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Endorsements by the Carer Support Network SA
Carers SA has been eliciting input from the members of the Carer Support Network SA (CSNSA) to
ensure a collaborative approach to capturing carer issues and concerns across all areas and
regions of South Australia.
The CSNSA consists of five carer support organisations that operate in specific locations and areas
across metropolitan and country/regional South Australia to provide carer support and carer sector
advocacy.
The network members are (in alphabetical order): Carer Support, Carers and Disability Link Barossa
and Districts, Carers SA, Northern Carers Network and SA Country Carers. CSNSA operates 20
carer support centres across South Australia and supports in excess of 20,000 formally registered
carers.

The content of this document has been endorsed by the members as follows:

Organisation

Signatory

Signature

Name and Title

Peter Sparrow, CEO

Vicki Williamson, CEO

David Militz, CEO

Maria Ross, CEO

Eve Rogers, CEO
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Seeking Commitment – Election 2018 and Beyond
Carers SA is urging candidates and (future) Members of the South Australian Parliament to commit
to appropriate representation and support for the 245,000 South Australian unpaid family and friend
carers and their families by adopting the following commitments to carers:

Ongoing Commitments to all Carers
Carers SA requests Members of Parliament to honour the following commitments into the future:
I.

Continue to support for the work of the CSNSA and provide ongoing resources to Carers SA
to fulfil its state-wide representational role as the recognised ‘voice of carers’ as well as its
currently funded role and functions and to promote and provide advice on best practice in
relation to carers and developing and disseminating information resources on relevant topics
to fulfil requirements of the We Care Plan1.

II.

Maintain the spirit and impact of the Carers Recognition Act 2005 (SA) by: Ensuring that
carers are represented on emerging, current and ongoing advisory structures where
Government planning and strategy covers topics and jurisdictions that impact on the role of
carers or the person they provide care for.

Commitments – Addressing Current and Emerging Key Priorities for Carers
On behalf of South Australian carers, Carers SA requests Members of Parliament to commit to
actively support the following strategies in support of the unpaid family carers across South
Australia:
1. Carer Health and Wellbeing:
a. Ensure appropriate funding for carers support services are available which complement
or address eligibility and access gaps in federal funding.
b. Commission an independent assessment of core living expenses in SA, to assess
requirements to appropriately alleviate financial stress and its associated links to
reduced health and wellbeing outcomes for carers (and their families).
2. Work and Care:
a. Further develop and promote employee carer policies through providing incentives for
employers to innovate and/or implement employment conditions that support employees
and volunteers with additional caring responsibilities.
b. Initiate carer specific initiatives for South Australian carers (including young carers) to
access opportunities for education, training and employment while maintaining, or after
the conclusion of their caring role.
3. Young Carers:
a. Young carers require specific support and Carers SA is urging the South Australian
Government to bridge funding gaps to provide sustainable services and outcomes for
young carers.
b. Develop a State Government funded initiative to support young carers (under 25 years
old) to make the transition from full time caring, to combining employment or (tertiary)
education with their caring role.
4. Carers Online:
Initiate/support local, state and federal initiatives that ensure stable access to online services
and digital literacy, information and supports for carers and their families, particularly those
in the rural and remote regions to combat social and geographical isolation.

1

Available at: https://www.dcsi.sa.gov.au/__data/assets/pdf_file/0004/23566/We-Care-Our-Plan-for-SA-Carers.pdf
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5. Disability and Care:
a. The SA Government should continue a commitment to ensure recognition of carers’ need
and support as consumers in their own right (Carers Recognition Act, 2005).
b. Carer support issues should continue to sit within the portfolio of one Minister to ensure
carers are recognised in their own right with clarity around responsibilities.
c. Carer support funding would best be extracted out of the disability sector budget and
quarantined to ensure continued support for carers who will be under increased pressure
as a result of system reforms, in particular the NDIS.
d. It is imperative that the State Government ensures support for South Australian carers
who are supporting persons with disability or mental illness, who are not eligible for the
NDIS, or where carer support is not covered by the NDIS – including those carers who
need to negotiate both systems.
From a South Australian carers‘ points of view, it would be preferable if carer services are
provided via one system rather than some carers having to negotiate more than one
system of carer support.
e. Additional funding is required for carers who provide care for persons with disability.
These carers need information and training sessions to build capacity to negotiate state
and federally funded systems, including upskilling to enable carers to support a preplanning process for the NDIS,
f. The interaction between the aged care system, the NDIS (including ILC and LAC
components) and the new service landscape of Integrated Carer Supports will require
further policy development (Carers Australia, 2016c),
g. We urge the South Australian Government to work with the NDIA and the Department of
Social Services - DSS to ensure that potential gaps in carer support are addressed.
h. We urge the ‘State Government to continue funding for local and regional dedicated
specialised Carer Support programs supporting carers of people with disability under 65
years for up to five years and increase annually by a minimum of the CPI. Without
funding, these programs will be lost as will be the support for thousands of carers’ (Carers
SA, 2017b: 5).
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Background - The Case for Supporting Carers
The Carers Recognition Act 2005 (SA) enshrines recognition and support for carers and their vital
role in the South Australian community. This Act, established the Carers Charter outlining seven (7)
underpinning principles and an acknowledgment of the vital role of carers in the Australian
community. Specifically, Principle 7 of the Carers Charter requires that: ‘Resources are available to
provide timely, appropriate and adequate assistance to carers.’
Carers SA produced Commit to Carers in 2014 identifying fourteen (14) key policies and programs
to support carers in South Australia, which was subsequently endorsed ensuring commitment by the
SA Labour Government to fulfil ‘Commit to Carers’ during their parliamentary term.
In 2014, the Government of South Australia reviewed the Carers Recognition Act 2005 (SA) and
from the recommendations established in the ‘We Care-Our Plan for South Australian Carers’ (We
Care Plan). The We Care Plan, identifies that carers needs and issues are implicit in a number of
targets in the South Australian Strategic Plan (SASP) in the following areas:
 Improving wellbeing
 Building communities
 Expanding opportunity
Based on ABS 2015 and 2012 Survey of Disability, Ageing, and Carers; released Jan 2017 and
Carers SA calculations, the following carer statistics apply to South Australia:







245,000 – total number of carers living in SA – this number has increased from
219,000 in 2012
30,500 - young carers under 25 years in SA (Carers SA estimate)
The Australian Bureau of Statistics (ABS 2015) calculated 28,000 young carers aged
between 15-24 years
185,000 carers live in Adelaide metro area (75.51%)
60,000 carers live in rural/regional SA (24.9%)
45% of carers in SA aged between 45-64 years

Unpaid carers’ contribution to the national budget:









2

The Deloitte Access Economics (2015) report 'The Economic Value of Informal Care in
Australia 2015' estimates that the replacement value of the care provided by carers in
Australia to be $60.3 billion per year, over $1 billion saved every week.
Carers SA estimate that the replacement cost of family carers in SA to be equivalent to the
value of $4.8 billion per year (Carers SA, 2017b).
Replacement cost is based on the assumption that in the absence of a carer, the recipient of
care would have to receive equivalent levels of support from formal care organisations and
other support services, paid for by the government (Diminic et al. 2017).
This money saved is equivalent to 60% of the health and social work industry and 3.8% of
Australia’s gross domestic product (GDP) (Deloitte Access Economics, 2015). In context,
from 2014 to 2015, the GDP of the Australian mining industry was 8.2%, accommodation
and food services 2.3%, and forestry and finishing combined 2.3% (Deloitte Access
Economics, 2015).
Nationally, carers of people with mental illness face on average $144 per fortnight an
additional cost to the carer’s personal income to look after a person in their care2.

Mental Health Council of Australia, 2012, Recognition and Respect – Mental Health Carers Report
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Carer Income According to the ABS:
o

the average income of primary carers in SA aged 15-64 was $571 per week, which is
considerably lower than that of non-carers ($841 per week)

o

46% - of primary carers rely on Government support for their income; a decrease
since 2012 from 54%.

o

64% - of all carers in SA do not receive Government support for their own income.

o

The number of primary carers who are reliant on Government support has decreased
by 8%: from 54% of primary carers in 2012 to 46% in 2015.

Propensity for people to be able to provide care is significantly declining:


Strong evidence suggests that between 2015 and 2025, the gap between demand for
carers, and the supply of carers will grow substantially every year (Government of South
Australia, 2017). Ensuring carers are supported in their caring role is an ongoing priority with
increasing national importance.



South Australia is expecting a substantial increase in people requiring aged care related
care at home, due to the ‘baby boomer’ generation entering retirement age (Deloitte Access
Economics, 2015). The 2011 Productivity Commission report found these demographic
trends are likely to result in a rise from 14% to 28 % of people aged 70 years and over from
2010 to 2050 (Deloitte Access Economics, 2015). It is likely that this trend will continue to
place an ever-growing strain on the need for carers (Deloitte Access Economics, 2015).



Other factors contributing to greater demand for carers include: increasing longevity of the
general population and for people with a disability, a desire for independent living in the
community, increasingly women entering the workforce who also may have caring
responsibilities, and better equipment and technology such as mobility aids allowing people
to live at home longer (Government of South Australia, 2017).

Reasons for decline in individual’s propensity to care:


Since 2003 there has been a 20% decrease in people’s ability to provide care (Deloitte
Access Economics, 2015).



While there may be many contributing factors to this decline, evidence suggests that the
decline in ability to provide care is strongly linked to lower carer wellbeing, carer financial
difficulties and an inability to find flexible employment to continue work and care (Child
Family Community Australia, 2017).



The strain on carers is likely to increase given the growing ageing of the population,
increasing the length of time care recipients require care, the increase in chronic disease
and the growing complexity and duration of care (Deloitte Access Economics, 2015).

This decline in propensity to care is difficult to address, especially as support services currently
in place for carers are already ‘demonstrably unable to meet carers needs’ (Child Family
Community Australia, 2017), as a lack of support services and access is a further dis-incentive
to provide unpaid care.


It is established that, the greater the strain on carers wellbeing, the greater the reduction can
be expected in a family carer’s ability to provide informal care, which is increasing the cost
and demand on the formal sector (Child Family Community Australia, 2017).



Appropriate and individual support for carers is correlated to better health and wellbeing
outcomes for carers which has shown to positively influence the health and wellbeing
outcomes for the individuals receiving care. (Deloitte Access Economics, 2015).
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Services for carers are already limited. The Deloitte Access Economics (2015) report found
that an ‘estimated 62.1% of primary carers surveyed in the ABS’s 2015 Survey of Disability,
Ageing and Carers (SDAC) did not receive assistance from organised services’, and 89 % of
primary carers had never accessed respite care.



The committed support for carers by Members of Parliament and policy makers will work
towards meeting that increased demand for care, and it will strengthen further the
partnership between family carers and formal services via the health, disability and age care
sectors (Government of South Australia, 2017).

SA Carers are an underutilised labour force:


SA has the highest unemployment rate at 7.3 %, of all Australian states and territories (ABS,
2015b). The underemployment rate in SA is 10.5 %. When combined, almost 18 % of the
labour force is underutilised (ABS, 2015b).



Carers make up one in eight people in SA.



Carers in SA have equivalent education levels as non-carers.



The 2012 Survey of Disability, Ageing and Carers (SDAC) report estimated that 22.9 % of
primary carers not in the labour force stated that they wished to work (ABS, 2014).



The unemployment rate of carers overall in SA is higher at 7.5 %, compared with 5.6 % of
non-Carers (ABS, 2015a: 4).

Support for carers could help address the higher unemployment rates of family carers
who seek employment opportunities:


Overall in SA, 7.5% of carers are unemployed compared to a rate of 5.6% for non-carers.



Factors contributing to the higher unemployment rate of carers include: challenges in the
workplace, missing out on career and educational opportunities, stress due to caring,
inadequate and fractured support services, inadequate financial support, and flexible work
opportunities, and difficulties balancing work and care (Taskforce on Care Cost, 2007).



Providing carers with specific carer centric support and services to access educational,
training and employment opportunities, more flexible work arrangements, whilst continuing
their caring responsibilities, or after the conclusion of their caring role, will also contribute to
the betterment of SA’s economic outlook (Carers SA 2017b).

Benefits of carer friendly workplaces:


Bryan’s (2012) study found that an increase in access to flexitime and ability to reduce
working hours, led to a 13% increase in hours informal carers were able to provide care
(Deloitte Access Economics, 2015).



