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EXECUTIVE SUMMARY
Ageing parent carers are people aged 60 years and
over who provide primary care for a son or daughter
with a disability. This report outlines the impacts of the
caring role upon ageing parent carers within Anglicare’s
Support Coordination program, with a focus on the
personal wellbeing of carers.
Most ageing parent carers in Anglicare’s program are
female (81%) and about a fifth (18%) are aged in
their 80’s or 90’s. Most of the carers (63%) have been
providing care for 30 years or longer. Around 8% care
for more than one person. Most care recipients have
an intellectual disability (65%) and may also have a
physical impairment, mental illness or chronic medical
condition. Around one in four care recipients has a
dual diagnosis and one in 10 has three or more types
of disability.
Ageing parent carers are often very resilient, but at
the same time may feel isolated or experience social
or financial exclusion as a result of their caring role.
The care-giving role impacts their personal wellbeing,
relationships, educational opportunities and capacity
for paid employment. Studies have shown that carers’
wellbeing is significantly lower than the national
average. Health, finances, life achievements and future
security are particular areas of concern for ageing
parent carers in Anglicare’s program.
Stress and anxiety is prevalent among ageing parent
carers, with two in three carers exceeding the normal
range of stress. Factors that impact carer stress levels
include caring for an adult family member with an
intellectual disability or dual diagnosis, conflict with
the care recipient, needing time out from the caring
role, anxiety about the future care of their family
member, and lack of awareness about supports for
their role. Social support is essential for carer wellbeing
and the carers in Anglicare’s program have, in the past,

experienced varying levels of support from partners,
family members, friends and professionals.
Historically, the ageing parent carer cohort has been
less likely to seek access to carer support services, given
their self-reliance and longevity in caring. Nevertheless,
carers entering Anglicare’s program indicate that
case management, transition planning, respite and
increased social contacts for the care recipient are the
most important support services to them at the time of
entry to the program - though many hadn’t accessed
these supports in the 12 months prior to entry.

Interventions that
Make a Difference
Carers spent on average 1 year and 7 months in
Anglicare’s program, ranging from periods of a few
weeks to several years. The length of participation
in the program was related to carers’ initial needs
– those with greater needs tended to stay longer in
the program. During participation in the program,
there were significant increases across the range of
services and supports being accessed by carers in the
program. Virtually all carers reported receiving access
to case management and more than 60% said that
they had a good transition plan in place. There were
significant positive changes in carer wellbeing during
the period that they were participating in the program,
with carers reporting improvements to their health,
personal finances and feeling part of the community.
Programs such as Anglicare’s Support Coordination
Program provide essential supports to assist ageing
parent carers to continue in their care-giving role,
relieving anxiety about the future, increasing
support networks and improving personal wellbeing.
Coordination, advocacy and case management
support are enhanced when support workers adopt a
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partnership approach with the carer, care recipient and
the family network.
One of the most significant causes of stress for ageing
parent carers is the future care and accommodation
arrangements for their family member with a disability.
Most care recipients and their carers wish to stay in
the family home together for as long as possible,
however it is imperative that there is a plan in place
for a time when that living and care arrangement is
no longer sustainable. Several issues compound this
already sensitive and difficult topic, such as the limited
availability of alternative accommodation options apart
from the family home, the quality of future care for the
person with a disability, and the parent carer’s general
concern for the future wellbeing and happiness of
their son or daughter when they are no longer able to
provide care.
Carers and their family member with a disability are
greatly helped with the task of planning for the future
when they are fully informed about their options,
are given support to discuss difficult issues, and have
assurance of appropriate future accommodation and
care support for their family member. The possible
involvement of siblings and other family members
in the discussing and planning may also ameliorate
stress associated with transition planning, and open
up present and future possibilities for involvement of
more family members in the care and support of the
person with a disability.
Supports that assist the carer and care recipient to
remain together in the family home are essential.
The types of supports that assist families in this way
are shown in research to be similar to those provided
in Anglicare’s program: education and support in
transition planning; respite and recreational activities;
increased social circles; and personal and domestic
assistance. Availability of different types of respite give
carers and the person with a disability choices that best
suit their circumstances, including in or out-of-home,
long or short-term care and planned or emergency
care. Each family and circumstance is unique, and
flexible respite options provide carers with an essential
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opportunity to rest and continue their caring role in a
sustainable way. Respite is often utilised as a response
to crises in such families, whereas planned and regular
respite for families would help alleviate the stresses for
carers and reduce the incidence of crises in the family
unit and caring relationship.

Policy Directions
The role of carers is acknowledged in national and state
carer recognition legislation and in carer strategies.
Federal and State Governments have implemented
strategies to assist government agencies, service
providers and the private sector to recognise carers
in policy, planning and service delivery. The legislation
and strategies go a long way towards advancing the
profile of carers, recognising their contribution to the
lives of care recipients and the community at large,
and highlighting their support needs to government
agencies, service providers and the private sector.
The carer legislation and strategies set out principles
regarding carer rights; however there are no legally
enforceable rights embodied in those instruments.
The National Disability Insurance Scheme (NDIS) is a
landmark reform in supporting people with disabilities
to exercise choice and control in life decisions, a
right embodied in the United Nations Convention
on the Rights of Persons with Disabilities. Carers are
acknowledged in the NDIS legislation, and although
they may be included in the participant’s assessment
and planning, there is no guarantee that carers’ needs
will be assessed or catered for under any participant
plan. Carer support services are still an unknown factor
when the NDIS is fully rolled out across the nation in
2018, and the disability and carer sector has concerns
about the ongoing support that will be provided to
carers in the new environment.
Ageing parent carers will continue to need support to
carry out their vital role as caregivers to their adult son
or daughter with a disability. To best ensure that they
have support in their role, carers should be granted
a separate carer assessment under the NDIS, so that
their individual needs are addressed and appropriately
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supported. Ageing parent carers would also be greatly
assisted by the guaranteed provision of appropriate,
affordable and secure long-term accommodation for
the son or daughter with a disability. Without essential
carer support services and viable and sustainable caring
and accommodation options for the future, ageing
parent carers and their family members with a disability
will face futures that are insecure and uncertain.

Involvement in
participant planning:

Summary of
Recommendations

Respite Care:

5.

6.

The Federal and State Governments, National
Disability Insurance Agency and disability/
carer service providers offer flexible respite
services (as components of both individual
and block funding) that are responsive and
easily adapted to individual and changing
circumstances, available in the home and
for extended periods out-of-home, at
planned and regular occasions as well as in
emergency situations.

7.

The Federal and State Governments and the
National Disability Insurance Agency provide
funding for non-government organisations
to deliver volunteer-run respite services.

Anglicare Sydney recommends that:

Carer assessment and support:
1.

The Federal Government amend the
National Disability Insurance Scheme Act
2013 to include provision for a separate carer
assessment in addition to the participant’s
assessment and plan.

2.

If separate carer assessment and support is
not implemented under tier 3 of the NDIS,
block funding from the NDIS or State/Federal
Governments for carer support services like
the Support Coordination Program must
continue to ensure that essential services are
provided to carers and ageing parent carers.

Carer payments:
8.

3.

The Federal and State Governments and the
National Disability Insurance Agency provide
support for carers of people with a disability
who are not NDIS participants.

4.

The Federal and State Governments,
National Disability Insurance Agency and
disability/carer service providers adopt
integrated familial and social approaches
in the planning and delivery of support for
people with a disability and their carers.

The National Disability Insurance Agency
incorporate into its Operational Guidelines
for Planning and Assessment an option for
participants to invite their carer into the
assessment and planning process.

The Federal Government continue to
benchmark the age, disability, carer and
veteran pension payments to 27.7% (for
single) and 41.76% (for couple) of the Male
Total Average Weekly Earnings (MTAWE), if
the indexation according to the higher of
the Consumer Price Index (CPI) or Pensioner
and Beneficiary Living Cost Index (PBLCI)
does not reach that rate.

Accommodation options:
9.

The National Disability Insurance Agency and
the private, public and community housing
sectors fund development of co-located
housing models suitable to accommodating
ANGLICARE SYDNEY
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ageing parent carers and their adult son or
daughter with a disability.
10. When considering what are “reasonable
and necessary supports” for the participant,
the National Disability Insurance Agency

6

allow for the participant’s choice regarding
accommodation to be in close proximity to
their ageing parent carer as both reasonable
and necessary, and in recognition of the
unique long-standing relationship existing
between the parties.
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1.

INTRODUCTION

Many Australians require full-time care due to chronic
illness, frailty or disability. The primary care-giver for
these Australians is often a parent or spouse. Of
particular concern to Anglicare Sydney has been the
situation of ageing parent carers. In 2012, there were
15,100 parents aged 65 years and over who provided
primary care to a son or daughter with a disability (ABS
2013). This number had increased from an estimated
6,400 people in 2003 (ABS 2004).
Ageing parent carers may have been caring for their
child for five or six decades (Llewellyn et al 2003). Their
care-giving is virtually a life-long ‘career’ and affects
them in significant ways - financially, emotionally,
socially and in their life choices. Most carers live with
the person for whom they care, which requires a 24
hour, 7 day a week, all year round commitment, that is
only relieved occasionally by respite care.

Ageing parent carers
may have been caring for
their child for five or six
decades
Caring for a person with a severe or profound
disability often means that one person in a marriage
or defacto relationship will be unable to participate
in the workforce, placing restrictions upon household
income, while at the same time needing to meet regular
expenses for therapy and medical assistance associated
with the disability. Over a lifetime, such responsibilities
can place excessive strain upon marriages and defacto
relationships. It can lead to other siblings receiving less
attention from parents than they otherwise might have
received. Carers may also find themselves eventually
caring for either their spouse or their own parents, due
to the onset of illness or frailty.

The impact of such caring responsibilities upon personal
wellbeing is significant. Australian carers have some of
the lowest levels of wellbeing of any sub-group in the
population (Cummins and Hughes 2007: vii). Stress,
exhaustion and poor health among carers are areas
of concern. For ageing parent carers there is also the
added pressure of the long-term security of the person
with a disability.
Anglicare provides support for ageing parent carers
aged 60 years and over through Support Coordination
programs based at Summer Hill, Cabramatta and
Penrith in Metropolitan Sydney. Support is provided
for Aboriginal and Torres Strait Islander carers aged
45 years or over. The Support Coordination Program
is an initiative of NSW Ageing, Disability and Home
Care (ADHC), to provide specialised community-based
programs for ageing parent carers. The program
aims to support ageing parent carers to maintain
their caring role for as long as possible by providing
case management and respite opportunities, and to
plan for a transition from parental care. The program
provides flexible support with links to appropriate
services; development of informal networks and peer
support; assistance with planning for the future; and
opportunities for social and community participation.
It is known that many ageing parent carers have
carried on their caring role with minimum assistance
from service providers. It has been found that in the 12
months prior to entry into Anglicare’s program:
•• Less than half of the carers had previously used a
respite service
•• Only a third had received case management
•• Only one in five had been assisted to increase social
contact for the person with a disability
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•• Only one in ten had been assisted to develop a
transition plan.
Despite having had less experience of services, ageing
parent carers have definite views on what would make
a difference in their lives. Required services centre upon
personal care and domestic assistance, respite, social
support, case management, carer education, access to
transport and transition planning.

