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About Carers Tasmania

Carers Tasmania is the Peak Body representing the more than 87,000 informal carers
(hereafter carers) in the state.

Carers Tasmania’s vision is for an Australia that values and supports carers.

Our mission is to work to improve the health, wellbeing, resilience and financial security of
carers and to ensure that caring is a shared responsibility of family, community, and
government.

Our values drive everything we think, say, and do.

e Carers first — we listen to what carers need, commit to their desired action plan, and
deliver results that matter most to carers

e Carein all we do — we care for our work, about each other, about Tasmania’s family
and friend carers, and the bigger world we all share

e Integrity always — we are transparent, act ethically, own when things don’t go to
plan and do what we say we will

e Quality every time — we don’t accept ‘good enough’ because carers deserve our
very best every time

e Speed that matters — we are agile and don’t put off what can be done today.

These values represent how we engage with and serve carers, how we work with each
other, and our commitment to the broader community. Carers Tasmania encourages
partnership with governments and health and community sectors to enhance service
provision and improve conditions for family or friend carers through policy development,
research and advocacy.

We acknowledge and support people of all genders, sexualities, cultural beliefs, and abilities
and understand that carers in Tasmania, whilst sharing the common theme of caring for a
family member or friend, are diverse individuals with varying beliefs, experiences, and
identities. We value and respect the diversity of carers, their lived and living experiences,
and recognise that carers are the experts in their own lives.

Carers Tasmania has offices in Moonah, Launceston and Burnie.

Please direct any enquiries about this report to:

Dr Samantha Fox

Chief Executive Officer

Phone: (03) 6144 3700

Email: ceo@carerstasmania.org
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1. Background

Carers Tasmania is the Peak Body representing the more than 87,000 informal carers within
the state.

A carer is a person who provides unpaid care and support to a family member, or friend, with
disability, mental ill health, a chronic or life-limiting condition, alcohol or other drug
dependence, or who is frail or aged. Informal kinship carers who care for a child under the
age of 18, because the parent is unable to, are also recognised as carers. Carers are
predominantly family members, but may also be friends, neighbours, or colleagues. Informal
carers are not to be confused with paid support workers who are often called ‘carers’, with
the difference being that support workers are fully employed and remunerated with all the
benefits of employment. On the contrary, informal carers perform their caring duties without
remuneration, other than minimal carer payments and allowances from the Australian
Government.

In addition to representing carers through the Peak Body activities, Carers Tasmania
provides support to carers living in Tasmania through its service delivery arm, Care2Serve.
The Australian Government Carer Gateway program is delivered through Care2Serve in
Tasmania, as are other supports and services, such as the Tasmanian Government’'s Home
and Community Care program.

The Carer Gateway program provides a range of services and supports for carers which are
designed to build resilience, increase wellbeing, improve quality of life, and sustain carers to
effectively continue their caring roles. The available supports include the provision of
information, advice and referrals, holistic identification of carer strengths and needs through
a carer support planning process, professional counselling, peer support, and coaching
which aims to support carers in achieving specific goals.

Care2Serve, through the Carer Gateway, has capacity to fund certain instances of planned,
practical support services such as in-home respite, personal care, domestic assistance, and
meal preparation. Care2Serve may also fund items such as laptops to assist carers who are
studying or trying to enter the workforce. Care2Serve also coordinates the provision of
emergency support during instances where a carer may be unable to provide the care that
they usually do, resulting from unexpected iliness or injury of the carer.
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2. Introduction

Carers Tasmania is pleased to respond the General Foundational Supports Consultation
and associated Discussion Paper,! noting that this is a significant piece of work relevant to
the NDIS reforms.

General Foundational Supports have been described as programs and activities such as
information and advice, individual and family capacity building, peer support, self-advocacy,
and disability employment supports.

Whilst this response is focused on General Foundational Supports, we highlight that both
Targeted and General supports may be provided for those with disability who are not yet
eligible for NDIS but may be in the future with further evidence. There are also some people
who may be eligible but may not want to apply for the NDIS, and instead prefer to access
minimal supports. The NDIA website describes Targeted Foundational Supports as:

“Targeted foundational supports are supports available for people aged under 65 with
disability who are not eligible for the NDIS. They should include home and
community supports, such as shopping and cleaning or aids and equipment for
people with less intensive support needs. There should be targeted supports for
adults with a psychosocial disability to build their capacity, independence and daily
living skills. There should also be early supports for families and children with
emerging developmental concerns and transition supports to help young people
prepare for employment and independent living. Targeted supports should be
matched to people’s level of need.”?