Studies have shown that greater job involvement for carers may ‘counteract the time and
psychological demand of caregiving’ and improve their overall wellbeing (Gordon and
Rouse, 2013). This, in turn, can increase carer’s propensity to provide care.



Adapting flexible work practices can be a cost saving strategy, as these are known to reduce
absenteeism and sick leave, increase productivity and improves workforce retention (Carers
SA, 2017b).
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Key Data - Specific Carer Issues in SA
Health and Wellbeing
Key Data
 The Australian Unity Wellbeing Index assessed carers to have the lowest physical, mental
and emotional wellbeing on any large group (Selepak, 2017)
 Carers are ‘among the least financially resourced and most disadvantaged groups in society’
(Creative LINKS & Associates, July 2003)
 Two-thirds of carers are affected by mental and emotional health issues (Selepak, 2017)
 Many carers suffer from chronic tiredness (Carers SA, 2017a), stress, sleep disturbances,
and physical injuries (National Centre for Social and Economic Modelling, 2006)
 Carers have greater vulnerability to pain and are more likely to experience chronic pain
(Cummins et al, 2007)
 In 2015, carers reported their health being 30% worse than the previous year (Carers SA,
2015a)
 25% of carers are unhappy or very unhappy (Carers SA, 2015a)
 Carers are twice as likely to suffer from poor physical health than non-carers (Government of
South Australia, 2017)
 30% of carers occasionally, or regularly go without meals (Carers SA, 2015a)
Caring responsibilities come at a huge cost to carers’ health and wellbeing (Government of South
Australia, 2017). A longitudinal well-being study of 30,000 carers, by the Deakin University for the
Australian Unity Wellbeing Index, assessed that ‘carers have the lowest wellbeing of any large
group’ considered in the study (Carers SA, 2017a; (Clements, 2013). Similarly, the ‘physical, mental
and emotional health and wellbeing of most carers in Australia is poorer than that of the general
population’ (Selepak, 2017). Many carers suffer from chronic tiredness (Carers SA, 2017a), stress,
sleep disturbances, and physical injuries (National Centre for Social and Economic Modelling,
2006). Studies have also shown that carers are more likely to experience chronic pain, be injured,
and experience damage to their wellbeing by going untreated for a significant medical or
physiological condition (Cummins et al, 2007). Two-thirds of carers are affected by mental and
emotional health issues (Selepak, 2017), and can generally be classified as suffering from
‘moderate depression’ (Clements, 2013). Non-carers are half as likely to suffer from poor physical
health (Government of South Australia, 2017), with 59% of carers experiencing a decline in their
physical health due to their caring responsibilities (Selepak, 2017)

The Carers SA 2017 Carers Survey “Carers Count” found the following information relating to carers
health and wellbeing:









31% of carers indicated their own health as being poor.
26% exercise less than 60 minutes per week.
27% of carers are unhappy or very unhappy, an increase of at least 6% from 2013.
Nearly a quarter of carers felt they had little autonomy or control over their own life.
71% of carers have less than 5 hours of ‘me time’ per week – which is time where a carer
can pursue activities of choice that are not related to caring responsibilities or other chores.
87% put the needs of the person receiving care before the carers’ own needs.
54% are concerned about services for carers and about respite.
66% of carers report that their needs as a carer for services and support have only been
partially met, or have not been met at all.
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Financial Wellbeing
Carers are ‘among the least financially resourced and most disadvantaged groups in society’
(Creative LINKS & Associates, July 2003). Many live in, or experience, poverty, have poor housing
situations, experience social isolation and/or poor relationships. Many have a disability themselves,
juggle multiple caring responsibilities, face cultural issues and the vast majority experience financial
challenges and have a low employment rate (Selepak, 2017).
Increasing numbers of carers are having difficulty managing the rising cost of living and have clearly
stated this (66% Carer SA Carer Survey 2017) as a main concern. In particular:







48% of carers receive income from paid employment
45% of carers’ annual household income is less than $40,000
30% are financially worse off than they were the previous year
64% of carers can never or only occasionally afford a night away from their caring
responsibilities
32% of carers at times go without meals (8% of these carers do so ‘often’ or ‘very often’)
26% are concerned about affordability (and reliability) of Internet access

Work and Care
Key Data
 South Australian Carers reported to us via our 2017 Carer Survey “Carers Count” that:
o 48% of carers are in paid employment
o 14% of carers who are not in paid employment have a volunteer role
o 13% of carers who are not in paid employment would like to have either full-time or
part-time employment.
o 59% of employers are supportive of employees who are carers
o 36% believe that community recognition of carers is improving
o 39% are not unconfident of gaining employment if they were looking for work
o 9% of carers are engaged in formal education
 Caregiving significantly impacts on the workforce participation, and employment, rate of
carers (ABS, 2015a)
 Even though Carers SA have an equivalent level of education compared to non-carers
(SA.GOV.AU, 2017), the labour force participation rate for primary carers in SA was 21%
lower compared with the participation rate of non-carers (ABS, 2015a)
 It is forecast that these work-related and financial issues will further increase, with 30% of
carers reporting their financial situation was worse than the previous year (Carers SA,
2017a)
Caring responsibilities can lead to a significant reduction in employment participation and career
opportunities for carers. Carers who are juggling work and care often need to negotiate flexible work
arrangements, or reduced hours (Carers SA, 2017a). Where such arrangements are not easily
supported or available, carers report having to opt for less paid job opportunities, they often miss
out on career advancement opportunities and experience stress in the workplace or performance
issues (Carers SA, 2017a). Even though carers in SA have an equivalent level of education
compared to non-carers (DCSI, 2017), the labour force participation rate for primary carers in SA
was 46% compared to 67% for non-carers (ABS, 2015a), and primary caring reducing the likelihood
of workforce participation by 30% (Taskforce on Care Costs, 2007).
Carers experience high levels of under-employment or unemployment. The unemployment rate for
carers in general is higher at 7.5%, and is as high as 10.5% for primary carers, compared to noncarers who have an unemployment rate of 5.6% (ABS, 2015a).
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The income of primary carers is 42% lower than that of non-carers (Carers SA, 2017), with 45% of
carers’ household income at less than $40,000 per annum. Over half of carers in SA aged 65 and
over rely on Government support for their income (60.27%) (ABS, 2015a). In 2015 over half of all
carers in Australia listed their household income to be less than 40,000 dollars a year (Carers
Australia, 2015a), problematic, given that 39,104 dollars is the poverty line in Australia (Carers
Australia, 2015a). This year, 27% of carers reported their financial situation was worse than the
previous year (Carers SA, 2017a). On average, the National Centre for Social and Economic
Modelling (2006) found that carers were 5,600 dollars worse off each year than non-carers.
In relation to other states in Australia, SA has experienced a significant increase in utility expenses
in recent years. This is particularly problematic for carers, as there has not only been an increase in
the cost of basic necessities (Carers SA, 2015a), but carers also have extra expenses such as
disability aids, health care and specialised transport (Carers SA, 2017a). Moreover, carers are often
operating joint finances or share their resources with the person they care for (Carers SA, 2015).
Despite the increase in financial difficulties, carers in SA are increasingly becoming ineligible to
income tested claim concessions (49%) (Carers SA, 2017). Carers often experience digital
exclusion due to an inability to afford costs associated with education, obtaining skills and internet
access and maintaining digital equipment (Carers SA, 2017b). This is particularly problematic as
digital technologies now play a significant role in economic and social life, for job hunting, education,
training, social interaction and other factors that can improve their lives.

Young Carers
Key Data
 Young carers are children and young people up to 25 years old, who provide long-term care
for a member of their family or a friend (Carers SA, 2016b).
 Carers SA estimates there to be 30,500 young carers under the age of 25 in South Australia
(Carers SA, 2016b), an average of three in every classroom. Many of these young carers
are ‘hidden’ carers who have not disclosed their caring role to their peers, or staff at their
school due to fear of experiencing negative responses (bullying), or due to the often still
negative connotations/perceptions associated with disability or mental illness.
 Their caring role has a significant impact on young carers social, educational, emotional and
health needs, and on their future life opportunities (Government of South Australia, 2017).
 Young carers also experience disengagement and social isolation due to a lack of time and
possibilities for leisure, social activities and due to their added responsibilities (Selepak,
2017: 5).
 A large percentage of young carers do not ever access care services, and there are many
‘hidden’ young carers (Smyth et al. 2011).
 Services for young carers are significantly limited.
 Research found that the ‘physical, mental and emotional health and wellbeing of most carers
in Australia is poorer than the general population’ (Selepak, 2017).
 Two-thirds of carers are also affected by mental and emotional health issues (Selepak, Lynn,
2017).
 Lower educational outcomes for young carers are reflected in recent NAPLAN outcomes
(AIFS, 2016).
A caring role has a significant impact on young carers’ social, educational, emotional and health
needs, and on their future life opportunities and aspirations (Government of South Australia, 2017).
Young Carers often experience physical, emotional and mental health issues, lower levels of
resilience, developmental impairment and a reduced sense of self-efficacy (Australian Government
Department of Social Services, 2017).
The Carers SA 2016 Young Carers in SA Assessment Project – “Young Carers – What Next?”
found that:
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One in five young carers felt that their life was not worth living
38% felt they did not matter
81% often felt stressed
52% often felt very lonely
40% ‘feel so sad they can hardly stand it’

The role of a young carer may include, but is not limited to: interpreting, signing or using another
form of communication for the person they care for (46%); lifting or carrying heavy items and
keeping an eye on the person they care for (96%); helping with bathing and showering (31%),
helping to dress and undress (45%) and helping the person they care for wash (32%) (Carers SA,
2016c).
Due to their caring role, young carers often experience conflicts between their own needs and the
needs of the person they care for which can lead to resentment and subsequent feelings of guilt
(Carers SA, 2016b). Young carers also experience disengagement and social isolation due to a lack
of time and possibilities for leisure, social activities and due to their added responsibilities (Selepak,
2017).
These factors lead to lower educational outcomes, impacting young carers’ grades, attendance at
school and ability to complete homework (Australian Government Department of Social Services,
2017). The lower educational outcomes for young carers are reflected in recent NAPLAN outcomes
(AIFS, 2016).
Young Carers face reduced workforce opportunities (see Creative LINKS and Associates, July
2003:22-23, for example). This is evidenced by the lower labour force participation rate of carers
compared to non-carers in SA (46% compared to 67%), and the higher unemployment rate of
primary carers in SA compared to non-Carers in SA (10.5% compared to 5.6%). These factors
contribute to the precarious nature of young carers’ financial situations.
A large percentage of young carers have not accessed carer services. This issue is compounded by
the issue of ‘hidden’ carers (Smyth et al. 2011). Hidden carers are individuals who have caring roles
but do not self-identify as carers or remain unidentified by service providers (Carers SA, 2016b).
There are numerous reasons why carers remain unidentified (Carers SA, 2016b); with phenomenon
particularly prevalent amongst young carers due to the societal and cultural norms surrounding
care-giving (Carers SA, 2016b). At times, parents or guardians may even discourage young carers
from accessing services due to fears of child protection intervention and fears of stigma or
judgement associated with physical disability or mental illness (Smyth et al, 2011).
Even when young carers are identified and are able to access services, the number of services
available are significantly limited (Carers SA, 2016b). Services and funding options focus often
exclusively on the person requiring care, and often fail to identify carers, especially younger carers.
In order to tackle these issues, Carers SA has developed a consolidated young carer service model
(Carers SA, 2016b). The key pressure points around young carer services have been identified as:
identifying young carers and a holistic understanding of a young carer’s situation - and not just the
issues directly associated with the caring role (Carers SA, 2016b). Having services available which
individuals can be referred to when issues emerge which may not directly relate to their caring role
and a multi-disciplinary approach to transition planning are key support areas for young carers
(Carers SA, 2016b). Carers SA has piloted this model with funding support from the Department of
Community and Social Inclusion. A report is available to the sector and the public via the Carers SA
website: http://carers-sa.asn.au
Current shifts of some disability support service funding to the NDIS means the support needs for
carers and young carers is not being addressed to meaningful levels. Young carers who are looking
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after a person who is not eligible for the NDIS or a person who is over 65, have currently very
limited youth specific support outside of respite or emergency respite.

