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Introduction

1. Acknowledgement of Country

We acknowledge the Traditional Owners and Custodians of Country across this nation on whose
lands we all work, play and live. We acknowledge their ongoing connection to land, waters and
community. We pay our respect to Elders past, present and emerging. We extend that respect to all
First Nations people. They continue to undertake disproportionate care to sustain this land, their
families and communities while facing the ongoing effects of colonisation.

2. A word on language and disability

In this report, we use the term ‘disability’ in the context of the internationally recognised social
model of disability. This is a commitment by all Australian governments and describes disability as
a social construct. Under this model, intersecting societal barriers are the obstacles to equal
participation, not people’s impairment.

We use person-first language in this report - person with disability. We acknowledge, however, that
preferences vary between different disability communities. Where possible, we have tried to use
language commonly used or preferred by a community. We have also reflected the language used
in submissions received by the Review. This means sometimes our language is not consistent.

We also at times refer to the very important role of ‘family and carers’ in the lives of people with
disability. In using this term, we wish to make clear that it is meant to be all-embracing. It includes
parents, siblings, allies and supporters who play very important roles in the lives of people with
disability, both individually and collectively.

3. Definitions and glossary

In this report we use a range of specialist, technical words and expressions. Some of these words
are well known within the disability community. At other times, technical terms can have a different
meaning when applied to the working of the scheme. A glossary with key words and their
definitions and a list of acronyms is in Appendix A.

4. Content warning

This report contains material that may be triggering or upsetting for some readers. If you need
support at any time, you can contact the following confidential services which are available
24 hours a day, 7 days a week:

e Beyond Blue Support Service - 1300 224 636 or www.beyondblue.org.au

e Lifeline Crisis Support - 13 11 14 or www.lifeline.org.au
e 1800Respect - 1800 737 732 www.1800respect.org.au
e 13YARN - 13 92 76 www.13yarn.org.au

If you would like to report a specific incident involving an NDIS provider or worker, contact the
NDIS Quality and Safeguards Commission: 1800 035 544 www.ndiscommission.gov.au/complaints
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5. Introduction

Our final report of the National Disability Insurance Scheme Review — Working together to deliver
the NDIS — outlines 26 recommendations and 139 actions to deliver on the three overarching
objectives of the terms of reference:

e putting people with disability back at the centre of the NDIS
e restoring trust, confidence and pride in the NDIS
e ensuring the sustainability of the NDIS for future generations.

This document provides supporting analysis on the recommendations in the final report. It is
designed for those with a deep interest in the NDIS. It provides more detail on the findings,
considerations and analysis that contributed to development of our recommendations. It also
provides detailed implementation guidance to assist policy makers and regulators.

We recognise people are unlikely to read this supporting analysis cover to cover, but rather refer to
the detail for their area of interest. This has shaped how we have drafted and compiled the analysis.

Chapters are structured thematically and broadly follow the order of the recommendations as they
appear in the final report:

e Chapter 1: Foundational supports and mainstream services (Recommendations 1-2)

e Chapter 2: Participant pathway, including children with disability and developmental concerns
and people with psychosocial disability (Recommendations 3-7)

e Chapter 3: Housing and living supports (Recommendations 8-9)

e Chapter 4: Markets and workforce (Recommendations 10-11, 13-15)

e Chapter 5: Quality and safeguards (Recommendations 12, 16-19)

e Chapter 6: Governance and outcomes (Recommendations 20-23)

e Chapter 7: Sustainability

Each chapter is organised around the recommendations from the final report. The chapter provides
further analysis and evidence relating to each action in a recommendation. We have also included
further information on implementation detail as a guide for governments.

The final report also contains a section on ‘A five year transition’ (Recommendations 24-26). This
provides guidance for governments implementing our proposed reforms. These recommendations
are covered at the end of this introduction and are reflected in the implementation detail
throughout all chapters.

Many elements of our recommendations intersect, reflecting the unified nature of the ecosystem of
disability support we recommend creating. This means some issues or the effects on some people
with disability are spread across a number of recommendations. This is particularly true of
recommendations relating to children with disability or developmental concerns and people with
psychosocial disability. We have drawn out these interdependencies with cross-referencing. In
some cases, information is repeated in relevant sections to guide the reader.
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5.1. Context - What is the NDIS?

5.1.1. The NDIS provides support to people with disability, their families and carers

The NDIS funds reasonable and necessary supports for eligible Australians who are born with or
acquire a permanent and significant disability. It is jointly governed and funded by the Australian,
state and territory governments.

The NDIS takes a lifetime approach, investing early in people with disability and children with
disability or developmental concerns to improve their outcomes later in life. It also provides a
comprehensive insurance for all Australians in case they are born with or acquire a disability before
the age of 65.

The NDIS is essential to Australia meeting its obligations under the United Nations Convention on
the Rights of Persons with Disabilities (UNCRPD). This aims to promote, protect and ensure full and
equal enjoyment of all human rights and fundamental freedoms by people with disability.

As a social insurance scheme, the NDIS creates benefits for people without disability and is an
important part of Australia’s safety net. No one knows when they might acquire a disability or have
a child or grandchild who is born with a disability and may need the NDIS. While most people may
not require the NDIS, the scheme is there to provide reasonable and necessary support for every
Australian if they need it. It is an investment designed to deliver social and economic benefits over
the lifetime of each participant.

5.1.2. The NDIS is one of the most important global social policy innovations

It is easy to forget how bold a step the NDIS was - and is. No other nation has anything like it.
Today it is one of the pillars on which the decency and fairness of Australia society stands.

The NDIS is world leading in its development and design and is based on the premise that greater
investment and support through a social insurance approach can deliver both economic and social
benefits. Its progress is being watched carefully around the world.

5.1.3. Evolution and growth of the NDIS over the past decade

Before the NDIS, people with disability had to combine self-funded support with the state, territory
or community services they could find, or simply go without. Government funding would go to
organisations to provide these supports, which meant people with disability had little choice over
what supports they received and who provided them.

The NDIS resulted from decades of policy thinking and community campaigning. The idea of it
gained momentum in Australia at a national level in 2008, when the idea was adopted following
the 2020 Summit.

Over the next three years, a series of events created the case for change that saw the NDIS become
the greatest and long-standing reform outcome of the 2020 Summit.
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In 2009, the Productivity Commission was tasked to examine the viability of a disability insurance
scheme as part of its Inquiry into Disability Care and Support. Concurrently, in 2010 people with
disability, their families and carers and service providers joined forces to create Every Australian
Counts - a grassroots campaign that drew on support from more than 200,000 ordinary
Australians. Every Australian Counts galvanised public and political support for the NDIS.

The Productivity Commission released the results of its landmark Inquiry in 2011, finding the
existing disability services system was “underfunded, unfair, fragmented, and inefficient”. It argued
a new disability system was needed to provide more equitable and efficient disability support
across the country.

“There should be a new national scheme — the National Disability Insurance Scheme
— that provides insurance cover for all Australians in the event of significant
disability. Funding of the scheme should be a core function of government (just like
Medicare).” - Productivity Commission 2

All governments in Australia adopted the Productivity Commission recommendations, with the
Australian Government passing legislation to establish the scheme and the NDIS in March 2013.2
On 1 July 2013, The National Disability Insurance Scheme Act 2013 came into effect and the
National Disability Insurance Agency (NDIA) was established to administer the scheme.

The NDIS was launched in four trial sites across the country that covered a combination of area-
based and population group trials: the Hunter area in New South Wales, the Barwon area in
Victoria, 0-14 year olds across South Australia and 15-24 year olds across Tasmania.*

Its introduction was a public policy miracle based on a collective desire to change Australia for the
better which was enacted by all governments acting in unison. It was a practical demonstration of
the nation'’s desire to realise its commitment to the UNCRPD.

After three years of trials, the NDIS began rolling out nationally. This roll out finished in July 2020.
The NDIS now supports more than 610,000 people in 2023, including almost half who did not
receive support before the scheme existed.”

5.1.4. Numerous reviews have considered the NDIS and the disability support system

Since its launch, the NDIS has been the subject of many inquiries and reviews that have made a
range of recommendations for change. These include:

e Productivity Commission Review of NDIS Costs (2017)
e Tune Review of the National Disability Insurance Scheme Act (2019)
e 16 reports from the Joint Standing Committee on the NDIS.

Our work builds on the issues identified by people with disability and organisations with a stake in
the NDIS as part of these reviews. We have sought to identify practical ways these challenges can
be addressed.
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5.1.5. The NDIS Review continues this journey

On 18 October 2022, the Commonwealth Minister for the NDIS, the Hon Bill Shorten MP,
established the Independent Review of the NDIS to examine the design, operations and
sustainability of the scheme, including markets and workforce.®

With the support of ministers with responsibility for disability across the country, we undertook to
do this Review differently to other government reviews by amplifying the voices of people with
disability and their families, carers, representative organisations, providers and workers and their
representatives. Over 10 months we heard from about 8,000 people.

5.2. The approach to our work and engagement was comprehensive

The voices of people with disability have been at the centre of our thinking. Their voices, their
feedback and their ideas have resulted in a set of recommendations based on their lived
experiences and expertise.

We took a three-stage approach to engagement that involved: listening to people with disability
their families and organisations that supported them; seeking solutions and ideas from people on
how to fix the challenges facing the scheme; and testing and seeking feedback on our ideas for
change.

5.2.1. We provided a variety of ways for people to engage

We wanted to hear from as many people as possible. We provided many ways for people to be
involved. We particularly wanted to create opportunities for people who don’t usually participant in
government reviews to have their say. This is further detailed in Appendix C to the final report, and
included the following activities.

Communication platforms and submission process

We communicated on a regular basis with our community through media, social media and our
website. With over 5,000 subscribers, we committed to keep people informed and to do so in
accessible and easily understood ways. This included our ‘Review round-up’ online newsletter, news
items and videos.

We also released six issues papers which provided further detail on our thinking, analysis and
sought feedback and views from stakeholders. These included:

e Our Approach: Independent Review of the National Disability Insurance Scheme - 22
November 2022

¢ NDIS Quality and Safeguarding Framework issues paper — 17 April 2023

e NDIS Participant Safeguarding Proposals Paper — 8 May 2023

e Building a more responsive and supportive workforce — 15 May 2023

e Improving access to supports in remote and First Nations communities — 1 June 2023

e The role of pricing and payment approaches in improving participant outcomes and scheme
sustainability — 1 June 2023
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We welcomed submissions in different formats, including written, verbal by phone, video, Auslan,
artwork and poetry. The level of engagement throughout this process was enormous.

We received 3,976 submissions from individuals and organisations. Submissions were published on
our website where consent was provided.

Hosting a variety of meetings, including webinars, town hall style, large roundtables,
workshops and small meetings in person, over the phone and online

We visited every state and territory, including a week-long visit to the Northern Territory which
took members of the Panel and Secretariat from Darwin to Alice Springs via Maningrida, Groote
Eylandt, Tennant Creek and Ali Curung. From November 2022 to September 2023 we held over
280 of our own events, meetings, roundtables and webinars. That's about 28 events every month.
This included hosting two live-streamed major public events in August and September 2023, in
Newcastle and Geelong, with speeches providing early insights to our reform directions.

Partnering with organisations to hold workshops, meetings and focus groups

We partnered with community organisations who organised events and activities for their
communities. We hoped people would feel comfortable and safe to share their experiences if
sessions were run by organisations that people trusted. We partnered with Every Australian Counts
to hold virtual workshops on issues that mattered most to people, with some sessions focused on
the experiences of people living in regional, rural and remote communities. We engaged Autism
Queensland, as part of the national Autism Alliance, who facilitated engagement with autistic
people, their families and communities through surveys, individual and group engagements, and
creative submissions.

We know that Disability Representative Organisations (DROs) who represent millions of Australians
with disability are trusted by their communities. Partnering with DROs, including the First Peoples
Disability Network, enabled us to reach many more people, who generously shared their lived
experience, insights and ideas for improvement in safe, trusted spaces. Partnering in this way also
gave us the opportunity to hear the experiences of people with disability who are not often heard.

Interviews and focus group sessions with sector and technical experts

We conducted interviews and small focus group sessions with sector experts and NDIS frontline
staff who work with participants and their families. We wanted to better understand, from people
with lived experience and direct sector expertise, what is driving the current participant experience
and what could be improved. We heard the personal stories of 1000 people with disability.

Participatory engagement with people with lived experience

For most of this year we have worked in close collaboration with a small group of people with lived
experience of disability to test and improve some of our ideas. We called this stream of our work
“participatory engagement”. This process included sessions with people with lived experience,
service providers, NDIA staff and intermediaries.
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As part of this we brought together people with disability, people with operational and service
delivery expertise and sector representatives in a Co-Group to help test ideas for reforming how
participants interact with the NDIS. We tested views on the desirability, fairness, feasibility and
sustainability of the ideas, and gathered extensive feedback on important principles and
considerations for their implementation. The Co-Group played an important role in allowing us to
go deeper and tackle difficult questions on how to balance competing interests and trade-offs and
helped to inform the evolution of our ideas. The Co-Group's Feedback to the NDIS Review Panel is

provided at Appendix B.
Engagement with state and territory governments

State and Territory Disability Reform Ministers were kept informed of the Review's progress
through regular updates to the Disability Reform Ministerial Council. This included reporting back
what we had heard and what we thought it meant for the NDIS and broader system.

The Review Secretariat also set up an NDIS Review Senior Advisory Group made up of senior
disability officials from each state and territory and the Australian Government. This group was
engaged regularly throughout the Review on key ideas and impacts on state and territories,
through a combination of meetings and full-day workshops.

5.3. The extent of our engagement positions governments well to implement our
recommendations

The reforms proposed are based on feedback from people with disability, their families,
representative organisations, providers and workers, from our extensive engagement and research.
As our recommendations are strongly based on feedback and input from across the disability
community, we believe they should be considered as the blueprint for reform, representing the first
stage of design with, and accountability to, people with disability and the sector more broadly.

For the next stage, detail should be developed and implemented in a way that is inclusive,
participatory, and continues the strong engagement from the Review.

We also recognise that people with disability, their families, carers, representative organisations,
workers and disability service providers are exhausted by never-ending change. There is significant
reform fatigue, and everyone craves consensus and certainty around the transition to a better
future for the NDIS.

Our recommended approach for transition takes these lessons into account. This includes a five-
year transition period, robust design and testing of specific components with people with disability,
and a focus on retaining the features of the NDIS that work well and improving or replacing those
that are not.

Implementation should ensure all groups with a stake in the NDIS have a genuine voice in the
process. This should be reflected in design with involvement of the disability community. It also
extends to the make-up of implementation bodies and governance structures, which should
prioritise inclusion of people with disability.
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Implementation should carefully balance the need for deep engagement and the time this requires
with ensuring that the whole of the disability support ecosystem, including the NDIS, is both
equitable and sustainable, as soon as practicable.

We make three recommendations to lay the foundations for successful implementation over a five-
year transition period.

Recommendation 24: Establish appropriate architecture to implement reforms

e Action 24.1: The Disability Reform Ministerial Council should agree architecture to
support implementation and delivery of the NDIS reform agenda.

e Action 24.2: The new NDIS Review Implementation Advisory Committee should report
to the Disability Reform Ministerial Council every six months or as needed.

e Action 24.3: The new NDIS Experience Design Office should commission agile projects
to design and test reforms to the participant pathway.

Recommendation 25: Coordinate and consult on amendments to relevant legislation to
enact proposed reforms

e Action 25.1: The Department of Social Services, with input from the National Disability

Insurance Agency and NDIS Quality and Safeguards Commission, should review the
recommendations from this Review and develop a proposed package of legislative
reforms.

Recommendation 26: Develop an implementation roadmap that factors in critical
dependencies and risks and ensures a smooth transition for existing participants

e Action 26.1: National Cabinet should agree and publish an implementation roadmap.
e Action 26.2: The National Disability Insurance Agency should ensure existing
participants experience a smooth and fair transition to the new participant pathway.

e Action 26.3: The new NDIS Review Implementation Working Group should coordinate

communications across relevant agencies to regularly update and inform stakeholders
on implementation progress.

Further implementation detail is included across recommendations in this Supporting Analysis.

NDIS Review | Supporting Analysis 11



Chapter 1: Foundational supports and
mainstream services

1.

2.

K@Y ME@SSAQES....uuueeiiieeericninnniicnssneticssssnetecssssssecsssssssscssssssssssssssssssssssssssssssssssesssssssssssssssssssssnssns 14
Foundational SUPPOIES.........eeiiieiiiiiiieiicnetinnetisnntissatecsassssssssssasssssssesssssssssssssssssssssssessnsss 16
2.1. Foundational Supports — qUESTIONS aNd ANSWETS..........ccc.erurrerrerrinriesiesisesissssssssessessssssssssssssessssssssssns 18

2.2. There is a lack of support outside the NDIS for people with disability because of
underfunding and NO ClEAT SLFATEGY ..ottt sss st s st 23

2.3. Delivery and funding approaches for information and advice, capacity building and
navigational supports have NOt BEEN EffECtIVE ...t snes 41

2.4. Disability advocacy is underfunded and disconnected across jurisdictions, leading to people
with disability missing out on effective advocacy SUPPOIt.......occorereerrererersrineiesiessssessssssessesese i 58

2.5. Disability policy, practice and services need to better understand and respond to the needs
Of LGBTIQA +SB COMMUNITIES.....o.ceerriieeeireeiseeesseesseesssessseessssesssesssssessssesssssessssesssssessssessssssssssessssessssessssesssnnees 62

2.6. The disability employment support system is fragmented and has failed to deliver desired
employment outcomes for people With diSability ... 67

2.7. The lack of available or affordable supports outside the NDIS for people with disability is

leading to people missing out on the help they NEed ... s 73
2.8. Psychosocial supports outside the NDIS are inadequate and fragmented.........ccccooeovvvrrrernn. 81
2.9. There are few supports for children and their families outside the NDIS........ccccoooonronrinnrionnnene. 85

2.10. Adolescents and young adults are not supported well to transition to independence 107

Inclusive and accessible mainstream and community services............ccccceeeecercvcercrcnerenanes 117

3.1. Mainstream services and communities are not fully inclusive and accessible for people with
disability, limiting social and economMIiC PArtiCiPatioN.........ccc.oeverierierierenrieees s sessses 121

3.2. Connections between the NDIS and mainstream and community services are complex and
remain difficult for people with disability to NAVIgate.......cc.coeeieeivrieriere e 133

3.3. There is poor coordination between complex mainstream settings and the NDIS, resulting in
worse health, social, and economic outcomes for people with disability........ccccccomnmieoninnioneincen. 144

3.4. Poor coordination across the First Nations and disability ecosystems is compounding the
marginalisation of First Nations people with disability ..., 153

3.5. The education system is not always inclusive, accessible or well connected with the NDIS -
leading to a lack of consistent and fair support for children in early childhood education and care
ANA SCROOIS ..ot b 161

NDIS Review | Supporting Analysis 12



3.6. The NDIS needs a long-term transport policy that better supports the mobility needs of
participants and complements accessible public transport SyStems............ccovcvecenecencenecrscenennnne 171

3.7. There is friction at the interface between the NDIS and aged care system - resulting in poor
outcomes for some individuals, inequities and longer term sustainability risks for the NDIS...... 176

3.8. Child development systems can be more effective in identifying developmental concerns

AN AISADIIEY .ottt sttt 192
3.9. The National Injury Insurance Scheme was never fully implemented and the interface

between the NDIS and compensation schemes can be unclear, creating support gaps................ 199
3.10. Governments should cease the use of in-kind arrangements in the NDIS........................ 206

NDIS Review | Supporting Analysis 13



Key messages

The NDIS was designed to be one part of an ecosystem of supports that Australians with
disability, their families and carers could rely on. The ecosystem was supposed to include
mainstream services, community supports, informal supports, Tier 2 supports and NDIS
individualised budgets.

In prioritising the implementation of the NDIS, all governments have failed to adequately plan
and invest in supports outside the NDIS — including mainstream services and broader
community supports. This has led to insufficient support for people with disability outside the
NDIS with the NDIS becoming ‘an oasis in the desert'.

This picture must change. There should be greater availability of support in “Tier 2”. We have
renamed Tier 2 "foundational supports”. That is because these supports are the foundations of
a good life for people with disability. They are also the foundations of a sustainable NDIS.
Foundational supports are disability-specific supports, such as information and advice and peer
support that should be available for and benefit all people with disability, families and carers
outside of NDIS individualised budgets. It also includes specific supports that are targeted at
meeting the needs of people not eligible for the NDIS.

