
carers. However, if the relative proportions were equivalent to
co-resident carers, there would have been a further 103 813 non-
resident carers of adults with mental illness in 2012.

Carer and recipient characteristics

Table 1 shows the demographic characteristics of mental health
carers. Most were of working age, but nearly 15% were aged
below 25 years, with the youngest only 8 years old. The majority
were female, married and living in a capital city. Primary mental
health carers had lower levels of education and employment.

Care recipients had a similar demographic profile to mental
health carers, with a slightly younger age distribution (Table 1).
The majority were of working age, although 25.3% were aged
15–24 years. Half had never been married, only 28.2% were
employed, and less than one in ten had completed tertiary quali-
fications. The most frequently reported main disabling conditions
were mood disorders (37.4%) and anxiety disorders (18.8%). The
majority of recipients also had other disabilities; most commonly
a physical restriction, reported by 42.7%.

Main recipients of care from primary mental health carers had
poorer functioning than the broader group of care recipients of all
mental health carers. Only 17.1% were employed, and the vast
majority (89.7%) were profoundly or severely limited in the
core activities of mobility, communication and self-care. While

the profile of main disabling mental illnesses was similar to that
of all recipients, nearly two-thirds of these main recipients also
had a head injury, stroke or brain damage.

Caring role

Most care recipients reported having only one carer; however,
21.7% of mental health carers were providing care to more than
one individual, mainly with non-mental health primary condi-
tions (Table 1). Mental health care recipients aged 15 years or
more were commonly the carer’s spouse/partner (45.8%) or
adult child (31.8%). Half of primary carers had been caring for
10 or more years.

Hours of care
Figure 2 shows that 37.8% of primary mental health carers pro-
vided 40 or more weekly hours of care, and a similar proportion
<20 h. The distribution of average hours of care was similar for
primary mental health and physical health carers. However, dis-
ability type was significantly related to caring for 40 or more
hours per week (χ2(2, N = 1488) = 1123.25, p < 0.001), with a
greater proportion of primary carers for people with other cogni-
tive/behavioural conditions in this category.

Caring tasks
Most mental health carers (68.1%) and all primary mental health
carers provided emotional support to their care recipient
(Table 2). Most mental health carers also assisted their care recipi-
ent with practical tasks (64.1%), especially providing private
transport, assisting with reading and writing, and with household

Fig. 1. Overview of carer sample from 2012 Survey of Disability, Ageing and Carers.
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Table 1. Characteristics of Australian co-resident mental health carers and their care recipients

Percentage of carers (95% CI) Percentage of care recipients (95% CI)a

All carers (n = 669)
Primary carers

(n = 153)
All recipients
(n = 545)

Main recipients of primary
carers (n = 153)

Female 54.4% (50.5–58.3) 62.1% (53.4–70.9) 51.6% (46.7–56.6) 50.9% (41.7–60.2)

Born in Australia 76.8% (72.6–81.1) 74.8% (65.8–83.7) 80.3% (77.2–83.3) U

Speaks English at home 92.5% (89.8–95.2) 91.1% (85.7–96.4) 93.2% (91.0–95.3) U

Lives in a capital city 61.2% (57.4–65.1) 48.3% (38.8–57.8) 59.7% (55.8–63.6) U

Age

0–14 years 2.6% (1.3–3.8) NA NA NA

15–24 years 12.1% (9.7–14.5) 7.6% (3.1–12.2) 25.3% (21.7–29.0) 21.5% (14.5–28.4)

25–64 years 72.8% (69.8–75.9) 74.4% (66.6–82.2) 64.8% (60.4–69.3) 61.2% (52.8–69.6)

65+ years 12.5% (9.8–15.3) 18.0% (11.2–24.7) 9.8% (7.1–12.6) 17.3% (10.2–24.4)

Marital status

Married 53.5% (49.6–57.4) 63.2% (55.0–71.5) 37.3% (33.6–41.0) U

Separated/divorced 13.7% (10.8–16.5) 17.8% (12.0–23.6) 11.1% (8.2–14.0)

Widowed 1.4% (0.6–2.3) 1.8% (0–4.1) 1.9% (0.5–3.2)