Carers in the Digital World
Key Data
In the Carers SA ‘Carers Count’ 2017 Carer Survey, carers shared their digital experience:






6% of carers reported that they use no digital devices (this number includes carers who do
not use any type of mobile phone!)
26% are concerned about affordability (and reliability) of Internet access
Carers often experiencing digital exclusion due to an inability to afford costs associated with
education, obtaining skills and internet access, and maintaining digital equipment (Carers
SA, 2017). Subsequently:
39% of carers either never, or only sometimes find what they need online and
70% of carers have never used a website specifically designed for carers (i.e.:
“www.carergateway.gov.au” or others)

It is forecast that these issues will continue to get worse as the proportion of carers balancing the
demands of paid employment and the changing dynamics and needs around their care roles
(including the need to increase digital literacy and maintaining online capacity) will continue to grow.
Contributing factor is an ageing demographic and the increasing desire and strategy to live
independently (Government of South Australia, 2017). The Taskforce on Care Costs (2007)
reported that public rhetoric, of acknowledging the need to help carers in relation to work, is not met
with reality. Tangible support is often inadequate, insufficient and ineffective.
Ultimately, caring does not have to be an economic burden for the carer, it is rendered so by the
fact that care is financially uncompensated (Clements, 2013), carer households are experiencing
financial stresses and carers often find it difficult to access suitable skills development training (like
digital literacy programs) due to the requirements and stressors associated with their caring role.

Disability and Care – NDIS & ICSS Gap Analysis
Key Data
 The main focus for funding through the NDIS is on the NDIS participant (person with
disability) and is often excluding clear support options for carers. In the NDIS, carers do not
have a legal right for an assessment of their needs, nor can funding be allocated
independent of their care recipient (Diminic, 2017)
 Research found that 37% of carers have a disability themselves, compared with 16% of
people in a non-caring role (ABS, 2012)
 The lack of recognition of the needs of carers, raises concerns over the sufficiency of
funding in place for carers
 A high percentage of individuals with a disability and most people with a mental illness will
not be eligible for the NDIS (Carers Australia, 2016c)
 The NDIS is an enigma to many carers, who are unclear about its specific purpose, eligibility
criteria, processes and support options available and how to support the development and
ongoing management of NDIS plans (Carers SA, 2015b)
 Many carers face digital exclusion and are therefore unable to access information or
services online via the NDIS website (Carers SA, 2017)
 Rural carers were less able to gain information and have voiced consistently high degree of
difficulty in accessing services and therapists in their local area (Carers SA, 2017 and
2015b)
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The South Australian Disability Services Act 1993 defines disability in categories like ‘intellectual,
psychiatric, cognitive, neurological, sensory or physical impairment, or a combination of any of those
impairments; and that is, or is likely to be, permanent; and that results in the person having a
reduced capacity for social interaction, communication, learning, mobility, decision making or selfcare; and a need for continuing support services, includes such a disability notwithstanding that it is
of an episodic nature’ (Carers SA, 2016a).
The NDIS is a social insurance model, introduced in 2013, where the person receiving care is at the
heart of the design (Diminic, 2017). The purpose is to tailor support to the ‘person’s goals, personal
circumstances and support needs’ (Diminic, 2017). This, in turn, enables people with a disability to
have autonomy and control in the selection and use of the support they need (Carers SA, 2015a).
Although stated intentions of the NDIS are encouraging and a welcome principle from the view of
the person with a disability, within this individualised disability services consumer centric funding
model, the rights and needs of carers are not supported. Carers do not have a legal right for an
assessment of their needs, nor can funding be allocated independent of their care recipient
(Diminic, 2017).
The lack of support for carers within their own right is particularly problematic given that a
disproportionately high number of carers have disabilities themselves. Research found that 37% of
carers have a disability themselves, compared with 16% of people in a non-caring role (ABS, 2012).
In 2012, nationwide an estimated 18,600 male and 43,300 female primary carers suffered from
profound or severe core activity limitations (ABS, 2012).
A high percentage of individuals with a disability and most people with a mental health issue / illness
will not be eligible for the NDIS (Diminic, 2017). Hence, 36% of carers and their families still are
unsure whether they were eligible for the NDIS (Carers SA, 2017).
The NDIS is an enigma to many carers, with little understanding of what it is, who it is for, its
implications, its scope, how to enter it and how to manage it (Carers SA, 2015b). More than half
(54%) of carers were unsure whether their family was eligible for the NDIS (Carers SA, 2015a), and
in the Carers SA Carers Survey 2017 only 22% of carers are confident in supporting the person with
disability through the NDIS pre-planning process, and only 21% have confidence in managing an
NDIS plan.
Increasing pressure on carers may make their current caring role(s) unsustainable for some carers
(Carers SA, 2015a). Such an unintended consequence is problematic for public budgets, as carers
are providing cornerstone support for many people with disability and others requiring care, who
otherwise would require formal care. A commitment to appropriate carer support funding which
existing funding gaps will ensure carers have a safety net.
Some carers have reported positive experiences and outcomes via the NDIS. For example: where
NDIS plans were in place, 23% of carers stated that the NDIS contributed (directly or indirectly) to
their wellbeing as carers.

Integrated Carer Support Service
The Integrated Carer Support Service (ICSS)3 model, was created to recognise, support and sustain
the vital work of carers (Australian Government Department of Social Sciences, 2017). However,
the emphasis within this model is on supporting carers specifically in relation to the effectiveness of
their caring role rather than acknowledging carer contributions and providing support for carers in
their own right (Carers Australia, 2016d). If a carer relinquishes a caring role as a consequence of a
lack of services such as counselling, respite, coaching and mentoring and carer health & wellbeing

3

Further information available Department of Social Services, via: https://www.dss.gov.au/disability-and-carers/carers
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strategies or carer education and training opportunities, such a decision cannot be interpreted as a
failure on part of the carer (Carers Australia, 2016d).
The success of the ICSS is dependent on the following factors which are currently under
consideration (December 2017): the adequacy of funding, including for transition arrangements,
how well regional hubs can reach their recipients, and the continuation of services that are not
covered under the ICSS (Carers Australia, 2016d). Even if regional hubs can reach recipients, staff
need higher levels of training and qualifications to adequately provide the diversity of service
activities undertaken by the hub (Carers Australia, 2016d).
Services that are not funded under the ICSS include: some counselling services, face-to-face
education and training, and planned respite to be provided through aged care and the NDIS (Carers
Australia, 2016d).
Both, the ICSS and the NDIS systems rely on the assumption that state services for carers and
funding for areas not covered under these systems will continue. However, the extent that these
services exist now or into the future is highly variable (Carers Australia, 2016d) – and any delays in
the rollout of the NDIS will directly affect persons with a disability who are currently relying on state
funded services that are destined to be serviced under the NDIS.
Currently there is an assumption that ‘carers will pick up the slack’ (Carers Australia, 2016d).
There are concerns over the delivery of services at the local level, which are currently provided by
care service organisations (Carers Australia, 2016d: 6). However, these organisations are
dependent, to a large extent, on continuing funding from national carer programs. However, under
the ICSS national carer programs, funding will be diverted to fund regional hubs’ activities, so
funding for suites of services to carers will no longer be available (Carers Australia, 2016d). Nor will
there be, under this model, funding for carer specific information and advice, education and training,
or financial support for carers facing financial crisis due to expenses associated with their caring role
(Carers Australia, 2016d).
Additional funding is needed to meet the objectives of: raising carer awareness and undertaking a
large number of activities, flexible individual funding for carers in remote areas and funding needed
for, and during the transition from the old to the new model(s) (Carers Australia, 2016d).
There are also issues relating to accessibility for carers. The ICSS and NDIS offer a website and
phone services to aid carers to access practical information and resources to help them with their
caring responsibilities. However, reliance on these digital and centralised call centre systems raises
serious concerns regarding appropriate inclusion practices, appropriate information based on local
knowledge and around resource and capacity issues for carers (Carers SA, 2015a).
These issues are of particularly stressing concern for










older carers,
socially isolated carers,
carers with a disability,
carers from culturally or linguistically diverse communities,
carers from Aboriginal and Torres Strait Islander communities,
carers living outside of metropolitan areas, specifically those living in remote and rural areas,
carers with limited or no reliable Internet,
carers with limited or no digital literacy confidence and for
carers who prefer or require face to face support.
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Carer Voices
On the following pages, Carers SA has collated messages and requests made by South Australian
carers to candidates in the 2018 SA State Election and Members of the South Australian
Parliament.
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Table: Response trends:

Question:
What are the areas of concern for you as a carer, which you would like Members of
SA State Parliament to address?
n:1241

%

No

Cost of living in SA for families with caring responsibilities

66.08

820

Access to services for carers in their own right

53.67

666

Respite for carers

53.67

666

Support and services for carers in their own right

50.52

627

Continuing care

50.20

623

NDIS

42.79

531

Accommodation / housing

37.79

469

Education and training for carers

31.67

393

Employment (Work and Care)

28.12

349

Internet - reliable and affordable access

25.95

322

Young carers special support

23.61

293

Digital Literacy

13.30

165
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Direct Messages
Carers SA collected the following messages via an online response option and via written hard copy
options. All messages about issues and concerns are from carers (n: 720) who reside in South
Australia and are conveyed below as received.