1.1

Aim of this report

implemented to establish the current circumstances
of both the carer and person with a disability and
to identify stressors upon and the needs of the
carer. Evaluation surveys were also developed, being
completed by carers during their time in the program.

The impact of such
caring responsibilities
upon personal wellbeing
is significant

This report seeks to:
1. Outline the impacts of the caring role upon
ageing parent carers within Anglicare’s Support
Coordination program, with a focus on the personal
wellbeing of carers.
2. Provide feedback from carers as to what they
need from Government-funded and other service
providers.
3. Identify aspects of service provision that can make
a significant difference to the lives of ageing parent
carers, including through Anglicare’s Support
Coordination program.
4. Make recommendations to Government, service
providers and the private sector, especially in the
light of the changing service provision landscape
associated with the introduction of the National
Disability Insurance Scheme (NDIS).

1.2

Sources of data
for this report

An evaluation project was commenced early
in the life of Anglicare’s Support Coordination
program. As part of this project, entry surveys were

8

Nearly all questions in the surveys are close-ended,
allowing selection of a response from a list of possible
responses. Some questions in the survey appear in
other population surveys, allowing comparisons with
national benchmarks. These questions include the
Personal Wellbeing Index (PWI), which is a widely-used
measure of subjective wellbeing, and the stress subscale from the Depression, Anxiety and Stress Scale
(DASS). The statistical data provided in this report is
complemented by comments made by carers as part
of the surveys.
This report draws on data from entry and evaluation
surveys completed between January 2008 and
March 2013. During this period, a total of 159 carers
completed both an entry and an evaluation survey
(47% of all entry survey respondents). Entry and
exit surveys were matched manually on the basis of
respondent name, birth date and/or client number.
This process was limited where respondent identifiers
were missing or incomplete, meaning that some survey
forms could not be matched, or where carers had not
attempted both surveys. Unless otherwise stated,
analysis in this report has been limited to the fullyresponding sample of carers, hereafter referred to as
the ‘matched sample’.

Caring into Old Age: The wellbeing and support needs of parent carers of people with disabilities

2. PROFILE OF AGEING PARENT
CARERS AND THEIR CARING ROLE
2.1

Carer
Characteristics

Age group: Upon entry to the program, about half
of carers (52%) in the matched sample were aged
between 65 and 74 years (see Figure 1). One in ten
carers was aged under 65 years (11%) and almost one
in five carers (18%) was aged 80 years or more.

Figure 1: Age Profile of
Ageing Parent Carers

to have completed both surveys and consequently
represent only 0.6 percent of the matched sample.

Almost one in five carers
(18%) was aged 80 years
or more
Culturally and Linguistically Diverse (CALD)
status: Carers from CALD backgrounds make up
37% of the matched sample, which is similar to the
percentage of all carers entering the program. By
comparison, people who speak languages other than
English at home make up about one-third (32.3%) of
the total population of Greater Sydney (ABS 2012).
No information has been collected through the surveys
regarding socio-economic status, occupational status or
educational qualifications of carers. While information
has been collected about their caring situation and
relationships, the levels of disadvantage have not been
identified for carers in Anglicare’s program.

Source: Anglicare matched sample of ageing parent carers

Gender: The majority of ageing parent carers in the
matched sample was female (81%), which is lower
than the national figure of 91% among all parent
carers (ABS 2013).
Marital status: About half of carers in the matched
sample were widowed (48%) and a further 41% were
married. Ten percent were either separated or divorced.
Aboriginal status: Aboriginal and Torres Strait
Islander people were over-represented among all carers
entering the program (5.3%), compared with the
Greater Sydney average (1.2% of the total population;
ABS 2012). However, Aboriginal carers were less likely

2.2

The Caring Role

The majority of ageing parent carers in the matched
sample (87%) provided care for an adult son or
daughter. A further 7% provided care for a child
aged under 18 years of age. Carers sometimes have
a dual caring role, caring for a parent, parent-in-law
or spouse, apart from caring for their son or daughter
with a disability. In Anglicare’s study, 8% of the
matched sample also cared for another person.
The vast majority of carers (94%) were living with
the person they were looking after. Relatively few
were caring for someone who was living in separate
accommodation such as supported accommodation or
ANGLICARE SYDNEY
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an aged care facility. The live-in nature of care among
the carers in Anglicare’s program corresponds with the
national situation, where 95% of all parent carers live
with the care recipient (ABS 2013).

For 89% of respondents
the caring role had
exceeded 10 years
Most carers in the matched sample have been caring
for their son or daughter with a disability for a very
long time (see Figure 2). For 89% of respondents the
caring role had exceeded 10 years and for more than
one in three carers (40%) it was a role of more than 40
years duration. Given the age of the sample, it makes
sense that the ageing parent carers Anglicare supports
have been caring longer than national averages for
carers generally; in 2012, 46% of parent carers had
been caring for 10 years or more, with 12% caring for
25 years or more (ABS 2013).

people with an intellectual disability. Among primary
carers aged 65 years and older caring for a person with
a severe or profound disability, some 45% spent 40
hours or more in the caring role (ABS 2013).

2.3

Nature of the
Disability

When asked about the nature of the care recipient’s
disability, 65% of carers in Anglicare’s matched sample
cited an intellectual disability (see Figure 3).

Figure 3: Nature of the Care
Recipient’s Disability*

Figure 2: Longevity of
Caring Role among
Ageing Parent Carers
Source: Anglicare matched sample of ageing parent carers
*Note that carers could cite more than one
disability for the care recipient.

However more than one in four carers in the matched
sample (28%) identified two kinds of disability and 9%
said their son or daughter had three or more kinds of
disability.

Source: Anglicare matched sample of ageing parent carers

Research carried out by the Australian Bureau of
Statistics showed that 39% of primary carers spent 40
hours or more each week in their caring role, including
56% of all parent carers (ABS 2013). These figures
would probably be higher for older parent carers of
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There is a growing number of older people with a
disability due to the combined effect of the ‘baby
boom’ and increased longevity (Bigby & Torr 2010).
The medium population projection of Australians with
a disability living with their parents is 598,000 people
by 2040, including just over half living with a more
severe disability. For those people with a disability aged
45 years and older, the projected numbers are around
39,600 by 2040, which points to a continuing demand
for support services among a significant number of
ageing parent carers (Qu et al 2012: 12).
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3. AGEING PARENT CARER
WELLBEING
This section of the report outlines the levels of
subjective wellbeing measured among ageing parent
carers in Anglicare’s matched sample at the time that
they entered Anglicare’s program. Section 4 considers
any improvements to these indicators during the
period of carers’ participation in the program.

3.1

Carer Wellbeing
upon Entry into
Anglicare’s
Program

The Australian Unity Personal Wellbeing Index (PWI)
has been used to establish the subjective wellbeing of
carers in Anglicare’s program, both upon entry to the
program and during the program. Carers were asked
to rate their levels of satisfaction from 0 to 10 across
seven life domains comprising the PWI. The combined
score for all seven items was then converted to a score
out of 100. The national average score for this index
is around 75 out of 100 for the population, while a
national study of carers showed a lower average score
of 58 (Cummins and Hughes 2007). The Anglicare
study also identified a similarly low wellbeing score
of 58 among ageing parent carers upon entry to the
program.
Individual items in the PWI as well as other items in
the survey reveal carer satisfaction for different life
domains upon entry to the program. Figure 4 shows
that among carers in the matched sample, health
(average score = 4.7 out of 10), personal finances (5.1)
and achievement in life (5.4) were the areas of least
satisfaction for ageing parent carers whilst the carer’s
own housing (7.0) and sense of safety (6.7) were the
areas of greatest satisfaction.

The Anglicare study
identified a similarly
low wellbeing score
of 58 among ageing
parent carers
Figure 4: Satisfaction Scores
among Ageing Parent Carers

Source: Anglicare matched sample of ageing parent carers
*Item included in Personal Wellbeing Index (PWI)

Some 37% of ageing parent carers in Anglicare’s
matched sample were from Culturally and Linguistically
Diverse (CALD) backgrounds. Carers from CALD
backgrounds were less likely to be satisfied with their
finances (4.7), housing (6.0) and their life as a whole
(4.4) than other carers. They also had a lower average
PWI overall (53.1) compared with other carers in the
program (59.3).
A further supplementary question asked respondents
to rate their state of health as excellent, good, fair or
poor. Upon entry to Anglicare’s program only 30% of
the matched sample described the state of their health
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as either ‘excellent’ or ‘good’, reflecting the older age
groups present in Anglicare’s program.

3.2

Carer Stress

The level of stress being experienced by carers was
measured using the stress subscale of the Depression,
Anxiety and Stress Scales (DASS) instrument. At the
time of entry to Anglicare’s program, the average score
for the stress sub-scale among the carers was 46 out of
100. Based on the Black Dog Institute’s (nd) suggested
severity levels for the DASS stress subscale, only 37%
of the matched sample were in the ‘normal’ range,
27% were ‘mild to moderately’ stressed and more
than a third (36%) were in the ‘severe to extremely
severe’ stress category.
Stress, anxiety and poor physical health can compromise
mental health. Anglicare workers have observed that
ageing parent carers often have specific health issues
which need to be addressed, such as dealing with a
cancer diagnosis, managing their own panic attacks
brought on by stress and the energy required to be an
advocate on behalf of the care recipient. A research
report from the Australian Institute of Family Studies
(AIFS) examined the impact of caring for family
members with a disability. In relation to mental health
it was reported that:
“Several factors were associated with carers having
more mental health problems, worse vitality and
higher rates of depression than people from the
general population. These included: caring for a
child with a disability, caring for a person with a
disability with high care needs; caring for more
than one person with a disability; having another
care role; experiencing one or more problems in
dimensions of family functioning; and needing
more support that they were currently receiving”
(Edwards et al 2008: 2).
There were several stressors commonly found among
ageing parent carers in Anglicare’s program which are
outlined below.

12

More than a third (36%)
were in the ‘severe to
extremely severe’
stress category
Caring for an adult with an intellectual disability
or with a dual diagnosis: As mentioned earlier, twothirds of parent carers in Anglicare’s program were
caring for an adult with an intellectual disability and
more than a third of carers identified their son or
daughter as having more than one kind of disability.
A number of studies point to the emotional impact on
parents whose son or daughter has a dual diagnosis of
intellectual disability, with challenging behaviour and/
or mental illness. These impacts can include severe
stress, depression, greater caregiver burden, reduced
quality of family life, struggling to manage roles outside
of caring and limited opportunity to engage in outside
activities (Unwin & Deb 2011; James 2013).