Never married 31.4% (27.2–35.7) 17.2% (9.9–24.4) 49.8% (45.6–53.9)

Highest education

Year 10 or less 30.7% (27.0–34.3) 43.0% (35.4–50.6) 38.5% (33.8–43.1) U

Year 11 or 12 19.0% (16.0–21.9) 13.7% (8.0–19.5) 26.3% (22.5–30.0)

Certificate or diploma 31.1% (27.5–34.7) 29.7% (21.4–38.1) 25.4% (21.6–29.3)

Bachelor degree or higher 16.7% (12.8–20.6) 13.6% (7.5–19.7) 9.8% (7.7–12.0)

NA (<14 years) 2.6% (1.3–3.8) NA NA

Labour force status

Employed FT/PT 53.5% (49.2–57.8) 40.8% (32.5–49.1) 28.2% (23.3–33.0) 17.1% (11.5–22.8)

Unemployed 5.5% (3.7–7.4) 5.8% (1.9–9.7) 9.6% (7.0–12.2) 7.5% (2.6–12.4)

Not in the labour force 38.4% (34.2–42.7) 53.4% (44.5–62.4) 62.2% (56.9–67.5) 75.4% (68.8–82.0)

NA (<14 years) 2.6% (1.3–3.8) NA NA NA

Main disabling condition

Depression/mood affective disorders NA NA 37.4% (32.6–42.1) 33.2% (25.3–41.0)

Phobic and anxiety disorders 18.8% (15.4–22.3) 18.1% (11.3–24.9)

Nervous tension/stress 14.7% (12.0–17.4) 19.8% (13.2–26.4)

Schizophrenia 6.8% (4.4–9.1) 9.0% (4.5–13.5)

Other mental illness 22.4% (18.4–26.3) 20.0% (13.0–26.9)

Core activity limitation level

Profoundly limited NA NA 18.2% (14.5–21.8) 45.8% (38.6–53.0)

Severely limited 21.4% (17.5–25.2) 43.9% (36.5–51.4)

Moderately limited 12.3% (9.2–15.4) 2.7% (0–5.6)

Mildly or not limited 48.1% (42.7–53.5) 7.6% (2.7–12.5)

Other disability types

Any comorbid disability NA NA 85.3% (81.8–88.8) 92.0% (87.1–96.9)

Sensory and speech 14.6% (11.2–18.0) 26.1% (18.7–33.4)

Intellectual 29.7% (25.6–33.9) 34.1% (26.2–42.0)

Physical restriction 42.7% (37.6–47.8) 55.1% (47.2–63.1)

(Continued )
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chores. In contrast, only 31.9% of mental health carers assisted
with activities of daily living (ADLs), more so with mobility
than self-care. Compared with all mental health carers, a much
greater proportion of primary mental health carers performed
all types of caring tasks (Table 2); however, assistance with
ADLs was also less common for primary carers than other tasks.

Caring tasks were compared across different types of condi-
tions (Fig. 3). The care recipient’s main condition was signifi-
cantly related to the proportion of carers providing emotional
support (χ2(2, N = 4861) = 1024.84, p < 0.001), practical assist-
ance (χ2(2, N = 4861) = 245.79, p < 0.001) and ADLs (χ2(2, N
= 4861) = 90.66, p < 0.001). Fewer mental health carers assisted
their care recipient with practical tasks and ADLs compared
with other conditions, but a much greater proportion than phys-
ical health carers provided emotional support. For the sub-group
of primary carers, nearly all primary carers across the three groups
assisted with emotional and practical tasks, but there were signifi-
cant differences in assistance with ADLs (χ2(2, N = 1541) =
4090.31, p < 0.001). More primary physical health than mental
health carers helped with ADLs.

Episodic care
Data on whether carers provided continuous or episodic care were
only available for primary carers. There were significant differences
across the three disability groups (χ2(2, N = 1541) = 1216.66,
p < 0.001). A greater proportion of primary mental health carers
(25.6%, 95% CI 18.0–33.2) provided episodic care compared
with primary other cognitive/behavioural condition carers
(6.5%, 95% CI 3.2–9.8), but not physical health carers (23.2%,
95% CI 20.6–25.8).