It is essential that the development, associated policy, and implementation of Foundational
Supports actively upholds and promotes the United Nations Convention on the Rights of
Persons with Disabilities (CRPD).2 These supports must also align with relevant
Commonwealth Legislation such as the Disability Services and Inclusion Act 2023 (Cth), and
state and territory disability legislation as relevant, such as the Disability Rights, Inclusion
and Safeguarding Act 2024 (Tas).*

In recognition of the significant assistance regularly provided to people with disability,
supports and policy also must recognise and uphold the rights of family and friend carers,
under the United Nations Universal Declaration of Human Rights (UNDHR).® This is
essential as research is increasingly reporting poor wellbeing rates, high psychological
distress, social isolation, and burnout experienced by carers. If carers are not supported in
their rights, the NDIS and Foundational Support system will not sustainably assist those who
need it.

These supports must also uphold the aims of the Commonwealth Carer Recognition Act
2010,° and state and territory legislations such as the Tasmanian Carer Recognition Act
2023.7 Carers must have access to information and resources that support their own health
and wellbeing, in addition to support for their caring role. If carers are unwell, this will impact

1 Australian Government Department of Social Services. (2024). https://engage.dss.gov.au/foundational-
supports/general-supports-questionnaire/

2 Australian Government Department of Social Services. (2024). Foundational supports for all people with
disability | NDIS Review

3 United Nations. (2006). Convention on the Rights of Persons with Disabilities. OHCHR.
https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities

4 Tasmanian Government. (2024). Disability, Rights, Inclusion and Safeguarding Act Tasmania. Retrieved from:
https://www.legislation.tas.gov.au/view/pdf/asmade/act-2024-021/lh

5 UN General Assembly. (1948). Universal declaration of human rights (217 [lll] A). Paris. Universal Declaration
of Human Rights | United Nations

6 Commonwealth of Australia. (2010) Commonwealth Carer Recognition Act 2010. Federal Register of
Legislation - Carer Recognition Act 2010Federal Register of Legislation - Carer Recognition Act 2010

7 Tasmanian Government. (2023). Tasmanian Carer Recognition Act (2023). Retrieved from: |h
(legislation.tas.gov.au)
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on their ability to sustain the provision of great care. Aside from this, the ability to rest and
partake in leisure activities are basic human rights. Article 24 in the Universal Declaration of
Human Rights states that “everyone has the right to rest and leisure, including reasonable
limitation of working hours and periodic holidays with pay.” ® In addition to this, Article 27
states that “everyone has the right freely to participate in the cultural life of the community.” ®

The General Foundational Supports Discussion Paper,'° articulates the high-level ‘Intended
Outcomes’ for parents, carers, families and kin as:

* ‘Increased awareness around disability and the rights of people with disability

* Increased knowledge and skills to support the choice, opportunities,
independence and decision-making of people with disability

* Peer and social connection.”

Carers Tasmania suggests that the list of intended outcomes is not expansive enough and
misses reference to identifying and referring carers to support. Carers often face significant
negative personal outcomes because of their caring roles, and this reform must ensure that
the families and carers of people with disability are better supported. An intended outcome
could include: ‘Increased referral of carers to relevant carer supports.’

The Discussion Paper!! outlines the outcomes aimed to be achieved through well-designed

and delivered community capacity building supports, as summarised below.

Type of community capacity building
supports

Comments from Carers Tasmania

Helping empower and build capabilities,
knowledge, understanding of families,
carers and kin around disability and
disability rights to (further) increase
their ability to support their loved ones
with disability.

Carers Tasmania supports the strong focus on
disability rights. However, this form of capacity
building appears to be primarily focused on
capacity building of carers to assist their
understanding of disability rights but does not
mention capacity building support for carers
more broadly. We recommend this includes
practical strategies and learnings specific to
different carer support types and support for
carers to look after their own wellbeing when
supporting a person with disability.

National and state-wide supports and
initiatives tailored to disability specific
and intersectional communities.

Carers Tasmania has proposed
recommendations relevant to this point within
this paper.

Helping families with the skills and tools
to help their family member with
disability to make their own decisions,
connect with the community and
exercise independence.

Carers Tasmania recommends support for
carers of people with disability (who need it) in
terms of informal individual advocacy and carer
rights.

8 UN General Assembly. (1948). Universal declaration of human rights (217 [lll] A). Paris. Universal Declaration

of Human Rights | United Nations
9 Ibid.

10 Australian Government Department of Social Services. (2024). https://engage.dss.gov.au/foundational-

supports/general-supports-questionnaire/
1 |bid.
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3. Feedback
Disability supports

Accessible and affordable disability supports must be provided for people in Tasmania who
are not, or not yet, funded under the NDIS. Carers Tasmania frequently hears from carers
who say there are little or no disability supports that are accessible for them, especially if the
person they are caring for does not have an NDIS plan. Since the introduction of the NDIS in
Tasmania, the vast majority of disability supports have become only accessible to those with
NDIS plans, or those with capacity to pay the NDIS rates privately. This inability to access
support has led to substantial impacts on carers.