80% worry about what
would happen to their
disabled son or daughter,
if they were unable to
provide care
Conflict between carer and care recipient:
Experiencing conflict with the care recipient was
identified by 38% of carers upon entry to the program,
an issue that declined only slightly during the course of
involvement with the program. It is unclear from the
survey whether the conflict is due mainly to challenging
behaviours, conflicting agendas or other types of
relationship strain. As one carer commented, “I am still
having struggles with the caring, as you know [the care
recipient] doesn’t make things easy.”
The need for time out: Upon entry to Anglicare’s
program, some 61% of carers in the matched sample
agreed that they needed time out from their caring
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role. This percentage only declined slightly following
participation in the program to 52%. For many carers,
time out is an ongoing need that is only partially
ameliorated by better social supports. As one carer
commented, “We are getting old now, we really need
our own time.”
Anxiety about the future care of the care recipient:
Upon entry to Anglicare’s program, some 82% of
carers in the matched sample rated transition planning
as ‘very important’ or ‘quite important’ to them and
80% indicated that they worry a lot about what would
happen to their disabled son or daughter, if they were
unable to provide care. Yet only 10% of these carers
had received help with transition planning in the 12
months prior to entering the program and less than
one in four carers (23%) indicated that there was a
good plan in place for the future care of their son or
daughter with a disability. For this reason, successful
transition planning is a key goal of the program.
Lack of awareness about sources of assistance:
Only 51% of carers, upon entry to Anglicare’s program,
agreed that they knew where to get help if they needed
it in their role as a carer.

3.3

quite common among carers in the program (eg. due
to Alzheimer’s disease, stroke, etc).
Satisfaction with support from family and friends
was also mixed in Anglicare’s matched sample with
satisfaction scores of 5.2 and 4.4 out of 10 respectively.
While many carers may tell of the great support given
by friends and family, others may recount how this
diminished over time, sometimes as the person with
an intellectual disability became more challenging or
wanted more independence (Chadwick et al 2013).
Seltzer and colleagues (2011) found that older parents
co-residing with their son or daughter with a disability
were less likely to meet with family and friends in the
past month compared with the parents of non-residing
sons or daughters. Ageing parent carers may spend
less time with their other sons or daughters, with
siblings and with grandchildren due to the demands
and isolation of the caring role.

Figure 5: Satisfaction with
Sources of Social Support
among Ageing Parent Carers

Social Support
Networks

Social support is very important to carer wellbeing.
For instance, an Australian study of older parents of
adults with intellectual disabilities found that carers in
better health also enjoyed both the close support of a
network of family, friends and neighbours and a lower
care-load (Llewellyn et al 2010: 1176).
Carers in Anglicare’s matched sample were moderately
satisfied with the support they received from their
partners (average score = 6.1 out of 10). However this
score masks the fact that almost one in five carers (17%)
indicated zero satisfaction with the support received
from their partner, suggesting that their partner was
unable to offer any support due to frailty, disability or
health issues. Workers connected with the program
indicated that a decline in the health of partners was

Source: Anglicare matched sample of ageing parent carers
* Only includes carers in partner relationships (married, de facto)

It was known that prior to the establishment of
Support Coordination programs in NSW, ageing
parent carers were less likely than other carers to
access carer support services. A key factor in this has
been their greater sense of self-reliance. A common
difficulty expressed by ageing parent carers was a lack
of understanding from professional workers of the
problems that they face (Llewellyn et al 2010). SelfANGLICARE SYDNEY
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reliance may be heightened because of their struggle
to get help in the past; rejection of assistance in the
past; dissatisfaction with past or present service
provision; a very deep sense of personal responsibility;
a belief that requesting help is a sign of failure on
their part and a fear that drawing attention to their
own difficulties could result in a withdrawal of services
or loss of control over the care of their adult son or
daughter (Walker and Walker 1998 cited in Llewellyn
et al 2010). Further it has been noted that,
“Despite family-centred approaches now being
central to service philosophy, most service delivery
systems continue to identify as their primary client
either the individual with a disability or the primary
caregiver or the ageing person. For older parentcarers this flies in the face of the family reality where
their lives and that of their adult son or daughter
with a disability are inextricably linked over a
lifetime together” (Llewellyn et al 2010:1184).
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Consequently the satisfaction score among carers in
Anglicare’s matched sample with counsellors and other
professionals was only 3.6 out of 10 (see Figure 5).
These low levels upon entry to Anglicare’s program
could reflect a lack of prior connection with services, a
lack of trust or both.
Carers in Anglicare’s program sometimes refer to their
sense of isolation. One carer remarked that, “caring
is hard and I don’t get to go out very often anymore.
I used to go out a lot, I miss going out”. Other carers
made reference to social events that were conducted
as part of the program. Most carers who mentioned
these events commented that they promoted
relaxation and the reduction of stress. One carer
alluded to the benefits of meeting with other carers
who are experiencing similar challenges: “all carers feel
some stress, that’s why I enjoyed some of the outings
you provided”.
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4. CARERS’ ACCESS TO SERVICES
4.1

Unmet Needs
Prior to Entering
Anglicare’s
Program

Although it has been established that this particular
group of carers tend to be more self-reliant, it cannot
be assumed that they have not previously accessed
services because they did not value or need them.
In order to better define carers’ needs upon entry to
Anglicare’s program, carers were asked how important
particular services would be to them and then asked
which of those services they had received in the 12
months prior to entry to the program. A comparison
has then been made between the two, which is
shown in Figure 6. Services have been designated as
important to carers depending upon whether the carer

indicated that the service was ‘very important’ or ‘quite
important’ to them at time of entry to the program.
Figure 6 shows that in every area of service there were
significant gaps between the perceived need and
whether the need was being fulfilled. The greatest gap
appeared to be in relation to transition planning where
82% of carers rated it as ‘very’ or ‘quite’ important,
but only 10% had received assistance with transition
planning in the previous 12 months. In another
question in the survey, less than one in four carers
(23%) indicated that there was a good plan in place
for the future care of their son or daughter with a
disability. Other services where there were significant
service gaps included help to increase social contacts,
pursue goals and interests and life skills training for the
care recipient, and help to increase the carers’ social
contacts.

Figure 6: Unmet Service Needs among Ageing
Parent Carers Prior to Program Entry

ANGLICARE SYDNEY
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4.2

What Parent
Carers Say
They Need

Upon entry to Anglicare’s program carers were asked
to provide open ended comments on what they saw
as critical in assisting them to cope on a day to day
basis. Three out of four carers provided such feedback
in the entry survey. Six key domains of concern were
identified: personal care, respite, social support, case
management/carer education, transport and transition
planning. Selected comments for each domain are
outlined below.
Personal care and domestic assistance: More
than one in five carers who responded requested
support with the personal care of their son/daughter
or domestic assistance in the form of housework,
gardening and assistance with shopping. This type of
assistance was particularly needed by carers who were
restricted by old age or poor health. Comments from
carers included:
“[I need] physical assistance for my son because I’m
getting old and don’t always have the strength to
help him.”
“It’s hard for me to go out to the community due
to my poor vision and health issues. The most
needed areas of support are: shopping assistance,
companionship, community transport and meal
delivery.”
Respite: Although many carers access respite it is
still not sufficient and comes at a cost. Over one
third of carers entering the program required respite.
Sometimes carers sought the chance to just have a few
hours to themselves or a weekend to catch up with
the rest of the family, grandchildren and shopping.
There was also frequent reference to a need for respite
and back up and emergency planning when the carer
was ill or needed hospitalisation. Carers’ comments
highlighting the need for respite included:
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“My son has challenging behaviour and I would like
regular breaks away from him.”
“I need more respite because this is day-to-day
work.”
“Currently I use respite time to do shopping, obtain
scripts from chemist, attend doctors’ appointments
and physio and hydrotherapy for self. … I feel guilty
but need help now that I am on my own.”
“Emergency respite at times of my being in
hospital.”

“My son has challenging
behaviour and I would
like regular breaks away
from him”
Social Support: Many ageing parent carers felt
they were coping independently but, now and then,
would have appreciated someone to talk to about
their situation, someone who could support them
in an emergency, such as their own illness, or access
to programs that would improve the social support
networks of their son/daughter. Some of the comments
received point to persistent social exclusion. Overall,
about one in five carers expressed the need for greater
social support. Comments included:
“I think I need outings, to get out from the four
walls [of my house].”
“[I need] someone to talk to when things get tough,
also social contact with other men.”
“I feel that if [my son] could make contact with
perhaps people around his age (50) and could
discover his interests he would reach out and would
be happier spending time other than just watching
TV and going to bed. “
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“Our daughter, because of deafness, is very isolated.
She has no close deaf friends. Finding more social
contact would be good for her – this in turn would
help us.”

“I need a caring person
to look after my daughter
when I’m not here”
Case management and carer education: Some
ageing parent carers wanted a case worker to assist
them with the navigation of services, communicating
their needs to medical services more effectively,
assistance with legal information and more general
carer education. Comments included:
“[We need] case management support and
guidance on decision making.”
“We need a case manager for our son, who can
advise him and guide him into the right path.”

“Transport in an emergency situation – where do
I go? What if one day I can’t take my daughter
because I am too tired? What happens then?”
“Transport, as my husband cannot drive, my son
with disability does not drive, neither do I. My
daughters are married with young children, so they
are not always available.”
Transition Planning: the need to transition into a
permanent care arrangement was mentioned by almost
one in four carers. A major issue for them comes from
the uncertainty surrounding the future of their son or
daughter once they themselves have entered into care
or are facing death. Comments highlighting this need
included:
“I need help with looking and learning about
options for [my son] in the future.”
“[I would like] to know there is a backup plan for
[my son] to know he is supported.”

“[Need] guidance as life changes occur, advice with
money matters, general support on health issues.”

“When and if something happens, I need my son
to be in a good place to live with someone to care
for him.”

“Parenting skill,
behaviour.”