Support services

Service use
As shown in Table 3, only 23.8% of primary mental health carers
reported receiving government income support (i.e., Carer
Payment). Further, only 34.4% received assistance to care for
their main recipient of care, and <9% had ever used respite
care. There was a significant variation in receipt of assistance
and respite across conditions, with fewer primary mental health

Table 1. (Continued.)

Percentage of carers (95% CI) Percentage of care recipients (95% CI)a

All carers (n = 669)
Primary carers

(n = 153)
All recipients
(n = 545)

Main recipients of primary
carers (n = 153)

Head injury, stroke or brain damage 7.2% (4.5–9.8) 64.4% (56.9–71.8)

Other 55.9% (51.8–60.0) 28.3% (21.1–35.5)

Number of carers

One NA NA 79.3% (75.5–83.1) U

Two or more 20.7% (16.9–24.5)

Number of mental health care recipients

One 99.0% (98.4–99.7) 98.2% (96.0–100) NA NA

Two or more 1.0% (0.3–1.6) 1.8% (0–4.0)

Number of (any) care recipients

One 78.3% (74.7–82.0) 76.2% (67.9–84.6) NA NA

Two or more 21.7% (18.0–25.3) 23.8% (15.4–32.1)

Relationship: care recipient is a…b

Parent 6.7% (4.5–8.8) 10.8% (5.4–16.1) NA NA

Spouse/partner 45.8% (42.3–49.2) 51.5% (43.4–59.6)

Child 31.8% (28.6–34.9) 32.9% (24.6–41.3)

Other relative, friend or neighbour 6.3% (4.2–8.4) 4.8% (1.0–8.6)

NA 9.5% (7.3–11.8) NA

Length of time caringc

0–4 years U 31.3% (23.2–39.5) NA NA

5–9 years 19.5% (12.9–26.2)

10–14 years 14.1% (8.1–20.2)

15–19 years 13.6% (8.4–18.7)

20+ years 21.4% (13.6–29.3)

NA, not applicable; U, unavailable in the SDAC CURF dataset; FT, full time; PT, part time.
aExcludes five recipients with missing identifier variables.
bFor all carers carer–recipient relationship, n = 680 because 11 carers cared for two recipients with mental illness and both dyads are counted here.
cFor primary carers, n = 152 (one response of ‘does not know’ excluded).
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carers receiving services compared with primary other cognitive/
behavioural condition carers.

Satisfaction with services
One-fifth of primary mental health carers who had used services
were dissatisfied with the quality of assistance received, and this

was significantly higher than for other primary carers (Table 3).
A small proportion of primary carers, regardless of service use,
were dissatisfied with the range of available services, while a
more substantial 35.0% of primary mental health carers did not
know what services were available.

Unmet needs
Half (49.0%) of the primary mental health carer group reported
needing an improvement or more support in their caring role.
For those with unmet support needs, financial assistance, respite
care and emotional support were the most important areas of
unmet need. However, fewer primary mental health carers than
primary other cognitive/behavioural condition carers reported
needing more respite care (Table 3).

Service barriers
The majority of primary mental health carers who had never
accessed respite care (91.3% of carers) reported not needing or
wanting the service, with only 6.3% indicating available services
did not suit their needs. Most primary mental health carers not
receiving Carer Payment were either not eligible or thought
they would not be. Of the 43.8% who had not looked at their eli-
gibility, a further 20.6% had not heard of Carer Payment.

Discussion

In 2012, a sizable population of approximately 329 000 Australians
were caring for an adult with mental illness, with 23% of
co-resident carers confirmed as the primary carer. Even among
primary mental health carers, relatively small proportions were
accessing support services and more than a third were unaware
of available supports. Since primary carers generally have a
more intensive caring role, it can be assumed that the proportion
of all mental health carers (including young, secondary and non-
resident carers) accessing support services is even smaller. The
low levels of service use and relatively high unmet support
needs reported by mental health carers in this community survey
provide additional quantitative support for findings from previous

Fig. 2. Average caring hours for primary carers of people aged 15+ years, grouped by care recipient’s main condition (error bars represent 95% CIs).