Strategies and support are required to improve the capacity, knowledge and understanding
of schools to better support students with disability or additional needs. Schools must be
invested in as key partners in delivering Foundational Supports.

Recent data from the 2022 Australian Bureau of Statistics, Survey of Disability, Ageing and
Carers (SDAC), shows that across Australia, 5.5 million people, or 21.5% of all Australians
have disability.*? This survey found that 5.7% of children aged up to four years old, and
13.5% of children aged between five and fourteen years old are reported to have disability.
In addition, for those aged fifteen to twenty-four years, the rate of disability is 13.9%.2 The
Survey also found that 2.3 million Australians aged over 65 have disability.**

These rates of disability were significantly higher for males than females across various age
groups.® However, emerging research is showing that there is a greater tendency for
females to be undiagnosed in comparison to males, especially in relation to Autism and
ADHD, due to an increased capacity to mask.®

The 2022 SDAC reported there were approximately 170,00 people with Tasmania
disability.’® The NDIS Quarterly Dashboards for Tasmania reported that as of 30 September,
2024, 14,514 participants had active plans, and there were 499 children accessing Early
Connections support for that quarter.'® This leaves a significant gap between the numbers of
people with disability in Tasmania and the number of people who are not accessing the
NDIS.

12 Australian Bureau of Statistics. (2024). Disability, Ageing and Carers, Australia: Summary of Findings, 2022 |
Australian Bureau of Statistics (abs.gov.au)

13 |bid.

4 |bid.

15 1bid.

16 ood-Downie H, Wong B, Kovshoff H, Mandy W, Hull L, Hadwin JA. Sex/Gender Differences in Camouflaging in
Children and Adolescents with Autism. J Autism Dev Disord. 2021 Apr;51(4):1353-1364. doi: 10.1007/s10803-
020-04615-z. PMID: 32691191; PMCID: PMC7985051. Retrieved from: Sex/Gender Differences in Camouflaging
in Children and Adolescents with Autism - PMC

17 Young S, Adamo N, Asgeirsddttir BB, Branney P, Beckett M, Colley W, Cubbin S, Deeley Q, Farrag E,
Gudjonsson G, Hill P, Hollingdale J, Kilic O, Lloyd T, Mason P, Paliokosta E, Perecherla S, Sedgwick J, Skirrow
C, Tierney K, van Rensburg K, Woodhouse E. (2020). Females with ADHD: An expert consensus statement
taking a lifespan approach providing guidance for the identification and treatment of attention-deficit/ hyperactivity
disorder in girls and women. BMC Psychiatry. Retrieved from: Females with ADHD: An expert consensus
statement taking a lifespan approach providing guidance for the identification and treatment of attention-deficit/
hyperactivity disorder in girls and women - PubMed

18 Australian Bureau of Statistics. (2024). Disability, Ageing and Carers, Australia: Summary of Findings, 2022 |
Australian Bureau of Statistics (abs.gov.au)

19 National Disability Insurance Agency. (2024). Quarterly Reports. https://www.ndis.gov.au/about-
us/publications/quarterly-reports
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In Tasmania, the most common disability types for children have been reported as
intellectual and sensory/speech.?’ Tasmania has the highest rate of children and young
people with disability of all states and territories?! and ranks poorly in terms of health
outcomes for all ages across several domains.??

Comments from Tasmanian carers recorded in the 2024 National Carer Survey (NCS):

“Disability services in Australia, particularly in Tasmania, are a joke. There aren't
enough services available for people with disabilities, the waiting lists are excessive.”

“My kids have only just been approved for NDIS. We are waiting for planning. The
whole process has been long and disheartening. It took me 2 years just to get strong
enough to apply for all of us. I’'m ADHD, C-PTSD and Bipolar 2. It took so long to
work out how to do it and find support. | submitted our first 3 applications myself, and
we were rejected. They were based on my kids” ADHD and comorbidities and my
ADHD and bipolar. Then the LAC helped me resubmit our second application for all 3
of us, but it was rejected. Our ADHD is severe and debilitating. | have more than
enough evidence to prove this. This devastated me. | had to build mental strength to
reapply. The LAC helped me resubmit for just my kids for the 3rd time in February,
this time with new ASD, level 2 diagnosis, we have just been successful. We will now
resubmit my 3rd application.”