“[I need] a caring person to look after [my daughter]
when I’m not here.”

workshop

for

challenging

“I want to learn computer skills so that I may be
able to teach my daughter as well.”
Transport: This was an issue for a number of ageing
parent carers who mentioned difficulties in relation
to the mobility of the person with a disability and the
cost of taxis. A key concern was being able to access
medical appointments. Comments from carers pointed
to how dependent they are on transport provided by
others, to access a wide range of services and maintain
relationships:

“I need help with options
for my son in the future”

“Transport for my son as taxi fees are too high.”
“Transport for my daughter to her day placement.”
ANGLICARE SYDNEY
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4.3

Carer Outcomes
Associated with
The Program

The average length of participation in the program
among carers in Anglicare’s matched sample was 1
year and 7 months, although this average figure masks
a wide distribution in participation from a few weeks
to several years. Correlational analysis of Anglicare’s
data found that the length of participation in the
program was related to carers’ initial assistance needs.
For instance, the greater the reported need upon entry
for respite care, the longer the carer tended to spend
in the program. Carers who considered respite to be
‘very important’ or ‘quite important’ spent an average
of 1 year and 10 months in the program, more than
twice the length of time spent by carers who did not
feel the same need for respite services (r=0.32). Carers
who spent longer in the program were also more likely
to require ‘time out’ from their son or daughter with a
disability (r=0.23).
Length of time spent in the program was also positively
correlated with a need for case management (r=0.22),
carer education and training (r=0.21), life skills training
for the care recipient (r=0.20), community care services
(r=0.17) and assistance for the care recipient to pursue
their goals and interests (r=0.17).
Given that carers with the greater needs tended to stay
longer with the program, is there any evidence that the
program makes a difference both in terms of access
to much-needed services and in improvements in carer
wellbeing? By comparing the survey responses for the
same carers upon entry to the program and again after
a long period of participation in the program, changes
in average carer responses were identified.

There were significant
positive changes in
carers’ wellbeing while
they were in the program
and supports being accessed by carers in the program.
Virtually all carers reported receiving access to case
management and, importantly, more than 60%
said that they had a good transition plan in place.
Interestingly there was little change in the number of
carers accessing respite care despite the acknowledged
importance that such care brings. This may reflect
improvements obtained in other ways offsetting the
need for respite care or may reflect the concerns of
some carers around the quality or impacts on the
care recipient of respite care, particularly out-of-home
respite care.

4.3.2 Carer Wellbeing
Table 2 shows there were significant positive changes
in carers’ wellbeing during the period that they were
participating in the program. Average satisfaction
scores increased in relation to health, personal
finances and feeling part of the community. Overall,
there was an increase in carers’ average PWI from 58
to 64. However whilst there was a reported decrease
in anxiety about the future, day-to-day stress levels
among carers still remained high, with no real change
in stress levels being recorded during the period of
involvement in the program. Anecdotal evidence from
Support Coordination Program coordinators suggests
that despite improvements in some aspects of carers’
lives, the ongoing stresses and demands associated
with caring for a person with a disability don’t alter.

4.3.1 Service Access
In relation to access to services, Table 1 shows that
there were large increases across the range of services
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Table 1: Summary of Key Improvements in Service Access and
Support Among Ageing Parent Carers in Anglicare’s Program
Indicators

Summary of trends

Case management

INCREASE in the proportion of carers receiving case management from 35% to 93%*

Transition planning

INCREASE in the proportion of carers with a transition plan in place from 23% to 61%.*

Respite care

NO SIGNIFICANT CHANGE (42% upon entry and 47% during the program)

Help to increase social
contacts (care recipient)

INCREASE in the proportion of carers reporting help to increase social contacts from 20% to
43%*

Help to pursue goals/
interests (care recipient)

INCREASE in the proportion of carers reporting help to pursue goals and interests from 16%
to 52%*

Community care services

INCREASE in the proportion of carers receiving community care services from 35% to 55%*

Life skills training
(care recipient)

NO SIGNIFICANT CHANGE (14% upon entry and 24% during the program)

Help to increase social
contacts (carer)

INCREASE in the proportion of carers receiving help to improve social contacts from 7% to
53%*

Carer counselling

INCREASE in the proportion of carers receiving counselling from 4% to 22%*

Carer education and
training

INCREASE in the proportion of carers receiving education and training from 5% to 16%*

Carers knowing where
to get help

INCREASE in the proportion of carers who know where to get help if needed, from 51% to
80%*

Satisfaction with support
from counsellors/

INCREASE in rating score from 3.6 to 5.0 (out of 10)**
* Statistically significant at p<0.001

** Statistically significant at p<0.01

Table 2: Summary of Improvements in Carer Wellbeing
Among Ageing Parent Carers in Anglicare’s Program
Indicators

Summary of Trends

Personal Wellbeing Index

INCREASE in average overall score from 58 to 64 (out of 100)**

Satisfaction with health

INCREASE in average rating from 4.7 to 5.4 (out of 10)**

Satisfaction with life as a whole

INCREASE in average rating from 5.2 to 6.1 (out of 10)**

Satisfaction with feeling part
of the community

INCREASE in average rating from 5.8 to 6.5 (out of 10)**

Satisfaction with personal finances

INCREASE in average rating from 5.1 to 5.8 (out of 10)**

Anxiety about the future

DECREASE in reported anxiety about the future from 81% to 65%*

Stress sub-scale (DASS)

NO SIGNIFICANT CHANGE (Average score of 46 on entry and 42 during program)
* Statistically significant at p<0.001

** Statistically significant at p<0.01
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5. WHAT MAKES A DIFFERENCE?
5.1

Targeted Carer
Programs

There are a number of programs, some with similarities
to the Ageing Parent Carer Support Coordination
program, that are effective in supporting older parent
carers of adults with disabilities.
A review of the academic literature indicates that
challenges faced by parent carers overseas and
locally include: difficulty giving time to other family
members; psychological distress because of the
burden of care; having no choice but to carry on in
difficult circumstances; and services not caring about
the wider family situation (Lovell and Mason 2012:
24-25). Resilience is evident among families of people
with a disability, manifested in family unity borne from
tensions and hardship, continual striving and trying
to work out a way forward, and persistent advocacy
on behalf of the family member with a disability.
Notwithstanding families’ determination to persevere,
several service approaches have been identified that
can effectively support carers in their role (Chadwick
et al 2013: 119):
•• Services being provided in a flexible and timely
manner and at critical times
•• Services, support, entitlements and information
being offered without families having to ‘fight’ for
them
•• Carers knowing that their family member is well cared
for, listened to and provided with opportunities to
develop and be part of the community
•• Carers being shown respect, listened to and involved
in decisions.
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Case management programs that have a dual focus
on both carers and care recipient, using relationships
to effect change, working through families’ existing
informal networks and utilising long term case
management of varying intensity, can yield positive
outcomes (Bigby et al 2002). Support workers require
experience and understanding of both the carer’s and
the care recipient’s needs. Effective programs improve
carer planning and decision-making about the future,
and help to begin the process of separation and letting
go. Furthermore, carers are supported to carry through
the transition to out-of-home care for the adult with
a disability, with increased knowledge of services and
supports available and access to out-of-home day and
recreational activities, extension of supportive networks
beyond the family, improved skill development and
choice and autonomy.

5.2

Individual
advocacy
and support
to navigate
the system

Individual advocacy features in the academic literature
as an essential support for carers and families of
people with a disability to carry out their care-giving
role. Advocacy may be conceived as a third party
either speaking up for the needs of the person with
a disability or their carer, or assisting with navigating
and co-ordinating the service provision to the carer
and care recipient. Often it is the carer themselves
advocating on behalf of the care recipient, their family
or themselves.
Many parent carers are well acquainted with the
process of advocating for their family member with
a disability, as they believe that no-one else will be a
voice for them. Even though some advocacy may be
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protracted and frustrating, the positive outcomes can
outweigh the time and energy expended. Common
reasons for advocacy include a concern that services
should be provided on a needs basis and in an equitable
way without parents having to ‘fight’ for them; for
services to listen to and consult with them; and for
services to get to know the person with a disability so
as to work most effectively with them (Chadwick et al
2013: 125-127).

Most people with a
disability wish to stay in
the family home as
they age
Carers concede that navigating the system of disability
and carer support services can be stressful when doing
so unsupported, or where it is the carers’ experience
that poorly coordinated services were hindered by the
blurring of boundaries and responsibilities between
support services (James 2013: 19). People with a dual
diagnosis and their carers are typically in receipt of
three or four services and thus need case coordination,
management or advocacy support. Parent carers
are greatly assisted where there is easy access to
information about support groups, services that are
available, what the services are like and what they
offer, financial allowances and benefits and eligibility
for various supports (Chadwick et al 2013: 127).
Although some parent carers are seasoned advocates,
frustration, anger, resignation, exhaustion and
household stress associated with advocacy can take its
toll (Chadwick et al, 2013: 126). Parent carers want
advocates who will partner with them; will foster trust;
will advocate for flexible and effective support that
meets the needs of the whole family; will empower
them and maintain their involvement in the care of
their relative; and will provide advice and support that
facilitate carers to stay in control and receive the right
kind of help to meet their families’ needs (James 2013).

5.3

Transition
planning

Most people with a disability wish to stay in the family
home as they age and ageing parent carers want to
continue caring for their son or daughter (Slevin et al
2011; Taggart et al 2012). However, planning for the
future and for a time when the carer is no longer able
to provide care in the home is essential for families
where a member has a disability. Some families have
not made plans for the future or discussed future
care arrangements for their son or daughter, whilst
other families may have commenced the process
of planning through searching, trialling, discussing
suitable options and ruling out inappropriate options
for the future (King et al 2011: 44-50). High demand
for social support, assistance in future planning and
scarce alternative accommodation can be stressful for
carers and may account for those families who delay
transition planning (Dillenburger & McKerr 2011:35).
Even when future plans have been made, concerns
may still exist around their eventual implementation,
such as whether changes in sibling circumstances
would affect their future caring capacity or the future
quality of residential care services. Nevertheless,
effective transition plans can relieve carer burden and
aid daily decision-making (Taggart et al 2012).
Parents with a son or daughter with a disability may
face a range of concerns and obstacles when planning
for the future care of their family member, including
(Taggart et al 2012; Mansell & Wilson 2010; Yoong &
Koritsas 2012; Chadwick et al 2013; Foundation for
People with Learning Disabilities 2003):
•• Discussing future care needs being a vexing and
emotionally difficult topic, leading to general
avoidance of the issue
•• Unease about what would happen to the care
recipient when the carer is no longer able to carry
out their caring role
•• Worry and uncertainty due to a lack of support
accommodation options
ANGLICARE SYDNEY
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•• Fear of deterioration in the quality of care of their
son/daughter

of the choices and supports for the person with a
disability.

•• Lack of service provision

Siblings can play a part in planning for future care
needs of the care recipient, especially when they
are willing or open to be involved in the present
and future care of their sibling (Taggart et al 2012).
As with most aspects of transition planning, family
discussions involving adult siblings and the person
with a disability about future care arrangements can
be a sensitive topic, and family support may be needed
(Siblings Australia 2010). It is important that siblings
be brought into future planning and support networks
early on, in order to better prepare and support them
in what may be a greater caring role (Bigby et al,
2002: 36). In addition, disability services could increase
their involvement with siblings in order to promote
harmonious relationships with their brother or sister
with a disability and to enhance the caring relationship
that may eventuate in later years (Siblings Australia
2010). Similar measures may be adopted for other
family members who anticipate greater involvement in
future care of their family member.