“I want candidates and Members of the South Australian Parliament to support
carers by: … “
... giving them a say to any issues that comes up. DON'T KNOCK CARERS
... really listening to ones 'doing it rough' - send a day with a carer & experience/view how it
is a 24 hr job for some, or sit and watch video footage.
As carers age, the support and living for loved ones is an area of concern.
a bit more financial help would be great
A country carer having a trip to Adelaide for appointments, cost involves on, full day out,
travelling expenses, drinks, meals, taxis, so fortnight carers allowance is gone in one day
A Health care card from diagnosis to death for Chronic disease ie Type 1 Diabetes. it does
not go away at 16 yrs of age
abolishing Transforming Health - both policy and implementation
Absence of out of school hours support for disabled children is a huge issue for working
parents. Appropriate services just don't exist. to now we have been fortunate to have access
to a primary school OSHC with great carers, however this is not without significant
challenges and is not sustainable long term due to behavioural problems of our son
ACAT will give a level3/4 after assessment but there are NO packages available to access!
you can’t access any services as the first question is who is your package provider you have
to answer no then end up paying for the services in some cases others you just aren't
eligible for until you get that elusive 'package'
Access to home support services to be easier
…access to Mental Health Services seems limited - some mental health services are
inadequately staffed , the purpose of the services is unclear (emergency assistance ie
ACIS), attitudes of mental health worker is often unhelpful treating people in crisis with
disrespect and indifference.
Access to services that have been approved by ACAT
Accessibility to descent nursing homes. English speaking staff. Meeting the needs of
Australian population over spending money overseas.
Accessing Centrelink payments more easily / too much paperwork / wait time. School
support, in home support, community education, change the criteria for NDPS. It does not
support at all.
…accommodation in future for [Name of person receiving care] ..... we are fine
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Acknowledge emails sent to them. They acknowledge receipt of email , but never ever do
they reply with any answers
Acknowledge that society could not be without our work
Acknowledge that we exist and that we contribute greatly to society. Those of us that are
parents and carers of children with invisible disabilities are particularly shamed by others for
labelling our children. We don't make this up, we want what's best for our children and don't
get hung up on labels. Our children are given a chance at a better life because we fight for
them so hard to be accepted. Please notice us and our work.
Acknowledge the cost for individual carers and they should look and making financial
benefits to all carers.
Acknowledgement
Acknowledgement, more community awareness, more awareness and respect in the
workplace, access to services for carers in their own right, cost if living in SA.
Acknowledging Carer's needs, showing empathy and support to family carers by positively
changing policies to enhance the quality of caring due to financial restraints. Giving the
Carer some personal support eg. Time out from their caring role, to continue to be a better
carer.
Acknowledging family carers are vital. Support of the treatment and support for the mentally
ill.
Acknowledging household affordability, concession thresholds to be increased, and allowing
those who are only receiving carer allowance per fortnight. to be eligible to receive
concessions on house hold utilities. As it stands you can only get concessions if you receive
carer pension and to receive the carer pension your earnings must be under $2900 per
fortnight before tax.
acknowledging the costs involved with medications, inability to get employment, and
implications on carers mental health and general health and wellbeing.
Acknowledging the difficult work that is done as a carer and as such supporting carers'
wellbeing
Acknowledging the part carers play.
Making it easier to get around eg parking spaces for those who cannot access public
transport.
acknowledging the work & care we perform and of course the monies we save the
government. Recognition would be wonderful.
Acknowledging the work that family members do to assist.
acknowledging their contribution to society by caring at home for their relatives
acknowledging their efforts and offering increased support and financial compensation.
Acknowledging their importance and supporting them in their roles.
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acknowledging their input and providing financial assistance (greater)
Acknowledging their role in helping the government to care for those in need, but in their
homes, and for a lot less money than hospitals or facilities would need to be able to provide
the same services. It's NOT all about the person needing the care.
acknowledging their value at all times. Ensure financial support as often they are unable to
work at all, or have to take time off work. Most are female and have casual or part time jobs
so are not eligible for carers/personal leave. subsidies for electricity and water as when you
are home most of the time you have the heating and cooling on non stop, fuel cost a lot and
transport is expensive. Medical cost are usually high so access to bulk billed services is
required.
Acknowledging their workload and needs & provide funding for necessary support
acknowledging Young Carers and their contribution to caring roles. Workplaces to be more
understanding as my Mum had to quit her job because they didn't understand.
ACKNOWLEDGMENT AND MORE FINANCIAL SUPPORT
Acknowledgment of the significant impact the caring role has on ability to work and earn an
income. I am working part time. Whilst I would like to be working almost full time I have
realised that with 2 children on the autism spectrum about 20 hours of work is the most I can
fit. Taking the children to an from multiple therapy appointments a week, constant advocacy
required at school/ community and NDIS claiming/ management is very time consuming
Actively raising awareness of carers that are working in employment and caring for family
members with mental health.
actually checking into the NDIS not listening to the garbage they are saying about how well
its working when they really know it is not, disgusted that my local member still gives it
glowing reports but wont listen or take the time to hear what the issues are
Actually doing something
actually listening and acting. We have a lower income because we chose to care, but
sometime need a break to be able to continue
Actually listening and helping a little more financially, perhaps reducing power costs
actually listening to carers. Stand in our shoes and realise how hard day to day life can be.
By putting more money in for community access, home care.
Address all listed issues faced by carers
address the above - making things more affordable for those on lower incomes
Addressing difficulties as stated above - engaging with government services that can be to
carers e.g. Centrelink, NDIS
Addressing each of the above mentioned ways & providing greater access to services &
support for working carers
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addressing the lack of recognition of carers by the community and continuing to recognise
our work in the community. Getting Energy Prices Down.
adopting a family who has a special needs person
to see how hard it is with day to day living can be
Advocating at their best potential and support services when living remote
Advocacy and support people to be with/speak for/provide support/ advocacy etc for carers
when needed
advocating
Advocating for a return to Centrelink payments for families with one income in a caring role,
where it is difficult or the care recipient can not work and is not eligible for disability support.
advocating for concessions for working carers and the costs associated with accessible
vehicles and respite in the home.
advocating for flexible work environments
advocating the rights for Carers who are working fulltime and have a caring role
After care... once you stop full time care is MOST important to me, for myself & everyone
else
Aged care bonds paid to Aged Care Homes
All of these areas are vital. I don't see my individual needs apart from the wider systemic
ones.
All the [items mentioned] above
All the [items mentioned] above
all the phone covers health failing due to better of care
allowing all carers to get regular respite and support.
Allowing carers and family members voices to be heard and doing something proactive to
lobby for increased support both financially and physically.
Allowing household incomes to increase ie for every $ I earn over the limit his pension is
reduced which is very difficult to survive on
allowing us to work while the kid are at school.
the cost of looking after someone with needs.
ALWAYS
Always need more money for
Annually attending a morning tea session of all areas
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Answering letters , they acknowledge receipt , but never answer
Any support that carers can get would be a bonus. There is a long way to go to give people
the help to enable them to care for loved ones and still live a good/able life. Greater in-home
help and in-home respite would have been a great help in my situation. My husband could
have stayed in the comfort of his home by having someone come and stay/look after him
while I was able to stay somewhere else (with friends) for respite.
Appreciating that it is a 24 hour job and supporting carers accordingly to access help both
emotionally and financially
Appropriate social connections for people with an intellectual disability
Arranging transport for sick people to attend medical appointments and treatments like
radiotherapy and chemotherapy so the carer can go to work not use their sick leave and
annual leave
As above [in the table]
As above investigate medical expense concessions, and regulation of providers
As above, that’s the biggest issue I’ve had to contend with
Asking us sometimes when they outline things etc. like charging young/old people for day
care
Assistance for carees to deal with Centrelink
assistance for those who don’t qualify for any services as their partner works part time
Assisting to make the response time for assessment to Disability services quicker – NOT 6
months.
Attending carer support meetings
Attending forums/seminars on related carer topics.
Attending some Carer Support Meetings then acting on Legislation to improve funding and
service
Barriers to accessing further education for parents
becoming more aware of the caring role – I’m sure most would have no idea
Bed availability in Nursing Homes.
Before making decision/changes to legislation, why don’t you try it out for yourself (I week)
or so of caring so you understand/appreciate our role. Also provide sufficient notification to
people, not abrupt changes. I did not hear anything in the media about changes to the
Carer Payment during 2016. It just happened without notification and it caused me anxiety.
(Esp because it happened in a heatwave in Jan and I was not sure if I should keep cooling
the house for my 81 + parent.
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Being acknowledged more.
Being available to speak to
Being aware of the difficulties negotiating services with Govt. Departments & acknowledging
family skills for any decisions for future care
being aware of the stress involved in caring, acknowledging amount of work carers do
being aware of their flight and respecting the amount of money not spent by govt.
Being aware over their situation
being made aware of what Carers do & more financial support, get out to the Country areas
– SA is more than just the city
Being more supportive in their role understanding their own needs.
Being really aware of the concerns of Carers
Being recognised as something valuable and not being passed off as a “bad debt”
Being there once full time care stops
better Wheelchair access to roads , shops , retirement homes , wheelchair car parks etc etc
better access to respite services. I am often told my husband is entitled to so many nights
per year. This is not available in country area. What may be available could be in another
town.
Better funding for carer services, more publicity about what is available.
Better living conditions
Understanding in plain English
Better workplace provisions, although I work for Health, so they are mostly understanding.
Bonds paid to Aged Care Homes not to be included as an asset. We get no income from
that money. Class as an asset when the person has died and the money returned to family.
Building age care facilities to suit Alzheimer patience. Design as community within itself (as
in Sweden)
building more supportive accommodation like MINDA
By always providing and supporting an organisation like Carers SA. It’s where people turn to
when the caring role becomes too much. Also, never forgetting the personal emotional and
physical journey a carer experiences in they own life to care for a loved one
by funding long term evidence based programs
By having more affordable, reliable and safe support for those living with a disability
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By maintaining services for carers and actually listening to them.
By recognising that family cares play an enormous role in providing care and support, and
that they need encouragement and support by the government.
By recognising the sacrifices carers make by way of free public transport, and a carers
discount card, other states offer this, about time SA parliament recognised us too
by understanding what carers do for the caree
Carers declining health whilst saving the Govt thousands in free care.
Carers deserve and need recognition. But having people tell you ‘you’re wonderful, I don’t
know how you do it’ and then offer no practical, emotional, financial or other support is totally
sol destroying. So some genuine support around the whole of life needs that being a carer
brings is required. And that will be different things to different people. So make a genuine
connection between MPs and carers so MPs can make informed decisions.
Carers that not close to services
Caring for people with an Eating Disorder
Changing Centrelink laws for Respite allowances
Changing legislation so that Carers are not treated like second class citizens – we are
providing a valuable service which saves the tax payer money.
Employees should offer MORE PART TIME work so that the work life balance can be
balanced – at the moment it is too much of a struggle and then everyone falls over which will
be a greater burden on health services.
I work in the health environment and they pay lip service to flexible work arrangements
because I am told it is full time or nothing – no concession for Caring for my palliative
mother. Sick of the policy stating one thing yet managers bully and enforce another or you
have no job!! That does not help anyone!!
Changing places In the community
Children – very young carers through to teens need acknowledgement and special care, and
support services.
Christmas events etc, fathers day events.
Clarity on Advanced Care Directives
Committing the workplace to being more carer friendly
Committing to permanent funding
concessions for bills
Consider in more detail rural/regional centres and the challenges this presents accessing
resources locally or within reasonable distances and costs involved when not available or
under resourced due to funding issues.
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Consider what we save the Government
Considering increasing affordable housing stock with supports for young adults with
disabilities.
Considering more in the way of concessions ie -: Household gas/ car running
costs/registration / fuel/ tyres/insurance concessions
considering transport and distance for country people. Many rural hospitals are closing this
is causing significant concerns for those living in country areas.
Contacting to find needs
Continue support for carers and recognition of the work/care that carers provide, therefore
reducing the need for beds in the aged care facilities. Support services that are more related
to individual families and the caring role.
Continued funding for respite services. Continued funding for Young Carers. Continued
funding for a friendly voice on the phone when I am feeling down. Respite and Carelink
centres will be sorely missed
Continuing care and the cost of living in SA / NDIS are of concern
Continuing to fight for funding and services to support carers, reducing the heavy stressful
burden carried by carers and improving their mental health, therefore reducing further
increase of mental health problems of the community.
Continuing to fund Carers SA
Continuing to fund support for carers
Continuing to provide carer support services as carers do not know when they'll utilise when.
There's so much uncertainty in being a carer.
continuing to support all the groups, which support carers through the above.
Continuing to support young Carers and the important role we play
continuing to work with employers re our role
Cost of living help financial, new system (NDIS) give more information
cost of living increase/ deficit when giving up employment to commence caring role
cost of support/care for ALL disabled, aged care for mentally disabled
Costs of caring for your back; ie massage and physiotherapy
creating more assisted living facilities which are safe and acceptable for adults in need of
care. the burden should not fall only on their families. families should not give up their whole
lives to look after others and have to live in poverty.
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Creating more flexible respite options for carers to remain in the workforce and have quality
time out!
Creating wheelchair easy access to all areas including public transport
decent PATS scheme for country residents.
Decreasing waiting times for NDIS planning meetings
Definition of carers should include caring about paper work and financial management not
just physical wellbeing. Guardians of protected people do heaps of work without any
recognition from the government at all. I I passed the work to someone else the fees would
soon deplete my brother's money and he will be funded through welfare. Some government
acknowledgement for hours spent with paper work should be taken into account in the
carers role
Disability support groups: my Mum's disability is physical because of mental -physical
disability support groups won't help- her progress is stagnant -mental health groups won't
help
Discriminating AGAINST SPECIAL NEEDS YOUTHS BY NOT KEEPING THEM EPLOYED
discrimination for being a carer at work, looked down upon; seen as being a hindrance by
work colleges and less of a clinician. Have given up on any chance in further career
development and support.
Don't know
Don't know
Easing the financial burden on cares to the point where it shows the respect for the work
done by carers. Make sure that respite and supported accommodation staff for vulnerable
clients are of the highest quality character and ability not the cheapest available, to reflect
the extremely important role they provide and to prevent abuse by those who would take
advantage of their position.
elderly carers should have more help
Employment for locals- under employment places pressure on families and poor mental
health
Enabling Voluntary Euthanasia for people who wish for it. This will assist carers who can't
do anything to assist those who wish to die for legitimate reasons.
encouraging more P/T or casual positions to open up in the Northern area of Adelaide for
Carers - especially young carers - who have cared for a long time. There is not enough to
support the needs for p/t work for carers who need to work as well.
Ensuring that services are still in place for those who have disabilities, if they are
not eligible for funding via NDIS
Ensuring a wider range of access to services for the communities in the country, at a
reasonable cost; instead of having to travel to Adelaide all the time to see specialists.
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Ensuring adequate funding is available to help carers keep their person at home safely
Ensuring Adequate Medical Help- ( Support QEH)
Ensuring appropriate and adequate monies are provided for carers support
Ensuring diversity of affordable housing and diversity of support services
Ensuring NDIS coverage for my daughter who has mental illness
Ensuring services and infrastructure are available to support young disabled persons. That
the community has facilities that are accessible for mobility impaired (wheelchair access).
Support programs that facilitate part-time work (for carers) at all organisational levels including management roles.
Ensuring services can be accessed quickly and easily to support people to live in their own
home as long as possible
ensuring support services for carers remains funded
Ensuring that access to carer services is easily available. Currently not that impressed with
MAC
Ensuring that funding is boosted. Carers SA saves you heaps of money by supporting