“Honestly, | feel like the NDIS is a broken system. It does not provide appropriate
support for participants who are not within the box of what they expect a disabled
person is and their motivations. To make sure my dad is safe on our property, | have
to rely on my scholarship money to buy a UTV for him. This is because in October
2023 he broke his ankle severely. | am exceedingly anxious about having to go to
work knowing he could break his foot again. | have more of an influence on his
quality of life than the services that have been provided to him.”— Young carer

“Respite care for children is expensive, booked out unless you have NDIS funding.
The facility we looked at was very poor and not suitable. A safe and high standard of
care, daycare facility is needed for children on weekends.” %

Interim support for people with disability and their carers must be available for those waiting
to hear about the outcome of NDIS applications. Upon initial application, people with
disability and their carers should be supported to connect to relevant community supports.

20 Australian Institute of Health and Welfare. (2020). Australia’s Children.
https://www.aihw.gov.au/getmedia/6af928d6-692e-4449-b915-cf2ca946982f/aihw-cws-69-
printreport.pdf.aspx?inline=true

21 Commissioner for Children and Young People Tasmania. (2016). Health and Wellbeing of Tasmania’s
Children. https://www.childcomm.tas.gov.au/wp-content/uploads/2016/07/CCYP-Health-and-Wellbeing-Report-
Part12

22 Australian Bureau of Statistics. (2021). 2021 Tasmania, Census All persons QuickStats | Australian Bureau of
Statistics (abs.gov.au)

23 Carers NSW, 2024: 2024 National Carer Survey. Unpublished Tasmanian Results. Available upon request
from research@carersnsw.org.au.
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Comment from a Tasmanian carer recorded in the 2024 NCS:

“Accessing the NDIS, from initial application to plan approval, took 50 weeks. During
this time, my daughter's behaviours became far more complex and her meltdowns
more violent and dangerous. During this time, we could not access any other
services or supports.” 24

Support for carers

General Foundational Supports must strengthen pathways for improved carer identification
and referral to support, so that carers can access relevant information and assistance to
support their own wellbeing. General Foundational Supports must align with and promote the
aims of the Commonwealth Carer Recognition Act 2010%° and state and territory Acts.

General Foundational Supports must also enable carers to access specific training and
information to support them in their caring role, regardless of whether the person they
support has an NDIS plan or not. Many of the in-person and online training programs that
are available, especially those which are evidence-based, are not free and not affordable for
many carers.

Several parents of children who have NDIS plans have reported that the support they
request is declined as it is deemed as ‘normal parental responsibility’, despite it being
significantly over and above what is required in families without disability or additional needs.
Declining such support has significant impact on the social, emotional, physical and financial
outcomes of all family members. People should be supported to access supports based on
what is required for their disability, rather than placing this responsibility on a parent or carer.
This is relevant for those with and without NDIS plans.

Comments from Tasmanian carers recorded in the 2024 NCS:

“l found there was nothing in place as a parent, no information given and when |
asked for support with care, or a support person, [I] was told it wasn't available as
[they] considered [my] child would be dependent on [me as a] parent as per any
other child. | found out about Care2Serve through Autism Tasmania not from LAC or
NDIS.”

“There's no courses to learn how to do these things myself, seeing as there aren't
any local area coordinators. The basic plans the kids get allocated first don't cover
any of their needs. There's never any help to relieve my overload. | can't keep going
like this. It's too much, and now my parents will be needing my support and I'm so
overwhelmed I'm breaking down, physically and mentally and | can't afford health
care. | can't afford a GP, | can't afford to eat because the kids care needs are so high
| can't work. The NDIS doesn't support me, just the kids, and it makes no help
available to me, even though | can't cope.”

24 Carers NSW, 2024: 2024 National Carer Survey. Unpublished Tasmanian Results. Available upon request
from research@carersnsw.org.au.

25 Commonwealth of Australia. (2010) Commonwealth Carer Recognition Act 2010. Federal Register of
Legislation - Carer Recognition Act 2010
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“Access to specific parenting courses (not just Triple P, have done that) but ones
aimed at supporting parents for of children with Autism, ADHD, PDA. These are
available, but without it covered in NDIS plan, it is costly.”

“More training on how to deal with behavioural changes. More support on how to
care for the person | am looking after. More things offered because | didn't know
about half the things.” %

Psychosocial supports

Although some might argue that psychosocial supports should fall under Targeted Supports,
they must be accessible both within and outside of the NDIS, and across all levels of
support. Improving mental wellbeing is, in effect, individual capacity building.