Table 2. Types of caring tasks performed by mental health carers

Type of caring task

All carer dyads
(n = 680)a

% (95% CI)

Primary carers
(n = 153)
% (95% CI)

Cognitive/emotional tasks 68.1% (63.9–72.4) 100%b

Practical tasksc 64.1% (59.5–68.8) 99.0% (97.1–100)

Private transport 26.4% (22.0–30.7) 81.6% (74.3–88.9)

Reading and writing 23.5% (19.7–27.2) 73.0% (65.0–80.9)

Household chores 19.2% (14.8–23.6) 74.2% (64.6–83.7)

Health care 17.6% (14.8–20.4) 63.1% (54.0–72.1)

Property maintenance 17.6% (14.0–21.2) 58.1% (48.6–67.7)

Meal preparation 10.4% (7.7–13.1) 62.5% (53.5–71.5)

Communication 9.5% (6.5–12.5) 70.3% (60.9–79.6)

Activities of daily living (ADLs)d 31.9% (26.9–36.8) 78.7% (73.1–84.2)

Mobility tasks 28.3% (23.2–33.4) 70.3% (63.1–77.5)

Self-care tasks 9.3% (7.0–11.7) 34.5% (27.0–42.0)

aIncludes 669 carers and 680 carer–recipient dyads, where 11 carers are counted twice
because they each had two care recipients with mental illness.
bExcludes 28 primary carers who did not answer the question.
cIn addition to listed tasks, practical tasks for primary carers include transport tasks, using
public transport, letter writing, financial management, heavy housework, light housework,
laundry, gardening, home maintenance, footcare, health care other than footcare,
communicating with family and friends, decision making or problem solving, accompanying
when going out, making or maintaining relationships, manipulating limbs or exercising.
dIn addition to listed tasks, ADLs for primary carers include getting into or out of a bed or
chair, moving about the house, moving around away from home, bathing or showering,
dressing, eating or feeding, toileting, managing incontinence.
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smaller scale and qualitative studies of carers, which have identi-
fied a similar range of unmet needs for information and support
(Lawn and McMahon, 2015; Poon et al., 2018). For example,
Poon et al. (2018) found that carers of people with psychotic dis-
orders also reported needs for financial support, respite care and
emotional support, consistent with the main unmet needs identi-
fied by mental health carers in the 2012 SDAC.

While previous studies have highlighted the importance of
emotional support tasks for mental health carers (Pirkis et al.,
2010; Carers Victoria, 2013), to our knowledge, this is the first
study to quantify differences in caring tasks for mental health v.
other disability carers; specifically that more mental health carers
provide emotional support but fewer assist with practical tasks
and ADLs. This is consistent with the needs of people with mental
illness compared with other conditions, such as a greater focus on
emotional and crisis support, reminders to complete activities,
assistance with managing day-to-day life and help re-engaging
with the community (McAullife et al., 2009). This type of behav-
iour monitoring, mentoring and being constantly available for ad
hoc support has been identified as stressful and exhausting for
carers (McAullife et al., 2009; Hielscher et al., 2018), and may
contribute to the high proportion of mental health carers who
reported unmet support needs in this study. Carers of people
with other cognitive/behavioural conditions, often combined
with mental illness in previous studies, had a significantly differ-
ent caring profile including greater caring hours, more continuous
care, and higher use of and unmet need for services. These differ-
ences may account for higher estimates of mental health caring
hours in previous work (e.g., Australian Bureau of Statistics,
2008; 2012).

The identified characteristics of mental health carers and their
care recipients are broadly consistent with those described in pre-
vious reports (e.g., Mental Health Council of Australia, 2010;
Pirkis et al., 2010; Carers Victoria, 2013; Harris et al., 2015). A
notable difference is the large minority of young mental health

carers highlighted in this study who are largely absent from
prior analyses (e.g., Carers Victoria, 2013; Hunter Institute of
Mental Health, 2013). Young carers aged below 25 years have
been identified as a priority group for research and support ser-
vices; they often take on significant responsibilities beyond
those of their peers and this can negatively impact on normal
social, educational and vocational engagement during a critical
development period (Cass et al., 2009; Hill et al., 2009). Use of
and need for formal carer services is likely to be different for
younger mental health carers; however, to date there has been lit-
tle research to quantify the caring role and support needs of these
carers. Another surprising finding was the high proportion of pri-
mary carers’ main care recipients who reported a disabling head
injury, stroke or other brain damage. These conditions were
among the prompts used to identify disabling illnesses in the
2012 SDAC, and it may be that some respondents with mental ill-
ness identified their condition as a form of ‘brain damage’.
However, the 2012 SDAC definitions for primary carers and
their main care recipients focus on core activity limitations to
mobility, communication and self-care, so it is also possible that
this was a particularly disabled group experiencing multiple
comorbidities.