Foundational supports on their own are not enough to bridge the gap between the supports
inside and outside the NDIS. We must also make sure mainstream services and communities
are more culturally responsive, accessible and inclusive. We also need to improve the
connection between the NDIS and other service systems.

Foundational disability supports for every Australian with disability

Most people with disability are not in the NDIS — and never will be — because they do not
require an individualised budget to have their needs met. The Productivity Commission
imagined a system where all people with disability would get the support they needed to be
included in their community and thrive. But this has not been the experience of many
Australians with disability.

Foundational supports are essential to a joined-up ecosystem that reduces the cliff between the
support available inside and outside the NDIS. Three major reforms are required:

- ensuring funding for foundational supports is fair and equitable and reduces the gap
between what is available inside outside the scheme

- increasing the type and level of foundational supports available for people with disability

- improving the design and delivery and striking the right balance between innovation and
short-term priorities

Inclusive mainstream services coordinated with the NDIS

All Australians benefit from more inclusive and accessible mainstream services and
communities. Despite good intentions and commitments under Australia’s Disability Strategy,
people with disability continue to face discrimination and barriers accessing mainstream
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services and participating in their communities — leading to poorer social and economic
outcomes.

e Multiple actions are required to achieve this. Our laws must take a proactive and contemporary
approach to inclusion. We must strengthen accountability and transparency by measuring
progress and outcomes. We need leaders and advocates to help transform communities so
they are accessible and inclusive for everyone. Mainstream services and community supports
must also be better connected with the NDIS and easier to navigate.
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2.

Foundational Supports

The current ecosystem of supports for people with disability is disconnected, unfair and
undermines the sustainability of the NDIS. Foundational supports are essential to a joined-up
ecosystem that reduces the cliff between the supports available inside and outside the NDIS.
Foundational supports are a shared responsibility across Australian, state and territory
governments.

Foundational supports are disability-specific supports that are available for and benefit people
with disability, families and carers outside of NDIS individualised budgets. Foundational
supports are about making sure all people with disability can access the right supports, at the
right time and place, to achieve their potential. Like preventative healthcare, foundational
supports are amongst the most strategic investments governments can make.

Currently there is significant lack of available and appropriate foundational supports. This
results in poor social and economic outcomes for people with disability. In prioritising the
implementation of the NDIS, all governments have failed to adequately plan and invest in
foundational supports and address the needs of people with disability outside the NDIS. There
is also no clear strategy nor accountability for the investment in or outcomes delivered by
foundational supports.

To date most of what could be considered “general foundational supports” have been delivered
as part of the Information, Linkages and Capacity Building (ILC) or Partners in the Community
programs. This has included activities such as information and advice and peer support. These
general supports have not been funded, prioritised or delivered effectively.

There have also been limited “targeted foundational supports” that are focused on early
intervention, prevention or low intensity support needs for groups of people with disability
outside the NDIS. This includes children with emerging development concerns and disability,
adults with psychosocial disability and chronic health conditions.

The result is that many people with disability apply for and stay in the NDIS for fear of lack of
support outside of it, even when supports outside the NDIS may be more appropriate. People
who cannot access the scheme are missing out on vital supports and services, increasing future
needs. Both result in poor outcomes for people with disability. They also put financial stress on
the NDIS and threaten its sustainability.

We are recommending a new Foundational Support Strategy to ensure good planning,
coordination, and accountability, with suitable governance to track and measure outcomes. The
Strategy should be jointly designed, funded, and commissioned by the Australian and state and
territory governments.

Two kinds of foundational supports should be available. General foundational supports include
activities such as information and advice and peer support and should be available to all people
with disability (and where appropriate their families). Targeted foundational supports are
focused on population groups such as children or people with a psychosocial disability. These
are specific supports for those not eligible for the NDIS and whose needs cannot be met
through mainstream services.
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Recommendation 1: Invest in foundational supports to bring fairness, balance and
sustainability to the ecosystem supporting people with disability

Legislative change required
To develop the national architecture and strategy for foundational supports...

e Action 1.1: National Cabinet should agree to jointly design, fund and commission an
expanded and coherent set of foundational disability supports outside individualised NDIS
budgets.

o Action 1.2: The Department of Social Services, with state and territory governments, should
develop and implement a Foundational Supports Strategy.

To plan, fund and deliver general foundational supports...

e Action 1.3: National Cabinet should agree to jointly invest in and redesign information and
advice and capacity building supports.

e Action 1.4: National Cabinet should agree to jointly invest in navigation support for people
with disability outside the NDIS.

e Action 1.5: National Cabinet should agree to jointly invest in achieving nationally consistent
access to individual disability advocacy services.

e Action 1.6: All Australian governments should fund systemic advocacy of LGBTIQA+SB people
with disability to strengthen representation at all levels.

e Action 1.7: The Department of Social Services and the National Disability Insurance Agency
should improve linkages between the NDIS, Disability Employment Services and related
initiatives targeting improved employment outcomes for all people with disability, including
NDIS participants.

e Action 1.8: National Cabinet should agree to jointly invest in a capacity building program for
families and caregivers of children with development concerns and disability.

To fund and deliver targeted foundational supports...

e Action 1.9: National Cabinet should agree to jointly invest in state and territory home and
community care support programs to provide additional support to people with disability
outside the NDIS.

e Action 1.10: The Department of Social Services, with states and territories, should develop a
nationally consistent approach for the delivery of aids and equipment outside the NDIS.

e Action 1.11: National Cabinet should agree to jointly invest in psychosocial supports outside
the NDIS to assist people with severe and persistent mental ill-health currently unable to
access supports.

e Action 1.12: National Cabinet should agree to jointly invest in early supports for children with
emerging development concerns and disability.

e Action 1.13: National Cabinet should agree to jointly invest in programs and initiatives to
support adolescents and young adults with disability aged 9 to 21 to prepare for and manage
key life transition points such as secondary school, employment and living independently.
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2.1. Foundational Supports — questions and answers

We recognise that foundational supports is a new concept proposed by the Review to bridge the
gap between the availability of disability-specific supports available inside and outside the NDIS.

The questions and answers, below, have been put together to clarify what foundational supports
are, who can access them and how they interact with other parts of the ecosystem of supports for
people with disability — as well as guide the development of the Foundational Supports Statement
and Strategy (see Action 1.1 and Action 1.2)

2.1.1. What are foundational supports and who can access them?

Foundational supports are disability-specific supports that are available for and benefit people with
disability outside of NDIS individualised budgets.

Foundational supports should prioritise the support needs of the 2.5 million Australians with
disability under 65, and where appropriate families and carers.

People with disability aged over 65

Foundational supports will need to work effectively with services and supports provided through
the aged care system. But it should not replace those services.

People aged over 65 will likely benefit from some foundational supports, such as information and
advice, but should receive most of their supports from the aged care system, or a combination of
the NDIS and the aged care system.

Families and carers

Some supports funded under general foundational supports will be available for families and carers
of people with disability. For example, information and advice supports. There will also be supports
specifically for families and carers, including family capacity building supports.

General foundational supports

General foundational supports are disability-specific supports that are available for and benefit all
people with disability under 65, and where appropriate families and carers.

Targeted foundational supports

Targeted foundational supports are for specific groups of people with disability outside the NDIS
under 65 who are in most need of additional support.

People with disability may access supports from one or both foundational support streams,
depending on their disability and their needs.

2.1.2. What types of foundational supports should be available?

General foundational supports

General foundational supports include:
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Navigational supports that help people with disability understand, find and access mainstream
services, community supports and activities, foundational supports, and the NDIS. Navigators
will also build the individual capacity of people with disability to determine their own goals and
participate in their community. See Action 1.4 and Action 4.1.

Information and advice supports including online and face-to-face support that help people
with disability, families and carers make informed decisions and access appropriate supports.
See Action 1.3.

Individual capacity building supports that help people with disability build their skills, knowledge
and confidence to participate in their community and be more independent, including self-
advocacy, peer support and supported decision-making. See Action 1.3.

Family capacity building supports that empower families and carers to exercise informed choice
and control around supports for their child or family member and realise the vision of a valued
and inclusive life. See Action 1.8.

Advocacy supports that promote and protect human rights for people with disability, including
resolving complex challenges that people are unlikely to resolve on their own and may need
assistance with (does not include self-advocacy). See Action 1.5.

Disability employment supports that help people with disability find and keep meaningful and
long-term employment. Disability employment supports may also be accessed by some NDIS
participants as part of NDIS individualised budgets. See Action 1.6.

Mainstream capability building supports will work with mainstream services (such as health and
education) within a defined geographic location to be more inclusive and accessible for people
with disability. This includes training and education. Foundational supports will contribute
towards mainstream capacity building. However, it is important to remember that these
supports should complement and enhance not substitute or replace existing mainstream
service responsibilities and investments from all governments. See Action 1.3.

Community capacity building supports will work with community organisations and groups
(such as sports and recreation clubs, local businesses) within a defined geographic location to
be more inclusive and accessible for people with disability. Foundational supports will
contribute to investment and effort towards community capacity building. It is important to
remember that these supports should complement not substitute or replace existing
responsibilities and investments from state, territory and local governments. See Action 1.3.

We recognise that further general foundational supports may be identified during the
development of the Foundational Supports Strategy.

Targeted foundational supports

Targeted foundational supports should include:

Home and community care (HACC) supports that help people with disability live independently
in their home and community, including personal care and domestic assistance. These are
primarily for people with less intensive supports needs, including people with chronic health
related conditions. See Action 1.9.
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e Aids and equipment supports that help people with disability live independently in their home
and community. See Action 1.10.

e Psychosocial support services that support adults with psychosocial disability build their
individual capacity, and support their personal recovery. See Action 1.11.

e Early support services for families and children with emerging developmental concerns closely
linked and integrated with mainstream services. See Action 1.12.

e Independence and transition supports that support adolescents prepare for employment and
independent living. See Action 1.13.

We are aware there is not comprehensive data about the needs of people with disability outside
the scheme. To make sure emerging needs are addressed, we recognise that further targeted
foundational supports may be identified over time.

2.1.3. How will people access foundational supports?

People with disability, families and carers should be able to easily find and access appropriate
foundational supports in their community.

Access to foundational supports should be designed and delivered in a way that caters to the
diverse needs of individuals and of particular community groups, including First Nations people
with disability, people from a culturally or linguistically diverse background, people with disability
who are LGBTIQA+SB, or those who live in rural or remote areas.

Some people with disability, families and carers will be able to access foundational supports
directly without assistance. For example, information and advice through a website, or a peer
support group or contacting an advocacy organisation through a local shop front or website.

There will also be many people with disability, families and carers who require support to find and
access foundational supports.

Navigators should act as the central points of entry for linkages and referrals to foundational
supports, mainstream services and community supports and activities for all people with disability
(not just participants). Navigators must have the capability to:

e Support people with disability to determine their own goals and participate in activities in their
community

e Connects and link people with disability to mainstream services, community supports and
activities as well as foundational supports

e Develop working relationships with mainstream services, community organisations and
foundational support organisations.

National Disability Insurance Agency (NDIA) staff, including regional offices and the call centre,
must also have the capability and knowledge to link people with disability, families and carers to
foundational supports in their community and/or their Navigator. The NDIA has an established
brand and presence, so it is likely that people with disability will also continue to seek support from
the NDIA (regardless of the role of Navigators) to find and access support in their communities.
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People with disability, families and carers may also be referred or connected to foundational
supports by informal supports (such as family and friends), mainstream service providers (such as
general practitioners, schools or maternal child health centres), community organisations, or
organisations delivering other foundational supports (for example a Disability Representative and
Carer Organisation may refer someone to a peer support group).

2.1.4. Why are foundational supports important?

Foundational supports should enable all people with disability to access the right supports, at the
right time and in the right place. They should support and enable genuine community participation
and inclusion in community and ensure people have what they need to reach their full potential
and lead lives of their choosing.

General foundational supports

General foundational supports should ensure:

e People with disability, families and carers have access to quality, accurate and up to date
information and advice to make informed decisions and choices

e Families and carers have the capacity and capability to support their family member to achieve
their goals, and to be included in their community

e People with disability have the skills and ability to self-advocate, make important decisions and
contribute to their community

e People with disability have greater social and economic independence, resilience and support
through peer networks

e People with disability can access and benefit from the same services and participate in the same
activities as everyone else.

Targeted foundational supports

Targeted foundational supports should ensure people with disability outside the NDIS, particularly
children, have access to early intervention supports, at the earliest stage possible. This should
produce the best outcomes and reduce the current and future impact of disability.

Governments should adequately invest and prioritise targeted foundational supports. These
supports should be:

e Centred on the needs of people with disability, families and carers

e Focused on early intervention, prevention, or low intensity care

e Planned, funded and delivered jointly by all governments, to ensure supports can be scaled
nationally and adapted locally to meet community needs

e Evidence-based and outcomes focused

e Built upon and leveraging existing supports across services systems, including the NDIS and
mainstream services (where possible).
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2.1.5. How do foundational supports interact with supports as part of a NDIS individualised
budgets?

General foundational supports

General foundational supports should be complementary and distinct from supports funded as
part of a NDIS individualised budgets.

All people with disability under 65, regardless of whether they have a NDIS individualised budgets
should be able to access and benefit from general foundational supports.

Targeted foundational supports

Targeted foundational supports are for specific groups of people with disability aged under 65 who
are not eligible for the NDIS and whose needs cannot be met by mainstream systems. They
therefore require additional disability specific support.

Targeted foundational supports are similar to the types of supports that are available as part of
NDIS individualised budgets. What is different is how much support will be provided, the period of
time support should be provided for, and how it will be delivered.

For example, children with disability outside the NDIS and inside the NDIS can both access early
support services, such as capacity-building supports. However, the level of support delivered
through targeted foundational supports should be less intensive for children outside the NDIS and
may be provided for a shorter period of time.

2.1.6. What is the distinction between mainstream services and foundational supports?

Mainstream services

All Australians rely on mainstream services such as hospitals, schools, justice system and public
transport. There are also a wide range of programs and activities based in the community that
Australians take part in, such as those run by community groups, non-government organisations,
sporting clubs, local councils, employers, church groups and charities.

Ensuring people with disability can use the same services and participate in the same activities as
everyone else is a fundamental human right under the United Nations Convention on the Rights of
Persons with Disabilities (UNCRPD).’

This means all government services and community organisations have a responsibility to be
inclusive and accessible and meet the needs of people with disability. In addition to these
responsibilities, organisations are also required to make reasonable adjustments to practices,
policies or processes that minimise participation barriers for people with disability (as required
under the Disability Discrimination Act 1992 and relevant state and territory legislation).

Mainstream service providers are responsible for making reasonable adjustments so that:

e People with disability can effectively navigate and access individual mainstream services, such
as the health and justice systems
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e People with disability can access appropriate supports and participate in mainstream services,
such as schools and early childhood centres.

Foundational supports

Foundational supports are disability-specific supports that build on top of inclusive and accessible
mainstream services and communities.

Foundational supports should not be used to fulfil mainstream service obligations or replace
mainstream services. Nor should they be used to fill gaps in services.

Foundational supports recognise that even after mainstream services and supports fulfil their
service obligations, some people with disability will still have additional disability specific needs.
Foundational supports can help by:

e Providing time limited funding to build the capacity of mainstream service providers and
communities to be more inclusive and accessible for people with disability. Funding should be
allocated for activities that go beyond mainstream service responsibilities and reasonable
adjustment obligations (see Action 1.3).

e Supporting people with disability find and connect with mainstream services and community
supports and activities (see Actions 1.3 and 1.4).

¢ Building the skills and connections of people with disability to participate in in their community
(see Action 1.3).

2.2. There is a lack of support outside the NDIS for people with disability because of
underfunding and no clear strategy

2.2.1.  All people with disability have the right to access and benefit from foundational supports

Foundational supports are a vital component of the support system for people with disability,
families and carers. Foundational supports are about making sure people with disability, can access
the right supports, at the right time and place, whether or not they have a NDIS individualised
budget. They also align with the Productivity Commission report in 2011, which envisaged that the
NDIS would be built on a firm foundation of community-based supports.

The fairness, trust, and sustainability of the NDIS depends on the delivery of community-wide
foundational supports for all people with disability.

Data from the 2018 Survey of Disability, Ageing and Carers showed about 1in 5 (18 per cent), or
4.4 million, Australians live with disability. Approximately 2.5 million Australians with disability are
under the age of 65, including 1.4 million people with disability who need assistance with daily
living activities.® As at 30 June 2023, more than 610,000 people with disability have NDIS
individualised budgets, including 583,000 under the age of 65.° This means there are approximately
800,000 people under 65 with disability who rely on supports outside of the NDIS to meet their
daily living support needs.
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The NDIS was not designed to support all people with disability — only those with the highest
support needs. Most people with disability are not in the NDIS — and never will be — because their
disability support needs are not sufficiently high to require individualised funding. For this to be
true three things must also happen:

e Community attitudes must continue to change.
e Mainstream services must become more inclusive and accessible.
e Foundational supports must be much more widely available.

Without these changes people with disability outside the scheme will continue to experience
discrimination, disadvantage and poorer social and economic outcomes.

General foundational supports such as information and advice, individual capacity building and
navigational support should be available to all Australians with disability under 65. In addition to
general foundational supports, more targeted foundational supports should be available for
particular groups of people with disability who are most in need of additional support and do not
have a NDIS individualised budget.

Targeted foundational supports include things like HACC supports for people with chronic health
related conditions and other disabilities, early supports for children with development concerns
and psychosocial support services.

There could also be circumstances when it is appropriate to jointly commission targeted
foundational supports and supports available as part of NDIS individualised budgets, such as aids
and equipment. Doing this could increase governments’ purchasing power and deliver more cost-
effective supports for people with disability.

Our concept of foundational supports has built upon the 2011 Productivity Commission report into
Disability Care and Support and the Information, Linkages and Capacity Building Policy (ILC)
Framework

There are currently a range of disability-specific supports that are available for people with
disability, families and carers outside of NDIS individualised budgets. These supports have a long
history in the disability support system, both before and after the introduction of the NDIS. They
were described as ‘Tier 2’ supports by the Productivity Commission in their 2011 report. They were
renamed in 2015 to the Information, Linkages and Capacity Building (ILC) program.™

While the Productivity Commission report provided a useful framework for how the different “tiers”
of supports should interact as a joined-up system for people with disability, limited detail was
provided on how Tier 2 supports should be managed and what supports should be prioritised,
beyond information, linkages and referrals, local area coordination and HACC programs.
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Figure 1: The three tiers of the NDIS (2009 population estimates)
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While this lack of specificity in relation to Tier 2 supports is understandable, given the focus of the
Productivity Commission report on the NDIS, it has contributed to the current challenges.

In 2015, Commonwealth, state and territory disability ministers agreed to rename Tier 2 as ILC. All
governments agreed to the ILC Policy Framework (ILC Framework) to support implementation. The
ILC Framework described five activity streams:

e Information, linkages and referral

e Capacity building for mainstream services

e Community awareness and capacity building
¢ Individual capacity building

e Local Area Coordination.

The first four activity streams have been implemented as part of the ILC grants program, firstly
managed by the NDIA and currently by the Department of Social Services (DSS). Local area
coordination has been implemented separately by the NDIA as part of the Partners in the
Community Program.

While well intentioned, the ILC grants program and local area coordination have not delivered on
their ambition of delivering adequate supports that benefit all Australians with disability, families
and carers. More detailed information on the history and effectiveness of the ILC grants program
and local area coordination is outlined in Section 2.3.
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We recommend an integrated and graduated model of foundational supports, which is bigger in
scale, broader in scope and has a longer-term focus than ILC.

We propose to build on the original idea of tier 2 and ILC through an improved framework of
foundational supports. The term foundational supports best describes what they are - the supports
that offer people with disability a foundation to live a good life and be included in the community.
Foundational supports are essential to a complete disability support ecosystem. One which ensures
people with disability, inside and outside the NDIS, can access the right support at the right time
and place.

This expanded foundational supports model would move Australia from a fragmented and
sometimes contested disability support ecosystem characterised by a severe ‘cliff’ between the
supports available inside and outside the NDIS, to a more connected, balanced and fair ecosystem
(Figure 2).

Figure 2: Vision for an integrated, graduated model of supports for all people with disability
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2.2.2. People with disability outside the NDIS are missing out on the support they need

There is not enough specialist disability support, such as assistance with daily living and evidence-
based therapies, for people with disability outside the NDIS. We can see this in available data,
academic research, and evidence received by the Review. We have found this to be particularly
evident for children, adults with psychosocial disability and adults with lower intensity supports
needs, including people with chronic health conditions.
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The current situation results in poor outcomes for people with disability and is deeply inequitable.
More people seek support from the NDIS, even though other models of support may be more
efficient, effective and appropriate, increasing financial pressure on the Scheme.