The Mental Health Council of Tasmania recently highlighted results from the Analysis of
Unmet Needs Report,?” which found that approximately 75% of Tasmanians who are living
with a moderate to severe mental health condition, who aren’t accessing the NDIS are
missing out on the psychosocial support they require.?® The same report highlighted a 98.4%
shortfall in hours of state and federal government-funded psychosocial support for people in
Tasmania with severe mental illness and an 88.8% shortfall for those with a moderate
mental iliness. These findings align with recent Tasmanian findings through consultation led
by the Mental Health Council of Tasmania that highlighted the significant challenges
experienced by individuals and their carers in accessing mental health supports. 2% %0

The Unmet Needs Report stated that:

“Psychosocial supports are non-clinical and recovery -oriented services, delivered in
the community and tailored to individual needs, which support people experiencing
mental iliness to live independently and safely in the community. They include
services that assist people with mental iliness to:

* Manage daily living skills

*  Obtain and maintain housing

» Identify client needs for other services (such as the NDIS, alcohol and other drug
treatment services, clinical care), connect with and maintain engagement with
these services

» Socialise, build and maintain relationships

+ Engage, and maintain engagement, with appropriate education (including
vocational skills) and employment opportunities. In this analysis, the target cohort
is people aged 12 to 64 years with moderate or severe mental iliness and
associated psychosocial impairment impacting on their functional capacity.” 3!

26 Carers NSW, 2024: 2024 National Carer Survey. Unpublished Tasmanian Results. Available upon request
from research@carersnsw.org.au.

27 Health Policy Analysis for the Australian Department of Health and Aged Care. (2024). Final Report - Analysis
of unmet need for psychosocial supports outside of the National Disability Insurance Scheme

28 Mental Health Council of Tasmania. (2024). MR-75-percent-of-Tasmanians-missing-out-on-mental-health-
support-200824.pdf

2% Mental Health Council of Tasmania. (2022). MHCT-Access-Affordability-Report-1-2022.pdf

30 Mental Health Council of Tasmania. (2023). MHCT-Access-and-Affordability-Report-2.pdf

31 Health Policy Analysis for the Australian Department of Health and Aged Care. (2024). Final Report - Analysis
of unmet need for psychosocial supports outside of the National Disability Insurance Scheme
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The Unmet Needs Report®? comes several years after the Productivity Commission’s 2020
Report into Mental Health, which provided a significant number of recommendations to
improve access to mental health support for individuals with mental ill health, psychosocial
disability and their carers.*?

Comment from a Tasmanian carer recorded in the 2024 NCS:

“My ASD daughter has been seeing a royal flying doctor funded youth therapist and
she gelled with her almost instantly (massive surprise) and it helped tremendously
but this therapist faced difficulties with her workplace and funding, unsurprisingly she
has now left. My daughter now refuses to see anyone else, quite often ASD comes
as a one and done deal (my partner and nephew are also like this), the insecurity and
costs of mental health services, especially in rural areas, are contributing to their
psychological stress.” 3

The Commonwealth Psychosocial Support Program,® which was extended until 30 June
2025, funds Primary Health Networks to deliver supports for people experiencing severe
mental illness who are not accessing the NDIS or a state or territory-funded service. These
services, and various types of psychosocial supports for people both with and without NDIS
plans must be accessible and available when needed. Mental Health Australia and the
National Mental Health Carer and Consumer Forum have provided advice via a joint
submission, outlining key principles that should underpin the delivery of psychosocial
supports and highlighted a range of psychosocial service models proven to achieve positive
outcomes.®

In addition to having sustainable, evidence-based and trauma informed psychosocial
supports available to people experiencing mental ill health, research highlights the need to
support carers who are experiencing psychological distress, social isolation, and poor
wellbeing outcomes. Data from the 2024 National Carer Survey found that 50.2% of
Tasmanian carers reported experiencing high or very high levels of psychological distress.®’
In addition, the average Personal Wellbeing Index® level of Tasmanian carers was 58.3%.%°

Although carers can access free counselling support through the National Carer Gateway
Program, this counselling is short-term and delivered by qualified counsellors as opposed to
psychologists or psychiatrists, of whom some carers also feel they require support from.

32 Health Policy Analysis for the Australian Department of Health and Aged Care. (2024). Final Report - Analysis
of unmet need for psychosocial supports outside of the National Disability Insurance Scheme

33 Australian Government Productivity Commission. (2020). Inquiry report - Mental Health - Productivity
Commission

34 Carers NSW, 2024: 2024 National Carer Survey. Unpublished Tasmanian Results. Available upon request
from research@carersnsw.org.au.

35 Commonwealth Psychosocial Support Program | Australian Government Department of Health and Aged Care
36 Advice to governments on evidence-informed and good practice psychosocial services | Mental Health
Australia

37 Carers NSW, 2024: 2024 National Carer Survey. Summary tables for ",'2. Diversity, Geography'!$C$3,".
Available upon request from research@carersnsw.org.au.