•• Concern that the future independence of the person
with a disability will be compromised
•• Identifying care arrangements that would ensure
the future happiness and security of their son or
daughter
•• Concern for a son or daughter who has been
de-institutionalised but would need alternative
accommodation again in the future
•• Lack of support and guidance, including not
knowing from whom to seek help.
Much carer anxiety about the future relates to the future
support for the care recipient. Perceived shortfalls in
current and future service provision exacerbate carers’
worries about the future, heightening carer stress and
burnout (Mansell & Wilson 2010: 30). When these
concerns go unaddressed and a crisis hits the family
unit, care recipients may by then require an urgent
transition into residential care. A more favourable
solution to avoid crisis placements would be to
encourage family caregivers to formulate a transition
plan for their relative’s care, with increased incentives
offered to support continuing care by families
(McConkey et al 2011: 311).
Parents and care recipients need to be at the centre
of a network of support comprising family, friends,
support services, day care/work, financial security and
accommodation (Dillenburger & McKerr 2011:35).
A long term partnership by all parties is needed for
an effective response to both current and future
needs. Planning should commence early on to ensure
incorporation of perspectives of all family members
in the process (Foundation for People with Learning
Disabilities 2003). This type of holistic and partnership
approach would help ensure the future implementation
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Parents and care
recipients need to be at
the centre of a network
of support
Practical assistance by services for transition planning
include (Taggart et al 2012):
•• Providing accessible written information
•• Offering one-to-one and group/family support and
guidance
•• Early preparation of plans
•• Support in clarifying a vision, relationship circles,
housing, legal and financial advice, decision making
and in making a will.

Caring into Old Age: The wellbeing and support needs of parent carers of people with disabilities

5.4

Alternative
accommodation
options

Whilst many people with a disability wish to continue
to reside in their family home, others do so not out of
choice but because there are no available alternatives.
Effective denial of choice and control over living
arrangements through limited options is inconsistent
with the objects and principles of the NDIS Act 2013.
Some people with a disability express deep concern and
feel powerlessness about where they will live later on
in life (Ellison et al 2011: 179). Inadequate funding and
options for alternative accommodation compels parents
to adopt long-term care responsibility, often at great
personal cost (Miettinen 2012: 1). This underscores the
importance of a range of accommodation options that
suit the wishes of the person with a disability and their
caring situation.
Local and overseas studies show that a variety of
accommodation models are desirable and that no one
model or approach suits all people with a disability.
Several studies reveal that preferences regarding
housing options are usually more focussed on how
structures enable and foster quality support and care,
and assist familial and social networks, rather than
the housing structure itself. One Australian study
showed that respondents want support and housing
that enable residents to maintain and enhance their
social networks with their friends with disabilities and
to be able to ‘age in place’ (Shaw et al 2011: 895).
Flexible long-term ‘dementia-capable’ services and
accommodation will assist a growing ageing population
with a disability to age in place (Janicki 2011: 773).
Models of housing that provide the opportunity for
people with a disability to live in close proximity to
their peers and in large groups in the community are
preferred to small, dispersed community housing.
Support which meets the needs of clients will integrate
aged and disability services where required and will
limit the requirement for relocation, irrespective of the
accommodation model (Shaw et al 2011: 895).

Some parent carers have expressed the view that
‘homelike’ environments that are larger than the
four-person dispersed housing model and that give
residents flexibility in their routines are not equivalent
to an institution (Shaw et al 2011: 898). This again
highlights an emphasis being needed on outcomes
facilitated by the accommodation structure.
For families who have had a family member with a
disability transition into alternative accommodation,
their ongoing wellbeing is closely associated with that
of their family member. Generally, if parents observe
that their son or daughter’s quality of life is good,
they report that their own life is also good. Although
carers experience increased guilt, worry, and feelings
of inadequacy, they also experience less exhaustion,
sadness, anger, and resentment, and increased
happiness, peace, and hopefulness (Gardiner & Iarocci
2012: 2183).

5.5

Support for
remaining in the
community

People with a disability have hopes and dreams for
their place of residence; many wish to live in the
family home and their ageing parent and sibling
carers may share this expectation (Slevin et al 2011;
Ellison et al 2011). The person with a disability and
their carer’s common hope to do so may depend upon
their shared commitment to the caring arrangement,
the number of available carers, sufficiently spacious
homes, availability of activities outside the home, and
reasonably good health (Jecker-Parvex & Breitenbach
2012: 182). Lack of accessible housing that is tailored
to people’s changing needs as they age also makes it
difficult for people with a disability to remain where
they live until the end of their lives (Ellison et al 2011).
Several essential supports have been identified as
assisting carers, families and people with a disability to
remain in the community for as long as possible (Slevin
et al 2011; Ellison et al 2011:179):
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•• Support and education for carers in succession
planning, beginning early on and including both
planned and emergency contingencies
•• Education for frontline staff to support people
as they age and to remain in their supported
accommodation
•• More effective health screening and treatment for
both people with a disability and their carers. These
could be coupled with support for healthy lifestyles,
nutrition and exercise.

•• More availability of short term respite that is
appropriate for people with challenging behaviour
•• Cognitive Behaviour Therapy for people with a
disability dually diagnosed with mental health
problems
•• Educating carers in a context of support. Joint
training with service staff can also help family
carers and services to work more closely, thereby
increasing trust.
•• A range of day activity opportunities

•• Day services, respite and recreational activities
developed both within the disability and aged care
setting that suit older people with disabilities.
•• Assistance with activities of daily living, transport,
equipment, financial resources to promote having
choices, family, access to leisure activities, more
social contact, and companionship.

5.6

Support for
people with
challenging
behaviours

As previously discussed, many people with disabilities
and their parent carers desire to reside together in the
family home for as long as possible. Effective strategies
to help keep people with intellectual disabilities and
challenging behaviours in the home include (Slevin et
al 2011):
•• A Positive Behaviour Support (PBS) model of assessing
and addressing challenging behaviour, delivered in
a context of family support and consistently across
different settings. Other models found helpful
include Applied Behavioural Analysis (ABA) and
Active Support (built around inclusiveness).
•• Community-based challenging behaviour teams
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•• Support for the family
•• Involvement of people with a disability and families
in person-centred future care planning.
A common theme in the literature is that of support
for the carer. As Slevin and colleagues note (2011: 93),
“If the family caregiver is not supported then they will
become overburdened and, as well as being exposed
to stress themselves, it can lead to a breakdown in
care arrangements”. Whilst carers of relatives with
dual diagnoses need additional support (Douma et
al 2006), carers often need to reach a point of crisis
before support is given (James 2013: 17).

5.7

Circles of support

Circles of support are informal groups surrounding
a person with a disability and sometimes also their
carer. A circle, or broad supportive network, may serve
as an early transitional step for when carers can no
longer sustain their caring responsibilities (Foundation
for People with Learning Disabilities nd). A circle may
consist of family, friends, neighbours and support
workers, the aim being to offer friendship and person
centred support (Towers 2010). Differentiated circles
include (Snow, 1998):
•• ‘Circle of intimacy’ – close family and friends whose
absence would have a big impact

Caring into Old Age: The wellbeing and support needs of parent carers of people with disabilities

•• ‘Circle of friendship’ – friends or relatives with
whom the person socialises
•• ‘Circle of participation’ – people and organisations
to which the person belongs and participates in
•• ‘Circle of exchange’ – professionals in the person’s
life (eg. doctor, teacher, hairdresser, paid carer, etc).
People with a disability are most likely to have their
everyday support concentrated around circles of
intimacy and exchange – their families, closest friends
and the professionals involved in their lives. Broader
membership in circles of support increase the types and
nature of support provided to both the person with a
disability and their carer and social connectedness.

A common theme in
the literature is that of
support for the carer
Circles of support can benefit ageing parent carers and
their family members with a disability, by helping them
(Towers 2010):
•• Get back in touch with people they used to know

respite support for carers include improvements in
mental health, reduction in burden and prevention
of unplanned or premature transition to alternative
accommodation. These benefits are particularly evident
when carers are provided with longer-term planned
respite periods (Lavela et al 2012). Regular planned
respite periods assist carers to sustain their caring role
long-term without having to wait for respite that may
be only available upon family crises.

5.9

Skill development
and education

Parent carers desire and expect skill development and
education which may be provided in a formal individual
or group session, or be informal and complementary to
other activities such as social support and gatherings.
Topics covered may include education and awareness
about the needs and the disability of the care recipient;
types of support available for both carer and care
recipient; transition planning; navigating the service
environment; self-care and stress management;
and managing difficult situations. Education may be
perceived as one component of a suite of supports,
as carers want information about services available,
information to help them in their role and, importantly,
someone to talk to who will listen and provide
emotional support (James 2013).

•• Meet new people and go to new places
•• Talk about the future and start to plan and prepare
for it
•• Get practical help with such things as keeping fit
and well, support with day to day life and getting a
break from caring
•• Get emotional support, including coping with caring
and bereavement.

5.8

Flexible respite

Respite that is flexible in duration, location and
availability (both emergency or planned) assists carers
to carry out their care-giving role. Benefits of flexible

Regular planned respite
periods assist carers to
sustain their caring role
Skill development and education may be integrated
with support group gatherings, with the dual purpose
of increasing social connections and support, and
providing carer education. Such groups create more
social interactions for carers, who may benefit from
improved psychological and physical health through
regular meet-ups and meaningful connections (Wei
et al 2012). Creating more opportunities to increase
social interactions of carers and their networks may
be more important for older carers than merely trying
ANGLICARE SYDNEY
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to increase their number of new friends and contacts
(Perkins & LaMartin 2012: 54).
Carers may experience improved outcomes in the
following areas from informal and formal carer
education (Wei et al 2012; Carr et al 2013: 3):
•• Physical and psychological health
•• Emotional support
•• Understanding and management of the caring role
•• General wellbeing
•• Experience of additional support services
•• Practical advice and problem solving.
Online support groups may be beneficial to ageing
carers, with reported improved mental health, reduced
stress and increased sense of effectiveness. Online
groups facilitate skill development and increase support
networks (Perkins & LaMartin 2012).The financial
benefit of one carer engaging in skill development
has been calculated at $19,000 per annum, through
reducing reliance on formal health sector and
community services, relative to a situation of no carer
training (Access Economics 2010: 2).