“The overwhelming majority of Australians with disability are reliant on programs
outside of the NDIS to access supports and services... Many people living with
disability struggle to access the support and services they need and must either self-
fund or go without.” — MS Australia "’

Quantitative evidence

There is currently insufficient data on the needs of people with disability outside the NDIS. Despite
initiatives to strengthen data collection and reporting across the disability landscape, including
Australia’s Disability Strategy (ADS), the focus remains disproportionately on the NDIS and NDIS
participants. In time this should be improved through the National Disability Data Asset and the
National Disability Research Partnership, which are new and important initiatives However, the
limited data and research that is available indicates substantial support gaps for people with
disability outside the NDIS.

Data from the most recent Survey of Disability, Ageing and Carers (SDAC) conducted in 2018
indicates that a significant number of people with disability have unmet support needs. Of all
people with disability under 65 who require assistance, 43 per cent or around 600,000 reported
that their assistance with daily living needs were only partly met or not met at all.'> While the
continued transition to the NDIS will have likely improved this statistic, evidence from other
sources suggests a significant gap remains.

NDIS access data is a valuable source to better understand how many people currently receive
support from the NDIS and how many people have not met NDIS eligibility. NDIS access data
shows that people with certain disability types, such as chronic health related conditions and
psychosocial disability, have higher ineligibility rates and numbers than others. Other groups,
particularly children, access the NDIS at a higher rate than expected. Both these cases point to a
lack of support outside the NDIS that people are trying to meet through the NDIS.

Children

As at June 2023 over half of participants, or just over 313,000 people, were children aged between
0 and 18." In addition, 8 per cent of children aged 5 to 7 were NDIS participants and 11 per cent of
5 to 7 year old boys and 5 per cent of 5 to 7 year old girls were NDIS participants.™ Figure 3 shows
how this compares to other age groups with children having the highest rate of eligibility of any
age group.

Up to June 2023, 98 per cent of children aged 0 to 6 and 89 per cent of children aged 7 to 14 who
have tested access have been deemed eligible for the NDIS." The number and proportion of
children receiving NDIS individualised funded packages is much greater than the 2.9 per cent of 0
to 14 year olds the Productivity Commission forecast in 2011 and a much greater proportion of the
population compared to other age groups.'®
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While there are several reasons for this, including the historical underdiagnoses of childhood
conditions, insufficient support outside the NDIS for children can also lead people to access the
NDIS. We explore this further in Sections 2.10 and 3.8.

Figure 3: NDIS access decisions by age'’
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Psychosocial

From 2013 to the end of 2022, approximately 108,000 people have not been found eligible for the
NDIS, including around 77,000 adults and around 23,000 children.'® Figure 4 shows how NDIS
access rates and numbers vary between disability groups, with some groups being found ineligible
at a higher rate than others.
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Figure 4: NDIS access decisions by primary disability'
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In total 27,000 people, or a quarter of all those ineligible for the NDIS, had a primary disability of
psychosocial.?’ People with psychosocial disability also have one of the highest rates of ineligibility
for the NDIS, alongside people with chronic health conditions.

In the last quarter of 2022, 49 per cent of people with a primary psychosocial disability who applied
for the NDIS were deemed ineligible.?’ The suggestion that high rates of ineligibility are driven by a
lack of available support outside the NDIS is supported by the Productivity Commission’s 2020
estimate that around 154,000 people with severe and persistent mental illness were unable to
access appropriate psychosocial support services outside the NDIS.?* These figures suggest there is
significant unmet disability support need for adults with a psychosocial disability. We explore the
experience of people with psychosocial disability in and outside the NDIS further in Chapter 2.

Chronic health conditions

Adults with chronic health conditions make up over half of all Australians who have not met access
for the NDIS. Since the scheme’s inception, as of September 2022, around 56,000 people with
chronic health conditions as a primary condition have applied and been deemed ineligible.?®
People with primary chronic health conditions have significantly higher levels of the highest level of
ineligibility, compared to other disability types. In the September quarter of 2022, for people aged
35 or older at time of access decision, 75 per cent of people with chronic health related conditions
who applied were deemed ineligible for the NDIS - this is compared to 27 per cent for all scheme

NDIS Review | Supporting Analysis 29



applicants without a chronic health condition.?* Again, we can infer from this significant unmet
disability support needs.

Data on repeat access requests also sheds light on demand for supports outside the NDIS. The
NDIS assessment process can be challenged and often is. Applicants may also renew an access
request. As of March 2023, around 36,500 participants have entered the scheme after initially being
found ineligible.? It is legitimate for applicants to retest their eligibility or to challenge an access
not met decision — for example, evidence requirements may be unclear or misinterpreted during
someone's first application. The persistence to retest may also be evidence alternative supports are
not available or that their support needs are not being met while remaining outside the NDIS. As
one might expect, this occurs most frequently as a proportion of those disability groups who face
the highest ineligibility rates, represented below in Figure 5.

Figure 5: Participants who were eligible to join the scheme after an initial unsuccessful access
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Overall, this data highlights the lack of available and appropriate support for some people with
disability outside the NDIS.

Academic research

The lack of available and appropriate supports outside the NDIS was highlighted in the Melbourne
Disability Institute’s 2022 research paper, ‘the Tier 2 tipping point: access to support for working-
age Australians without individual NDIS funding’.?” The research found that:

e 90 per cent of survey respondents (people with disability and families and carers) believe
current supports and services outside the NDIS are inadequate in meeting the needs of people
with disability

e There is a significant gap between the promoted availability and accessibility of support and
services to people with disability who are not NDIS participants, and people’s experiences of
attempting to find and use them
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e Being in or out of the NDIS has a considerable financial and personal impact on people with
disability and their families
e Support promised under ‘Tier 2" in the original design of the NDIS has not been delivered.?®

This research drew on the feedback and perspectives of people with disability aged 18 to 64 in
Victoria, South Australia and Tasmania who are not NDIS participants, families and carers who care
for people disability who are not NDIS participants and representatives from the disability sector.

In addition, research conducted in 2023 by the Disability Advocacy Network of Australia (DANA)
with people with disability and disability advocates has highlighted the lack of available and
affordable supports outside the NDIS and the negative impact the transition to the NDIS has had
on some groups. The research found that:

e Approximately 87 per cent of survey respondents believe there is a lack of any support without
a current NDIS plan

e Approximately 73 per cent believe the cost of getting support can vary a lot and services may
not be available

e Over 70 per cent of survey respondents said there is less support available outside the NDIS
since the transition to the NDIS.?

Evidence received by the NDIS Review

As part of the NDIS Review we have listened to people with disability inside and outside the NDIS,
their families and carers, the disability sector, researchers, and governments to understand the
adequacy and effectiveness of supports outside the NDIS.

As part of submissions received, interviews, and workshops we found that:*°

¢ Availability — there is a lack of available and appropriate foundational supports that people
with disability can access within their community

“Outside the NDIS there is very little available to support children with disability and
their families both in terms of specialist disability supports, and mainstream services.”
— Healthy Trajectories Child and Youth Disability Research Hub *'

“The failure of tier two has left significant support gaps and seen the closure of many
community services. More and more organisations are only interested in offering
services to those with NDIS plans and certain line items in those plans.” — Carer and
NGO *#

¢ Navigation and awareness — even when supports may be available, they are challenging to
identify and find for people with disability, families and carers

“There was a home and community program in my community — but nobody told me
about it. | could have got help earlier if | had of known about it.” — Person with
disability” >
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o Affordability — appropriate supports may be available, but they are often expensive. People
with disability have to self-fund or go without. This raises issues of fairness.

“Without access to the NDIS, people with communication disabllities are extremely
limited in avenues for speech pathology support. Whilst there has been much
discussion of Tier 2 supports, in practice these are restricted and many supports — such
as independent community hubs for assistive technology — have been shut down.” —
Speech Pathology Australia®

2.2.3. Current funding levels for foundational supports are insufficient to meet the needs of
people with disability

All Australian governments continue to increase their contributions to the NDIS each year.
Continued commitment reflects the strong ongoing political and public support for the scheme.

Over the past decade, funding for disability services has increased from $8.2 billion in 2012-13 to
$31.3 billion in 2021-22.> This has been life changing for hundreds of thousands of people with

disability who have received support from the NDIS, including many who have received support for

the first time.

However, what we have been told and what we have observed is a disability support system which

is out of balance.

Governments have come to rely on the NDIS as the dominant, and in some cases only, source of
supports for people with disability.

This has resulted in an unbalanced disability support system that relies too heavily on the NDIS at

the expense of an inclusive, accessible and thriving broader disability support ecosystem of
mainstream and foundational supports.

Almost all disability funding is provided through individualised budgets. In 2021-22, supports
within the NDIS made up more than 93 per cent of all disability funding, as outlined in Figure 6.
According to the Productivity Commission’s Report on Government Services (RoGS) in 2021-22
annual expenditure on the NDIS was approximately $29 billion, and non-NDIS contributions
(including foundational supports) accounted for approximately $1.75 billion.®
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Figure 6: NDIS contributions and direct disability service delivery spend?®
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While the RoGS provides a useful reference point for approximate expenditure on foundational
supports, there are definitional issues and inconsistencies, driven by legacy reporting mechanisms
and an inconsistent approach in how and what the Australian Government and states and
territories report.

To supplement the RoGS, we also analysed more detailed data on expenditure provided by
Australian, state and territory governments, as well as existing publicly available data sources (data
from Western Australia has not been received). Data quality limitations and inconsistencies across
jurisdictions has made it challenging to gain an accurate and complete picture of current
investment in foundational supports.

We estimate that Australian, state and territory governments spend at least $2.67 billion per annum
on foundational supports (disability specific supports available outside of a NDIS individualised
budget).® Key insights from this data include:

e The Australian Government contributes approximately $1.76 billion of total expenditure. The
Disability Employment Services program accounts for approximately 76 per cent of this
expenditure.

e States and territory governments contribute approximately $909 million of total expenditure.

e The Australian Government, states and territories jointly invest in information and advice and
capacity building supports (individual, mainstream and community) as part of the ILC program,
and navigational supports (as part of the Partners in the Community Program).*
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e The most significant areas of expenditure from the Australian Government include Disability
Employment Services, psychosocial support services and advocacy (the National Disability
Advocacy Program). Other areas of expenditure include early support services and information
and advice (the Disability and Carer Gateway).

e The most significant areas of expenditure from states and territory governments include
psychosocial support services, HACC programs and advocacy. Other areas of expenditure
include early support services and aids and equipment.

e Expenditure is largely uncoordinated and inconsistent across jurisdictions.

e There is variation between the expenditure data provided to the Review and the RoGS,
presenting challenges in determining an accurate level of total investment program investment.

This analysis highlighted serious limitations with how data is collected and reported on with
different interpretations surrounding the relationship between foundational supports, mainstream
services and specialist supports as part of a NDIS individualised budget. For example, some
programs and activities straddle mainstream services and individualised budgets, such as some
supports provided in forensic disability services and out of home care. While others provide vital
connections between mainstream services and foundational supports, such as Justice and Health
Liaison Officers. Regardless of where they sit in the ecosystem, these programs and activities are
essential to meeting the support needs of people with disability.

Critical to better defining foundational supports and addressing data quality limitations is a
national strategy that clearly defines foundational supports across governments and guides how
data is collected and reported for expenditure and outcomes. By doing so, governments could
better understand where support gaps exist, what investment should be prioritised and how
supports are improving the lives of people with disability, families and carers.

However, to be clear, while better data will provide more insight into the current gaps and
challenges with foundational supports, it will not fix them on its own. It must also be coupled with
sizeable increases in investment.

What does limited investment mean for people with disability?

A gap between the type and level of supports inside and outside the NDIS is to be expected, given
this is an explicit design feature of the NDIS. That a gap exists isn't itself an issue. Average funding
for people with an individualised budgets should be greater than people with disability who are
not eligible for the NDIS. This reflects the higher support needs of NDIS participants. The issue is
that the gap is too large and the funding outside the scheme is too low, leading to an unbalanced
and unfair support system.

First, we know that people outside the NDIS are missing out on the supports they need. These
supports do not exist, or are not provided at an adequate level, because they are not funded at an
adequate level. This leads to poorer social and economic outcomes for people with disability.

Second, we know that if supports aren’t available outside the scheme, people will seek to access
them inside the scheme instead. Consequently, more people seek support from the NDIS, even
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when the NDIS may not be the most appropriate and effective support. This puts significant
financial stress on the Scheme. As the Melbourne Disability Institute noted:

“Tier 2 of the NDIS is an under-examined, high-risk and complex policy environment
that is shaping the life course of some of Australia’s most marginalised citizens, with
far-reaching social and economic costs. Without intervention, it will generate
significant future increases in NDIS costs” — Melbourne Disability Institute *°

This suggests a cycle where the more funding that goes to the NDIS, the greater the gap between
the types of supports available inside and outside the NDIS grows. Inadequate supports outside
the NDIS may mean that someone’s quality of life may worsen and their health may deteriorate to
such a point where individualised supports under the NDIS are then required to lead an ordinary
life. Therefore, the greater this gap grows, the greater the incentive or need to try and enter the
NDIS, and the less investment in disability support governments will be willing to provide outside
the NDIS.

This cycle has two consequences. There can be poor social and economic outcomes for people
outside the scheme. And there is a financial cost as allowing people’s health and disability to
deteriorate will eventually increase the cost of meeting their needs within the NDIS.

2.2.4. There is limited accountability and transparency for investment in foundational supports
and outcomes delivered

Since the establishment of the NDIS there has been a lack of strategy and clarity on definitions,
priorities and responsibilities for disability support outside of the NDIS.

The Productivity Commission noted the need to resolve uncertainty about responsibilities for
disability services outside the NDIS as part of its review of NDIS Costs (2017) and the National
Disability Agreement (2019). However, based on the evidence presented to the Review, little has
changed.

“Tier 2 of the NDIS is intended to help all people with disability, and their families and
carers, access services and support beyond the scheme itself ... [But] Our research
reveals complex, disconnected and incomplete markets of services and supports being
navigated by people with disability and their families and carers; a service ecosystem
riddled with inconsistent costs, eligibility criteria, information, priorities and
availability of services; and heavy reliance on informal support networks and personal
resources among people with disability without NDIS funding.” — Melbourne Disability
Institute *’

There is no clear vision for what foundational supports should achieve and why it's important for
people with disability and the sustainability of the NDIS. As a result, there is no common
understanding of what is required, what role governments should play and where investment
should be directed.
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While governments continue to invest in foundational supports to varying degrees, there is limited
planning, coordination and collaboration across jurisdictions. This has created inconsistencies in the
types of foundational supports available across Australia (for example HACC programs and
advocacy) and has made it challenging for people with disability to navigate the system and find
the most appropriate support.*

There are several factors that have contributed to a lack of strategy and investment in the delivery
of foundational supports:

o Differing views about the split of responsibilities between levels of government in providing
disability supports outside the NDIS.

e An expectation from some governments that ILC and local area coordination programs would
be sufficient to meet the needs of people outside the NDIS.

e The absence of a clear and coordinated strategy across governments that sets a vision and
identifies investment priorities.

e Limited accountability and transparency measures to track and report on government
investment and outcomes.

e No clear governance arrangements to support decision-making, collaboration and planning

Without change, there will continue to be poor outcomes for people with disability and growing
NDIS sustainability issues.®

2.2.5. Foundational supports need increased investment and a clear strategy to ensure they are
planned, coordinated and delivered effectively across jurisdictions

We are proposing three major reforms to address the underinvestment in foundational supports
and ensure a more balanced and equitable support system:

¢ Greater funding: ensure funding for foundational supports is equitable and reduces the gap
between what is available inside and outside the scheme.

¢ Expansion of supports: increase the type and level of foundational supports available for
people with disability, and make sure foundational supports are available broadly and
consistently.

¢ Improved design and delivery: improve how foundational supports are designed, delivered
and funded, striking the right balance between innovation and short-term priorities and the
long-term sustainability and success of the community and disability sector.

These reforms should be guided by a Foundational Support Strategy (Strategy) to ensure good
planning, coordination and accountability, with suitable governance to track and measure
outcomes. The Strategy should be jointly designed, funded, and commissioned by the Australian
and state and territory governments.

A significant increase in investment in foundational supports is urgently required to tackle the
unfair gap between the supports inside and outside the NDIS — and ensure people with disability
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can access timely and appropriate support they need to live more independently and thrive in their
community.

Increased investment will deliver better social and economic outcomes, including:

e Access to early intervention supports and low intensity care, at the earliest stage possible,
reducing the current and future impact of a person’s disability on their functional capacity and
participation.

e Access to care and support that improves mental health and wellbeing.

e Access to independent information and advice to make informed decisions and choice.

e Support to ensure participation and genuine inclusion in community.

e Support to self-advocate, lead and contribute to community.

e Greater social and economic independence, resilience and choice and control.

e Families and carers have the capacity and resources to support their family and loved ones with
disability.

Greater investment in foundational supports will not only deliver better outcomes for people with
disability, families and carers, but also contribute to the sustainability of the NDIS. First, by ensuring
people with disability can use the same services and participate in the same activities as everyone
else. This should reduce the reliance on individualised funded supports in the NDIS over time.
Second, ensuring people with disability can access appropriate foundational supports at the right
time and right place will help people to be both more independent and connected, and reduce the
need for more intensive supports over time.

Critical to guiding investment in foundational support is the development of the Strategy. The
Strategy should aim to:

e Ensure effective planning, coordination, and accountability for investment and outcomes
delivered by foundational supports.

e Reduce the ‘cliff' between those inside and outside the NDIS, by promoting equitable, efficient,
and effective supports for all people with disability.

e Ensure only high-quality foundational supports are invested in, by being explicitly evidence-
based and outcomes focused.

e Ensure community buy-in, by prioritising activities led by people with disability.

e Prioritise support where it is need most, by being place-based and responsive to community
needs.

e Engage and get 'buy-in’ from local governments, given their vital role in ensuring that local
communities are inclusive (and noting that local governments are signatories to the ADS).

e Support a sustainable and effective NDIS.

Incentives and structures should also be put in place to make sure the Strategy can live up to its
ambitions. This includes:

e An outcomes framework which measures, tracks and reports on investment and outcomes
across foundational supports. The framework should be supported by a detailed mapping of
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current foundational supports across jurisdictions. The framework should be aligned with
reporting obligations under the Disability Outcomes Council (see Action 20.5) and the
proposed new Disability Supports Outcomes Framework (see Action 23.1).

e Animplementation plan which should outline when and to what degree priority actions should
occur and markers for what success looks like relative to the desired outcomes. The
implementation plan should be reported against publicly on a yearly basis, measuring progress,
and complement reporting obligations under the Disability Outcomes Council (see Action 20.5)
and the proposed new Disability Supports Outcomes Framework (see Action 23.1).

e Governance mechanisms including a dedicated forum representing the community to provide
public accountability, feedback and advice on the adequacy of implementation, and a senior
responsible person in the Australian Government for the oversight of the Strategy across
governments. Foundational supports governance mechanisms should align with proposed
ecosystem governance reforms (see Recommendation 20).

2.2.6. Action & Implementation Details

Action 1.1: National Cabinet should agree to jointly design, fund and commission an expanded
and coherent set of foundational disability supports outside individualised NDIS budgets.

This should follow the recommended principles for joint funding (see Action 20.2) and be formally
agreed as part of the Disability Intergovernmental Agreement (see Action 20.1). As an immediate
step, National Cabinet should develop and release a Foundational Supports Statement of Intent
(Statement). The Statement should define foundational supports through two streams of activity
(general and targeted), including the new Navigator function (see Recommendation 4). The
Statement should represent a commitment from all governments to all people with disability that
foundational supports will be developed and funded as a critical part of an effective and
sustainable disability ecosystem.

Implementation detail:

The Statement should articulate the vision, desired outcomes and in-principle investment
priorities. Developing and releasing the Statement should be an immediately priority. It can then
guide the development of the Foundational Support Strategy (the Strategy) (see Action 1.2). The
Strategy should build on the Statement and provide more detailed information on how
foundational supports be planned, coordinated and across jurisdictions.

The Statement should also:

e Define the vision for foundational supports. For example, “A fair, connected and outcomes
focused support system that ensures all people with disability can access the right supports, at
the right time and place to achieve their potential”.

e Outline key outcomes expected from foundational supports, for people with disability,
governments and the wider community.
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e Agree in-principle to increased investment in foundational supports, including identified
investment priorities for specific support types and population groups.

e Detail how all governments will work together to ensure foundational supports meet current
and emerging needs of people with disability.