38 Cummins et al. (2023). Personal Wellbeing Index.

39 Carers NSW, 2024: 2024 National Carer Survey. Summary tables for ",'2. Diversity, Geography'!$C$3,".
Available upon request from research@carersnsw.org.au.
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The following quote from a Tasmanian carer provides some additional insight:

“I'm a carer for my son who is Autistic. Through the process of his diagnosis and
supporting him as he’s growing up, we’ve realised that | am Autistic and have ADHD
myself. | have used Carer Gateway counselling before which is great in a counselling
context, but | wish that Mental Health Care Plans could be increased for carers
needing that additional layer of psychological support and therapy. | find that | use a
lot of my subsidised psychology sessions talking about the impacts of constantly, and
single-handedly supporting and advocating for my son, because | want the best for
him. Then | don’t have many sessions left for myself. | can’t afford to pay the full
price.” 4°

Service navigation

Throughout various consultations with carers, navigation support has been frequently
identified as a significant challenge for carers, including carers of people with disability.
Finding and connecting to the right supports can be confusing, overwhelming, frustrating,
and for some, fear-inducing.

For those accessing the NDIS, Local Area Coordinators and Early Childhood and Early
Intervention Coordinators exist, however, carer feedback indicates that these employees
often don’t have the capacity to provide the in-depth and ongoing navigation support
required.

For those who are outside of the NDIS scope, finding and connecting with the right supports
can be even more difficult. Although in Tasmania there are some other navigation supports,

these are often complex to access, short-term, or have eligibility criteria which make access
difficult. One example is the Horizons Service Navigation pilot program. This is a short-term,
six-week program aimed at supporting people experiencing severe mental health challenges
to connect with appropriate programs and services.

Online navigation support, such as the Disability Gateway, may be useful for some people.
However, the website provides 32 results for Tasmanian supports, with some of these
services showing incorrect information and some services no longer in operation. Online
resources can be helpful when they are clear, accurate, and kept up-to-date. Whilst online
options may be effective for many people, Tasmania has challenges in terms of literacy,
digital literacy, and online connectivity, so it is important to note that digital options do not
work for everyone.

Earlier in 2024, several key Tasmanian support, advocacy and navigation services such as
Autism Tasmania, the Brain Injury Association of Tasmania and Disability Voices Tasmania
were unsuccessful in having funding tied to the NDIS Information, Linkages and Capacity
Building (ILC) Grants renewed. This contributed to Autism Tasmania ceasing operation,
leaving a huge gap in support and information for the Tasmanian Autism Community.

40 Carers Tasmania. (2024). Feedback on the draft National Autism Strategy. https://carerstas.org/wp-
content/uploads/2024/06/Carers-Tasmania-Feedback-on-the-draft-National-Autism-Strateqy-1.pdf
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This occurred despite a statement from the Australian Government which reported:

“The latest Individual Capacity Building grant round will provide $90 million across
three years for 45 diverse organisations who will deliver 48 grant activities.

This grant round was highly competitive and prioritised funding to organisations who
support autistic people or people with psychosocial or intellectual disabilities, as
these groups often face disproportionate barriers to accessing appropriate
supports.” 4

It is important that any services that are funded to provide information, advocacy, peer
support and capacity building, have sustainable funding to ensure they can continue
delivering supports to those in the community who trust and value their services.

Comment from a Tasmanian carer recorded in the 2024 NCS:

“There's no help to learn how the system works. There's no help to access services.
The LAC's keep quitting and new ones are so overloaded they never call or help or
answer my questions.” %2

4. Recommendations

The Discussion Paper includes several questions that are categorised into three main
discussion areas. The recommendations below are based on feedback from carers, many of
which relevant across multiple focus areas. As previously highlighted, these actions must
uphold the relevant rights-based frameworks and pieces of disability and carer legislation.

Information, advice and referral

¢ Provide adequate, sustainable and specific funding for disability and carer
organisations (including lived experience organisations and groups) to provide
disability and carer information and support material in community places such as
supermarkets, libraries, community houses, Men’s Sheds, Child and Family Learning
centres, pharmacies, GP’s, and other health and education settings.

e Investin local, place-based Community Hubs to enable community connectors to
provide information, navigation, administrative and referral support to people with
disability and their carers.

¢ Adhering to strengthened Child Safe Regulations, support and encourage the
delivery of expos and information sessions at schools, whereby services come to the
school to talk with families and connect them to supports.

¢ In addition to place-based initiatives, ensure there is adequate funding for upkeep
and promotion of digital solutions (both national and state) such as the Disability
Gateway and Find Help Tas.

¢ Provide digital literacy and online safety training and support to people with disability
and their carers.

e Provide adequate and sustainable funding to local peer groups to help facilitate lived-
experience social prescribing. Additional support would enable flexible operation
outside of standard business hours, or to support rural and remote access. This
would support information provision and provide training and employment

41 Australian Government invests $140.3 million in community organisations | NDIS
42 Carers NSW, 2024: 2024 National Carer Survey. Unpublished Tasmanian Results. Available upon request
from research@carersnsw.org.au.
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opportunities for people with disability and their carers as lived experience peer
facilitators of these groups.