carers to stay in their caring role and battle through all the issues associated with that role.
Ensuring that in SA the NDIS is made available according to the level of need, not according
to lists of conditions.
Ensuring that NDIS plans are funded adequately, that carers receive adequate support and
respite, that carers are provided with adequate information about services which are
available, and that when they are caring for school aged children, DECD and NDIS don't
argue about what services which agency should be providing - because it's already difficult
for carers to ensure their loved ones receive adequate support. Employers should also
support carers more. I have been unable to return to my previous position after returning
from maternity leave, because I can only work afternoon shifts - so as a nurse with 18 years
of experience, I am now stuck in the resource pool. I also tried transferring to another
hospital - and clearly indicated that I was only available for afternoon shifts - after initially
offering me a position, the hospital sent me a roster with all the shifts I can't do. When I
contacted them about this they stated that they only had to "honour my hours not my shifts"!
Ensuring that they're given enough recognition to their role, thus freeing them out of their
responsibilities u/e they would otherwise have to do
ensuring trained mental health professionals available - they are not. Non judgemental ED
and mental health staff of carers and self injury of those with MH issues
Especially looking at the inadequate Mental Health Services for family members and their
carers
establishing appropriate well staffed and trained respite facilities which provide services out
of school hours and provide opportunities for social interactions for children and their carers.
including opportunities for camps. (this is available in Victoria)
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Our experience with overnight respite houses has been a disaster and we have no
confidence our son was treated appropriately. (medication came back mixed up, our son
came back with bruises, or was not allowed to go to the toilet at night so as a result
defecated in his bed and smeared it everywhere. these facilities only take clients who sleep
through (as that suits their staffing level) however it is those without family members who
don't sleep well that need the care most. Our child may be up on a bad night most of the
night and we get exhausted
Everything plus carers living with no transport - isolation.
EXPANDING THE DEFINITIONS. We want disability pensions to get the same concessions
as aged pensions. Access to cheap haircuts and grocery shopping days, free Sunday public
transport, etc.
Upping the pensions. We have NO savings, EVER. They always go to the next big bill.
Keeping the costs of living down. Either HEAVY concessions on bills or better
REGULATIONS on billing practices so we're not forking out for ridiculous inflation.
Expanding the range and type of supported accommodation options for those with severe
mental illness and psychosocial disability
Extending the NDIS, increase the care payment and more funding for NGO's
false allegation and malicious or vexatious care concerns
Financial assistance
Financial assistance and making it easier to access support service.
Financial input e.g. for petrol, delivery cost from supermarket for food
Financial support
financial support - the pension is not enough.
Financially!!! Unpaid caring has taken its toll on my household finances, caused a near
breakdown of my marriage, stresses me daily, mental health issues with everyone in the
family due to daughters diagnosis yet we receive nothing, no support, no respite, nothing.
financially, more support services, information and keeping in touch
focus on country towns
For Carers SA / Regional to receive more money in order to help carers in a variety of ways
For those carers who support a loved one who is in supported accommodation I would like
to see more reviews to ensure the right support is being given to those people who have a
disability especially where they cannot communicate their needs. While many providers
pass glance over tests from the government too many providers are putting care staff in
charge of maintaining he services where these individuals need more to support them. It is
so frustrating to have tried to discuss with Disability SA over 3 years that there was concerns
and issues when they did no investigation of their own. They spoke to a manager who said
everything was fine. There are too many stories of how these individuals are not being
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supported properly but no one does anything. It is time to make these providers accountable
as they are receiving Government money to support individuals with a disability.
Free legal service if required.
free public transport, a carers card offering discounts like a seniors card
fund programs
Funding
Funding community services
Funding planners for the NDIS. I've heard the phone meetings are not working well.
Funding!
gaining humility and compassion
general needs
Getting care so can get back to work, no super
Getting more respite and accommodation facilities established and staffed
Getting off their seats and doing not just looking
Getting rid of NDIS and re-instating prior services.
getting rid of unwieldy inaccessible platforms that create more paperwork than services.
Getting the woeful pension increased to a similar wage of say a nurses aid, as most carers
work looking after/caring/nursing the person/s they care for 24/7 and they do that for a
pittance.
Give them rights to support adult children within the legal system and medical decisions
Giving carer centres funding to support Young Carers and Carers in their ongoing roles
through NDIS support, training workshops, support groups and counselling. This is essential
to their overall wellbeing and to function.
giving funding to carer support groups so they can be there to help carers.
Giving funding to those in need of services to help the care recipient. For eg I am on my
learners permit but I cannot afford to get my Ps to help care for my family member.
Giving more benefits towards Family Carers and cutting the red tape through Centrelink and
other agencies.
Giving more financial and emotional support
Giving more practical financial and medical support
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giving pensioners $50 a week more in their pension + make them use for their services and
save all the agencies. Cut out the middle man.
giving people with disabilities the opportunity to be the best they can be with funding for
work opportunities and to promote social integration.
Giving specific paid time off to attend important medical / carer appointments
Giving the carer time out in the way of overnight respite weekend respite in their own home.
Giving us a hand so that we can get back into the workforce
Giving us an increase in the caring allowance and recognising us realistically somehow
Giving us pension increase more concessions for gas, electricity, council rates
Greater financial support and more low cost support services
grey
group social support for young people with ASD- School holiday programs for same
guaranteeing NDIS and providing more support accommodation
Have better schooling options for children with
Autism. Currently most children with Autism have to attend a Mainstream class with minimal
support. As a result the child usually falls behind in their education & has frequent
suspensions. This causes a huge stress on the Carer role and family life. We need more
Autism special classes to be available in most mainstream schools.
Have some legislation eg respite carers and carees
Having all relevant services be continually improved and available and demanding more
services to be made available to aged care as the aging population is increasing.
Having an open discussion with carers and those living with a disability.
Having GPs and other medical professionals better educated on how to help in a family on
the verge of crisis - for mental health services in particular nearly all referrals start there, so
if your GP isn't knowledgeable you're stuffed.
Having more respite accommodation locally
Hearing and addressing their concerns!
Carers do an amazing job which no government could afford to provide.
Help if required purchasing appropriate vehicle
help me with my education by giving respite to my grandpa
Helping carers to get accommodation eventually
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helping keep people in their own homes.
Accommodation financial support
Helping us more
helping with cost of living and more support.
Helping with respite for those of us who are alone
Helping with the cost of living
Example supportive and flexible working environments for careers
Helping with their absolute needs, not coffees and day trips, physical help
Hindmarsh
Home nursing care in the Level 4 category needs funding. My husband could have remained
at home for this past year but he needed nursing due to incontinence which I could not
manage on my own.
How to live within the received income.
I am an aged pensioner (72) looking after a more frail and elderly (95) aged pensioner. This
is common. As I age, my ability to care for my mother will diminish. So please do not take
away any household maintenance and support as this is the area I rely on most to assist
me. What I do keeps my mother out of a nursing home and living in her own home.
I am no longer a carer for my wife
I can not afford to continue caring for my parents, HELP! WHAT DO I DO?
I don't know how they can help really! Mental health + wellbeing is a real issue.
I don't know what there is that would be applicable
I don't think our Federal or State Politician really care much people with a disability or not.
Only looking after themselves.
I feel i have an advantage as a health professional in understanding the system and when
advocacy is required. it can be challenging to navigate the system and access appropriate
care
I have no faith in any of them - their last pay rise made me feel sick.
I have no idea but please keep up the good work, we need it
I nursed my daughter for 2 years as she died slowly because she could not have the dignity
of dying from a drug. PLEASE pass the bill and save others from having to watch their loved
ones die badly.
I originally got turned down for a safety fence cause hesitation, not busy road or main road
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I selected what relates to me at the moment, but other services also valuable for other
carers
I think there is not enough education in the community about the plight of families of people
with severe mental illness. We need more education in the community about illnesses like
schizophrenia, rather than depression alone.
I would like to see more recognition of Carers by the Federal Govt. .
IF IT WASNT FOR RDNS NURSES I WOULD NOT OF SURVIVED
improved services from access cabs more licences
Improving access to the QEH, ie, Increased car parking facilities
improving mental health services. My daughter has trouble managing normal daily activities
and is living on her own. It is hard to find appropriate services that she can engage with. She
rarely cooks, eats poorly, is socially isolated and very vulnerable when she does go out of
her unit. She needs support with learning how to reintegrate into society with shopping and
socialisation and possibly employment in the future - but this support is not forthcoming
Improving outback roads making them all weather so we can get to appointments. There are
no transport service available so need own car
Improving specialist visits to Port Lincoln so we don't have to travel to Adelaide. The
expense is great on families.
Improving understanding around mental health
improving workplace supper of careers, better inspection, training and staff numbers at
nursing homes, better support of palliative care services
Inadequate resources for youth mental health.
Including all, and excluding people a thing of the past.
Including Carer surveys when they are wanting info on Aged Care. Too often the people
surveyed are elderly citizens who are fit and healthy who are able to attend sessions for
gathering info on aged care.
Increase funding to Carers SA
Increase monitory support for carer and caree when travelling to Adelaide from regional
areas
Increase pension and financial support
Increase support and waiving certain Levies on ESL and Water
increased funding to the NDIS
increased levels of accessibility to financial and services support
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increased payment and respite for carers with relatives at home
Increased support for all Carers.
Increasing aged pension so that my mother can live adequately. I supplement her food bill
and household bills/ maintenance of the home.
Free support in the home, garden and property maintenance so that she can stay in the
home.
Medical support such as podiatry etc in the home.
increasing carers allowance
Increasing Carers Allowance
increasing carers income. The $60 -PW I receive doesn't even cover my petrol costs of
carers responsibilities
Increasing Centrelink payments so carers and children of PWD are not doomed to live in
poverty.
Increasing disability support - allowance payments & allowing benefits if both partners need
care
Increasing disability support pensions & carer pensions (Everything goes up & pensioner
only have a certain amount of money to live and pay bills. the government waste money and
don't care about pensioners
Increasing financial Support
Increasing financial support and concessions to help carers deal with cost of living. Eg
carers in Victoria get 17% off electricity plus major discounts on other essentials like water
and car registration. Our costs in SA are even higher yet we get less concessions. Carers
are at breaking point and desperately need financial help.
Increasing funding for Carers SA
Increasing funding for carer's services
Advocating for more funding and programs for people with Eating Disorders
Increasing funding to Autism SA. Funding extra travel money for rural clients. Funding &
making more services available for rural clients & their families. More support services for
rural clients.
Increasing funding to them, and perhaps think about part funding to those that are not fulltime carers, but those like me who do everything else for their family (because you love
them) except ADL's as they are in aged care. But just because someone lives in an aged
care facility, does not mean you have nothing to do for them! There are appointments, long
hospital stays (in last 4 yrs between them both, 6 or so, - lost count, long hospital stays where I took time off work, took annual leave etc, to be with them for 7-9 hrs a day at
hospital) and outpatient follow ups, shopping for their clothes etc, eye, teeth appointments
etc, it goes on and on. As the aged care facility does not do any of this for you, this all had
to be arranged and done by family.
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increasing need to interact with Government services that are difficult to engage with e.g.
Centrelink. Online services, I can afford now but could not if I was not working.
Increasing payments to carers, introducing petrol subsidies or something to enable upkeep
of their vehicle, legislation to disable landlords from rejecting therapy pets, greater powers
for carers to engage and negotiate with job network providers on behalf of the one they're
caring for, introduce a low interest home loan scheme for carers to enable housing stability.
Increasing rebates / concessions for utilities, gas elect, water, council rates
Increasing support for case management of NDIS plans.
Increasing carer payment.
Increasing eligibility and access to respite services that may already be available, but only to
the elderly at present.
Increasing support for those who care for women with breast cancer
Increasing the ability of home help assistance to enable safety in the home. The fact that a
light globe can't be replaced or gutters cleaned is absurd!
Increasing the careers payment. Stop getting families to fill out medical forms when a child
turns 6, 16 etc if they have been diagnosed with a permanent disability as nothing will have
changed, they don't gown out of it
Increasing the Carer's pension to allow for a reasonable lifestyle instead of carers trying to
find money for food, bills etc.
Increasing the pension to carer allowance
Information about disabled access toilets and accommodation for holidays in SA
Information to carers.
Encouragement that carers and especially young carers need help, deserve help and should
not feel that they are not competent for needing help.
introduce a concession on state charges ie. ESL-REG/LIC for carers ( registered), same as
offered for pensioners to help fund caring expenses
It won't happen - if I could have just one day per week and still generate the same income I
could manage the needs of the family.
Just doing the job
Just don't take anything away.
Just recognising what being a carer actually means and how caring 24/7 for my daughter
which will be life long, actually impacts on me and my family. I need support for me so I can
keep caring for my daughter.
Keeping access to services simple.
Enquiries into Service Providers systems so they are not charging GST to vulnerable
citizens without their knowledge. (Kincare)
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keeping our local office up and running down Port Lincoln to support all of Eyre Peninsula.
Putting more money into Mental Health.
Knowing that we are all people and we all need to be supported
Lack of affordable personal care ( feeding, dressing etc) services available to support aged
in their homes
Lack of availability of aged care packages
Lack of funding for the care packages that ACAT assess for, therefore no packages
available
Land-line phone access was difficult to obtain when my mum moved - had to go to the
Ombudsman
Leaving current situations alone where the Caree is safe and supported by his/her Carers
rather than force them into accommodation that there probably is not enough available for.
legal assistance
Legal representation
Less red tape and restrictions on review for carer allowance many questions are very
restrictive to gain the necessary points. Areas of concern: Cost of living in SA and respite for
carers.
lift standards in nursing homes.
listen and put support for carers and disability link 15 Second Street Nuriootpa SA 5355. Its
a growing group for carers and cared for working efficiently
listen to our needs not wants and get action
Listen to the challenges carers face each day , Then help map a programme for these/us
individuals. (provide assistance at no charge).
Listen to the plight of some carers, they save the government many thousands of dollars.
Even have to dip into their own aged pension after care. Taking all of the carers pension.
Listening
Listening
listening
listening and bringing a carers perspective to decision-making
listening and lobbying for better carer support
Listening and then asking the Federal Govt to listen to our stories
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listening and understanding country carers - people who live outside of the city, come and
have a look
Listening and walk in their shoes
listening to carers and acting on the suggestions
Listening to carers as they are the experts though lived experience
Listening to carers needs and maintain local carer support network Carers and disAbility
Link
LISTENING TO GENUINE NEEDS AND DESPERATIONS!!!!
Listening to individual cases not just bunching us into a group and hope that the support
covers everyone as it doesn’t support me.
Listening to our needs. Increase pensions & concessions and easy access to get 'access
cabs' concessions for a carer & the client being cared for
Listening to staff from Western Carers and Carers SA as they have a great understanding of
the needs of carers
Listening to the disabled community more often and answering in easy to understand
(layman’s terms)
listening to the trials, tribulations they [carers] go through every day. Doing more than LIP
service.
listening to their concerns especially the country folk
Listening to their needs and making it so that carers are listening to on regards to the caree
Listening to their needs.
listening to them and helping them access appropriate legal support in abuse scenarios
Listening to them not just saying platitudes
listening to them, being aware of their needs
Listening to what carers have to say and their individual needs.
listening to what they have to say and how hard it can be to care for somebody.
Listening, understanding and supporting
Living in the real world and listening to the people. They have no idea what it is like to
support someone with a disability who has issues and impulsiveness and not be able to get
more than 3 hours per week support. I need to work full time I almost lost my house trying to
care for my friend full time. Had to go back to work and worry about my friend being alone.
All I can get is 3 hours a week. Useless.
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Living on the same entitlement we receive and in the same conditions
lobbying for adequate health services in our country town at the hospital