Action 1.2: The Department of Social Services, with state and territory governments,
should develop and implement a Foundational Supports Strategy.

The Foundational Supports Strategy (the Strategy) should provide a clear plan to make
foundational supports more widely available and more outcomes focused. The Strategy
should be a schedule to a new Disability Intergovernmental Agreement (see Action 20.1). The
Strategy should be focused on improving the planning, coordination, implementation, and
accountability of foundational supports across jurisdictions. Foundational supports should be
co-funded, and co-commissioned across all jurisdictions and reflect deep engagement with
people with disability, their families and carers. The Strategy will incorporate, redesign and
expand the current Information, Linkages and Capacity Building program so that it is more
strategic and long-term while also promoting innovation in community development (see
Action 1.3). The Strategy should be supported by a dedicated advisory group made up of
Disability Representative Organisations and people with disability.

Implementation detail:
To guide investment and delivery of foundational disability supports, the Strategy should:

e Define the vision for foundational supports. For example, “A fair, connected and
outcomes focused support system that ensures all people with disability can access the
right supports, at the right time and place to achieve their potential”.

e Establish clear principles to guide investment. For example, generally targeted towards
people outside the NDIS, focused on early intervention and prevention, evidenced based
and outcomes focused, placed-based and responsive to community needs and support a
sustainable and effective NDIS.

e Describe the differences between foundational supports, mainstream services and NDIS
individualised budgets and their responsibilities.

e Outline how people with disability, families and carers will find and access foundational
supports. This should include the role of Navigators, the National Disability Insurance
Agency, mainstream services, community organisations and other foundational support
organisations play.

e Establish a mechanism for the ongoing identification and monitoring of unmet need for
support for people with disability, particularly outside the NDIS, and developing
approaches for responding to that need.

NDIS Review | Supporting Analysis 39



Ensure an appropriate regulatory approach to quality and safeguarding, in line with the
recommendations of this Review (see Actions 17.1 and 19.2).

Establish an outcomes framework which measures, tracks and publicly reports on
investment and outcomes across foundational supports. The framework should be
supported by a detailed mapping of current foundational supports across jurisdictions.
The framework should be aligned with reporting obligations under the Disability
Outcomes Council (see Action 20.5) and the proposed new Disability Supports Outcomes
Framework (see Action 23.1).

Include an implementation plan which details priority actions and investment required by
governments, with defined timeframes, to realise the vision and outcomes of the
Strategy. The implementation plan should be reported against publicly on a yearly basis
and complement reporting obligations under the Disability Outcomes Council (see Action
20.5) and the proposed new Disability Supports Outcomes Framework (see Action 23.1).
Be supported by robust governance arrangements that ensure that implementation of
the Strategy occurs to a high standard, and those responsible for creating foundational
supports are accountable for achieving Strategy outcomes. It should also ensure
engagement between all governments and the people they represent is constructive. This
could include:

- The Disability Reform Ministerial Council monitoring and overseeing the Strategy and
implementation plan, including a minimum of one update per year on progress and
outcomes.

- A dedicated advisory group made up of Disability Representative Organisations and
people with disability. The group should provide public feedback and advice every
two to three years on the adequacy of the Strategy and its implementation. The
group should be representative of the community using and engaging with
foundational, including representation from intersectional groups, including First
Nations people, culturally and linguistically diverse, women and LGBTIQA+SB.

e Appoint a senior responsible person within the Australian Government with
appropriately resourced supporting functions, for the oversight of the Strategy across
governments.

e Conduct a detailed review and evaluation of the Strategy within five years of
commencement.
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2.3. Delivery and funding approaches for information and advice, capacity building and
navigational supports have not been effective

2.3.1. The Information, Linkages and Capacity Building program and local area coordination were
intended to build the capacity and skills of people with disability

Understanding the history of the ILC program is critical to improving the future design and delivery
of information and advice, capacity building and navigational supports for people with disability,
families and carers.

In July 2015 all governments agreed to the ILC Framework to support the implementation of ILC.
The ILC Framework described five activity streams that would be delivered:*

¢ Information, Linkages and Referral: connecting people with disability, their families and
carers with appropriate disability, community and mainstream supports

¢ Capacity building for mainstream services: building the capacity of mainstream service
providers (such as health and education providers) to meet their obligations and make them
more inclusive and accessible for people with disability

¢ Community awareness and capacity building: supporting organisations (such as not for
profits, local councils, businesses) and people within communities to be inclusive of people with
disability and understand the needs of families and carers

¢ Individual capacity building: building the capacity of people with disability through a range of
activities, including peer support, supported decision-making and self-advocacy, as well as one-
off, low level or episodic supports with a focus on preventative intervention

¢ Local area coordination: connecting across each of the streams of ILC to provide support to all
people with disability, regardless of whether they have an individualised budget.

The first four activity streams above have been implemented as the ILC grants program, currently
managed by the Department of Social Services (previously managed by the NDIA between 2016
and 2020). Local area coordination has been implemented separately by the NDIA as part of the
Partners in the Community Program.

In 2016 the ILC Commissioning Framework* was developed by the NDIA to implement the ILC
Framework. The ILC Commissioning Framework was informed by nation-wide consultations with
people with disability, families and carers, and the disability sector. It outlined the role of ILC in the
NDIS, the outcomes expected, how activities would be selected and funded, how performance
would be measured and managed and transition arrangements for state and territory governments.
The NDIA also developed an outcomes framework to measure the impact of activities funded by
ILC.

Between 2017 and 2018 state and territory governments worked in collaboration with the NDIA to
progressively transition to the NDIS and ILC. ILC funding was allocated for delivery of supports in
each state and territory through a combination of competitive grant rounds and transitional
funding agreements. ILC funding was intended to be allocated through a range of commissioning
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approaches, however, due to administrative and operational barriers the NDIA was unable to
allocate funding outside of grants.

In 2018 the NDIA released the ILC Investment Strategy (2018 — 2022) to outline how ILC would be
delivered and funded across four program areas.*

Figure 7: ILC activity streams corresponding to ILC programs

ILC activity streams ILC programs

Information, Linkages and Referrals National Information Program
Individual Capacity Building Individual Capacity Building
Community Awareness and Capacity Economic and Community Participation
Building

Mainstream Capacity Building Mainstream Capacity Building

Following the release of the ILC Investment Strategy a series of grant rounds were undertaken
across the four ILC programs in 2019 and 2020. In October 2020, the ILC grants program
transferred from the NDIA to DSS.

In 2021 the Centre for Social Impact and Swinburne University of Technology conducted a review
of the ILC program, which analysed gaps and unmet need across the program.*’ This review
highlighted the importance of ILC funded activities, but also the significant limitations and
inefficiencies in strategy, funding approaches and program design. More detailed information on
the findings of this review are discussed in Section 2.3.3.

In 2022 funding for 389 existing ILC projects, due to expire between June 2022 and February 2023,
was extended until 30 June 2024. These projects had been successful in grant rounds held between
2019 and 2020.

In 2023 grant rounds were undertaken across the Individual Capacity Building and Social and
Community Participation programs with funding of $90 million over three years and $50 million
over two years respectively.

The total annual funding for ILC amounts to approximately $135 million per annum.*®
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Figure 8: Approximate spread of funding across ILC programs

ILC programs Funding amount and proportion Grant number and proportion
National Information e Approximately $21.0 million per e 38 grants
Program annum e 6.6% of total grants
e 15.6% of average total ILC funding
Individual Capacity e  Approximately $60.8 million per e 248 grants
Building annum e 43.1% of total grants

e  45.0% of average total ILC funding

Economic and e Approximately $42.1 million per e 261 grants
Community annum e 453% of total grants
Participation e 31.2% of average total ILC funding

Mainstream Capacity e Approximately $11.1 million per e 29 grants

Building annum e 5.0% of total grants

e 8.3% of average total ILC funding

2.3.2. Information and advice, capacity building and navigational supports are key to better social
and economic outcomes for people with disability

Well designed, delivered and funded information and advice supports are essential for people with
disability, families and carers. These supports lead to people with disability:

e Accessing high quality, accessible, relevant and easy to understand information.

e Having better knowledge and understanding about disability and where to find support from
mainstream, community and foundational supports.

e Having greater trust, connections and usage of mainstream services and community supports
and activities.

e Making informed decisions and choices.

We have heard from people with disability, families and carers about the importance of quality,
trusted, accurate and localised information and advice supports.

“Providing accessible information and resources that are tailored to the specific needs
of individuals is crucial. This ensures that they have access to relevant information,
guidance and support. This can involve creating easy-to-understand materials,
developing digital resources and disseminating community-specific information.” —
Person with disability and provider *°

“We heard in many of our consultations that where people get information from is
important. Information from some sources like peer support groups or advocacy
organisations is seen as being more reliable or trustworthy than information from
other sources.” — Down Syndrome Australia *°
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Well designed, delivered and funded individual capacity building supports, such as self-advocacy,
peer support and supported-decision making are esssential for people with disability. These
supports lead to people with disability:

e Having skills and ability to self-advocate, lead and contribute to their community.

e Having greater social and economic independence, resilience and choice and control.

e Accessing and benefiting from the same services and participating in the same activities as
everyone else.

Section 2.3.2 focuses on the importance of individual capacity building supports for people with
disability. For specific information on family capacity building see Action 1.8.

Currently under the ILC program there is limited guidance regarding what individual capacity
building is — and what activities should be prioritised. The Model of Citizenhood Support,
developed by JFA Purple Orange, provides a useful framework for categorising individual capacity
building supports according to types of capital:”’

e Personal capital: related to belief in self, personal agency and aspirations
e Knowledge capital: related to information and skills

e Material capital: related to tangible physical/material resource

e Social capital: related to connectivity with other people

Individual capacity building supports are critical for all people with disability whether they are in
the NDIS or not. They are particularly important for people with an intellectual disability who have
historically limited opportunities to develop skills and even fewer opportunities to exercise them.
Without appropriate investment in individual capacity building supports, like self-advocacy, peer
support and supported decision making, many people with disability won’'t have the support they
need to be connected in their communities and be empowered to make decisions.

“The NDIS is for worst-case scenario. Wouldn't it make sense to give someone a little
bit of help, before they get to a worse scenario and need more intensive support.” —
Person with disability >*

“If you give us a little bit of support we won't fall through the cracks” — Person with
disability >3

Investment in self-advocacy, peer support and supported decision making as part of foundational
supports should be complemented by reforms that ensure NDIS participants, including those with
complex needs receive tailored advice and decision-making support (see Actions 5.1 and 5.5).

We heard from people with disability about the importance of peer support and self-advocacy in
developing new skills and friendships, advocating for issues that matter most to them and
providing meaningful employment.

“I should not be ashamed of my disability. Self-advocacy and peer support makes us
strong. We can do so much” — Person with disability >*
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“It brings [self-advocacy] us together and gives us power and a sense that we're not
alone and can make change happen” — Person with disability >

“It is important that we have a voice. I'm more confident in myself speaking up on
issues that matter to me” — Person with disability *®

“It has provided me a normal wage and has made me feel valued” — Person with
disability 7

The importance of self-advocacy for people with disability, in particular people with an intellectual
disability has also been highlighted by research conducted by the University of New South Wales.
This research showed that self-advocacy leads to tangible improvements in people’s health and

well-being, including to:*®

Support better mental health, by improving people’s self-esteem and confidence, reducing
loneliness and isolation, and providing a new found sense of ‘belonging’

Help people make positive lifestyle changes to improve their physical health and supporting
people to access healthcare

Facilitate the development of new skills that people can draw upon in other parts of their life
Empower people to ‘speak up’, to understand their rights and to have greater choice and
control

Support people to make significant changes in their lives, for example, in relation to housing or
employment

Help to build people’s resilience and support people to act, particularly in the face of sustained
experiences of bullying and harassment.

Well-designed, delivered and funded mainstream and community capacity building supports are
essential for people with disability, families and carers. These supports lead to:

People with disability using the same mainstream services, community supports and activities
as everyone else

Mainstream services and community supports and activities delivering services that are
appropriate to needs of people with disability

Mainstream services and communities becoming advocates and leaders in inclusive and
accessible practices.

Well-designed, delivered and funded navigational supports are essential for people outside the
NDIS. These supports lead to:

People with disability accessing newly established and existing foundational supports in their
local community

People with disability finding and accessing the right support, at the right time and place across
support systems, including mainstream services and community supports and activities

People with disability building their capacity to determine their own goals and participate in the
local community.
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We provide more information on the importance of navigational supports for all people with
disability as part of Recommendation 4.

2.3.3. The Information, Linkages and Capacity building Program and Local Area Coordinators have
not been coordinated, funded or delivered effectively

The ILC program has played an important role in supporting many people with disability to access
information and advice, building their individual capacity and advocating for issues that matter
most to them. Without the ILC program many critical supports would not be available, including
peer-support, self-advocacy and supported decision-making.

“ILC has been important in helping people develop new skills and advocate for issues
that matter most to us” — Person with disability/organisation >°

However, the ILC program has not provided adequate and effective supports for people with
disability and has not driven systemic change to support inclusive and accessible mainstream
services and communities.

We have identified several critical factors that have limited the success of the ILC program. These
are consistent with findings from the Swinburne University of Technology review® and have been
informed by submissions from people with disability, families and carers, disability sector
organisations, governments and other key stakeholders. The critical factors are:

e Context and strategy

- The ILC grants program and Local Area Coordinators (LACs) have operated in a significantly
different context than was expected when the ILC Framework was agreed in 2015. The ILC
Framework expected LACs would support people with disability outside the NDIS including
linking people to services or community activities. LACs were also expected to play a
significant role in community capacity building. The diversion of LACs into planning limited
their ability to perform these two key tasks. ©'

- There was no holistic strategy beyond just the ILC program that articulated the broader role
of ILC and its relationship with other initiatives.

e Funding amount and design

- Investment in ILC never matched the ambition of the ILC Framework — which sought to
benefit all Australians with disability, their families and carers.

- Funding has been short term, project-based, fragmented and reliant almost entirely on time
limited grants with a lack of alternative commissioning approaches.

- Funding approaches have not adequately supported national, state and community based
infrastructure to enable innovative practice and ensure service continuity.

- Funding approaches have been too centralised and have not sufficiently balanced national
priorities and a desire for consistency with a need for subsidiarity and local ownership and
priorities.
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Funding has been uncoordinated and has been disconnected with broader disability
investment and initiatives, including Partners in the Community, the Disability Gateway and
Disability Representative and Carer Organisations.

No funding has been allocated for time limited or episodic supports that focus on early
intervention.

Funding for mainstream service and community capacity-building has been project based
and have been relatively small and unsuited to systemic change.®

Program design

The National Information Program has paid limited attention to improving the availability
and delivery of face-to-face information and advice at a state and local level, with a
disproportionate focus on nationally consistent information delivered online.

The connection between the National Information Program and other information related
initiatives, such as the Disability Gateway, is not clear, with confusion on how and where to
find disability specific information.

The ILC has led to many community-based projects, but there has been a lack of nationally
consistent practice and variable coverage across states and territories. There has not been a
mechanism to bring organisations together to share best practice or lessons learnt.

Many of the mainstream capacity building and economic/social community participation
programs have been project or organisation specific (for example one hospital or one
sporting club) The projects have not focused on ways to leverage meaningful inclusion and
accessibility across entire communities. Their impact has therefore been more limited. There
has not been a mechanism to link projects or organisations together.

Local governments have not been engaged, notwithstanding their major role in promoting
inclusion in local communities.

Sector engagement and grant processes

A lack of transparency and clarity on timeframes for grant opportunities coupled with a
complex grant process has created barriers for organisations (including disability
representative and carer organisations) in preparing funding applications.

Limited face to face engagement to support organisations understand funding
opportunities and to manage and report on projects effectively.

Limited opportunities for organisations to build their capability, share resources and
collaborate across the sector, for example communities of practice.

“The ILC grants approach is currently viewed as a ‘piecemeal’, ‘scattergun’ and patchy
‘jigsaw’ of funding that undermines the achievement of the ILC outcomes.” — Centre
for Social Impact, Swinburne University of Technology ®
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“There needs to be a better balance between short term and long-term funding, and
between continuity and innovation” — Organisation

“A big part of the missing puzzle (ILC), | believe, is engagement and support of
mainstream and community organisations so that people with disability feel welcome,
supported and valued — in sporting clubs, neighbourhood centres, community groups,
and everywhere people gather to socialise, learn and grow.” — Carer and NGO %

Local Area Coordination

LACs were intended to play a critical role in the success of the NDIS and the ILC program. It was
envisaged LACs would provide assistance to all people with disability to connect into mainstream
services and community activities. In addition, LACs would work with communities to make them
more inclusive and accessible. This was based on the successes of LACs in Western Australia, where
the model originated.

In recognition of LAC's role contributing to the ILC program, they were intended to be the NDIA's
largest single investment in delivering ILC outcomes. As part of the initial LAC partner contracts, it
was stipulated that LAC partners were expected to allocate 20 per cent of effort towards the
delivery of ILC activities, including supporting people with disability outside the NDIS.®® We
understand that current LAC contracts place no requirements for these activities.

As a result, there has been minimal or no incentives or accountability mechanisms in place to
ensure LAC partners prioritise ILC activities and support people outside the NDIS. In addition, the
NDIA has faced caps on its resources. As a result, LACs have focused all or nearly all of their
attention on planning and assisting NDIS participants’ access supports.

We have consistently heard that local area coordination has not worked as intended and is not
meeting the expectations of people with disability, families and carers. This is highlighted by the
lack of support for people with disability outside the NDIS and the lack of attention on delivering
mainstream and community capacity building and inclusion activities.

“LACs provide little or no help to people who are not funded by the NDIS” — Melbourne
Disability Institute ®

“There is a specific need for information about other supports available in community, for
people not eligible for a NDIS support plan. This was an intended role for LACs that has not
been delivered and the impact of this gap means that people with disability not eligible for
NDIS are not getting the supports they need.” — Queenslanders with Disability Network

“LACs spend most of their time connecting people to the NDIS rather than to their
local community and mainstream services. NDIS participants reqularly tell us their
LAC has limited knowledge of — or presence in — their local community.” — JFA
Purple Orange *°

Despite the shortcomings of local area coordination, we have heard that some LAC providers have
established dedicated community capacity building functions and resourcing.”® However, to meet

NDIS Review | Supporting Analysis 48



the requirements of their contracts with the NDIA, LAC providers have still prioritised the needs of
NDIS participants.

There are several factors that have limited the success of LACs, including:

Constraints on the NDIA's resourcing and staffing meant LACs were primarily directed to
supporting NDIS participants through planning and accessing related supports, at the expense
of their originally intended functions’’

Limited accountability and reporting requirements to incentivise LACs to support non-
participants and delivery of mainstream and community capacity building activities

A lack of coordination and alignment between LACs and ILC funded organisations and activities
Limited coverage of LACs beyond metropolitan areas and major regional centres

Community capacity building activities have been focused on raising awareness, particularly
awareness of the NDIS, rather than on building inclusive and accessible communities

Some LAC providers have insufficient disability expertise and knowledge of the communities
they support. LAC contracts were awarded to large community service organisations or for-
profit businesses. In some cases, the LACs had no previous footprint in the regions where they
were contracted to provide services.

2.34. Increased investment coupled with reforms to design and delivery are critical to improving

the quality and availability of foundational supports

We recommend the following three reforms to address current limitations in the funding, design

and delivery of the ILC program and maximise social and economic outcomes for people with
disability:

A dedicated information and advice and individual capacity building initiative

A dedicated mainstream and community capacity building and planning initiative

The delivery of navigational supports for all people with disability, including allocation of a
dedicated resources for people outside the NDIS.

These reforms should be complemented by:

The proposed establishment of a family capacity building program for families and caregivers
of children with development concerns and disability (see Action 1.8). This program should
ensure families have access to timely and appropriate supports, such as information and peer
support so they can build the skills and confidence to support their child or loved ones.
Supports provided as part of family capacity building program should not duplicate supports
provided as part of information and advice and individual capacity building initiative.

The progressive roll-out of alternative commissioning arrangements for both First Nations
communities and remote communities, starting as soon as possible (see Action 14.1). As part of
this reform, communities will have the ability to decide what supports most appropriately meet
local needs, which may include information and advice and capacity building supports and
other foundational supports.

NDIS Review | Supporting Analysis 49



Information and advice / individual capacity building

We recommend a dedicated information and advice and individual capacity building initiative that
expands the support available and addresses limitations with the National Information Program
and Individual Capacity Building programs funded through ILC.