Capacity building for individuals

e Ensure that significant investment is allocated to the delivery of evidenced based,
trauma informed, and sustainable disability specific services across Tasmania,
especially for the large number of people with disability who do not have an NDIS
Plan.

e Increase access to early screening and assessment options that coordinate with
accessible early intervention supports.

¢ Increase mental health and psychosocial disability supports to enable improved
access for people with psychosocial disability and disability, and their carers. These
services must be available in a range of formats and accessible in areas that are
rural, regional and remote.

e Explore the extension and eligibility expansion of the Commonwealth Psychosocial
Supports Program which is currently due to end in June 2025.

¢ Increase accessibility to mental health supports as per recommendations from the
Productivity Commission Inquiry into Mental Health 2020.42

e Provide adequate and sustainable funding to peer groups to enable individuals better
access to peer support, information, and assistance.

e Support for families with children who have emerging developmental concerns
(although listed in Targeted Supports) should be included in General Foundational
Supports.

e Increase access to supports that promote safety in the home and community.

e Explore the potential to expand initiatives such as the Victorian school NDIS
Navigators* and the South Australian Autism Inclusion Teachers.*® These
community and workforce focused initiatives will build the capacity and support
networks of individuals and carers. In addition to this, ensure that the full funding for
all schools occurs, to enable the provision of educational adjustments for children
with disability.

e Consider the implementation of the National Mental Health Carer and Consumer
Forum’s key recommended principles to underpin the delivery of psychosocial
supports.

43 Australian Government Productivity Commission. (2020). Inquiry report - Mental Health - Productivity
Commission

44 Victorian Government Department of Education and Training. (2024). NDIS Navigators: Policy |
education.vic.gov.au

45 Government of South Australia, Department for Education. (2024). Improving support for Autistic Students.
Retrieved from: https://www.education.sa.gov.au/parents-and-families/student-health-and-
disabilitysupport/improving-support-children-and-students-autism
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Capacity building for families and carers

e All levels of government, the NDIS, and all related activities must commit to
supporting carers, via the Commonwealth Carer Recognition Act 2010% and
state-based pieces of carer recognition legislation. In Tasmania, this is the
Tasmanian Carer Recognition Act 2023.%

e Ensure that NDIS and other disability providers model carer recognition through
embedding the routine referral of carers to support within standard processes.

e Through sustainable investment, increase and improve access into information and
evidenced-based training options for family members and carers, including self-
advocacy training, psychoeducation, disability specific training and support
strategies. This must include age-appropriate support and information for siblings,
noting that they may be young carers. This must be inclusive of the diverse family
relationships that often occur within informal kinship care, for Aboriginal and Torres
Strait Islander and culturally diverse families. These options must be available in
person and online, in accessible venues and facilitated at different times. The cost
must be covered both inside and outside NDIS, especially for people ineligible for the
NDIS (e.g., people with ADHD and some psychosocial disabilities). This would
support knowledge, skill building, and learning new strategies with guidance from
professionals and peers.

e Deliver short-term and flexible mental health respite that will benefit people with
disability/psychosocial disability and their carers. In Tasmania, before the NDIS,
there was a program managed by Anglicare Tasmania called ‘Our Time’. This
program provided respite for family members of people with mental ill health or
Autism.

e Review programs such as the Integrated Family Support Service (IFSS) across
Australia with a view to ensure people feel safe to access them. In Tasmania, this
service is managed by the Strong Families, Safe Kids Advice and Referral Line who
are the first point of call for child safety concerns. Many people may not use this
service due to fear of judgment for asking for help. These services are managed
differently across different states. For example, the Victorian program is run by
Baptcare and is not accessed through a child safety support and reporting line.*84°

e Introduce targeted support for carers of people with disability, who due to ageing or
because they have disability themselves, may require additional navigation supports
such as mentoring and guidance. In addition, tailored navigation support must be
provided for those eligible and ineligible for the NDIS and their families and carers, to
find and connect them to local supports and services. This would be both short and
long-term based on need.

¢ Tailored navigation and additional support must be available for informal kinship
carers, including streamlined pathways to ensure children can access the right
support no matter their family circumstances.

e Ensure that there is specific funding for young carer activities and encourage
collaboration with the Carer Gateway.

e Provide a range of different accessible psychosocial wellbeing options for carers to
access to support their own wellbeing.

46 Commonwealth of Australia. (2010) Commonwealth Carer Recognition Act 2010. Federal Register of
Legislation - Carer Recognition Act 2010

47 Tasmanian Government. (2023). Tasmanian Carer Recognition Act (2023). Retrieved from: Ih
(legislation.tas.gov.au)

48 Baptcare Tasmania. (2024). Integrated Family Support Service (TAS) - Baptcare

49 Baptcare Victoria. (2024). Integrated Family Services Program (VIC) - Baptcare
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Ensure that a range of flexible and affordable respite options are available to uphold
carers’ rights for rest, leisure, and community participation under the UNDHR.>°
Provide options that support community access or carer respite for families, when
there are multiple people in a family with disability.