long term affordable housing
look at rural issues
Looking after the cares so they can support the persons they care for in the home
Looking at Pensions rates/cost of living rates/ housing affordability & better energy
concessions
looking at the financial and emotional impact on carers and their families
love first the money
Maintain local support network Carers and disAbility Link
maintaining funding for support services, fully funding all available hospital beds.
Make employers employ staff working from home
Make it easier to understand aged care costs
Making firm policies and practices that address drug and alcohol issues: They need to
target the illegal selling of ice, and marijuana etc; these people provide and target the ill and
mentally ill people who are weak, and the fact they apply pressure on these people. They
have no regard and often worsen their illness and state of mind, and it is getting a greater
issue every day but the health officers are getting less and more pressured especially since
a lot of their clients need to have police assistance to administer directed medication though
the guardianship board.
making it easier for carers to get help for the patient when he is really unwell. It is very
difficult at present if person needs to be hospitalised.
Making it easier for caters to work. Services available were very limited and we both had to
work part time to manage so loss of super and income has a huge impact on our personal
situation as we head into our 60+ years
making it easier for parents to know what support and services are out there and how they
can access them
Making it easier to access emergency mental health care ie ; directly to mental health
hospital and NOT via General hospital/emergency
Making it easier to get independent advice and obtain help for respite and nursing home
selection.
making it easier to pay for services through NDIS. Having respite funded through the NDIS.
Making more at home support accessible
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Making more funds available for mental health, there are no beds available in hospitals
Making more help with medication, creams, dressings - help aids, and equipment,
incontinence wear, more care hours, not taking a single pension from a married couples’
pension to care package.
Making more information and services available locally for country carers and understanding
it is not always possible for carers to access services in Adelaide.
Making My Aged Care (more caring and follow up information and more communication
Making NDIS about the individual needs, everyone does not fit into the same box.
Making NDIS understandable and easier to deal with
making people in schools aware of disabilities
making support services affordable!!! The disability pension isn't enough to cover the cost of
services
Making sure that service providers are competent, ensure the person receiving care is not
harmed in any way, listening to me when I make a request or comment. MAKE SERVICE
PROVIDERS ACCOUNTABLE.
I would also like to have a way of getting help with dealing with service providers when they
are not providing what they are being paid to provide and just fob people off or take over 11
years to complete a wheelchair that had been funded
Making the Centrelink process more user friendly, with more access to specialised
operators, instead of how they are watering it down now
Making the Health System easier in hospitals
Medical Professionals to acknowledge the carer
Medicare - subsidising more appointments under mental health care plan.
meeting with carers regularly and talking about their concerns.
melding substitute payments
Mental Health issues
mental health issues
Mental Health Support for under 18 years
Money
More acknowledgement for carers who will never return to work and the financial uncertainty
this brings
More assistance for carers of people with intellectual disability and profound, severe and
multiple disabilities aged 25-64
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More available for under 65's.
More carer discount services. Carer card. Taxi rebates.
more closely monitor standards of nursing homes
more financial support for us as pensioners
more funding
more funding
More funds for mental health care
more grant
More help needed, if country areas epically medical. More accommodation when seeing
specialist in towns. Airfares not cheap
More help with NDIS
Supported accommodation
more money
More open, positive acknowledgement / continue to provide the resources (+more) for
carers SA, more public awareness.
more recognition and support for carers
more recognition for carers
More recognition of Carers needs to attend appointments, operations and respite and to get
treatment for themselves.
more recognition, help and respite for carers
More respite services and accommodation options long term for people under 65 yo
More support for school children with a disability. More public awareness.
More support
More support - All 'they' do is filling their pockets
More support for ASD children, especially high functioning. No assumptions that they can
cope with life and the education system
more support in small towns
More tax deductable for carers who have to work in order to support and provide a proper
care for their loved ones with mental health illnesses.
Morning bus service from victor Harbor to Adelaide (say 7.30am)
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Most importantly make an effective mental health system for the consumers. Then carers
wouldn't need so much support!
My daughter has a 2 year old already providing emotional care to her mum
My main concern is that carer services continue because of the NDIS. This has already
impacted at UCWB whereby the ROSC team were retrenched and there seems to be no
longer anyone allotted for carers. Therefore it is a good possibility that there will no longer
be any functions held for carers by UCWB except small monthly meetings. Whereas before
there was always outings and especially at Xmas large functions held to make the carer feel
wanted and give them fun time out at no cost!!
My problem is next year as SSSA AP is being relocated to Pt Adelaide and as i live at
Reynella this is going to mean i will be having a 90mins drive one way to a 40min drive now
and looking a the transport it could be up to 2hrs one way would be mean less time to care
for my mother!!!!!
My sister & I support each other, my husband and adult children support me. As well as lack
of time (paid workforce, also looking after grandchildren), this is why I have not access
Carers SA, but i have a friend who does & she says it's a wonderful help. As much additional
funding for our people needing care can only help everyone!
My wife has been approved for a lever 4 package but we have no idea when she will get it
and she needs it now
na
na
needs to be kept in place not cut back and insecurities to folk Carers and the persons being
cared for stresses them if they are capable of being aware still in their individual condition of
demise .
no
Not a pat on the head but real support both financial and listen to what carers need
not applicable
not applicable
not cutting costs to the standard of living which is already enough of a challenge.
not forgetting about us
not making us worse off financially
not reducing health spending by acknowledging limited country services are available
compared to the city.
Not reducing services but building on and securing those we have so to better assist those
in rural areas - more is needed
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Not taking away concessions that carers have worked hard for.
not telling lies about the amount of caring packages to keep mum & dads at home.
Not to cancel carer allowance for carers who receive it at present.
Not to cancel carers allowance for carers who receive it at present
nothing to complain about
Offering affordable independent living and respite. 4 weekends a year is not enough respite
once the disabled person goes into less care please make them safe and well cared for as
family carers may not be around.
Other (please specify)
Over and intentional wrongful diagnosis for assistance
passing the euthanasia bill.
Paying more for help as everything costs.
paying some sort of carers allowance and making the process easier to apply. Not let
Centrelink get away with ignoring applications.
Payment for providing care
People not being able to pay for respite
personal choice for incontinence products paid for at the same rate as homecare in
residential care
Placing for funding into Carers respite and services. Ensuring that agencies are well staffed
and funded into the future.
Please explain why there is no concession for medical expenses where these could be paid
from wages pre tax. We face $40k of costs annually with little support so my husband has to
earn 80k to be able to spend that! Why are providers not more regulated? NDIS intro saw
hourly costs of speech and to double. $175 per hour for new graduates is ridiculous
Poverty and Drugs - Its affecting our Mental Health
practical services on the ground rather than philosophy of info sharing
Prevent the work place forcing you to drop your FTE (losing your full complement of hours
worked) to part time work with no ability to get those hours back. I was 0.95FTE and had to
sign a contract for 48 hours a fortnight. I have now permanently lost 24 hours of paid work a
fortnight and my caring role is over.
Prioritising affordable for carers, I've been forced into private rental
Promoting advanced care directives.
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Promoting better understanding of our role, and allowing multiple family members to get
Carers Allowance / Payment when the care needs are high rather than just one person
having to get it. Three of us work part time to share the caring role but only one person can
claim with Centrelink.
promoting laws aiming at helping the carers.
provide a central easily accessible information service regarding care issues particularly
access to financial support and concessions
Provide a point of contact for careers or persons receiving care to refer them to appropriate
services available within the community
provide adequate resourcing to carers SA and carer support SA
provide the mentally ill person they care for with proper and adequate supported
accommodation - more Finance. Carers do not live forever.
Providing (permanent) accommodation for people who are younger with disabilities (ie.
younger onset dementia) and also more financial support for carers.
Providing affordable respite. Providing supported accommodation.
Providing an on house support service so carers can go away without putting their loved
ones in a strange environment
Providing assistance ,monetary to Carers SA.so they can put in place all requirements of the
Clients and the Carers to have help in cost of travel to app ,respite , for both Client and
Carer plus outings , for both separately, if being cared for at home able to go on outings ,
workshops and verbal support and input
Providing better care for their adult children with severe mental illness so that ageing
parents can become just parents rather than coordinators of their care.
Providing better communications re what resources for youth mental health carers are
available and how best to access them.
Providing carer training, financial support and helping carers return to the workforce when
caring role ceases.
Providing Concessions offsetting continual cost engrosses essential services
Providing cost of living assistance
providing decent NDIS staff/planners - and decent plans - providing accessible services of
all sorts in rural areas!!! including traversable ROADS - medical and health services - and
acknowledge that NDIS will need to allow family members in rural areas to be paid care
workers under NDIS for their own family members as THERE ARE NO ALTERNATIVES
OUTSIDE OF TOWNS DERRRRR - PLUS, HELLO, ACTUAL CHOICE AND CONTROL, not using the person with the funding AS A MONEY TREE FOR AGENCY PROVIDERS
Providing financial support
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Providing financial support and concessions to carers, especially those who are employed
and often need to take time off work to care for their family members. Carers Leave needs to
be separate from Sick/Personal Leave. My 81 year old mother who is vision impaired was
diagnosed with breast cancer earlier this year and I had to take a lot of time from work to
support her through this process. She also does not speak English and I had to interpret for
her. I quickly used what personal/sick leave I had (allocation of 10 per annum) and then had
to source my annual leave. All carers who work should be entitled to an additional 10 days
per annum of carers leave. During 2011-2012, I worked for the HACC Development Team
within DCSI as part of the Disability, Carers and Ageing Team and this was standard
practice. Why has this practice not been extended to all other government and nongovernment agencies?
providing financial support for aged carers
providing free community transport for family being cared for in country areas
Providing funding for mental health
Providing greater in-home support to people who are home ill being cared for and for the
carer. Better options for long term care/accommodation specific to the needs of the
person/illness. Nursing homes shouldn't be the only option once a person needs full-time
care and isn't able to stay at home anymore.
Providing home maintenance and home help to get things done
providing increased funding for residential care facilities, to employ more carers, to give
family members peace of mind that their loved ones are actually being looked after.
Providing low cost transport for the person(s) being cared for. Accessing taxi vouchers is
very difficult and have been rejected even though the people I care for have a physical
disability and require mobility aids which has a considerable constraint on catching public
transport.
providing means for regular respite
providing more beds in low - high care hospital areas
providing more financial assistance to family carers who have to solely care for their loved
ones with mental health illnesses and have to work at the same time;
understanding the tremendous financial burden on the sole carers who have to work in order
to provide proper care for their loved ones due to their loved ones have no incomes because
they were not entitled to get any disability support pension benefits.
Providing more financial support for household bills
Providing more funding and support
Providing more funding to make being a carer easier & less stressful
providing more grants to Carers SA
providing more money and using the money wisely by researching further options
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Providing more money to Carers to care for their loved ones through Centrelink. More
information on services when first contact.
Providing more practical services eg support services and housing for people with
disabilities, affordable housing for carers near where their person they are caring for is
housed to maintain contact readily eg walking distance as both age ...preferably housing
that includes aged care for aging parents and on site housing for the adult child with
disabilities. Both on same site
Providing more professional aged care facilities that have a higher staff to resident ratio with
higher education standards of carers.
providing more resources in rural areas
or at least acknowledge there needs to be improvement in these areas
Providing more respite and accommodation for clients
Providing more respite options and assistance with household chores, as well as making
any available services better known to carers.
providing more respite services for people with advanced and complicated care needs at a
reasonable cost
providing more respite to carers (leaving carees in their own environment - not outside of
home respite)
providing more services for carers
Providing more support in house maintenance, gardening etc.
Providing more support within schools for children who need it.
providing non means tested payment support
providing options for respite mainly - every carer needs a break
Providing out of hours medical services for palliative care patients who choose to die in their
own homes. No out of hours palliative nursing support currently. Home hospice support
providing paid leave in their employment agreements - separate from any other leave
entitlements
providing services for the carer. I was sick earlier this year and had three hospital visits. If I
had the opportunity to look after myself I may not have become sick. On saying that it is
totally my responsibility to maintain my own health, some assistance would be great.
Providing some sort of superannuation plan for carers that can't work. Helping families that
are full time carers with a holiday yearly
providing sufficient family support for children with ASD and behavioural issues to engage in
appropriate learning and education, rather than be sent home as punitive punishment. My 8
yo son is at his 4th school due to his behavioural issues and previous lack of engagement in
his past schools.
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Should I find full time employment (which is my aim) there is no out of school hours support
available locally for my son, and he would require funded transport to another school to
access after school care, which would be at my financial cost.
providing sufficient funding to improve their services
Providing suitable accommodation (supported) for single persons currently being cared for
by parents. Avoid homelessness.
Providing support services for carers
Providing transport and accommodation subsidies for Carers who have to take their care
receivers to Adelaide or interstate for medical services.
Proving advocacy funding specific to the disability to work with people who have intellectual
disability to speak up for themselves AND to work with these particular parents to share
experiences and information specific to them
proving fiancés for support services to continually improve
public events for carers and family; sport activities for families 9latitude, go carts, vouchers
for performance, movies circus, etc, theatre, show ground
Putting in a lot of disability car parks. Training taxi drivers to drive old folks who can’t find
any direction any time suit.
Putting money into mental health
putting more money and importance into health
Putting pressure on federal government to ensure a smooth, dependable transition to the
NDIS. More training for NDIS employees & more investment to cut delays.
Putting them high on the list of priorities
Quicker responses to referrals or support networks for those who need care we waited well
over 15mo for NDIS that's a lot of time missed for support needs
Realising how expensive it is to care for somebody with dementia. Daily living prices rising,
& needs to care for loved one also rising.
Realising that it's cheaper to have a person cared for by family than publically in the
system...and it improves wellbeing, It has a benefit on wellbeing in the short and long term it's a win win...so look after us!! Spend the money on us as we are saving you heaps.
Realising they are taking on a role the government should/used to. Retirement homes and
nursing homes are now private and too expensive for most people to enter. This needs to be
controlled and regulated.
realizing that cutting funding to organization that specifically are designed to help those
families with children and adults with disabilities are making it harder for those who need to
be able to access support without having to wait long periods of time.
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Realizing that some of us are forced into full time caring because the system does not
support our kids in a way that works for them.
realizing what we do is important and some financial assistance or break on cost of living
pressures rates, water, electricity
really listening and maybe actually seeing what they do. Spend a day in a carer’s shoes.
Really understanding our problems and difficulties
Recognise that there is a huge discrepancy when a child turns 18 and many are not eligible
as 'disabled' once they are 16yrs old, - but they are the same person with the same social
/emotional needs (Autism Spectrum)
Recognise the work that Carers do and the impact on the economy.
Recognising carers
Recognising carers
Recognising carers are providing quality care with no recognition
Recognising different categories
Recognising different needs of different types of caring roles
Recognising families may be caring for more than one disabled child
Recognising needs
Recognising other conditions in children
recognising our importance
Recognising that caring is productive work by some payment. We could not go to work and if
I was not retired with a pension our finances would have been hopeless
Recognising that there are many people who don't fit a nice 'tick box' for funding or services
but still require considerable carer support and assistance.
recognising the caring role - respect.
Recognising the difficulties for workers to continue caring for the elderly in their homes.
Recognising the difficulties of carers supporting their autistic children into their adult life and
not driving themselves into the ground financially and emotionally trying to support them. It is