There is strong evidence for the expansion of individual capacity building supports for people with
disability. They deliver significant social and economic for benefits people with disability and are a
cost-effective way to deliver support. It is estimated that current ILC individual capacity building
projects support approximately 30,000 to 45,000 people with disability, at an approximate cost of
$1,300 to $2,000 per person.’

Given the benefits of individual capacity building supports and the number of people with disability
who could benefit from these activities, this level of coverage is inadequate. We estimate that for
every additional $1 million in investment, an additional 375 to 700 people with disability will access
support. As a priority, expanded supports could help some of the 800,000 people with disability
who rely on help outside of the NDIS to meet their daily support needs.

The proposed expansion of supports aligns with what we have heard from people with disability,
the sector and other key stakeholders, as well evidence from previous inquiries, including from the
NDIS Independent Advisory Council in 2021. The NDIS Independent Advisory Council
recommended ILC funding be equivalent to 1 per cent of scheme costs, which would have equated
to approximately $350 million per year.”

A balance must also be struck between providing longer term funding and ensuring flexibility to
respond to emerging needs or encourage innovation. Longer term funding is essential to ensure
programs and activities are available when people need them and can establish themselves as
trusted and reliable. It is also essential to the viability of organisations, particularly small
organisations. At the same time there must be a stream of short-term funding available to
encourage innovation and creativity and respond to emerging or changing needs.

The expansion and redesign of information and advice and individual capacity building supports
should be focused on:

e Ensuring more people with disability, families and carers are connected and have the
information and advice they need to make decisions and choices. Information and advice
supports funded under this initiative should not duplicate information delivered as part of the
proposed Family Capacity Building (see Action 1.8)

e Build the skills and capacity of more people with disability to live independently and participate
in their communities. Capacity building supports for families and carers should be delivered as
part of the proposed Family Capacity Building program (see Action 1.8).

Key to achieving these outcomes and addressing current limitations of the ILC program are:

e Significantly increasing total funding to be more reflective of the need for and importance of
foundational supports for people with disability
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e Encouraging consortia at a national and state level, where appropriate, to support consistency,
quality and availability of supports for people with disability
¢ Shifting towards longer term funding and creating dedicated funding streams for:

- National and state-wide supports and initiatives, such as the delivery of national or state-
wide information and advice for a particular disability-type or a nationally consistent model
for self-advocacy

- Local, community-based supports, such as local peer support groups which should then
include priority groups with little support such as women with an acquired brain injury

- New and innovative projects that could be replicated, shared or scaled nationally, such as a
new approach to supported decision-making or how information and advice is delivered in
rural and remote communities.”

e Using multiple and varied funding approaches, beyond time-limited grants

e Deliberate market engagement, prior to funding rounds, with people with disability and the
sector to more effectively identify and address support gaps and investment priority areas

e More clearly prioritising Disability Representative and Carer Organisations and priority
individual capacity building supports, such as peer support, supported decision making and
self-advocacy, in recognition of the importance and value of supports delivered by people with
disability

e Simplifying and improving the application and funding process. This would include
engagement with people with disability and the broader community sector, such as holding
face to face workshops with people with disability and providing materials in Easy English and
other languages to support organisations that work with culturally and linguistically diverse
communities to apply and deliver activities.

Mainstream and community capacity building and planning

We recommend a dedicated mainstream and community capacity building and planning initiative
to address current limitations with the Mainstream Capacity Building and Economic and
Social/Community Participation programs funded under ILC.

In contrast to the information and advice and individual capacity building initiative, this initiative
will not deliver direct support for people with disability. Instead, it will fund organisations within a
particular geographic region to work with mainstream service providers, such as local hospitals and
schools, and community organisations, such as sporting clubs and businesses, to make sure they
are more inclusive and accessible for people with disability.

The initiative should focus on:

e Supporting people with disability to use and benefit from the same mainstream services,
community supports and activities (such as sporting clubs, arts and recreation, religious and
cultural groups) as everyone else.

e Building the capability of mainstream services and community organisations to become
advocates and leaders in inclusive and accessible practices.
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e Building a strong and constructive relationship with the NDIA and navigators — that support
people with disability to be connected and linked to mainstream services and community
activities and supports.

e Improving mainstream services and community supports to deliver services that are
appropriate to needs of people with disability.

e Complementing, not substituting, current and future inclusion and accessibility initiatives from
Australian Government, state and territory and local governments.

e Mapping and highlighting existing mainstream services and community supports and
identifying gaps or inefficiencies.

Key to achieving these outcomes and addressing current limitations of the ILC program are:

e Significantly increasing total funding so that it is more reflective of community need and the
importance of inclusive and accessible mainstream services and communities.

e Facilitating consortia and partnership between local governments, Disability Representative and
Carer Organisations, community sector organisations and local grassroots organisations. This
should improve nationally consistent practice while ensuring activities and supports are
responsive to the needs of local communities.

e Ensuring state and territories play a more active role in how the program is planned, funded
and delivered, and the program is complementary of existing investment from state, territory
and local governments.

e Ensuring funding complements and does not replace or duplicate existing state, territory and
local government investment or responsibilities.

e Shifting toward longer term funding that is reflective of the systemic and long-term nature of
driving meaningful change in inclusive and accessible mainstream services and communities.

e Shifting toward funding selected organisations for a defined geographic region (such as a Local
Government Area, Service Region or Primary Health Network), rather than project funding to
make an individual mainstream service (such as a hospital) or community organisation (such as
a single sporting club) more inclusive and accessible.

Navigation Function

We recommend a dedicated funding stream is provided to ensure people with disability outside
the NDIS receive fair, adequate and appropriate navigational supports. The investment and
approach for navigational supports for people outside the NDIS should be guided by a new
dedicated navigation function (see Action 4.1).

This dedicated investment should build up over time and when fully implemented deliver in the
order of 5 to 15 hours per year of navigational support for an estimated 300,000 to 500,000 people
with disability outside the NDIS. The estimated number of people outside the NDIS likely to access
navigational supports has been informed by:

e The total number of people with disability deemed ineligible since the scheme began — 108,000
as of end 2022"
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e The approximate number of people with disability accessing Disability Employment Services -
280,000

e The approximate number of people under 65 with disability who rely on supports outside of
individualised budgets to meet their daily living support needs - 800,000.”

Appropriate and proportionate investment is critical to ensure people with disability outside the
NDIS can access the right support at the right time and place across the support ecosystem. This
includes accessing more widely available general and targeted foundational supports, such as
individual capacity building supports, HACC, early support services and psychosocial support
services.

Failure to provide adequate navigational supports could delay or prevent people with disability
accessing the right support, such as early intervention supports for adults with a psychosocial

disability or children with development delay. This could in turn have negative flow on impacts for

health, social and economic outcomes for people with disability, families and carers.
This approach should:

e Ensure people with disability outside the NDIS receive adequate and effective navigational
supports.

e Empower people with disability outside the NDIS to determine their own goals, make their own

decisions and work towards achieving what is important to them.

e Support people with disability outside the NDIS understand, find and connect with supports
across mainstream, community and foundational supports and participate in their local
community.

Key to achieving these outcomes and addressing current limitations of the LAC program:

e Deliver tailored and proactive support for people with disability outside the NDIS — beyond
those deemed ineligible for the scheme.

e Create financial and other incentives to ensure support for people with disability outside the
NDIS is prioritised and maintained.

e Ensure successful organisations have a strong and complementary relationship with local
mainstream services, community organisations and foundational supports providers.

e Ensure successful organisations are held accountable for time, resources dedicated and
outcomes for people with disability outside the NDIS.

2.3.5. Action & Implementation Details

Action 1.3: National Cabinet should agree to jointly invest in and redesign information and

advice and capacity building supports.

These services are currently delivered through the Information, Linkages and Capacity Building

(ILC) program. Replacing the existing program with two new initiatives should improve the
consistency, quality and coverage of information and advice and individual capacity building
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supports at a national, state and local level. The emphasis should shift from one-off
disconnected project-based funding to reliable and longer-term funding for organisations who
deliver advice and capacity building support that is available to all people with disability.

Implementation detail:

Australian governments, through their Foundational Supports Statement of Intent, should
commit to replacing the ILC program with two new initiatives:

e Initiative one: Information and advice and individual capacity building
e Initiative two: Mainstream and community capacity building and planning.

Australian governments should commit additional funding towards these new initiatives.
Funding should grow over time as this element of the Foundational Supports Strategy is
implemented in full. This investment would be in addition to current investment (which is in the
form of ILC program funding) and should then be indexed to maintain its value in real terms
from year to year.

Initiative one: Information and advice and individual capacity building

The Australian Government with states and territories should establish and administer a new
initiative for the delivery of national, state and local information and advice, and individual
capacity building supports.

The initiative should:

e Ensure people with disability, families and carers are connected and have the information
and advice they need to make decisions and exercise choice and control

e Improve the availability and accessibility of quality, independent and trustworthy information
at a national, state and local level

e Improve and simplify how information and advice is coordinated across information systems,
including the NDIS, Disability Gateway, mainstream services and individual disability specific
information services

e Build the skills and capacity of people with disability to live independently and participate in
their communities

e Support national, state and local coverage and best practice in priority activity areas,
including self-advocacy, peer support and supported decision-making. In delivering this,
consideration should be given to Actions 5.1 -5.5

e Increase the availability of localised community based individual capacity building activities
for people with disability. Program coordination should facilitate and support nationally
consistent approaches and sharing of best practice, while ensuring local activities respond to
local needs.

The following should occur to support implementation:
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Ensure organisations funded under funding stream one and two (see below) receive long
term funding, for between three and five years, and in some defined circumstances ongoing
funding

Prioritise Disability Representative and Carer Organisations and self-advocacy, peer support
and supported decision-making supports and initiatives

Establish three dedicated funding streams:

- Funding stream one: for national and state wide supports and initiatives. This should
support greater consistency, coverage and best practice at a national and state level,
including for self-advocacy and peer support.

- Funding stream two: for local supports and initiatives. This should be focused on
addressing community level needs that complement existing national and state supports
and initiatives.

- Funding stream three: provides short term funding (up to 24 months) for innovative
projects. This should be focused on supporting the trialling and testing of new and
innovative approaches that address current or emerging areas of unmet needs, or
proposals which could be replicated, shared or scaled nationally.

Establish focus areas to determine funding priorities across the initiative. These could
include:

- Specialist or diagnostic expertise: supports that address specific needs of particular
disability groups, including people with intellectual disability and people with
psychosocial disability

- Intersectional groups: supports that address the needs of First Nations people, culturally
and linguistically diverse, women and LGBTIQA+SB communities and people with co-
occurring conditions

- Rural and remote communities: supports that address local needs and circumstances in
rural and remote communities

- People led activities: supports that are delivered by people with disability, for people
with disability

Facilitate consortia at a national and state level, including community and volunteer led
organisations.

Use multiple funding approaches, including program funding, grants, seed funding,
procurements and open and targeted tenders.

Conduct market sounding, prior to commencing funding rounds, with people with disability,
the disability sector and other key stakeholders to gather information on support gaps and
inform investment priority areas.

Develop an outcomes framework that tracks, reports and measures outcomes for people
with disability at a national, state and local level. The framework will be reported against
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publicly on a yearly basis. The framework should be aligned with the proposed new
Disability Supports Outcomes Framework (see Action 23.1).

e Ensure the initiative complements proposed foundational supports reforms for people with
psychosocial disability and families and carers (see Actions 1.11 and 1.8).

e Improve funding processes and engagement including:

- Provide predictable timeframes for grants and provide reasonable lead times between
current and future rounds. This will enable organisations run by people with disability
and small organisations to have sufficient time to develop proposals and seek assistance
if required.

- Delivery of face-to-face engagement to support organisations understand funding
timeframes and requirements and ask questions.

- Make applying and reporting on initiatives easy to understand and accessible for people
with disability, including exploring non-traditional ways to collect information on people
led initiatives (such as interview or video applications or non-standard ways of reporting
on outcomes such as videos).

Initiative two: Mainstream and Community Capacity Building and Planning

The Australian Government with states and territories should establish and administer a new
initiative for the delivery of mainstream and community capacity building and planning
supports.

The initiative should:

e Support people with disability to use and benefit from the same mainstream services,
community supports and activities as everyone else

e Build the capability of mainstream services and community supports/activities to be more
inclusive and accessible for people with disability

e Build the capability of mainstream services and communities to become advocates and
leaders in inclusive and accessible practices

e Build a strong and constructive relationship with the National Disability Insurance Agency
and navigators — that support people with disability to be connected and linked to
mainstream and community services
e Map existing mainstream services and community supports and identify gaps or

inefficiencies - for example particular mainstream services that are not inclusive or

accessible or opportunities for collaboration across mainstream and community
organisations.

The following should occur to support implementation:

e Ensure selected organisations are responsible for driving inclusion and accessibility
across a defined geographic location, for example specific local government areas, state
government regions, Primary Health Networks, or across areas assigned to navigators
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e Ensure mainstream and community capacity building activities are time limited and do
not lead to ongoing resourcing

e Ensure selected organisations receive longer term funding, up to three years

e Ensure activities to drive inclusive and accessible mainstream services and communities
complement current and future initiatives from Australian government, state and
territory and local governments - and do not substitute or replace effort which is the
responsibility of all governments

e Work in partnership with navigators and selected organisations to deliver foundational
supports, mainstream service providers and community organisations (see Action 4.1)

e Develop an outcomes framework that tracks, reports and measures inclusion and
accessibility outcomes for people with disability at a national, state and local level. The
framework will be reported against publicly on a yearly basis. The framework should be
aligned with the recommended new Disability Supports Outcomes Framework (see
Action 23.1).

Action 1.4: National Cabinet should agree to jointly invest in navigation support for people
with disability outside the NDIS.

This should ensure people with disability outside the NDIS receive fair, adequate and
appropriate navigation supports (see Recommendation 4). It should support people to
determine their own goals, connect with mainstream services, community supports and
foundational supports and participate in their community.

Implementation detail:

Australian Governments, through their Foundational Supports Statement of Intent, should
commit to navigational supports for people outside the NDIS. The funding amount should build
up over time and could aim to deliver approximately 5 to 15 hours per year of navigational
support for an estimated 300,000 to 500,000 people with disability outside the NDIS.

The following should occur to support implementation:

e Establish financial and other incentives to ensure support for people with disability outside
the NDIS is prioritised and maintained.

e Ensure successful organisations are held accountable for time and resources dedicated for
people with disability outside the NDIS.

e Ensure successful organisations are held accountable for outcomes delivered for people with
disability outside the NDIS. This should be aligned with reporting obligations under the
Disability Outcomes Council (see Action 20.5) and the proposed new Disability Supports
Outcomes Framework (see Action 23.1).
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e Ensures successful organisations have a strong and complementary relationship with local
mainstream services, community organisations and foundational supports providers.

2.4. Disability advocacy is underfunded and disconnected across jurisdictions, leading to
people with disability missing out on effective advocacy support

2.4.1. Disability advocacy is a shared responsibility across jurisdictions

The Australian Government and state and territory governments agreed to the National Disability
Advocacy Framework 2023-2025 (Advocacy Framework) and the National Disability Advocacy Work
Plan (Advocacy Work Plan). The Advocacy Framework and Work Plan committed governments to
shared responsibility for disability advocacy and achieving an effective network of disability
advocacy across Australia.”

There are a variety of types of disability advocacy currently delivered across jurisdictions, including
(but not limited to):"®

¢ Individual advocacy is a one-on-one approach, undertaken by a professional advocate,
relative, friend or volunteer, to prevent or address instances of unfair treatment, discrimination,
exploitation or abuse.

e Systemic advocacy involves working for long-term social change to ensure the collective rights
and interests of people with disability are served through legislation, policies and practices.

e Self-advocacy is undertaken by someone with disability who speaks up and represents
themselves. Support and training for self-advocacy is available through community-based
groups and is funded primarily through the ILC program.

¢ Legal advocacy upholds the rights and interests of individual people with disability by
addressing the legal aspects of discrimination, abuse and neglect. It is distinct from legal aid
and legal aid services.

Disability advocacy is funded primarily through the National Disability Advocacy Program,
administered by DSS, and state and territory advocacy programs.

Based on estimates from DANA and data provided to the Review, it is estimated that between

$60 million and $100 million per annum is spent on disability advocacy programs by all
governments, including approximately $25 million per annum for the National Disability Advocacy
Program.® However, limitations in data quality present challenges in drawing an accurate picture
of how funding is spread across jurisdictions, issues, disability types and advocacy types.
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2.4.2. Disability advocacy support is essential to promote, protect and defend the human rights of
people with disability and delivers significant social and economic benefits

Throughout history, people with disability have experienced violence, abuse, neglect, exploitation,
segregation and discrimination. Despite progress, many people with disability continue to face
barriers, discrimination and abuse, preventing them from enjoying the same rights, opportunities
and freedoms as other Australians.

Disability advocacy plays a critical role in promoting, protecting and defending the human rights of
people with disability, including First Nations people, people with complex support needs and
people with disability who interact with the justice system.

Disability advocacy also supports people with disability to achieve better social and economic
outcomes, including: &'

e Increased choice, control and wellbeing, and ability to exercise their right to make decisions,
and be involved in decision-making processes that affect their lives.

¢ Increased participation in civil, economic, and cultural life.

e Being empowered to express their views on how supports and services can be designed and
delivered to better meet their needs.

e Improved access and experiences with mainstream services, community activities and supports
and disability supports (including the NDIS).

Disability advocacy also plays a critical role in supporting regulatory oversight and complaints
functions of the NDIS Quality and Safeguards Commission, Public Advocates across the country
and the ombudsman functions in government.

Investment in individual disability advocacy supports delivers significant economic benefits. This is

achieved by contributing to greater economic participation for people with disability and reducing

the operational costs and pressure on other government services, such as child protection,

education and health care. As part of a 2017 cost benefit analysis by DANA, it was estimated that

disability advocacy provides a benefit-cost ratio of 3.5:1 for each dollar spent.®

2.4.3. Current disability advocacy supports are insufficient to meet the growing needs of people
with disability, leading to people slipping through the cracks

Evidence from DANA suggests that there is approximately twice as much demand for advocacy in
comparison to supply. Based on current resources, advocacy organisations are unable to meet the
support needs of all people with disability.®

“Advocacy organisations cannot service all the people seeking advocacy support with
current resources ... This is a massive shortfall with serious flow-on effects for people
with disability and for mainstream systems” — Disability Advocacy Network Australia®

The Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability
(Disability Royal Commission) has also highlighted the inadequacy of current disability advocacy
supports.®> Based on independent analysis commissioned on the level of unmet need for disability
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advocacy the Royal Commission has recommended the Australian Government commit additional
funding for 2024-25 and 2025-26 of $16.6 million a year for the National Disability Advocacy
Program and $20.3 million a year for the NDIS Appeals Program.®®

We have also heard that current advocacy supports are inadequate to meet the needs of people
with disability. This is driven by a combination of factors:

e Advocacy organisations are underfunded to meet the advocacy support needs of people with
disability

“I rely on others to advocate for me, mainly mum and dad, as it is almost impossible
to get an advocate.” - Participant &

“There is no advocacy funding so people can have certainty what they should be
getting from whom and to support them to receive this.” Participant, carer and
provider %

“Adequate ongoing funding and resources must be provided for individual advocacy to
ensure that advocates are available by phone, online or in-person to participants and
anyone needing expert advice and assistance to exercise their rights regardless of their
location or mode of communication.” — People with Disability Australia %

e Advocacy resources being overwhelmed and consumed primarily by NDIS related matters. This
means that advocacy organisations do not have adequate resources to support people with
disability outside the NDIS.

“Currently, the NDIS accounts for approximately 50% of the advocacy workload across
all types of advocacy.” — Disability Advocacy Network Australia *°

“NDIS applicants are not lawyers but are expected to navigate a complex legal system
nonetheless, often without advocacy or appropriate representation — which seems
highly disadvantageous, if not discriminatory.” Person with disability *'

e Alack of available and effective foundational supports, including navigational support,
information and advice, puts pressure on advocacy organisations to fill service gaps and directs
organisations away from their core business.

2.4.4. A coordinated approach and additional funding for disability advocacy should ensure
people with disability have access to effective support

While disability advocacy is a shared responsibility of all governments, further work is still required
to translate this into effective practice.

The Australian, state and territory governments continue to fund disability advocacy programs
separately. They use different service and funding models, and there is no mechanism to identify
service coverage or identify unmet need at a national, state or local level. As a result, many people
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with disability are unable to access effective disability advocacy supports, limiting their ability to
exercise choice and control on the issues that matter most to them and participate as equal
members in the community.