Capacity building in the community

Governments must commit to longer term and more sustainable funding cycles for
the broader care and education economy.

Local Governments must increase their capacity building, awareness raising, and
inclusion activities for people with disability and their carers. This could include
convening specific disability and carer focused events during and outside normal
business hours and delivering local grant processes to support training for
community groups or local initiatives that are disability and carer specific.
Encourage, incentivise, and increase the requirements for councils to provide safe
spaces in the community. This may include playgrounds that are disability accessible
and fenced, quiet and sensory friendly spaces, accessible parking, accessible toilets.
Build capacity through funding, knowledge, training, and lived experience
collaboration in teachers and other school staff, GPs, maternal and child health
employees, early childhood and outside school hours care educators, and
neighbourhood house employees. These are professionals who could play a stronger
role in screening, referral, and information provision.

Increase community awareness raising and stigma reduction initiatives about well-
known disabilities, but also hidden disability, misunderstood disability such as brain
injury and neurodiversity, psychosocial disability, trauma, learning disabilities, Fetal
Alcohol Spectrum Disorder, and Early Onset Dementia. Ensure that these initiatives
are trauma informed and accessible for communities such as CALD, LGBTIQA+,
First Nations people, people with intellectual disability and people with literacy
challenges.

Increase community awareness raising initiatives (both nationally and locally) about
carers and where they can access support.

Support initiatives such as the Hidden Disability Sunflower®! and National Assistance
Card.>? The National Assistance Card can be funded through NDIS plans, but outside
of this, the fee may be prohibitive for some people.

Invest substantially in securing and retaining skilled allied health and other
professionals, such as psychologists and paediatricians, focussing on areas where
there are workforce challenges, rural and remote, and increased rates of poor
community wellbeing.

Invest into real-time, ongoing, and evidenced-based disability and information
support for teachers.

Invest into bringing appropriate supports into schools, taking a village approach.
Increase support for initiatives such jobs hubs. In Tasmania, the Regional Jobs Hubs
have been established to support those unemployed or underemployed in their local
communities. Support for these Hubs could be expanded to employ specific team
members to support people with disability and their carers to access local
educational and employment opportunities.

Continue support for ‘My Time style’ groups and other specific playgroups for
children with additional needs, their families and carers.

50 UN General Assembly. (1948). Universal declaration of human rights (217 [lll] A). Paris. Universal Declaration
of Human Rights | United Nations

51 Hidden Disabilities. (2024). A symbol for non-visible disabilities, also known as hidden disabilities or invisible
disabilities.

52 Brain Injury Association of Tasmania. (2024). National Assistance Card.
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5.

Invest in and strengthen initiatives that provide accessible options for assessment
and/or therapy. In Tasmania, examples include the Tasmanian Autism Diagnostic
Service (although it has extended waitlists), Kids Care Clinics, UTAS Psychology
Clinic, Headspace, Head to Health, and the Mental Health Integration Hub.

Increase local workforce capacity by supporting initiatives that upskill students, job
seekers, community members and workers in existing support organisations. This
must include opportunities for experienced and peer led disability and carer providers
and support groups to provide lived experience awareness raising and training. In
Tasmania, this would include continuing fee-free TAFE courses in areas such as
disability, mental health and community services, that can be delivered in-person and
online.

Support disability providers to upskill and increase their workforce capability and
support specialities in specific areas, giving high-regard to lived-experience training.
Increase incentives to attract and retain people to study in fields such as allied health
psychology, paediatrics, with a specific focus on parts of Australia where there are
skill shortages across these areas. This could include increasing university bursaries
and other initiatives, such as paid work placements and relocation incentives.

Invest specific funding into the delivery of services in regional and remote
communities, with obligations for delivery in specific communities.

Continue and expand state-based initiatives such as the Tasmanian Ticket to Play®®
to enable children in families who may be financially disadvantaged by disability in
their family, to participate in sports.

Sustain funding for local groups facilitating para-sports and Special Olympics.
Identify and aim to rectify gaps between the Australian and state and territory
governments where the needs of people with disability and their carers may not fit
easily into traditional service funding guidelines.

Conclusion

Carers Tasmania is grateful for the opportunity to provide feedback on the NDIS General
Foundational Supports, and we look forward to further consultation opportunities regarding
the NDIS. We hope that the implementation of Foundational Supports will assist more
people with disability and their carers to access support based on their needs, regardless of
their diverse circumstances and their eligibility for the NDIS.

53 Tasmanian Government. (n.d). Ticket to Play
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