5.10 Supporting
siblings
As discussed under transitional planning, siblings may
play a larger part in current support and planning for
future care needs of the care recipient. Supporting
siblings to have greater involvement and provide care
for the family member with a disability may be helpful
for both the carer and care recipient in the present and
future. A common theme in the literature is that of
holistic ‘all-of-family’ approaches. These supports for
families are not separated into discrete carer, parent
or sibling categories, but family units are supported
together (with capacity for individual needs to be
assessed) for the purpose of improving capacity of
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the whole family for long-term sustainable care that
does not rest on one carer alone. Some siblings may
shy away from the label ‘carer’ and accessing support
targeted at carers. Therefore sibling-specific carer
supports are also required to include and normalise
sibling care and involvement (Strohm 2013).
Helpful types of support and education for siblings
include: peer support that incorporates leisure, sharing
and professional support as needed; information on
supports for themselves and their family members;
information to help understand the disability and
needs of their sibling; counselling; mentoring; respite
for the parents so that they can focus on their nondisabled family members; and programs that nurture
the sibling relationship (Siblings Australia 2013).
In a context of a growing ageing population of people
with a disability and their parents, de-institutionalisation
and shortage of supported accommodation, Siblings
Australia embarked on a project to better connect
adult siblings of people with a disability. The advocacy
body made several recommendations regarding greater
inclusion of and support for siblings of people with a
disability (Siblings Australia 2010):
•• That best practices be researched and developed
in how to support the involvement of all family
members in future planning
•• That the contribution of siblings to care and their
needs over a lifetime be formally recognised in
government policy, programs and consultation
•• Holistic support planning that considers all family
relationships. Provision of support should enhance
the lives of and improve relationships between all
family members
•• Particular care should be taken to involve siblings
in ageing parent carer policy and service provision,
both by government and disability/carer agencies
•• Supports to sustain the involvement of siblings in
the care of their brother/sister with a disability.
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6. POLICY DIRECTIONS
The concerns raised by ageing parent carers accessing
Anglicare’s Support Coordination Program and
discussed in this report, together with factors such
as Australia’s ageing population, increasing lifespan,
people with a disability living longer, and the National
Disability Insurance Scheme (NDIS), highlight the need
for several policy solutions to be implemented in order
to ensure ongoing support for ageing parent carers
and people with a disability.
Several factors will increase the demand for care for
people with a disability into the future, as family carer
availability declines. These include: relatively fewer
younger people; greater mobility and dispersion of
families; increased female labour force participation;
higher rates of relationship breakdown and singleperson households; and potentially reduced propensity
to care from Generation X and Y relative to previous
generations (Access Economics 2010: iii). The
replacement valuation of in-home services provided by
carers from the formal health care sector is estimated at
$40.9billion (3.2% GDP and 60% other formal health
care) (Access Economics 2010). These costs will only
increase as the disabled population ages with fewer
informal carers potentially available to support them.

6.1

Carer Recognition
and Support

6.1.1

National Recognition

The Federal Government’s National Carer Recognition
Framework involves legislation that gives recognition
to carers, the Carer Recognition Act 2010 (DSS 2014a),
and a strategy to improve outcomes for carers, the
National Carer Strategy (DSS 2014b). The legislation
does not create any legally enforceable rights or
duties, however it does stipulate how public agencies
and service providers should support and consult with

carers, embodied in the Statement for Australia’s
Carers, which covers ten principles:
•• Enjoyment of the same rights as other Australians
•• Recognition and support of carers’ contribution to
society
•• Supporting carers’ health, wellbeing and family,
social and community participation
•• Recognition of carers’ needs within and beyond
their caring role
•• Respect for the relationship between carers and
their care recipient
•• Inclusion of carers as knowledgeable and
experienced partners with other care providers in
the provision of services to care recipients
•• Treating carers with dignity and respect
•• Support for carers to participate in education and
employment
•• Support that is timely, responsive, appropriate and
accessible.
The National Carer Strategy outlines policy directions
for six key areas that cover the principles outlined in
the Act: recognition and respect, information and
access, economic security, services for carers, education
and training, and health and wellbeing. The Strategy
complements the National Disability Strategy and
provides policy directions for the Federal Government
in order to improve carer outcomes.
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6.1.2 State Recognition
States and territories have developed corresponding
carer recognition legislation for their jurisdictions (eg
Carers (Recognition) Act 2010 in NSW, ADHC 2014a).
Similarly, this legislation does not create any legally
enforceable rights or duties, however it importantly
recognises carers, their rights and role, and establishes
the NSW Carers Charter and the NSW Carers Advisory
Council. The Charter reflects the Statement for
Australia’s Carers, with additional provisions for:
•• Supporting carers’ choices and opportunities as
individuals and in their caring role
•• Additional support for child carers and carers who
live in remote and rural areas
•• Carer assessments, including the incorporation
of this into assessments of the care recipient and
helping carers to access support services.
The NSW Carers Advisory Council, chaired by the
Minister for Ageing and Minister for Disability Services
and comprised predominantly of carers, guides the
implementation of the Act and Charter and promotes
carer interests generally in the policy arena (ADHC
2014b).

There remains no
legislated enforceable
right for carers to
assessment and support
The NSW Carer Strategy was released on 7 August
2014 and is a five-year plan to improve the position of
carers in NSW to be implemented by government, nongovernment organisations and private business (ADHC
2014c). It contains five focus areas: employment and
education, carer health and wellbeing, information
and community awareness, carer engagement and
improving the evidence base.
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Both the Federal and State frameworks have advanced
the efforts to increase the profile of carers, recognise
their contribution to the lives of care recipients and
the community at large, and highlight their support
needs in government agencies, service provision and
the private sector. The carer legislation and strategies
set out principles regarding carer rights; however
there are no legally enforceable rights embodied in
those instruments. The NSW Carers Charter states that
“Carers should be referred to, and made aware of,
appropriate services to assist carers in their caring role.
Such referrals should be made after an assessment of
the needs of carers or as part of the assessment or
provision of services to the person being cared for”
(ADHC 2014a). However, there remains no legislated
enforceable right for carers to assessment and support.

6.1.3 Carer Support
Supports that assist ageing parent carers with casework,
advocacy, information, coordination, decision-making,
transition planning and counselling are essential for
their ongoing health and wellbeing and to sustain
their care-giving role. Ageing parent carers currently
receive funded support services from both Federal
and State governments. Carers may presently access
respite services and information from Commonwealth
Respite and Carelink Centres (CRCC) and counselling
from the National Carer Counselling Program (NCCP)
- programs which come under the National Respite
for Carers Program (NRCP) (Department of Health
2014). National funding for these services ceases on
30 June 2015 and the sector is at present unaware
of any future funding arrangements for these services.
State funding is delivered in the form of the Support
Coordination Program, through which ageing parent
carers may access various supports as outlined in
this report. The NSW Government has committed to
funding the Program until 30 June 2016.
The Federal government provides income support for
carers in the form of the Carer Payment, Age Pension,
Carer Allowance and Carer Supplement (Department
of Human Services 2014a). The Carer Payment and
Age Pension are income and assets-tested and provide
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income support to carers who are unable to work due
to the demands of their caring role and their base
rates are set and indexed the same way (Department
of Human Services 2014b). Indexation occurs twice
annually, and involves an increase in Consumer Price
Index (CPI) or the Pensioner and Beneficiary Living
Cost Index (PBLCI), whichever is higher (Australian
Parliamentary Library 2014). If that result falls under
27.7% of the Male Total Average Weekly Earnings
(MTAWE), it is benchmarked to that amount to help
ensure that pensioners maintain a standard of living
relative to the rest of the population. Of concern is the
Federal Government’s proposed budgetary measure
to benchmark the carer, age, disability and veteran
pensions or payments to CPI or PBLCI, and not further
benchmark them to the MTAWE. The Australian
Council of Social Services has estimated that increases
based on CPI would result in a pension recipient being
$80 worse off per week within 10 years (ACOSS
2014). For ageing parents carers who rely on either the
carer payment or age pension and who are unable to
participate in paid employment, reduction of income
support is deeply concerning and would result in
increased financial pressure on carers, many of whom
already subsist on modest incomes.

6.1.4 National Disability
Insurance Scheme
The National Disability Insurance Scheme Act 2013
instigated a new way of providing community
linking and individualised support for people with
permanent and significant disabilities, their families
and carers (Australian Legal Information Institute
2013). The NDIS is a landmark reform in supporting
people with a disability to exercise choice and control
in their life decisions, a right embodied in the United
Nations Convention on the Rights of Persons with
Disabilities (United Nations 2006). NSW was the first
state to sign up to the Commonwealth NDIS, with
full implementation of the Scheme across the state
planned by 2018. The NDIS has been launched in NSW
in the Hunter region, which will transition between
2013 and 2016 (ADHC 2014d). The NDIS Act 2013

establishes the National Disability Insurance Agency
(NDIA) to deliver and administer the scheme.
People with a disability in NSW will progressively
transition from NSW disability services to the national
Scheme. NSW’s Family and Community Services’
Ageing, Disability and Home Care has been delivering
individualised packages to people with a disability
under the Stronger Together 2, Living Life My Way
and Ready Together reforms and has committed to
continued funding of individual packages and block
funding for disability services under the Disability
Inclusion Act 2014 (NSW) (ADHC 2014e), until people
with a disability establish a support plan with the
NDIA. The State’s funding and provision of services
in the disability sector will continue according to its
agreement with the Commonwealth concerning the
rollout of the NDIS, and by 2018 the State will funnel
its entire disability funds directly to the NDIS (ADHC
2014d).
The NDIS operates in 3 tiers:
•• Tier 1 is for the Australian population in general as
it offers insurance in the event that they require
support for disability;
•• Tier 2 is for people with a disability or those affected
by disability such as carers or families; and
•• Tier 3 is for people with intellectual, physical,
sensory or psychiatric disabilities and have
significantly reduced level of function and people
who require early intervention (Senate Community
Affairs 2014). Tier 3 offers people with a disability
reasonable and necessary supports to assist the
participant to pursue their goals over which they
have choice and control. The funding for these
supports “takes into account of what is reasonable
to expect of families, carers, informal networks and
the community to provide” (s 34(e)).
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6.1.5 Carers and NDIS
Carers are included in the principles of the NDIS Act
2013 in that their role in the lives of people with a
disability is to be acknowledged and respected (s
4(12)), and with participant agreement they are to
be strengthened through the preparation, review and
replacement of the participant’s plan (s 31(c)(d)(e)).
In giving effect to the objects of the NDIS Act 2013,
regard is to be had to the Carer Recognition Act 2010
(Cth) (s 3(3)(c)(ii)). An independent advisory council
to the NDIS board “must have regard to the role of
families, carers and other significant persons in the lives
of people with a disability” (s 144) and must comprise
at least two carers (s 147).
NDIA anticipates that carers’ needs will be catered for
under the NDIS through two avenues: the participant’s
goals being supported through reasonable and
necessary supports (and thereby directly and indirectly
impacting the carer); and through information, linkage
and referral services provided under tier 2 Local Area
Coordinators. The NDIA states that the NDIS processes
will enable the person with the disability to include
people who are important to them, including carers
and family members, as part of the discussion about
the support now and into the future (NDIA 2014a).
Carers may be assisted through inclusion of the
following possible supports in the participant’s plan,
which may have direct or indirect benefits for the carer
(NDIA 2014b):

•• Assistance with daily living tasks with a view to
improving the care recipient’s capacity
•• Supported employment services and help for people
to move to work programs that prepare people
with a disability in work, and
•• Training related to the caring role that may enhance
the carer’s ability to provide care.