The Advocacy Framework and Advocacy Work Plan are important steps in aligning advocacy
strategy, funding and practice across jurisdictions. While also translating shared responsibility into
practice that leads to more accessible and effective disability advocacy supports.

What we have heard from people with disability, families and carers and the disability sector has
reiterated the importance of all governments accelerating priority work areas under the Advocacy
Work plan, including:

e A detailed mapping of current advocacy services across jurisdictions to provide a clearer picture
of the availability of services and service gaps.

e Areview of existing funding arrangements across jurisdictions that determines how much
additional funding is required to meet the growing demand, with a particular focus on
individual advocacy.

2.4.5. Action & Implementation Details

Action 1.5: National Cabinet should agree to jointly invest in achieving nationally consistent
access to individual disability advocacy services

To ensure people with disability have access to effective individual advocacy support there
should be better coordination of funding and activities across the Australian Government
National Disability Advocacy Program, and state and territory advocacy programs. Funding
increases should have regards to the findings from the Royal Commission into Violence, Abuse,
Neglect and Exploitation of People with Disability, and the National Disability Advocacy
Framework and Disability Advocacy Work plan.

Implementation detail:

The Australian Government in collaboration with state and territory governments should
undertake the following to inform funding increases:

e Complete a detailed mapping of current advocacy services across jurisdictions that gives a
clearer picture of the availability of individual advocacy services and identifies where service
gaps exist.

e Complete mapping of existing funding arrangements across jurisdictions. This should focus
on the adequacy of existing funding, identify opportunities to better coordinate existing
funding and determine how much additional funding is required to meet the growing
demand for individual advocacy services, including legal advocacy.
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2.5. Disability policy, practice and services need to better understand and respond to the
needs of LGBTIQA +SB communities

2.5.1. The Disability Representative Organisations program is intended to provide systemic
advocacy and representation for Australians with disability.

The Disability Representative Organisations (DRO) program, administered by DSS, is designed to
build the capacity for all people, and their representative organisations, to have their views
communicated to government, regardless of type of disability, gender, cultural background, age or
membership.

Funding enables nominated peak bodies to provide systemic advocacy for Australians with
disability to:

e Promote an understanding of the lives of people with disability
e Promote and protect the rights and dignity of people with disability
e Foster support for the participation of people with disability in all aspects of community life.

These peak bodies provide advice to government on breaking down barriers and improving social
and economic participation and engage with a range of ministers and portfolios.

2.5.2. LGBTIQA+SB people with disability continue to experience discrimination and
underrepresentation

LGBTIQA+SB people with disability experience intersection and multi-layered discrimination due to
their diverse sexual orientations, gender identity and intersex status. Applying an intersectional lens
at all levels is fundamental to developing a more inclusive society for LGBTIQA+SB people with
disability.*

Gender and sexuality are core elements of identity that impact how people with disability
experience all aspects of life, including their disability, diagnosis, interaction with government
services (including the NDIS), disability services and supports and social and economic
participation. While robust intersectional data is poor, anecdotally we know disability prevalence
rates are high amongst LGBTIQA+SB communities. The 2014 ABS General Social Survey estimated
that 30 per cent of people who identify as gay, lesbian, bisexual or ‘other’ have a disability.*

A study in the United Kingdom found that autistic people are 3 to 6 times more likely not to
identify with the sex they were assigned to at birth.** In Australia, a recent study found that

22.5 per cent of trans-identifying people have an autism diagnosis, compared to 2.5 per cent of the
Australian population.® Autism Spectrum Australia has also highlighted this same study estimates
up to 25 per cent of gender diverse people may also be Autistic.?®

Despite the high prevalence of disability among LGBTQIA+SB communities, they often feel invisible
and underrepresented. Research by Deakin University found that “Current policy and practice
guidelines on disability care and support in Australia do not adequately acknowledge the unique
experiences of LGBTIQA+ people with disabilities, or outline actions and strategies to address
specific support and care needs.”’
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We heard about how this exclusion impacts on LGBTIQA+SB people’s autonomy, safety,
help -seeking behaviours and ability to access supports.

“Many of these groups may not have access to documentation required to prove
eligibility, including due to age, lack of access to healthcare and other service systems,
disconnection from family or community, and migration or displacement.” — Co-Group
Feedback to the NDIS Review Panel (Appendix B)

We also heard how services fail to recognise and respond to cultural, gender and sexuality diverse
need incite fear and put LGBTIQA+SB people with disability at a greater risk of harm.

“Access to services to assist with navigating the NDIS process might be difficult due to
homelessness, a lack of digital or English literacy, a lack of services in rural and
remote areas, a lack of culturally safe services, or fear of harm or discrimination on
the basis of sexual or gender identity, particularly in faith-based organisations.” —
Co-Group Feedback to the NDIS Review Panel (Appendix B)

In 2022, a research report commissioned by the Disability Royal Commission found that over a
12 month period more than half (52.7 per cent) of young people with disability (aged 14-21)
experienced verbal harassment or abuse due to their sexuality or gender identity (compared to
34.7 per cent of young people without a disability). The same survey also found 15 per cent had
experienced physical harassment, double that of those without disability (7.5 per cent). Most
alarming however is that almost one third (31.7 percent) of young people with disability had
experienced sexual harassment due to their sexuality or gender identity.*

2.53. Alack of representation is having negative impacts on inclusion and participation for
LGBTIAQ+SB communities

The lack of disability rights-based advocacy for LGBTIQA+SB communities was identified
throughout the Disability Royal Commission and led to the recommendation for the inclusion of
LGBTIQA+ people with disability as a priority work area for the Advocacy Work Plan.*

In 2020, the NDIA recognised the need to respond through the development of an initial NDIA
LGBTIQA+ Strategy. However, more needs to be done to ensure that we understand the profile of
this culturally, gender and sexually diverse community to facilitate sustainable, systemic change.

Systemic advocacy is critical to securing positive long-term changes that remove discriminatory
barriers to ensure that the rights and interests of people with disability are upheld. There is no
dedicated DRO for LGBTIQA+SB people with disability. This has left existing disability, community
and health organisations with this additional responsibility, overstretching their capacity to ensure
they effectively represent the needs of all their members.

“They (LGBTIQA+SB community members) come to us (existing Disabled Person’s
Organisation) for help. We barely have enough funding and staff to cover our current
scope, but we stretch and try to include them as well otherwise who will?! But we don't
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have the capacity to give them the in-depth attention they deserve and need.” -
Consultation '

This has contributed to significant gaps in the ability of disability ecosystem to:'’

e Understand the experiences of LGBTIQA+SB people with disability

e Provide clear channels for inclusive policy reform

e Facilitate connections and peer development for LGBTIQA+SB communities

e Facilitate meaningful research that involves LGBTIQA+SB people with disability at all stages

e Promote the importance of LGBTIQA+SB disability research, for example under the National
Disability Research Partnership

e Develop and advise services and agencies on inclusive practices for LGBTIQA+SB people with
disability

e Broadly share and meaningfully embed educational resources

e Provide opportunities to highlight the intersectional identities held by LGBTIQA+SB people with
disability

¢ Provide training for NDIA staff on how to include and support LGBTIQA+SB people with
disability

e Evaluate the impact of LGBTIQA+SB inclusive practices and policies.

LGBTIQA+SB people with disability face unique stressors due to their intersectional identity that
require systemic representation. This includes increased experiences of violence, discrimination,
expectations of stigma and concealment of their identities. These factors are linked to increased
psychological distress which can exacerbate social isolation and impact socio-economic outcomes
such as education attainment, employment and health.

The National LGBTI Health Alliance told the Disability Royal Commission that “When people are
part of a stigmatised group which is not immediately apparent, they must decide whether to
“display or not to display; to tell or not to tell; to let on or not to let on; to lie or not to lie; and in
each case, to whom, how, when and where..." Often LGBTIQA+SB people with disability feel like
they have too many things to disclose to have their needs met which makes them feel like a
burden. This results in them often having to make a choice of disclosing disability or LGBTIQA+SB
identity based on the priority of immediate need.'%

In 2018, a La Trobe University report found that research, policy and practice on the health and
wellbeing of LGBTIQA+SB people with disability is “fragmented” and “under-resourced," that
LGBTIQA+SB people with disability face higher rates of discrimination and reduced service access,
and greater restrictions on freedom of sexual expression. This can be compounded by the lack of
professional training, attitudes and unwillingness among disability services and workers to address
the sexual and gender identity rights of LGBTIQA+SB people with disability.'*

These gaps in the education and representation of the lived experiences of LGBTIQA+SB people
with disability at a systemic level reinforces attitudes of dismissal and complacency. This
contributes to the delay of creating a safe and inclusive disability service sector and society for
gender and sexually diverse people with disability.
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2.5.4. First Nations gender and sexuality diverse people have distinct cultural identities

For First Nations gender and sexually diverse peoples, the compounding experiences of
intersectional discrimination mean that tailored, culturally safe and inclusive representation that
understands and reflects culturally specific models of gender, sexuality and disability is needed to
adequately represent this cohort and ensure meaningful change. This is also true for those from
culturally and linguistically diverse background and has been reflected in Action 1.6.

We have prioritised the need to recognise and prioritise the unique experience of First Nations

people, adopting use of the LGBTIQA+SB acronym present in the Australian Government’s

Implementation Plan on Closing the Gap and the landmark Wiyi Yani U Thangani (Women's Voices)

Report, popularised by the First Nations advocacy organisation ‘Black Rainbow’."%

2.5.5. Reforms to the DRO program are required to ensure LGBTIQA+SB people with disability are
adequately represented at all levels of society

Moving forward all Australian governments should ensure that systemic representation of
LGBTIQA+SB people with disability (inclusive of First Nations intersections) are specifically funded
and sustained to represent this culturally, gender and sexually diverse intersectional cohort.

2.5.6. Action & Implementation Details

Action 1.6: All Australian governments should fund systemic advocacy of LGBTIQA+SB
people with disability to strengthen representation at all levels.

This requires a commitment to funding under the Department of Social Services Disability
Representative Organisation (DRO) Program. Currently there are no Disability Representative
Organisations in this area. This is to ensure systemic representations of this culturally, gender
and sexually diverse community are rights-based, informed by the social model of disability and
enable in-depth consideration, elevation and representation of these distinct and complex
communities. The development of a tailored model to represent this intersectional cohort
should be led by Disability Representative Organisations and LGBTIQA+SB peak bodies.
Jurisdictions should also review their systemic advocacy funding arrangements to include
supports for building capacity of systemic LGBTIQA+SB advocacy. Ongoing funding should
enable equal representation of LGBTIQA+SB people relative to existing systemic advocacy
efforts.

Implementation detail:

e The Australian Government should provide additional funding under the DRO program to
ensure sustainable and dedicated systemic advocacy for the LGBTIQA+SB communities

e The Department of Social Services should partner with LGBTIQA+SB disability stakeholders
to design an appropriate funding pathway for dedicated systemic advocacy that will build on

NDIS Review | Supporting Analysis 65



existing expertise to elevate the voices of gender and sexuality diverse peoples with
disability
- Identified partners for design should include First Nations, culturally and linguistically

diverse representatives as well as meaningful representation from the autistic community
in recognition of the significant prevalence of gender diversity

e The Department of Social Services in partnership with key stakeholders should explore (at a
minimum) the following options:

- Option One: An open competitive grant round for delivery of dedicated systemic
advocacy by an existing organisation and/or consortia (open grant round)

- Option Two: The division of funds amongst existing DROs with demonstrated experience
and understanding of the social model of disability and intersectionality and advocating
for their LGBTIQA+SB community members (targeted grant round)

- Option Three: The establishment of a standalone disability rights informed peak and/ or
DRO (seed funding)

e The Department of Social Services should ensure that LGBTIQA+SB systemic advocacy
representatives are appropriately recognised and funded through their activity work plan to:

- Produce educational resources that build understanding of gender diversity and
disability across disability policy, programs and services

- Develop, promote and deliver targeted education and training within mainstream
services to raise awareness around intersectional issues, discrimination and how to
deliver inclusive services for LGBTIQA+SB communities

- Work with the National Disability Insurance Agency (NDIA) to advance implementation
of the NDIA LGBTIQA+ Strategy (2020), and identify any gaps for future prioritisation

- Support state based DROs to build representation and inclusion of LGBTIQA+SB peoples
into their advocacy

- Identify and report research and data gaps to the National Disability Research
Partnership, National Disability Data Asset and government to ensure appropriate
prioritisation in future research funding and data development plans (see Action 23.5)

e The Department of Social Services, NDIA and the new National Disability Supports Quality
and Safeguards Commission should work in partnership with LGBTQIA+SB systemic
advocacy representatives and jurisdictional based organisation (where appropriate) to
develop:

- Dedicated resources for community to self-advocate for accessible and inclusive services

- Dedicated training and resources for improving the capacity of service providers to
provide quality responsive and safe services for LGBTQIA+SB communities.
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e All state and territory governments should support existing jurisdictional disability peak
organisations to design an appropriate funding pathway (with consideration to the above
proposed options) for dedicated systemic advocacy of LGBTIQA+SB people with disability.

e All state and territory governments should review their existing systemic disability advocacy
funding arrangements (with consideration to the above proposed options) to ensure that
there are appropriate resources to support sustained systemic advocacy of LGBTIQA+SB
people with disability in their jurisdiction.

2.6. The disability employment support system is fragmented and has failed to deliver
desired employment outcomes for people with disability

Greater economic participation for people with disability is central to improving the lives of people
with disability, families and carers and realising the vision of the NDIS.

We acknowledge the significant body of work already undertaken across governments to improve
employment outcomes for people with disability, including the Disability Royal Commission,
reforms to the Disability Employment Services program and the Employment White Paper.

We are seeking to build upon existing recommendations and reforms and highlight ways to ensure
efforts to increase rates of employment of people with disability could be connected across the
ecosystem, including with the NDIS.

2.6.1. Improving employment outcomes for people with disability delivers significant benefits to
individuals, workplaces, the economy and the wider community

Employment provides people with disability with increased income and financial independence. It
has important benefits for an individual’s wellbeing, self-worth and connectedness. Improved
employment outcomes can also reduce the need for income support and other supports over time,
including the NDIS and foundational supports.

Employing people with disability also has significant benefits for workplaces and the economy:

e Research has shown that workers with disability have higher rates of retention, better
attendance and fewer occupational health and safety incidents than those without a
disability.'®

e Research conducted by Deloitte in 2011 has shown that closing the gap between labour market
participation rates and unemployment rates for people with and without disability by one-third
could result in a cumulative $43 billion increase in Australia’s gross domestic product over the
next decade in real dollar terms.'%
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2.6.2. There are multiple strategies, programs and reviews focused on improving employment
outcomes for people with disability

Employment is a key priority of the ADS. To support this priority area, in 2021 all governments
developed the Employ My Ability — the Disability Employment Strategy.'” Actions taken under
Employ My Ability are listed as part of the Employment and Community Attitudes Targeted Action
Plans under the ADS.

The NDIA has also developed the NDIS Participant Employment Strategy (2019 — 2022) which sets
out the vision and plan for increasing employment outcomes for NDIS participants.'®

There are multiple programs and supports across the ecosystem that are designed to support
people with disability find and maintain employment, including (but not limited to):

e Workforce Australia Employment Services (mainstream): support all Australians find
employment and develop job-ready skills. People with disability have the choice to access
supports from Workforce Australia Employment Services providers or Disability Employment
Service (DES) providers

e The DES program (foundational): is the primary government program to support people with
disability prepare for, find and maintain employment. DES service providers support
approximately 280,000 people with disability.'®

¢ NDIS individualised budgets (NDIS): the NDIS can fund employment related supports for
participants who need extra help to pursue their employment goals. These supports are usually
greater than what may be reasonably provided by an employer or with the support of the DES
program. Funding is primarily used to support approximately 20,000 NDIS participants work in
Australian Disability Enterprises (ADEs) as of 1 July 2020.""° This reveals a major gap in service
provision to support NDIS participants into mainstream employment.

e NDIS School Leaver Employment Supports (NDIS): helps NDIS participants make the
transition from school to work. Supports are available in the final years of high school and
directly after leaving school.

There are several reviews and reforms underway to improve existing programs and employment
outcomes for people with disability, this includes:

o Disability Royal Commission highlighted the need for reform across several areas, including:
the design of the DES model, improved transparency and accountability for employment
outcomes and strategies in the public sector and the transition to more inclusive employment
options.

e The DES program review: the Australian Government is developing a new specialist disability
employment services model to replace the current DES program. The current DES program has
been extended until 30 June 2025.

e The Employment White Paper has provided a roadmap for Australia to build a bigger, better-
trained and more productive workforce — to boost incomes and living standards and create

more opportunities for more Australians, including people with disability.""

NDIS Review | Supporting Analysis 68



2.6.3. Despite considerable attention and investment in employment programs and supports,
employment rates for people with disability remain unacceptable

Research from the Australian Bureau of Statistics (ABS), the Australian Institute of Health and
Welfare (AIHW) and others continue to highlight the lack of progress in employment outcomes for
people with disability in Australia:

e 1In 2018, 53.4 per cent of people with disability aged 15 to 64 were in the labour force
compared with 84.1 per cent of people without disability."'? This gap of over 30 per cent
remains largely unchanged since 2003.'"

e In 2018, there was a higher unemployment rate for people with disability, at 10.3 per cent
compared to 4.6 per cent of people without disability.

e In 2022, young people with disability aged 15 to 24 were more than twice as likely to be
unemployed (25 per cent) as those aged 25 to 64 (7.9 per cent) with disability.””

e In 2022, young people with disability aged 15 to 24 were more likely than people with disability
of other ages to want to work more hours. 23 per cent (or 27,000) were underemployed,
compared with 8.1 per cent (or 71,000) of those aged 25 to 64.'"

e The unemployment gap between people with disability and people without disability has
widened from 4.0 percentage points in 2012 to 4.7 percentage points in 2018.""

e Only 10 per cent of Australian Public Service employees identified as having an ongoing
disability as part of the 2022 APS Employee Census.''®

Research from Swinburne University of Technology has highlighted that people with intellectual
disability continue to be disproportionately underrepresented in employment, with employment
rates remaining largely unchanged for the last 20 years.""

e The employment rate for people with intellectual disability is 32 per cent.

e Only 29 per cent of people with intellectual disability aged over 25 who are NDIS participants
are in paid employment. Of these, more than 77 per cent work in an ADE usually for below
award wages.

In addition, Australia’'s employment rate for people with disability continues to lag behind the
performance of Organization for Economic Cooperation and Development (OECD) countries. In
2017, Australia ranked 20 out of 27 OECD countries for employment rates for people with
disability.™®

Poor employment outcomes for people with disability has negative impacts for people with
disability and the wider community. This includes exacerbating socio-economic disadvantage and
preventing people with disability being able to access the care and support they need.

As highlighted by the ABS and AIHW people with disability have low levels of income and a greater
reliance on government supports and payments, relative to the broader population:

e NDIS participants are generally overrepresented in lower income households.'’

e 41 per cent of people with disability aged 15 to 64 have income from wages or salary,

compared with 73 per cent without disability'?
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e In 2018, 44 per cent of people with disability aged 15 to 64 receive a government payment,

compared with 12 per cent without disability.'?

The combination of limited paid employment, lower incomes, reliance on government payments, as
well as a lack of affordable supports outside the NDIS presents significant challenges to people
with disability accessing the support they need. While these challenges affect all people with
disability, the impact on people with disability who are not eligible for the NDIS is particularly
acute.

We heard from those who are not eligible for the NDIS that they often have to self-fund or go
without the support they need, which can have detrimental impacts for people with disability, their
families and carers.

This evidence highlights the importance of:

e Increasing the availability and accessibility of foundational supports — so that all all people with
disability, regardless of whether they have a NDIS individualised budgets or not, can access the
right supports, at the right time and place, and can achieve their potential.

e Undertaking reforms to tackle key contributors of poverty — including increasing employment
opportunities for people with disability.

e Identifying and supporting more innovative and inclusive approaches to shift the continual
underrepresentation of people with disability in the workforce. This includes supporting people
with disability start and manage social and microenterprises through their NDIS funding and
other initiatives. It also includes strengthening the role of peer workers in delivering NDIS
supports and foundational supports, like peer support and self-advocacy.

2.6.4. Current approaches to disability employment are disconnected and have not adequately
improved employment outcomes for people with disability

We have consistently heard from people with disability, families and carers, the disability sector and
other stakeholders that current approaches to disability employment are not working. Key themes
that people have raised include:

e There isn't a coordinated approach across employment programs and initiatives, with a lack of
clear and integrated pathways between DES, the NDIS and other employment related programs
and initiatives.