Strengths and limitations

This study provides an estimate of the number of Australian men-
tal health carers drawn from a recent, nationally representative
household survey and based on a definition of mental health car-
ing matched to the population likely to require support. Unlike
previous studies, we were able to enumerate and describe not
only the characteristics of primary carers but also the wider popu-
lation of people caring for someone with mental illness, including
carers of all ages, levels of care (primary and secondary) and rela-
tionships to the care recipient (family or unrelated). The limita-
tions of the survey structure meant we could not identify the

Fig. 3. Types of caring tasks performed by all carers and primary carers of people aged 15+ years, grouped by care recipient’s main condition (error bars represent
95% CIs).
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Table 3. Primary carer need and receipt of support services for care recipients aged 15+ years, grouped by main condition of main recipient of care

Mental illness
(n = 153)
% (95% CI)

Other cognitive/
behavioural condition

(n = 155)
% (95% CI)

Physical condition
(n = 1233)
% (95% CI) χ2 (df), p

Use of support services

Carer Payment (income support) 23.8% (16.5–31.1) 28.8% (22.4–35.2) 22.9% (20.2–25.6) 135.2 (2), 0.21

Assistance to care for main recipient of care 34.4% (26.0–42.8) 57.3% (49.5–65.1) 28.5% (26.0–31.0) 2692.2 (2), <0.001

Respite care 8.7% (3.7–13.7) 31.4% (24.3–38.5) 8.0% (6.6–9.4) 4108.9 (2), <0.001

Satisfaction with services

Dissatisfied with quality of assistance received from
organised services in last 6 monthsa

20.0% (7.5–32.5) 4.4% (0–10.6) 3.2% (0.9–5.4) 4334.2 (2), <0.001

Dissatisfied with range of organised services available to
carersb

12.5% (6.1–18.9) 12.2% (4.5–19.9) 5.7% (4.0–7.3) 848.5 (2), 0.01

Don’t know the range of organised services available to
carersb

35.0% (24.8–45.1) 23.6% (14.9–32.3) 29.4% (26.3–32.5) 237.2 (2), 0.24

Unmet support needs

Needs an improvement or more support to assist in caring
rolec

49.0% (38.0–60.0) 53.0% (43.8–62.3) 35.7% (32.6–38.8) 1227.4 (2), <0.001

Needs (further) assistance to care for main recipient of care 26.4% (18.2–34.6) 25.4% (18.1–32.6) 18.9% (16.6–21.1) 381.2 (2), 0.04

Needs (further) respite care for main recipient of cared 11.6% (5.8–17.3) 25.7% (18.8–32.7) 9.5% (7.8–11.2) 1799.6 (2), <0.001

Main unmet source of support for carers 3202.2 (16), <0.001

More financial assistance 12.3% (6.4–18.2) 11.9% (7.0–16.7) 11.3% (9.4–13.2)

More respite care 9.0% (4.4–13.7) 13.0% (7.3–18.8) 4.0% (2.9–5.1)

More emotional support 4.8% (0.3–9.4) 3.1% (0.6–5.7) 1.4% (0.8–2.0)

More aids/equipment, courses, or training for the caring
role

3.9% (0.7–7.1) 1.8% (0–3.8) 2.1% (1.3–3.0)

An improvement in carer’s own health 2.8% (0.2–5.3) 4.0% (0.7–7.4) 2.0% (1.1–2.9)

More physical assistance 1.1% (0–3.1) 0% 2.4% (1.5–3.3)

None of the above 3.2% (0.2–6.1) 1.1% (0–2.7) 0.6% (0.2–1.1)

Source of support not answered 24.8% (17.2–32.5) 31.5% (24.2–38.9) 28.1% (25.4–30.9)