There is no guarantee
that carers’ needs
will be assessed or
catered for under any
participant plan

•• Supports to assist people with a disability to enjoy
social and community interaction

While the inclusion of carers in the NDIS Act 2013
recognises their importance it does not go far enough
to ensure that their needs are supported in order for
them to carry out their caring role. The NDIS is a positive
move for enhancing the self determination of people
with a disability, and the participant’s assessment and
planning process should be focussed on their needs,
goals, choices and aspirations. Carers should not direct
the NDIS assessment and planning. However, a balance
needs to be reached that acknowledges the carer’s
needs and their knowledge of the activities involved
in caring for the participant. There often exists an
interrelationship between the needs of the carer and
living arrangements, and those of their family member
with a disability. Thus any changes which affect one
party will inevitably impact on the other and the
viability of the caring relationship (Walker and Ward
2013: 115).

•• Supports that maintain a carer’s health and
wellbeing will be considered. This support may
include participation in a support group or a special
interest network. In deciding whether to fund or
provide a support, the NDIA will take account of
what it is reasonable to expect families, carers,
informal networks and the community to provide.

There is no guarantee that carers’ needs will be
assessed or catered for under any participant plan.
Carers’ needs may or may not be included in the
participant’s assessment and planning, depending on
a number of factors, including: the carer’s presence in
the assessment and planning process (as directed by
the participant); their ability or opportunity given to

•• Personal care to support an individual in their home
or the community
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articulate their needs in that environment (carers may
feel limited about what they can say in the presence
of the care recipient (Carers Australia 2013)); holistic
and thorough inclusion of their needs and supports
in the participant’s plan in a context where the
family and carer are expected to provide ‘reasonable’
support (Carers Australia 2013); the care recipient’s
disability and associated needs; and the nature of the
relationship between the carer and the participant.
When the Productivity Commission released its 2011
report Disability Care and Support concerning a
possible insurance scheme for people with a disability,
it recommended that informal carers who provide
a substantial share of the care package be given a
separate assessment so their individual needs could be
assessed and supported (2011: 340). The Productivity
Commission noted (2011: 313-314):
“No scheme is likely to fund the full cost of this
[informal] care, so natural supports will remain an
important part of the care and support response.
But informal care arrangements need to move
to a more equitable and sustainable footing. The
pressure on carers should be lessened by more and
better services.”
Possible approaches to ensure that carers’ needs are
assessed and supported in the NDIS environment
include:
•• Inclusion in the participant’s assessment and
planning with the participant’s consent, with the
possibility of separate or joint discussions with
the NDIA planner. Private discussions may assist in
providing the planner with a realistic understanding
of the care that needs to be provided, the carer’s
ability to cope with and sustain the level of care
needed and to give an opportunity for carers to
communicate openly with the assessor about
sensitive caring issues.
•• Separate carer assessments that would take into
account the needs of carers
•• Independent funding for carer advocacy.

The future of carer
support is unknown
Inclusion of carers in the assessment and planning
process may be beneficial for both carers and
participants, as their perspective can assist in providing
a full picture of the needs and supports that the person
with a disability requires and they may be crucial to
ensuring continuity as any new care or support
arrangements are established (Walker and Ward 2013:
115).
A concern for ageing parent carers is their time
and capacity to be able to fully engage with the
various components involved with NDIS packages
and accurately articulate their needs and required
supports if given opportunity to do so. Reports from
the trial sites suggest that carers and family members
have been involved in the assessment and planning
process to varying degrees and that some carers were
greatly helped by an independent advocate (Senate
Community Affairs 2014: 127-129).
The disability and carer sectors have expressed concerns
for ongoing support for people with a disability and
their carers who currently receive services but who may
not be eligible for tier 3 NDIS support. Ability Links is
being launched across NSW with local staff helping
people to access mainstream services, funding for
which will eventually come under tier 2 of the NDIS.
This is especially targeted to people with lower support
needs. However, the nature and extent of supports that
will be available under tier 2 remain largely unknown
at present (KPMG 2014: 8; Senate Community Affairs
2014:150-151). When State disability services and
funding are fully absorbed into the NDIS by 2018,
support for people with mental health illness, other
disabilities or lower support needs, and their carers will
need to be sourced from NDIS or government funds.
In the absence of guaranteed support for carers
of NDIS participants and non-participants in the
relevant legislation or in the form of ongoing block
ANGLICARE SYDNEY
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or individualised funding from Federal or State
governments, the future of carer support is unknown.
Disability and carer groups have consistently advocated
for clearly stated support for carers under the NDIS
(Beyond Blue 2011: 5-7; Carers Australia 2013: 5-9;
Carers NSW 2013: 5-7).

6.2

Respite

Respite care is important for both the carer and person
with a disability, and there is a growing unmet demand
for respite services, many of which rely on volunteers
(Senate Community Affairs Committee 2014:152).
Family and individual circumstances impact the carer’s
frequency and type of respite required and desired,
including the presence of dual caring roles, other family
support, social network support, living arrangements
and cultural ideas regarding respite.
Most ageing parent carers in Anglicare’s Support
Coordination Program cited respite as an important
service, 47% of respondents accessed respite, and
respite featured as an ongoing need identified by the
carers. A relatively small increase in uptake in respite
services throughout the program may be explained by
the fact that ageing parent carers have been caring for
several decades, some without previous respite support
(and who may be unprepared or cautious of utilising
regular planned respite), and some who perceive
respite only as an emergency contingency. Further,
respite support may not be as essential for carers
when they have received other supports that assisted
in alleviating their stress and anxiety. Nevertheless,
three in four respondents cited respite as an important
service, pointing to the likelihood that many see the
service as a much-needed safety net when required.
Lower than expected take-up of respite may also be
explained by the lack of tailored and flexible respite
required for individual circumstances. Feedback
from Anglicare’s Support Coordination staff reveals
that there is a chronic shortage of respite beds for
both planned occasions and emergencies, with high
demand for long-term respite and in-home respite.
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For some carers and their care recipients, out-of-home
care is unhelpful and can exacerbate challenging
behaviours and mental illness. The person with a
disability is taken away from their familiar surroundings
and may return in a deteriorated state. Out-of-home
care may also induce feelings of guilt for the carer, if
they perceive that they are sending their family member
to out-of-home care as a sign of failure in their caring
role. As respite care is carried out in the family home,
carers may become more confident in that care as they
observe the staff person giving care and their family
member’s response.
Emergency and planned, long and short-term inhome respite services continue to be of paramount
importance for the carer’s long-term sustainability and
wellbeing. Frequent and planned respite support for
carers is essential in order to avoid burnout, stress and
help ameliorate the need for emergency respite or
unplanned transition to residential care. Furthermore,
planned and regular respite sessions need to be
discussed and offered to ageing parent carers, who
may need to address some underlying issues of codependency with the care recipient, stigma or guilt
regarding the issue of respite.
Out-of-home respite can be beneficial and helpful
to some carers and their family members with a
disability. Anglicare Sydney currently receives ADHC
funding for its Westlink Respite Service. The funding
allows employed staff to recruit, train, support and
coordinate volunteer host families to provide regular
respite for children with moderate disabilities. Respite
volunteer models can provide immense benefits for all
involved, through broadening the support circle and
social network of the person with a disability and their
carer, providing much-needed planned regular respite
for the carer and fostering a long-term attitude of
inclusion and support for people with a disability and
their carers in the host volunteer family. Volunteer-run
respite services may be easily adapted for people with
a disability of all ages. It is essential that volunteers are
appropriately recruited and expertly supervised, trained
and supported in their important role. This volunteerrun model may be expanded and adapted for people
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with a disability of all ages and in various settings, with
appropriate government funding support to facilitate
and administer such programs.

6.3

Accommodation

Ageing parent carers in Anglicare’s Support
Coordination Program are anxious about the future
wellbeing and care of their family member with a
disability, a concern that is compounded by limited
availability of appropriate, affordable and secure
accommodation for people with a disability. Whilst
most ageing parent carers and their family member
with a disability frequently wish to reside together
in the family home for as long as possible, eventual
transition to alternative accommodation is inevitable
and planning for such a transition is essential.

A significant issue across
the NDIS trial sites
is the availability of
suitable housing
Alternative housing arrangements currently include
group homes, aged care facilities, large residential
centres, clustered housing models, boarding houses or
separate public or private dwellings where the person
with a disability may live alone or share with others
(ADHC 2014f). Support services in the home may be
continuous or provided for set hours each day or week.
The NSW Government plans to redevelop all remaining
large residential centres (which provide accommodation
for a large group of people with a disability on one
site in a congregate setting) by 2018, with hundreds
of people with a disability already having been
relocated to alternative accommodation across NSW.
People with disabilities residing in aged care facilities
is also considered an undesirable situation, however
it continues to occur due to the lack of appropriate
alternative supported accommodation.
A significant issue across the NDIS trial sites is the
availability of suitable housing (Senate Community

Affairs Committee 2014: xvi, KPMG 2014: 21). Under
the NDIS, participants may be able to access support
for home modifications and in certain circumstances
the cost of accommodation where the participant has
a need for specialised housing due to their disability
(NDIA 2014c). Most participants will continue to access
housing in the private, public or community housing
sectors. In anticipation of the full rollout of the NDIS,
the NSW Government will not own or operate any
group homes after July 2018 (Senate Community
Affairs Committee 2014: 250), which will be run by
the community housing and private sectors. As State
Government disability funds are funnelled into the
NDIS, housing assets transferred from the government
sector, and limited NDIS support for accommodation,
concerns have arisen regarding the continued lack of
alternative accommodation places for the sons and
daughters of ageing parent carers.
The Chair of the NDIA, Bruce Bonyhady, addressed the
housing and disability sectors regarding this issue at
the NSW Federation of Housing Association Industry
Forum in Sydney on 26 August 2014. When the
Scheme is fully rolled out, the NDIA will allocate $700m
per annum for housing for people with a disability.
This amount will go some way towards redressing the
housing shortfall. However the NDIA estimates that the
monies will need to be leveraged approximately three
times in order to cover the needs of about 127,000
participants who may need to access affordable and
suitable housing under the NDIS. Investment, capital
and innovative strategies from the community and
private sectors will need to be included in the mix if the
immense affordable housing need facing thousands of
people with a disability is to be addressed.
Individualised packages may open up new
opportunities for participants to move out of the
family home and seek alternative accommodation.
Some families in the Anglicare Support Coordination
Program have organised amongst themselves private
accommodation that is shared by their family members
with a disability, and supports in the home are provided
as part of the person’s individualised ADHC package.
This model has been reported at some of the NDIS trial
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sites, and the move to individualised packages allows
for participants to choose the type of accommodation
and support they require to achieve their goals. For
participants with low to moderate incomes, such
tailored models are dependent on the availability of
affordable and appropriate housing in the private,
public and community housing sectors.
Co-located accommodation models are appropriate
for some ageing parent carers and their adult son or
daughter with a disability. This model occurs amongst
some clients of Anglicare Sydney’s Support Coordnation
Program, where both parent and son/daughter live in
an independent unit, with a disability service being
brought in to care for the adult with a disability. The
parent can move to the high care facility in the same
complex as their needs increase. The effectiveness of
this model is contingent on the housing security of the
younger adult with a disability after their parent dies –
whether they are able to remain in the unit with the
appropriate disability services, if that is their preference
(King et al 2011: 44-52).