“Employment support for people with disabilities isn't working well. NDIS does not
work well alongside DES, people fall through the gaps, and DES workers/organizations
have been given little to no training about what NDIS can provide and how they can
get the best outcomes (it's all about Centrelink and policing people's mutual
obligations).” - Participant'*

e There is a lack of appropriate support to find and maintain employment, including for young
people transitioning from School Leaver Employment Supports to other employment supports.
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e The current DES system does not provide adequate or effective support for people with
disability to find a job, particularly for groups historically underrepresented in employment,
such as people with an intellectual disability.

"DES in the old system was set up to truly assist you to achieve employment goals. ...
The current DES system is a tick and flick and just focused on any job and they don't

care if that's not what you want.” - Participant, carer, provider’®

e There is a lack of innovative or tailored practice to meet the supports need of people with
disability.

¢ Not enough attention has been paid to making workplaces more inclusive and accessible for
people with disability, with too much emphasis on supporting people with disability to become
job-ready.

e While many workplaces are open to employing with disability, not enough take the next step. A
2017 survey of 1,200 businesses found 93 per cent of large businesses and 89 per cent of
medium-sized businesses indicated openness to hiring people with disability, but only around a
third of all businesses actually did so.*®

2.6.5. A connected, innovative and long-term approach is required to bridge the gap between

employment outcomes for people with disability and the broader Australian population

Research undertaken by the University of Melbourne, University of New South Wales and the
Brotherhood of St Laurence has identified three interventions to increase economic participation
127

for people with disability:

e Supply side interventions: seek to build the capacity of people with disability to be job ready
and find employment appropriate opportunities, as well as building the capacity of employers
to be more inclusive and accessible for people with disability.

¢ Demand-side interventions: create work opportunities for people with disability, by
facilitating new or existing roles that may otherwise not be available for people with disability.
This could include supporting more innovative and inclusive approaches to employment, such
as supporting people with disability establish and manage social and microenterprises, and
strengthening the role of peer workers in delivering NDIS supports and foundational supports.

¢ Bridging interventions: match people with disability to appropriate work opportunities and
provide support to both employers and people with disability to drive positive employment
outcomes.

What we have heard from people with disability, families and carer and the disability sector has
confirmed the importance of delivering these three interventions in parallel, and the need for
governments to accelerate existing disability employment reforms.
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Action 1.7: The Department of Social Services and the National Disability Insurance Agency
should improve linkages between the NDIS, Disability Employment Services and related
initiatives targeting improved employment outcomes for all people with disability, including
NDIS participants.

This should address issues with how the systems work together identified in the 2021 Disability
Employment Strategy. It should include a joint action plan linking different elements of the
ecosystem that contribute to improved employment outcomes for people with disability,
including initiatives that build employee confidence and capability to employ people with
disability. A particular area that needs attention is promoting peer worker support in the NDIS.
The action plan should be informed by recommendations from the Royal Commission into
Violence, Abuse, Neglect and Exploitation of People with Disability, the Disability Employment
Services Program Review, the current NDIS Participant Employment Strategy and other related
inquiries.

Implementation detail

The action plan should:

e Adopt a balanced combination of supply side, demand side and bridging interventions;

e Establish targeted and transparent actions that aim to increase economic participation for
people with disability. Specific actions and interventions should be identified to ensure
people with an intellectual disability are supported into employment. Establish specific and
ambitious targets for disability employment in the public sector, including for people with an
intellectual disability. This should have regard to current Australian Government, state and
territory government targets

¢ Identify and support more innovative and inclusive approaches to employment, including
social and microenterprises, and strengthening the role of peer workers in the disability
sector

e Ensure employment supports across services systems are tailored, connected and
appropriate to the needs of people with disability, and providers are appropriately
incentivised to help people who require the most support and tailored approaches to find
and retain employment

Ensure investment in employment related support programs (across mainstream, foundational
supports and the NDIS), research and initiatives are planned, coordinated and complementary
across the Australian Government and state and territory governments.
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2.7. The lack of available or affordable supports outside the NDIS for people with
disability is leading to people missing out on the help they need

The limited availability of disability supports outside of the NDIS means people either miss out on
needed support or join the NDIS to acquire it. Improving the availability of less intensive disability
supports, including HACC type supports such as domestic and personal assistance and low-cost
aids and equipment, will improve people’s wellbeing and can contribute the sustainability of the
NDIS.

2.7.1. There are large support gaps outside the NDIS for people requiring HACC related supports,
disproportionality impacting specific groups, such as those with chronic health conditions

We have heard that many people with disability who are found to be ineligible for the NDIS are
missing out on the support they need. This includes a significant number of people with chronic
health conditions (CHCs), who serve as an example of who would benefit from greater provision of
HACC related supports outside the NDIS.

CHCs can be described simply as ‘long lasting conditions with persistent effects,” that impact on a
person’s quality of life."® This can include health conditions people develop over time, such as
arthritis or osteoporosis, and may be influenced by diet and lifestyle factors, such as heart disease,
type 2 diabetes, and kidney disease.’®® CHCs can lead to impairment and disability, meaning that
people with CHCs may need support to live independently and fully participate in their
communities.

“I have a Chronic Fatigue diagnosis. With this type of diagnosis, the NDIS (as well as
Disability Pension) are very difficult to receive. ... I'm often unable to do basic day to
day tasks or drive distances, and I'm only able to work about 1.5 hours a week.” -
Person with disability'

“People with chronic illnesses need just as much support ... Causes stress, deterioration
of current disability and conditions, increased feelings of hopelessness and isolation,
lack of appropriate supports and interventions, hopelessness about one’s future and

prolonged suffering” — Person with disability ™’

Under the Applied Principles and Tables of Support (APTOS) state and territory health systems are
currently responsible for early intervention and treatment of chronic health conditions.* While
chronic disease is recognised as a national health reform priority as part of the National Strategic
Framework for Chronic Conditions (Chronic Conditions Framework), it does not address daily living
supports where a chronic condition leads to disability.”® As such, the relationship between the
NDIS and health systems in supporting people with chronic health conditions remains

ambiguous.™*

People with CHCs may seek support through the NDIS, including for domestic and personal
assistance, such as shopping, cooking and cleaning. The NDIA estimates there were around 41,500
people with CHCs as a primary disability in the NDIS as at the end of 2022, with an average
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payments of around $62,000 per person and an overall cost of $2.46 billion per year or around 9
per cent of scheme costs.'**

However, in many cases, people with disability associated with CHCs are not eligible for the NDIS.
As at the end of 2022, around 108,000 people, have been found ineligible for the NDIS, around
56,000 of whom have CHCs."® Taking into account people who join the scheme after initially
unsuccessful attempts, this still leaves around 50,000 people outside the scheme who did not
manage to enter. There are several factors that contribute to people with CHCs being found
ineligible for the NDIS, including that disability associated with a CHC is not considered a
permanent impairment, or that it could be substantially alleviated through available treatments.

The importance of more adequate support outside the NDIS for people with CHCs is highlighted
by NDIA data which shows that:

e Anincreasing proportion of adult scheme applicants have CHCs with 43 per cent of applicants
aged 35 or older at the end of 2022 presented with a CHC primary condition

e Access met rates for adult applicants with CHCs have declined strongly since mid-2020 and are
reaching very low levels (25 per cent per quarter as per end of 2022) relative to non-CHC
applicants (73 per cent)

e The number of new entrants to the Scheme with a CHC has continued to decline, following
lower access met rates, and now averages around 1,000 per quarter, meaning around 2,500
people with CHCs are found ineligible each quarter.™’

This means that the number of people missing out on support is growing, and the pressure on the
NDIS to meet these needs is growing. Action is needed to expand the availability of less intensive
disability supports outside the NDIS to meet this need.

2.7.2. Expanded HACC type programs present an opportunity to improve the availability and
quality of personal and domestic care for people outside the NDIS

HACC type programs for people under 65 deliver lower intensity disability supports such as
personal and domestic assistance. State and territory programs are available for people with
chronic-health related conditions, as well as other disabilities, including people with psychosocial
disability. There is an opportunity to expand existing programs to meet the support needs of
people outside the NDIS and to improve the sustainability of the NDIS.

HACC type programs offer well established mechanisms to deliver needed lower intensity supports
and services with a high degree of certainty, effectiveness, and efficiency.”® A number of state and
territory governments have told us they are often the safety net that catches people who are not
found eligible for the NDIS, or simply have no other program to turn to."

When designing the NDIS in 2011, the PC identified HACC as a key plank of what they considered
foundational (Tier 2) supports to be, envisaging that:
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“All governments would continue to support a range of community and carer support
services, including some existing or modified Home and Community Care services, for
people with lower level or shorter-term disabilities.” — Productivity Commission'*

On average, state and territory programs provide support of approximately $3,000 to $4,000 per
person. Based on data provided by state and territory governments, we estimate at least

$293 million per annum is spent on HACC type programs for people under 65, and over 76,000
people with disability are supported Australia wide."' Under the National Health Reform
Agreement, state and territory health systems are responsible for Home Care Packages for people
aged under 65 years.'*

Figure 9: State and territory home and community support programs for people under 65 statistics

Program name/s | Activities Eligibility Yearly Number of | Average
funding participants | cost per
(2021/22) participant
NSW | Safe and Personal care Generally No data provided
Supported at Domestic under 65
Home'# assistance (under 50 for
VIC | Home and Home First Nations | $207.5 60,000 $3,453
Community Care maintenance people) million
Program for B Respite services Physical,
Younger People Referrals/linkages sinzﬁgsjocial
QLb Queenslahd Activities vary Z / biliti
Community slightly between isabilities
Support SUgnty * (most require | $30.9 9,000 §3,443
jurisdiction .
Scheme ¥ someone hot million
(some in NDIS or
SA Community jurisdictions offer | ¢ nd $19.1 No data provided
Connections Care | medical ineligible) million
Partner services transport, home .
. e Functional
(being phased out | modifications, o
. limitations
as of 30 June advocacy, allied due to health
2023)'46 health, social ue .o. ca
conditions,
TAS | Home and support — some : $16.9 5,000 ~$4,000
_ ime limited physical, >
Comz;unlty are time limited) sensory, million
Care psychosocial
ACT | Community disabilities. $9.8 2,600 $3,765
Assistance and Client million
Support Program, characteristics | (all 3
Flexible Famlly vary between combined
Support, jurisdiction | in 2022-
Transitional Care 23)
Program
(From 2023-24:
Community
Assistance and
Temporary
Supports) 48
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NT Not provided $9.0 No data provided
million

WA No data provided — note, WA is transitioning away from HACC supports to support only through

the NDIS.™#
Figures based on data provided by states and territories (each > $293 > 76,000 $3,000 -
state and territory records data differently, and we did not million $4000
receive data from NSW or WA, or from NT or SA for population)

However, HACC type programs are delivered inconsistently across the country. Some HACC type
programs include the provision of aids and equipment and home modifications, while others do
not. We have heard the NDIS and HACC type programs are poorly connected and it is difficult for
people to navigate to the best supports available for them.

Most significantly, funding and HACC places are highly variable across different states and
territories. People with disability have commented that there are insufficient HACC type supports
outside the NDIS, including those people who lost access to HACC type supports as states and
territories transitioned to the NDIS."™°

“Basic requirements, such as gardening, cleaning, handy person assistance should be
accessible outside of the NDIS. So should one off modifications or aids that need
replacing that are permanent. To have to access NDIS, deal with unqualified planners,
get a sum of money that may or may not be adequate, and be reviewed yearly for
permanent disabilities...Is an insane waste of administration.” — Person with
disability™’

“People like myself have been left completely stranded without any avenue for help.
My house cleaning and lawn mowing were cancelled when the NDIS started and have
never been replaced. | have been rejected by the NDIS three times now.” — Person with
disability’?

“Gaining access to support can [be] an all-or-nothing situation- you're either on NDIS
or you're not.” — Person with disability'’

The Melbourne Disability Institute found that support gaps outside the NDIS were often filled
through informal support from friends and family, and that many would benefit from some form of
less intensive support outside the NDIS, like domestic and personal assistance.'*

In the aged care system, the Commonwealth Home Support Program (CHSP) provides support for
less complex support needs in a similar way to HACC programs.’* In fact, in many jurisdictions
CHSP is a direct continuation of HACC programs that split out into serving people above and
below the age of 65."° This makes CHSP a very close analogue for HACC programs.
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Of the 1.2 million people using the aged care system, 800,000 use the CHSP, while the remaining
400,000 rely on other programs designed for increasingly complex support needs."” That is a ratio
of two CHSP places for every one place in the more intensive settings. This makes sense. We expect
to see a great many more people in need of less intensive supports than those who need more
intensive supports.

When we look at people aged below 65, the ratio of HACC to NDIS supports ranges from 1 HACC
place for every 1.4 to 1.5 NDIS plans in Victoria and Tasmania, but in other states there might be
only 1 HACC place for every 2 to 10 NDIS plans (Figure 10).

Figure 10: HACC and NDIS places, proportionate to state and territory population'*®
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If we calculate the HACC share of the adult population aged under 65 in Tasmania and Victoria (1.5
per cent), which have the highest shares in the country (while the NT didn't provide data on how
many people are using HACC, they likely also have a high proportion of HACC users based on
funding data), we find that there would be around 235,000 places across Australia if this was
matched in every state and territory. Using a jurisdiction such as the ACT with 0.9 per cent of the

adult population, then this would work out to around 145,000 places across Australia.'®

The number of adults under 65 who have self-identified a need for support by applying
unsuccessfully for the NDIS, and who remain outside the NDIS, is close to 77,000 as of 31
December 2022.'%° It is reasonable to assume people in this group would likely comprise those
most in need of HACC supports, and that they, and some people who accessed the NDIS, would
not have sought support from the NDIS if adequate HACC type supports were available.

While the exact level of unmet need is uncertain, there is a clear need for more HACC type places
than are currently available. The delivery of adequate foundational supports through HACC will
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make the system fairer for those people with disability outside the NDIS who currently miss out on
care and support.

It is also likely to reduce pressure on the NDIS. If people have support through HACC, attempts to
seek this same support inside the NDIS should decline. In addition, it could reduce the risk of
deterioration in conditions leading to higher levels of impairment. HACC supports should also help
those receiving it, and their informal support networks, maintain a higher level of social and
economic participation than would otherwise be possible. We estimate that if one person using
HACC did not need to access the NDIS, this could fund around 10 HACC places.

We think there is a need to increase the number of HACC places offered in Australia to those aged
under 65. We consider a benchmark for each state and territory of around 1.5 per cent of the 18 to
64 adult population, or around 235,000 places overall, is appropriate because of the evidence of
unmet demand and the existing scope of HACC type supports in states and territories. Some states,
such as Victoria and Tasmania, may comfortably meet this benchmark, others will need a significant
uplift.

Due to the disparity between HACC offerings in each state and territory, this should be coupled
with evaluation of the impact HACC places on the people using them and on the NDIS. This should
then be used to determine a nationally consistent framework for HACC type supports, its
relationship with the NDIS, whether coverage benchmarks should increase, and whether
benchmarks for HACC quality and coverage are being met in each state and territory.

2.7.3. The provision of aids and equipment outside the NDIS is complex, inconsistent, and hard to
navigate for people with disability

Assistive technology (AT) includes any aids and equipment that helps a person reduce the impacts
of their disability."®" It can include things like wheelchairs, hearing aids, ramps, and consumables.
AT can improve people’s social engagement, reduce reliance on other supports, and reduce risks of
harm. 62

AT is diverse but is often grouped into broad categories. This can include by complexity and by
cost, where

e Low-risk AT includes off-the-shelf and low-cost daily living aids like continence pads or special
can-openers.

e Under-advice AT includes products that need some advice and training, like walking frames or
personal alarms.

e Prescribed AT includes more complex and/or costly products like powered wheelchairs and

hoists.'®

Studies have generally supported the benefits of AT tend to outweigh the costs, both for the
individual accessing AT and in terms of the economic benefits for governments.'®

Despite the recognised value of AT, access outside of the NDIS is widely considered to be under
funded, fragmented, and complex.’® The Assistive Technology for All Campaign, which comprises
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many disabled people’s organisations, has identified that access to AT for people outside the NDIS
is inadequate.’®®

There are approximately 108 different schemes, in addition to the NDIS, where AT can be provided,
each with different eligibility criteria.'® These schemes are mainly funded by states and territory
governments, split across multiple portfolios such as injury insurance, health and education.’®® We
have heard this creates both confusion and inconsistency for people seeking to use these
programs.’® In comparison to the NDIS, these schemes may include long wait-times, co-payments,
and poor ongoing or ‘wraparound’ support to ensure people get the most out of the AT they do
get.'

“There is a distinct lack of equity and consistency across the 108 assistive technology
schemes operating outside the NDIS. People with similar needs receive different
amounts of support depending on their age, geographic location and when and where

their disability was acquired.” — Research paper’”’!

The gap between AT available inside and outside the NDIS is not balanced or fair, and puts
financial stress on the NDIS. It leads to people with disability applying for and staying in the NDIS
for fear of a lack of support outside of it, and people who cannot access the NDIS are missing out
on vital supports and services, increasing future needs.

The interface between the NDIS and AT programs should be simplified and opportunities for
efficiencies should be explored. The gap between the types of AT available inside and outside the
NDIS should be reduced. To improve the experience and wellbeing of people outside the NDIS
there should be:

e Better provision of AT outside the NDIS - the current level of funding for and availability of
lower complexity, lower cost AT could be expanded

e Better coordination and information on what is available and where to get it — the complexity of
the current system can and should be made more manageable, either by consolidating
programs or by improving navigation to find the right one

e Better use of government buying power to drive efficiencies in supply through provider panels
(see Chapter 4 and Recommendation 11)

e Better wrap-around support and training for people to use the AT they have access to — as
currently someone may manage to receive AT but may not be adequately supported to use it
to its greatest benefit.

This could be achieved through:

e The proposed Navigator function (see Recommendation 4) supporting people with disability
more easily find and access existing AT programs

e Inthe expanded HACC programs, considering whether the expansion of HACC should include
the provision of AT in those jurisdictions that don’t have it already

e For better integration of the disability and aged care systems, the Australian Government
Department of Health and Aged Care should work with DSS to consider where current work
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looking at how to better provide AT to older people can be expanded to be inclusive of all
people with disability, including those using AT provided within the Health and Veteran's Affairs
portfolios.

The Care and Economy Taskforce has also investigated this issue and is considering actions that are
aligned to those explored here. We suggest this is a holistic and interlinked body of work that, if
done right, can improve social and economic outcomes for people with disability, and reduce the
impact of people’s disability over time.

2.74. Action & Implementation Details

Action 1.9: National Cabinet should agree to jointly invest in state and territory home and
community care support programs to provide additional support to people with disability
outside the NDIS

This would support people with disability across Australia, including people with chronic
health conditions, to access domestic and personal assistance in their home and community.
To ensure service quality and equitable coverage, this investment should be supported by an
agreed nationally consistent framework and a benchmark for minimum support standards
and coverage.

Implementation detail:

Australian Governments, through their Foundational Supports Statement of Intent, should

agree to jointly fund and then work with states and territory governments for them to:

e Expand the delivery of community-based home support programs (including home and
community care (HACC) and similar programs) for adults with disability under the age of
65 with lower intensity and episodic needs

e Aim to achieve a benchmark of 1.5 per cent of the adult population aged 18 to 64 in each
jurisdiction, or around 235,000 home and community care style places nationally

e Simplify and improve the pathways between the NDIS and HACC programs.

The Australian Government, working with states and territory governments should:

e Evaluate HACC type expansion in each jurisdiction within 24 months of rollout, with
regard to the impact on those using it and the impact on NDIS costs

e Determine and recommend adequate coverage levels for each state and territory

e Develop and implement a nationally consistent framework for the delivery of effective,
efficient and localised models of HACC programs administered by states and territories
with a minimum standard of support for each person

e Develop and provide public national reporting of state and territory programs against
quality and coverage indicators.
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Based on evaluation, if unmet need remains, states and territory governments should
develop an implementation pathway to expand the programs to a level that meets unmet
need in each state and territory and improves the sustainability of the NDIS.

Action 1.10: The Department of Social Services, with states and territories, should develop

a nationally consistent approach for the delivery of aids and equipment outside the NDIS

This should be focused on improved planning and coordination of aids and equipment
between the NDIS, health and aged care sectors and across jurisdictions. It should also
identify an efficient and effective mechanism to fund aids and equipment outside the NDIS.
This could include the provision of some aids and equipment (such as hearing assessments
and aids) as a targeted foundational support.