No additional support required 38.0% (29.5–46.6) 33.5% (25.9–41.2) 48.0% (44.8–51.3)

Barriers to support

Main reason primary carer has never used respite caree 1690.7 (8), 0.001

Does not need service 58.7% (50.3–67.1) 61.1% (52.1–70.2) 68.4% (65.8–71.1)

Carer does not want service 12.5% (6.1–19.0) 13.0% (6.4–19.6) 9.0% (7.3–10.7)

Recipient does not want service 12.2% (5.6–18.7) 6.9% (1.4–12.3) 11.6% (9.6–13.6)

Available services not suited to needs 6.3% (2.1–10.6) 2.8% (0–6.2) 1.1% (0.4–1.9)

Other reason 10.3% (5.1–15.4) 16.2% (9.0–23.4) 9.8% (8.1–11.5)

Main reason looking at eligibility did not lead to receipt of
Carer Paymentf

1671.2 (6), 0.12

Did not meet requirements for eligibility 46.6% (31.4–61.7) 35.9% (23.1–48.6) 32.5% (27.3–37.7)

Dual eligibility (eligible for conflicting payment type) 17.7% (7.2–28.2) 26.2% (14.9–37.5) 15.7% (11.8–19.5)

Changed mind or decided not necessary 5.0% (0–10.8) 2.4% (0–7.0) 4.8% (2.5–7.2)

Other reason 30.8% (18.9–42.7) 35.5% (22.1–49.0) 47.0% (41.2–52.8)

Main reason primary carer has not looked at eligibility for
Carer Paymentg

2889.1 (12), 0.02

Would not be eligible 43.3% (30.3–56.3) 33.9% (17.1–50.7) 29.4% (25.0–33.9)

Not heard of it 20.6% (10.5–30.8) 19.9% (8.5–31.3) 18.3% (15.4–21.2)

(Continued )
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characteristics and support needs of mental health carers not liv-
ing with their care recipients; however, we were able to provide a
reasonable estimate of the size of this population. Some non-
resident carers likely provide a lower intensity of support than
those who live with their care recipient, but they may face add-
itional challenges to gaining recognition of and support for
their caring role. It is unclear how well the caring role and support
needs described here for co-resident mental health carers apply to
non-resident carers.

Several other limitations should be noted. The estimated num-
ber of mental health carers may be conservative because the sur-
vey required household informants to identify carers; in certain
cases, care recipients, carers and their families may be reluctant
or unable to recognise the caring role (McMahon et al., 2010).
For Aboriginal and Torres Strait Islander or culturally and linguis-
tically diverse populations in particular, cultural expectations to
provide family support may serve as a barrier to self-identifying
as a carer and to accessing services (Kokanovic et al., 2006).
Unfortunately, carer ethnicity was not available in the SDAC.
The survey methods also underestimate the number of primary
carers. Primary carers aged below 15 years, not living with their
care recipient or who care for a secondary care recipient with
mental illness (where the main care recipient has a different con-
dition) were not included in the SDAC confirmed primary carer
group. Questions on carer service use were only available for pri-
mary carers and may not reflect the service use and needs of all
mental health carers. Given their higher average hours of care
and principal caring role, primary carers would generally have
greater use of and need for services than other carers. Finally, dif-
ferences in the total hours of support across different disability
carers should be interpreted with caution as these may be influ-
enced by the availability of formal health services for each
condition.

Implications

Provision of carer services such as income support, respite, infor-
mation and counselling is important to ensure carers are sup-
ported in their significant caring roles and to maintain own
health and wellbeing. Despite funding of these services through

Australian programmes like Carer Payment and Allowance
(Department of Human Services, 2016) and Mental Health
Respite: Carer Support (Department of Social Services, 2015),
many mental health carers reported poor awareness of available
services and unmet needs for support, both financial and prac-
tical. Unmet financial needs suggest mental health carers would
benefit from more accessible income support or other financial
assistance. Greater dissatisfaction with services also suggests that
available supports are not as well tailored for mental health carers
as other carers. This may be a reflection of the focus of mental
health caring on different types of support to that provided for
physical conditions; for example, mental health carers report
needing more suitable and flexible respite options (Jardim and
Pakenham, 2010b), and assessment tools for accessing carer pay-
ments that take into account the greater focus on emotional sup-
port (Carers Victoria, 2013; Royal Australian and New Zealand
College of Psychiatrists, 2015). While some mental health carers
reported needing no further assistance, results indicate that the
system is failing to meet the needs of all mental health carers
and that these carers could be better informed about available
supports. Further research is also warranted to identify the spe-
cific needs of young mental health carers and non-resident carers
which were not explored in this study; these carers may require
different kinds of assistance in their caring roles.