something we worry about because we have only seven years until 18 for our oldest autistic
boy (also has chromosome 8p23 deletion disorder) who is in year 6 and struggles at a early
primary level of reading and other subjects. He can’t manage many daily tasks himself such
as operating the taps properly on the shower or some aspects of dressing. He can't cross
the road by himself and he is completely unaware of stranger danger. That’s just a small
snippet
Recognising the free support provided by carers to people who have a disability. To support
carers who have physical and emotional demands in the same way that an employee would
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be treated. ie provided with equipment and breaks to support their own physical and
emotional wellbeing. Carers have been expected to lift people with disability and do not have
access to adequate housing with modifications in a timely manner thus resulting in injuries to
the carer. This would be unacceptable in a care facility however because the carer is a
parent it appears to be acceptable!! To not have transport taxi vouchers remove when going
on to an NDIS plan but be able to still access the same level of support. How does a person
with disability now access transport to school and medical appointments which are not
supported by the NDIS?
Recognising the incredible strain the role places on carers and families and providing
support to us so we can continue
recognising the unpaid work that they do
Recognising their need for respite and long term care and working options.
Recognising them
Recognition of carers & those who do not claim additional funding for their caring role.
Recognition of what caring does to their health & demands on carers.
recognition of carers; pay parity; supporting carers in meaningful employment
Recognition of the work done by family carers and consideration in all government policies
of the effect on carers
Recognition to guardians of protected people with some rewards.
Recognition
Services to family carers
Reduce living expenses such as gas, electricity
Reducing aged care facility costs.
reducing cost of living especially utilities and government fees/charges - if not possible then
subsidising those costs for carers
REDUCING THE AMOUNT OF PAPER WORK
Reducing the utility cost and increase supporting for carers and carees in their own
respective rights. Increase disability appropriate housing needs, truly recognized and
address the compounding issues and barriers for ATSI and CALD carers, often swept under
the carpet and addressed in a tokenistic manner.
reducing their pay rises to the max that are average weekly wage percentage (ie not on a %
of judges and 3x? Max average wage %. Recent changed boundaries
reducing their wages and giving the spare money to people in need as people with
disabilities
Refrain from cutting services to mental health
Regularly reviewing feedback and services for carers
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Remembering their contribution and making support more accessible
Resolving issues related to continued service provision for people with a mental health issue
not eligible for NDIS.
Respecting them more.
Respite care being accessible to those living remotely at the closest hospital
Respite for carers of adults who don't fit into intellectual or physical disability services
Reviewing aged care nursing homes ... we still have a long way to go. Too many items
lost/stolen from my mum. No responsibility from aged care provider - even her hearing aids.
Reviewing the permanent record of false allegations made by GOM children and other
minors against carers. Make the DCM3 date base expungable. Clear innocent professionals
of false allegations.
1. Shorter waitlist for home care packages than currently with My Aged Care
2. Present Carer Allowance of $8.90 per day should be $ 20.00 per day.
See question 96 [table above].
Seeing us as a priority
Separating Murray Bridge Carers from Berri Office- 200 km is too far for communication and
similar lifestyles
Sexual exploitation /molestation of clients by carers. My daughter has been molested 4
times in her life and we can no longer trust anyone. The leniency of the law in allowing
negotiations between prosecution and the perpetrators of this behaviour must STOP
Simplify my aged care criteria so the service happens
Simplifying NDIS allocations for funding. Supporting Special School programs, training for
staff and resources.
Having more services and programs for children with disability once they leave School.
Some of this is due to personal experience, some is an awareness of the needs of others.
Somehow understanding the plight we face. Social Isolation is such a battle. Having two
children on the Autism Spectrum is very mentally and physically overwhelming. School is a
huge battle. Trying to fit a child with many complex issues into mainstream school with little
support for the teacher who already has so many other things to do like teach a class of
children. It truly is not fair. Our children can’t make friends easily and would need support t
build friendships. As a parent of a child "that" child, the one others would prefer their child
not be in class with or sit at the table with etc. the one that never gets invited for a play or
asked to come to a party. School support is the biggest most important and would have such
an impact on our family. If the children can go to school they get an opportunity to education
which is wonderful, they get an opportunity to create friends and feel a part of something.
Make connections to their community. However if the teacher is struggling to cope as a
parent we feel guilty and ashamed that our child is causing unrest and making things difficult
in their class. We are facing home schooling which for the school and for the teachers and
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even the other students is most likely the best option. For me it would be devastating. I
would be lost into this world that consumes so much of me already. When they can attend
school I still spend so much time emailing and arranging appointments and advocating for
our children. It’s exhausting and I'm afraid I wouldn't know how to talk about anything else
Our children cannot go to school if their teacher needs training or a sick day off. The relief
teachers cannot manage nor can our children. Our children cannot arrive the same time as
other children as they cannot cope with the maybe 600 parents that arrive to collect and or
drop of their children at school it’s just too overwhelming. They don't attend excursions,
school camps, swimming week, sports day and any other day that means the entire day is
changed. Its’ so very sad. We already have our child home 2 half days and with late drop off
and early pick up I sometimes wonder why we even go.... not that I’m not grateful because I
truly am. Its more that our children are so overwhelmed by going to school and not fitting in
that the anxiety is dreadful and as a parent having to watch your child suffer so much on top
of all the already have to deal with is heart breaking. We are thankful for the carer’s
payment and the NDIS both of these help so much. My husband and I have four children
and two of those have ASD. The struggle to maintain so normality for the neuro typical kids
is hard and they have been impacted greatly as you can imagine. No one wants this life, no
one can change it. I don't blame anyone I just ask that NDIS include school help. We paid
for top private health cover prior to the NDIS coming in and maintained all the services we
currently use from the NDIS. We could have maintained that with the help of such things like
the mental health care plan and the allied health care plan through the GP. If as a parent we
can send our children to school and know that other families are not going to be judging us
and feeling as if their own child is now disadvantaged by having our child in their class that
would be a game changer. My biggest concern is for the mental health of all those in my
family. My parents who worry themselves sick about us and our plight, our siblings who
struggle to connect with us because bringing the children together is just too hard. Not
having friends we can spend time with. Finding it near impossible to look after my own
needs on the back or having a husband that needs to work and four kids to support and
love.... disability is a word that has depth......for me it stands for determination, education,
purpose, trails and health. To be a carer you will need to somehow find a way to make it
work. Let’s face it someone else's life depends on it. If our children are able to make their
way in this world then it will lighten the load on the next generation.... I want that for my
children and for those in our community. Young carers lie my other children I can see are
going to need a lot of support and a lot of care to not fall deeply into a black hole. Social
supportive groups run by people who understand the plight of carers is a wonderful way of
helping young carers met other people living a life like their own.
Sorting out hospital system specifically for country people. We had a bad time and know of
others.
Speaking out and up for Carers and the gaps in services in the regional and remote areas of
South Australia.
Speaking publicly to acknowledge carers and the sacrifices they make. Providing free
courses for self-empowerment and self-care.
speeding up NDIS coverage for my daughter who is 41 years old
Spending a day in a wheelchair
Spending a week in my shoes with a mother that only knows the word "no"
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Stepping into the shoes of the carer and viewing what their role is like, responsibility is like
for the carer, how they work their lives see it as it is, the real emotions, the sacrifices and
then go away and be both compassionate and practical when planning up into their
decisions.
Stop making NDIS so hard
stop taking funding away from programs that work
Stop taking money away from Mental Health and Physical Health. Public transport costs are
becoming very expensive on the money carers live off of.
Acceptance of all people with non-shown disabilities.
Cost rise of food, petrol, electricity, phones these are all important necessities of life for
people who have a disability and their carers.
1. Streamline the processes between services; so often you need to be accessed for
eligibility each provider, which means lengthy paperwork. Medical and intellectual
assessment should be done one for all!
2. Better financial assistance for carers would be nice. (State care, it would cost tax papers
over $300,000 p.a.).
3. More services (allied health) for older people, there are so many services for early
intervention but what about the teenagers & young adults.
streamlining easy access to services, written in plain English
Studying what services are available for carers and conditions prevailing for people in
hospital and aged care.
Subsidising us more
Support & recognition of carers
Support people being able to suspend their work conditions during their caring role. Allowing
part time paid work till they are able to return to their previous capacity.
Support that is suitable, interesting for our son,
Support that is suitable, interesting for our son, workshops
Supporting a simple, single service portal for state and federal services for older people despite being tertiary educated we find much of the correspondence we receive (e.g. about
changes to aged care) to be incomprehensible.
supporting carers financially - no cut off for families $80000 as it will affect us, it will hurt our
families paying bills, supporting disabilities 2x Autism kids.
Supporting Carers SA and Disability SA
supporting carers to maintain full time employment without fear of having to take carers
leave
Supporting financially organisations that carers deal with. Health wise, PD, osteotomy.
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supporting hospitals outside of Adelaide
supporting the Action Plan for BPD [Borderline Personality Disorder] - BPD Centre of
Excellence
supporting them financially
Take the pressure of employment so you can spend more time with the person being cared
for.
Taking into consideration and listen to the needs of the carers including the people that they
care for.
taking notice of what we have to say !!
Taking the time to listen to what families are going through on a daily basis. Listen to the
basic requests and come up with a plan that will meet these needs. Without families caring
for those who need it, the government would be footing the bill which would surmount to a
lot more than what carers are asking for.
talking to carers by someone who know what they are talking about.
Talking with us directly and helping with our specific needs.
teaching me to use a laptop
telling the truth
the above
The above ticked
the Australian Bureau of Statistics recently stated that the average annual income for a
single person is $82804.80, yet the Carers Payment cuts out when a couple earns
$74360.00.
How is this justified?
Also why can’t carers have health care cards? The money for our health needs comes from
the same diminished source as our charges.
The Carer's Allowance is a joke and the criteria for getting the Carer's Pension needs
review. It only looks at the Hands on hours for personal care and does not take into
consideration all the time and energy put into household chores that the person is unable to
do, shopping, transport, social and emotional caring of someone with depression etc.
The high cost to enter residential aged care for elderly people with moderate assets
The passing of the euthanasia bill
there are no services for Carers to maintain their wellbeing
There is a need for more dedicated respite beds within residential accommodations. Often
beds must be booked months in advance to secure.
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There will be many people with disabilities who do not qualify for the NDIS. I would like the
promise "for all people with disabilities" to be kept. State Parliament needs to look at
honest, affordable, accessible, reliable respite services including services outside 9-5 MonFri. It would be nice to have an evening out. This respite goes both ways, for the disabled
person and the carer.
to acknowledge rural people do not have the same transport options that city/ town people
do
to be able to carry copy of the recipient pensions cards
To ensure that funding continues to the companies that have been supporting carers for
many years for both social and educational activities
To make Centrelink better to use!!!
to really find out the needs of carers and difficulties experienced for people ageing and
wanting to remain in their homes
to recognise that carers need respite so they are able to be a better carer; and have funds
add into their NDIS plan.
To recognise the trauma that Carers have for their spouse in relinquishing Drivers Licences.
They are passed each time so easily as the Assessor is not to know the person has
Dementia, or is struggling with driving on our roads.
to recognize the economic input carers provide as well as decrease the burden on other
services eg residential aged/young care
To try to understand what I'm going through and to help me in my role
Training employers on the role of carers.
More financial support
Transport for country people. There is a move to close country hospitals and this creates a
dilemma with accessing metropolitan hospital and health care. This also creates an issue
when partners have to move closer or access accommodation.
Transport for vision impaired persons
Transport funding
transport to medical appoints
Treating them with respect!!
Trying to understand how hard and demanding our life can be. The fear we live with every
day of what will happen to my child when I am no longer around.
understand
Understand that any 'care' given by family is in fact saving the government money- better
access to carers whose role like mine is 10-15 hrs p/w. But analyse 24/7
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understanding children should have more support when they are disabled
understanding everyday life of carers and carees. The sheer cost of care. Bills can be huge!
Understanding its stressful having someone to care for & financial money isn't in our bank
accounts to cope. It would be better is Young Carers had the same recognition as Adult
Carers for everything including outings. We shouldn't need a Companion Card as well.
understanding our role and how it can affect us
Understanding that "respite" is an important tool to support carers as it reduces the chances
of family relationships falling apart due to stress and exhaustion.
Understanding that it is difficult to apply a one size fits all when allocating funding etc.
Ensure consultation occurs across a wide sector prior to developing policies etc and also
ensure that State/Government run services are highlighted as preferred providers to ensure
that the private sector does not become the only provider of services and allow them to set
prices for services. It appears that government is reducing service provision every day and
forcing services to be provided by private entities which I feel is a recipe for disaster.
Understanding that the caring role is variable, we are not all the same. That it is real and
important and can cause major restrictions in many facets of life that non carers see as
normal- however support is what is important, as someone who has dedicated many years
to "UNPAID" caring.
understanding the emotional support, time support the supports carers give that cannot
easily be recognized unseen supports. More understanding with Centrelink supports if
someone has cared for a partner for 10-20 years and cannot get back into the work force.
Don't be so mean in their financial support
understanding the financial pressures on families and the stress caused by uncertainty in
future care for a child with a disability when parents can no longer provide care. Work
options for young adults with a disability - need greater investment and variety.
Understanding the hardship caused to entire families when someone becomes disabled.
Care should not be withdrawn from the client as this just makes it harder for the carers to
cope.
understanding the problems that Carers have.
Understanding what we give up (careers, education etc) to care for our loved one.
update hospital e.g. get more special visit
Very strong feelings about how schools are unable often to educate children who do not fit
the mould. I home-school after 3 years of hell for my son and myself trying to get him to fit –
the school where as good as they could be but way to little funding and thinking outside the
square.
Voting them
Walk a mile in my shoes
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Walk the walk not talk the talk. Older people need “real” support. Most people want to be
independent and live in their own homes. Provide “real” services that allow people to do
that. Treat older people with respect for the wisdom that they have and really “listen” to
them. Allow older people to feel “useful” into their older age. Not make them feel like they
are a hindrance.
Walking in Carers Shoes
Walking in our shoes for a week
we just want out-no place available here for people to live in 24/7
We need financial support and respite
WE NEED MORE DISABILITY CAR PARKS EVERYWHERE PLEASE
What to do when I die?? ( Planning)
Wheel chair accessible buildings, toilets and roads designed by someone who is in a
wheelchair.
When a person you care for has dementia having safety fences and screens etc.
When something is working well: Support it. Encourage and support the work they are doing
DO NOT INTERFERE. Whenever the labour is in charge of the state debt increases and
policies DO NOT WORK well water, electricity, hospitals, road works, and infrastructure
With better financial support. I have applied for Centrelink for all 3 family members I care for
I get nothing.
With more financial help
with more meaningful recognition of family carers
working with hospitals and health services to raise the profile and respect of carers. Setting
standards around engagement with carers that health services are assessed against.
Workplace support to enable caring responsibilities to be fulfilled e.g. allowed to leave work
early to take to appointments
yes
Yes
yes they would be great so far, only I don’t know one
young carers bursary program increased would be great to help more.
Young carers have been described by a polly are future dole bludgers – how good is that. I
would like them to get free public transport at least.
Young children need a lot of support. Young teenagers that had to bring up sibling need
loads of support.
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Providing more funding to carers.
Young children need a lot of support. Young teenagers that had to bring up sibling need
loads of support.
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Voices of Young Carers – future voters:
Carers SA has also asked young carers let us know in writing what they would like politicians to take
into account on their behalf particularly.
Here are some examples of young carer input:
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Office Locations
State Office