6.4

Integrated
‘Whole-of-family’
Approach

The rights and choices of people with a disability are
appropriately at the centre of the NDIS legislation.
However, the supports provided to people with a
disability and their carers and families do not occur in
isolation from each other and are usually interrelated.
Some support services work best when the family is
viewed as a whole, integrating the needs of the entire
family unit in planning for the future.
Whilst policy documents such as legislation, service
principles and strategies may formally acknowledge
carers and families, practice needs to better reflect
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these principles (Tiffen and Kolmas 2011). Furthermore,
the varied lived experiences of relationships between
adults with a disability and their family and friends
needs to be incorporated. This includes both the
harmonious, mutually beneficial relationships, and also
the situations where carers may not act with the best
interests of the other or where people with a disability
prefer more independence. A partnership approach is
needed which (Pierce et al 2010:72-73):
•• Re-contextualises person-centred and individualised
care frameworks in the lived experience of relational
interdependence between people with disabilities,
their families and friends
•• Recognises the difficulties of families struggling to
support people with high needs and challenging
behaviours
•• Incorporates maintaining family relationships as a
goal in disability service provision and planning
•• Rebalances the focus from respite, which is
increasingly crisis oriented to holistic disability
supports which enhance the person with a
disability’s social participation and creates a respite
effect for carers
Anglicare’s Support Coordination program has been
incorporating circles of support into its services for
ageing parent carers and their family member with
a disability, with the aim of increasing the social and
familial support network for both the carer and care
recipient. Integrated family approaches in the program
have included inviting siblings into the future planning
process and social gatherings, where appropriate and
with permission of people with a disability and their
carers.
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7. CONCLUSION
The ageing parent carers in Anglicare’s Support
Coordination Program have provided long-term care to
their adult son or daughter, usually at great personal
cost and sacrifice. Many of these parents have been
caring for several decades, and although resilient and
determined to care for as long as possible, they feel
exhausted and are anxious about the future care and
accommodation available to their son or daughter. Their
levels of stress, anxiety, isolation and disconnection
from the community are deeply concerning.

The advent of the NDIS
has brought about
a new era
The support they have received from Anglicare’s
Support Coordination Program has significantly
benefited their personal wellbeing, social and familial
support networks, transition planning, access to
services and overall ability to manage their caring role.
Notwithstanding these positive outcomes, ageing
parent carers remain a cohort that is vulnerable to
marginalisation, financial and social exclusion and
neglect. They have fiercely advocated for the needs
of their adult son or daughter for decades, but many
are too weary to speak up for their own needs. The
community at large has expected and assumed that
these parents will care for their family member for their
lifetime, and many parents have willingly accepted this
caring role for their family member.

The advent of the NDIS has brought about a new
era whereby the rights of the person with a disability
are respected and paramount in the delivery of their
supports. The national scheme will help ensure that
participants’ choices and goals are supported and
further their independence and participation in the
community. The NDIS opens up an opportunity to
recognise afresh the contribution that carers make in
the lives of care recipients and the community.
It is imperative that carers are appropriately supported
in their caring role. The Carer Recognition legislation
acknowledges this contribution and recognises carers’
needs within and beyond their caring role. However,
the extent and nature of future carer supports is
unknown and it is essential that ageing parent carers
have guaranteed specialised carer services to assist
them sustain their care-giving role in the long-term, as
well as enjoy social and financial participation and the
same rights as other Australians. In addition, ageing
parent carers and their care recipients need access to
appropriate and secure accommodation options to
enable them to plan for the future.

It is imperative that
carers are appropriately
supported in their
caring role
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8. RECOMMENDATIONS
8.1

Carer Assessment
and Support

Ageing parent carers need support to carry out their
vital role. The Support Coordination Program funding
ceases in June 2016 and the extent and nature of carer
support services under Tier 2 of the NDIS is at present
unknown. Carers’ needs may be catered for in varying
degrees in the participant’s plan, as experienced at NDIS
trial sites. Support for ageing parent carers would be
best recognised and ensured through a separate carer
assessment under the NDIS (as initially recommended
by the Productivity Commission in 2011).
Anglicare Sydney recommends that:
1.

The Federal Government amend the
National Disability Insurance Scheme Act
2013 to include provision for a separate carer
assessment in addition to the participant’s
assessment and plan.

Holistic and comprehensive carer assessments should
be focussed on the interests and needs of the carer
and available supports should include at a minimum
flexible emergency and planned respite (in and outof-home), coordination, advocacy, transition planning,
case management, skill development and education,
counselling, personal and domestic assistance.
Support should also include the option of engaging an
independent advocate at the outset of the carer NDIS
assessment and planning process.
2.
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If separate carer assessment and support is
not implemented under tier 3 of the NDIS,
block funding from the NDIS or State/Federal
Governments for carer support services like
the Support Coordination Program must
continue to ensure that essential services are
provided to carers and ageing parent carers.

3.

The Federal and State Governments and the
National Disability Insurance Agency provide
support for carers of people with a disability
who are not NDIS participants.

Available supports should include at a minimum
flexible emergency and planned respite (in and outof-home), coordination, advocacy, transition planning,
case management, skill development and education,
counselling, personal and domestic assistance. Such
services may be funded and delivered through any
appropriate block or individualised packages and be
targeted at carers of people with a disability with a
mental illness, disability of an episodic nature, over the
age of 60, or otherwise ineligible for tier 3 participant
NDIS funding.
4.

The Federal and State Governments,
National Disability Insurance Agency and
disability/carer service providers adopt
integrated familial and social approaches
in the planning and delivery of support for
people with a disability and their carers.

Such approaches could entail, in alignment with the
choices and goals of the person with a disability,
inclusion of family members and social connections
in activities such as sibling support, circles of support,
family network support and counselling.

8.2

Involvement
in Participant
Planning

Feedback from the NDIS trial sites reveals that carers
and families are invited and included in the participant’s
assessment and planning process in varying degrees.
Most ageing parent carers have been caring for their
child with a disability for the duration of their child’s
life and in some cases for upwards of 50 or 60 years. If
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the participant so chooses, the carer may be involved
in their assessment and planning process. It is essential
that the NDIA’s policies and procedures incorporate a
step that ensures that every participant be given the
option to include their carer in the process, and that
in such cases, carers are invited to participate in the
process.

8.4

Anglicare Sydney recommends that:

8.

5.

Funding would be available for organisations with skill
and knowledge in recruitment, training, support and
coordination of volunteer individuals and families to
provide ongoing and regular respite for people with a
disability and their carers.

The National Disability Insurance Agency
incorporates into its Operational Guidelines
for Planning and Assessment an option for
participants to invite their carer into the
assessment and planning process.

Carer input into the assessment and planning process
may include, as directed by the participant, joint or
individual sessions with the NDIA planner.

8.3

Respite care

Respite care remains an essential service for the
carers of people with a disability. Such services must
be sufficiently available to meet demand, both for
the carers of NDIS participants and those outside the
scheme.
Anglicare Sydney recommends that:
6.

The Federal and State Governments, National
Disability Insurance Agency and disability/
carer service providers offer flexible respite
services (as components of both individual
and block funding) that are responsive and
easily adapted to individual and changing
circumstances, available in the home and
for extended periods out-of-home, at
planned and regular occasions as well as in
emergency situations.

7.

The Federal and State Governments and the
National Disability Insurance Agency provide
funding for non-government organisations
to deliver volunteer-run respite services.

Carer Payments

The Federal Government continue to
benchmark the age, disability, carer and
veteran pension payments to 27.7% (for
single) and 41.76% (for couple) of the Male
Total Average Weekly Earnings (MTAWE), if
the indexation according to the higher of
the Consumer Price Index (CPI) or Pensioner
and Beneficiary Living Cost Index (PBLCI)
does not reach that rate.

Pension payments should continue to be benchmarked
against the MTAWE to ensure that payments maintain a
standard of living relative to the rest of the population.

8.5

Accommodation
Options

Essential to the future planning for any ageing parent
carer is the availability of secure, affordable and
appropriate housing for their son or daughter with
a disability. The estimated shortfall of dwellings for
NDIS participants and limited availability of affordable
housing in both the private and public housing
sectors make it difficult for parents to plan for their
child’s future housing needs. The NDIA’s injection of
funding, together with public, private and community
housing assets will need careful and prudent strategy,
management and investment in order to best utilise
and leverage the available assets for people with a
disability. The choices and goals of people with a
disability must not be overlooked in a process that may
be guided predominantly by fiscal constraints.
Anglicare Sydney recommends that:
9.

The National Disability Insurance Agency and
the private, public and community housing
ANGLICARE SYDNEY
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sectors fund development of co-located
housing models suitable to accommodating
ageing parent carers and their adult son or
daughter with a disability.
Co-located housing models should include structures
that allow for independent living, assisted living and
hostel accommodation, with easy access to both aged
care and disability services.
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10. When considering what are “reasonable
and necessary supports” for the participant,
the National Disability Insurance Agency
allow for the participant’s choice regarding
accommodation to be in close proximity to
their ageing parent carer as both reasonable
and necessary, and in recognition of the
unique long-standing relationship existing
between the parties.
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The National Disability Insurance Scheme (NDIS) is a major shift in the
way that assistance is provided to people with disabilities. However
there remains a lack of clarity around future support to be provided
to those who are the primary carers of people with disabilities. Based
on data collected through Anglicare Sydney’s Support Coordination
Program, this report examines the wellbeing of people aged over 60
years who are taking care of an adult son or daughter with a disability
and the essential supports they require to be able to sustain and
ultimately transition from a lifetime of caring. The report makes several
important recommendations to the Federal and State Governments,
the National Disability Insurance Agency and to service providers of
key actions that are now needed to secure a better future for ageing
parent carers and the people for whom they care.
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