The recent roll-out of the National Carer Gateway (a national
online and telephone service; Australian Government, 2015) may
help to improve mental health carers’ knowledge and pathways
into services, but a more proactive approach is likely needed to
identify and offer information and support to carers. Since the
2012 SDAC, the NDIS has been progressively rolled out, moving
disability services for severe and persistent mental illness from
block funding to individual budgets. There have been widespread
concerns about the suitability of assessment and planning
processes for people with psychosocial disability given their
different needs (Joint Standing Committee on the National
Disability Insurance Scheme, 2017; Smith-Merry et al., 2018).
Nevertheless, the NDIS has the potential to improve the amount,
suitability and coordination of supports provided, which may in
turn reduce demands on carers. As funding for historical mental
health carer support programmes is transitioned across to the

Table 3. (Continued.)

Mental illness
(n = 153)
% (95% CI)

Other cognitive/
behavioural condition

(n = 155)
% (95% CI)

Physical condition
(n = 1233)
% (95% CI)

χ2 (df), p

Does not think of self as a carer 12.0% (4.1–19.8) 15.2% (5.0–25.5) 17.6% (14.5–20.8)

Pride 10.0% (1.5–18.5) 4.0% (0–9.7) 4.3% (2.8–5.9)

Dual eligibility (eligible for conflicting payment type) 2.4% (0–5.1) 10.2% (0.7–19.7) 3.6% (2.1–5.1)

Not necessary 0.9% (0–2.1) 5.6% (0–13.4) 15.3% (12.0–18.5)

Other reason 10.8% (3.0–18.6) 11.2% (2.8–19.6) 11.4% (8.8–14.0)

NA, not applicable.
aExcludes 33 mental health, 43 other cognitive/behavioural and 313 physical health carers who did not answer, and 75 mental health, 48 other cognitive/behavioural and 660 physical health
carers who had never received assistance from organised services.
bExcludes 35 mental health, 44 other cognitive/behavioural and 335 physical health carers who did not answer.
cExcludes 33 mental health, 43 other cognitive/behavioural and 314 physical health carers who did not answer.
dExcludes ten mental health, 14 other cognitive/behavioural and 94 physical health carers for whom the question was not applicable (may not have answered a previous relevant question).
eExcludes 17 mental health, 61 other cognitive/behavioural and 136 physical health carers who had used respite care.
fExcludes 104 mental health (67.6%), 98 other cognitive/behavioural (64.2%) and 890 physical health carers (72.1%) who received Carer Payment or had not looked at their eligibility.
gExcludes 87 mental health (56.2%), 98 other cognitive/behavioural (64.6%) and 613 physical health carers (50.8%) who had received or looked at eligibility for Carer Payment.
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NDIS, concerns have been raised about future access to carer sup-
ports (Smith-Merry et al., 2018), including for mental health
carers supporting people who are not NDIS-eligible. The NDIS
requires support for carers to be requested by the care recipient,
creating new barriers to identifying and assisting these carers,
and this may be particularly challenging where there is poor
insight or a fractured relationship caused by mental illness. This
study has highlighted the large numbers of carers providing
unpaid support to people with mental illness, the different role
of mental health carers, and their substantial unmet needs for
information and support prior to the NDIS. It is clear that a stan-
dardised assessment process for carers of all disability types is
unlikely to meet mental health carers’ needs, and particularly con-
cerning that access to services may become more challenging
under new arrangements. Improved pathways for providing infor-
mation and assistance to carers of people with mental illness who
do and do not meet NDIS criteria will be critical to ensure that
carers can continue their valuable roles.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S2045796018000446.
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