Mount Gambier

Port Augusta

66 Greenhill Road,
Wayville SA 5034
PO Box 410,
Unley SA 5061
Ph: (08) 8291 5600
Fax: (08) 8271 6388
Freecall: 1800 242 636
E: info@carers-sa.asn.au

20 Percy Street,
Mount Gambier SA 5290
PO Box 145
Mount Gambier SA 5290
Ph: (08) 8724 8700
Fax: (08) 8724 8744

Shop 1, 5 Young Street,
Port Augusta SA 5700
PO Box 97,
Port Augusta SA 5700
Ph: (08) 8641 1844
Fax: (08) 8641 1944
Freecall: 1800 242 636
E: ncc@carers-sa.asn.au

Information Advisory Line

Freecall: 1800 242 636
E: secarers@carers-sa.asn.au

Freecall 1800 242 636
Mon-Fri 9am – 5pm

Stay Connected
www.facebook.com/CarersSA
www.facebook.com/YoungcarersSA
www.facebook.com/
MentalHealthCarersSA
@Carers_SA

Berri
17 Riverview Drive,
Berri SA 5343
PO Box 870,
Berri SA 5343
Ph: (08) 8582 5485
Freecall: 1800 242 636
E: rivmmc@carers-sa.asn.au

Kingscote
16 Telegraph Road,
Kingscote K.I. 5223
Ph: (08) 8552 3173
Freecall: 1800 242 636
E: sfl@carers-sa.asn.au

(Carer Services)

(Commonwealth Respite
and Carelink)
Freecall: 1800 052 222
E: respite@carers-sa.asn.au

Murray Bridge
95 Swanport Road,
Murray Bridge SA 5253
PO Box 402, Murray Bridge SA 5253
Ph: (08) 8539 1300
Fax: (08) 8531 2444
E: mbadmin@carers-sa.asn.au

(Carer Services)
Freecall: 1800 242 636
E: rivmmc@carers-sa.asn.au

(Commonwealth Respite
and Carelink)
Freecall: 1800 052 222
E: respite@carers-sa.asn.au

Port Lincoln
Shop 1, 18 King Street,
Port Lincoln SA 5606
PO Box 2479,
Port Lincoln SA 5606
Ph: (08) 8683 4477
Fax: (08) 8683 4470
Freecall: 1800 242 636
E: eyrecarers@carers-sa.asn.au

Royal Park
66 Tapleys Hill Road,
Royal Park SA 5014
PO Box 66,
Royal Park SA 5014
Ph: (08) 8240 2900
Fax: (08) 8240 2999
Freecall: 1800 242 636
E: westerncarers@carers-sa.asn.au

Victor Harbor
Cnr 27 Crozier Road and Torrens St
Victor Harbor SA 5211
Ph: (08) 8552 3173
Freecall: 1800 242 636
E: sfl@carers-sa.asn.au