Implementation detail:

This approach should:

Simplify and improve how to find and access independent, quality, and consistent
information and advice on aids equipment across jurisdictions

Design and deliver more efficient and effective funding and service delivery mechanisms
for the provision of aids and equipment outside the NDIS

Simplify the interface between the NDIS and aids and equipment programs delivered
outside the NDIS

Consider jointly commissioning some aids and equipment (such as hearing assessments
and aids) to meet the targeted foundational support needs of people outside the NDIS
and support needs of participants through a NDIS individualised budgets

Review and evaluate the effectiveness, appropriateness, and how investment is planned
and coordination in current Australian Government and state and territory government

aids and equipment programs, including home and community care programs and across

the health, aged care and veterans affairs portfolios.

2.8.

2.8.1.

Psychosocial supports outside the NDIS are inadequate and fragmented

Many people with severe and persistent mental ill-health cannot access psychosocial
supports through the NDIS or non-NDIS services

Psychosocial supports are non-clinical services that assist people with psychosocial disability to
build personal capability and stability in areas such as relationships, day-to-day living skills,
housing, education and employment. Non-NDIS psychosocial supports are a joint Australian
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Government and state and territory government responsibility.’’? Current services are primarily
administered by Australian Government, state and territory government mental health systems, and
delivered by non-government organisations (NGOs). Services include:

e State and territory government programs, which generally focus on people with severe mental
ill-health who are receiving clinical treatment but are ineligible for the NDIS. In 2020-21, state
and territory governments provided $462 million in grants to NGOs for psychosocial support
activities (note this does not include all types of psychosocial supports, or more recent
investments in jurisdictions such as Victoria)."”

e The Australian Government Psychosocial Support Program, administered through Primary
Health Networks provides short-term, low intensity supports for people who are not receiving
similar supports through the NDIS or state and territory psychosocial support programs. This

program is funded at $130 million per annum until June 2025."7

Notwithstanding existing support programs, many people with psychosocial disability are missing
out. In 2020, the Productivity Commission, in its Mental Health Inquiry, estimated that of the
290,000 people with severe and persistent mental illness around 75,000 received supports from
Australian Government, state or territory government programs outside the NDIS and around
64,000 were expected to be NDIS participants by full roll out (including an estimated 3,000 people
moving across from non-NDIS programs). This left approximately 154,000 people unable to access
psychosocial support services.'”

"Psychosocial supports are very challenging to get assistance with. This should not be
such a challenge for those with these needs to access the support they need." —
Carer'”®

"[T]here were no community based mental health supports that would help [my
brother] without an NDIS plan. State based mental health pushed him away because
he had chronic psychosocial disability and was therefore outside of their remit of acute
mental illness but he wasn't deemed functionally incapacitated enough to be an NDIS
participant." - Participant’”’

As at June 2023, the NDIS ineligibility rate for primary psychosocial disability is 30 per cent
compared to 15 per cent for the overall scheme.'”® While likely partly due to a requirement to test
eligibility under non-NDIS programs, the high rate of people testing access for the NDIS and being
found ineligible highlights there are many non-participants who need assistance.'”

2.8.2. There are long-standing gaps in, and fragmentation of, non-NDIS psychosocial support
programs

The gap in supports is due to several factors.

e There were gaps in psychosocial support prior to the introduction of the NDIS which have not
been addressed. While the total number of people receiving psychosocial supports has
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increased (from approximately 95,000 in 2016-17 to 110,000 in 2019-20),"® there remains
significant unmet need.

e During the transition to the NDIS, many programs, including the Australian Government
Partners in Recovery and Personal Helpers and Mentors programs, were discontinued. To
support people ineligible for the NDIS, the Australian Government established the Continuity of
Support and National Psychosocial Support Measure programs, which were consolidated into
the Commonwealth Psychosocial Support Program in 2021. However, there was significant
uncertainty during this transition about which services would continue, with some people
falling through the cracks and losing support.’’

e Current non-NDIS psychosocial support arrangements are relatively ineffective, comprising
several small-scale programs, with little transparency and consistency, and short-term funding
contracts.'®

e The respective eligibility requirements and coverage of the NDIS and various non-NDIS
psychosocial support programs are unclear, and there is little policy and operational
engagement between the NDIS and mental health system.

e The complexity of the NDIS application process and lack of outreach means that some people
who would likely be eligible are not participants.'®

2.8.3. Health Ministers, under the National Mental Health and Suicide Prevention Agreement, are

considering future arrangements for non-NDIS psychosocial supports

In 2022, under the National Mental Health and Suicide Prevention (NMHSP) Agreement,
jurisdictions agreed to work together to develop future psychosocial support arrangements for
people who are not supported through the NDIS." The Australian Government, states and
territories are conducting a gap analysis of existing programs, at a regional level, which is due for
completion by March 2024. Governments have committed to develop a future approach, to be
attached as a schedule to the NMHSP Agreement.

Under the NMHSP Agreement, the broader landscape in mental health services is also changing.
This includes expanding community mental health and addressing the largely artificial siloing of
psychosocial and clinical mental health services — a weakness of the current service ecosystem.” In
Victoria, in response to the Mental Health Royal Commission, community mental health services
will deliver integrated treatment, psychosocial, education, peer support, and coordination services.
This includes area mental health and wellbeing services, delivered in partnership between public
health services and NGOs, for people with severe mental ill-health.®

2.84. Reform is vital to position the NDIS as the upper end of a continuum of psychosocial
supports which are accessible and assist people to build independence

Addressing gaps in current arrangements through the NMHSP Agreement is vital. Expanding
existing programs would assist people to improve their quality of life and pursue employment

opportunities.’® It would also assist with improving NDIS sustainability. Early access to
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psychosocial supports (combined with mental health treatment) may reduce the likelihood of
requiring the NDIS in the future, as well as relieving pressure on hospitals and other services.'®®

“If people with psychosocial disability who are currently ineligible for the NDIS do not
have access to appropriate psychosocial support outside the NDIS, their disability may
deteriorate to a level where NDIS supports are required. ... [T]he lack of a well-
functioning and effective mainstream system for providing psychosocial supports for
people not eligible for the NDIS is a key risk in containing the long-term costs of the
NDIS.” — Mental Illness Fellowship of Australia, Mental Health Australia and
Community Mental Health Australia '®

Non-NDIS supports can also be significantly lower-cost than NDIS coverage. The Commonwealth
Psychosocial Support Program, for example, has an average annual cost of approximately $6,000
per person.' By comparison, as at June 2023 the average NDIS annualised plan funding of
participants with primary psychosocial disability who do not have Supported Independent Living
(SIL) supports was $77,200."" It should be noted that, in addition to psychosocial supports, some
people also need access to other disability services.

Through the existing NMHSP Agreement process, governments should expand programs within
the mental health system to increase access to non-NDIS psychosocial supports. This should be
part of a systemic approach to psychosocial disability - one which develops a continuum of NDIS
and non-NDIS supports, complemented by accessible treatment through increased collaboration
between disability and health portfolios. Reforms should address the inefficiency of current
fragmented programs, reduce siloing of mental health and psychosocial services, and clarify
coverage and accountability of NDIS and non-NDIS psychosocial supports.

2.8.5. Expanding and consolidating non-NDIS psychosocial supports will require a significant
investment commensurate with unmet need

The design of these reforms should draw on the Productivity Commission’s recommendations, as
well as new findings from the service gap analysis and broader directions in mental health reform
— including the expansion of community mental health services. Details of a future approach
should be negotiated under the NMHSP Agreement. Nonetheless, expanding non-NDIS
psychosocial supports requires significant investment.

In 2020, the Productivity Commission estimated that expanding psychosocial support to cover the
154,000 non-participants missing out would require an additional $610 million per annum (over
$650 million, adjusted for inflation).’ A recent report commissioned by the Office of the Chief
Psychiatrist in South Australia estimated the funding shortfall in South Australia alone could be as
high as $125 million per annum.'
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2.8.6. Action & Implementation Details

Action 1.11: National Cabinet should agree to jointly invest in psychosocial supports

outside the NDIS to assist people with severe and persistent mental ill-health currently
unable to access supports.

Consistent with the recommendations of the Productivity Commission’s 2020 Mental Health
Inquiry, this would expand and consolidate the Australian Government’s Psychosocial
Support Program and existing state and territory psychosocial support programs to help
address the significant unmet need. The expansion would be managed and delivered under
the National Mental Health and Suicide Prevention Agreement and updated based on
findings from a service gap analysis currently being led by Health Ministers (due for
completion by March 2024).

Implementation detail:

Australian Governments, through their Foundational Supports Statement of Intent, should
commit to build up over time future funding arrangements for psychosocial supports outside
the NDIS to:

e Address significant unmet need in current supports, which the Productivity Commission
estimated in 2020 as affecting 154,000 people and will be further defined through the
current gap analysis process examining services at a regional level.

e Develop a deep and effective collaboration between health and disability portfolios,
noting the importance of non-NDIS psychosocial supports for the effectiveness and
sustainability of the NDIS.

2.9. There are few supports for children and their families outside the NDIS

We have seen the approach to supporting children with disability or developmental concerns and
their families is not working. A lack of a coordinated approach across governments has meant that
there are significant gaps in the accessibility and availability of supports.

This is seeing children miss out during the unique period of rapid brain development that plays a
critical role in shaping a person'’s life trajectory. This is an important window to improve long-term
outcomes.

This is not just an issue for the NDIS. Around one in five children in Australia have disability or
developmental concerns by the time they reach school.™ This an issue that requires a coordinated
response across all service systems and governments.
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“There is no ‘joined up system'. All levels of government 'know' our son: he was born in
a [state] hospital, he has been receiving health care and immunisations since birth, he
attends a council-run preschool, he was diagnosed with autism in a [state] hospital,
and now we are enrolling him with [state] schools - and yet EVERY SINGLE TIME we
deal with one of these services, we start from scratch explaining his history, his needs,
his diagnosis.”- Carer'®®

We have heard that many families have either had to go without support or seek access to the
NDIS. It's not surprising that families have sought access to the NDIS when there is so little
available outside of it and many mainstream services push children and families towards it.

“The barriers that exist between NDIS plans, Tier 2, health, education and other
systems all create complexity and challenges in accessing services and create artificial
barriers (e.g. between funding bodies) that impact access to necessary care and

supports.” - Occupational Therapy Australia'®

In the future, there should a wider range of supports outside the NDIS for children and families that
are more responsive to different types and levels of need. This will require a series of reforms
across service systems and the NDIS. It requires all governments to work together.

2.9.1. Supports outside the NDIS are inadequate to meet the needs of children and families

There are a significant number of children with developmental concerns or disability who require
different or a higher level of support than is currently provided by mainstream services. But they
may not require the level of specialist support provided as part of a NDIS individualised budget.

These children and their families typically require early supports and/or dedicated family capacity
building supports.

Early supports for children with developmental concerns or disability

Currently, some children with developmental concerns and disability are referred to Early Supports
provided by NDIA Early Childhood Partners. These are intended to respond to need and build
capacity in both children and families.

Early Supports are a type of Early Connections that an Early Childhood Partner may provide. They
may also provide connections to mainstream and community supports, provide access to
information or peers support, or support an access request for the NDIS.

An introduction to the current approach to early supports is provided below.
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Introduction to Early Supports in the NDIS"’

Early Childhood Partners may recommend Early Supports for children who are younger than
six and have developmental concerns.

Early Supports are intended to build capacity in both families and children across natural
settings. They promote everyday learning in the home and other environments.

Early Supports are intended to follow the principles of best practice as outlined in the National

Guidelines on Best Practice in Early Childhood Intervention.'®

Prior to the implementation of the NDIA Early Childhood Early Intervention Reset Project
(NDIA Reset Project), Early Supports were known as Short Term Early Intervention (STEI).

Who:

Early Supports are delivered by Early Childhood Partners who work with families to understand
their child’s strengths, needs and identify what supports are needed.

Early Childhood Partners are responsible for determining whether to offer Early Supports to a
child. In making this decision, they look at whether:

e Their observations of the child and parent report show concerns about the child’s
development.

e The assessment and screening tools show the child’'s development is outside the typical
range for their age.

e There are developmental concerns that don't fully meet developmental delay.

e There is any evidence from relevant professionals to show there’s a significant impact on
the child’s function or the impact isn't yet known.

e The support required is the responsibility of mainstream and community services.
What:

Early Childhood Partners work with families to identify what is needed for the child and family.
This is put into an Early Support Plan which documents goals, likely support needs including
possible resources or strategies, circumstances and next steps.

Early Supports can be provided in individual or group settings, and may include:
e Parent workshops on child development topics such as behaviour, feeding or toileting.

e Building the skills and capacity of mainstream services, such as early childhood education
and care services, to support the child’'s needs.

e Strategies to help the child build their skills and participate in everyday routines — such as
visual supports for communication, or changes to the child’s environment to support their
participation.
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e Support to build the family’s confidence and knowledge to use the strategies and skills in
everyday routines.

e Working with families and mainstream services to prepare for upcoming transitions, such
as starting school or preschool.

When:

The Early Childhood Partner will determine how long Early Supports are needed for, but it is
usually 3 to 6 months, or up to a maximum of 12 months.

We have heard that the maximum amount of support is 17 hours per annum and the actual
availability of the support depends on the resourcing constraints of the Early Childhood

Partner.'®

If the child becomes a participant the Early Supports will stop and the Early Childhood Partner
will work with the family to develop the child’s NDIS plan.

We have heard about a number of challenges with the existing Early Support program delivered by
Early Childhood Partners. Specifically, supports are not widely available and there is lack of
integration between Early Childhood Partners and the broader child development system.

"We really have not had the opportunity to be doing early supports, which is that
we've got trained skilled staff who've got those early childhood qualifications, and they
haven't had the opportunities to actually focus on being there on the ground really
early on.” — Anonymous®”

“It's like, ‘Oh gosh, we're stepping out of this really valuable navigation role for
families and delving into something that | don't think we belong there.” | don't see it as
our space, | see it as mainstream community's responsibility to provide that to
families, so...” — Anonymous®’’

Early Childhood Partners largely focus on metropolitan and regional centres, which means that
supports are not always widely available and in some communities there are no early supports at
all. Where they are available, uptake of Early Supports remains relatively low. This suggests that
families don't currently view it as an appropriate and effective way to support their child. As of
30 June 2023, only around 18,000 children were accessing Early Connections.*®

Early Supports is a subset of Early Connections. By comparison, there were almost 100,000
participants under the age of six in the NDIS at the same point in time - more than five times as
many accessing Early Connections.?® The NDIA Reset Project similarly found ‘that the perception of
STEI and Initial Supports needs to be improved among families and mainstream services, and that
these early support initiatives are not a ‘gateway’ to the scheme and do not represent an inferior
support’.
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Part of this challenge is the limited and capped level of support provided. Critically, the 17 hours of
support appears to be the maximum and the actual availability of the support depends on the
resourcing constraints of the Early Childhood Partner.?%

This is significantly less support than a child would receive in the NDIS even on the lowest end of
plan values. There is a sizable difference between the "average amount of money spent on the
10 per cent of young children receiving early supports ($2,000 per year), compared to the

90 per cent with an individual support budget ($17,900 per year)”.?®® While these figures predate
efforts by the NDIA to increase Early Childhood Partners capacity to deliver Early Supports, it
highlights the large disparity in the level of support for those outside and those inside the NDIS.

“According to the recent tender, children with disability or developmental delay will be
eligible for “early supports”. They will receive a little more support - up to 17.2 hours
per child, which is available over a maximum period of 12 months, but they will be
limited to accessing these early supports only once and the NDIA estimates that only
4,200 children nationally will be eligible. Early supports are payable to the EC partner
on a “part-variable payment” basis, meaning that actual provision of these services
will be limited by the resourcing of the EC partner” — Healthy Trajectories Child and
Youth Disability Research Hub*®®

Unpublished data supplied by the NDIA indicates that average ‘effort hours’ a child receives under
Early Supports is substantially lower than Early Connections.?” This is also significantly less than is
available under a lower value plan. See Figure 11 for the hours currently being delivered. While
Early Connections may involve a more intensive effort of gathering information to inform an access
request under developmental delay, delivery of Early Supports also involves the development of an
Early Supports Plan.

By comparison, a participant with an annual plan of $18,000 could potentially access 93 hours of
therapy per year, or roughly 7.7 hours of therapy per month (assuming $193 per hour). This is more
than three times as much as the average amount of Early Supports suggested below. The
participant also has the benefit of it being an annual amount and access to a choice of therapists.

Figure 11: Effort hours across Early Connections and Early Supports for a child before they exit?®

Support type Average monthly effort hours

Early Connections and Early Supports 4 hours and 38 minutes
Early Connections only 4 hours and 5 minutes
Early Supports only 2 hours and 31 minutes

An added complication is that the delivery of Early Supports has been effectively situated inside the
NDIS by using Early Childhood Partners to deliver the support. Early Childhood Partners are a key
access point to the NDIS for young children. Early childhood professionals and researchers are
concerned that this has meant that Early Childhood Partners have become part of the disability
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service system and are not closely linked to the broader child development ecosystem of early
childhood education and care, education, health and recreational services in communities.?*

We also heard about the significant gap in services for children in remote and very remote
locations. This disproportionately impacts Aboriginal and Torres Strait Islander children. We heard
about the successful Remote Early Childhood Service (RECS) model delivered in the Kimberley
region of Western Australia. The same model is not available more broadly in Western Australia.
Previous locations that were delivering the RECS model have had to cease, due to contracts
ending.?'® There are also severe allied health shortages in Western Australia which is resulting in
long wait lists.?""

This is currently being examined in a Western Australian parliamentary inquiry into child
development services.

“There are currently 17,000 children in WA waiting to access services such as speech
pathology, physiotherapy and occupational therapy, with wait lists for children to see
audiologists, clinical psychologists, OTs and speech pathologists just as high” —
Aboriginal Health Council of Western Australia®'

The NDIA Reset Project identified the need to implement tailored early childhood services and
methods for Aboriginal and Torres Strait Islander families and children (see Chapter 2). In their
submission, the Aboriginal Health Council of Western Australia noted that they haven't seen the
benefits of this intended increase in support.?’

Support for families of children with developmental concerns or disability

Most people have no experience of developmental concerns or disability until it occurs within their
own families. It can be a highly overwhelming time. Families need to be empowered with
information, education and peer support from other families so they can build skills and confidence
to support their child.

Families of children with developmental concerns or disability experience additional stress and
demands on their time. Additional support is critical to mitigating the isolation, exhaustion and
stress that families and caregivers experience.

“For parents and carers faced with the prospect of a lifelong disability for their child, it
can be very overwhelming as they are dealing with their own grief and shock. They
need to be steered to advocates who can help them navigate where best their child
can have their needs met, and which professionals need to be involved.” — Carer®™

There are currently patchy approaches to supporting families early in their child’s journey, including
through counselling. There are some capacity building organisations providing valuable support,
however this is not widely available. We have heard that families currently have limited access to
capacity building and peer support despite the evidence of its impact and cost effectiveness. There
is also limited access to neurodiversity affirming organisations that promote contemporary models
of disability and positive visioning and inclusion.
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Funding for family capacity building services is typically provided through grants as part of the ILC
Program. However, the ILC Program has struggled to respond to the need of families of young
children with developmental concerns and disability.

There are a range of funded initiatives that aim to support families or parents and build their
capacity through information, online communities, peer support and leadership. This means there
are high-quality existing initiatives, but there is no approach to ensuring these are consistently
available for families across Australia.

A grant-based approach encourages a range of disparate projects that can overlap and leave gaps
at the same time. It is reliant on there being organisations to identify the need, develop a solution
and be successful through the grant round. This leaves much to chance when there is clear
evidence of significant benefits from building the skills and confidence of families to support their
child.

Box 1: An introduction to family capacity building

Family capacity building essentially means supports for families of children with
developmental concerns or disabilities. It can take a range of forms and include:

Information
Education

Connections to other families, including siblings

Family leadership and empowerment

The National Early Childhood Program for Children with Disability and Developmental Concerns
(NECP) has attempted to fill some of these gaps for children under nine and their families.?" The
NECP provides a range of information (Raising Children Network), workshops for parents
(ENVISAGE-Families) and supported playgroups for children (Playconnect+). However, funding is
limited to $17.9 million over four years.?'® This compares to $1.1 billion in committed NDIS
supports for children aged younger than seven for the 6 months to 30 June 2023.2" There is clearly
a significant disparity between what is available for those families inside versus outside the NDIS.

Research commissioned by DSS also found current peer support for families to be fragmented and
disconnected from other service systems.?'® It noted there were significant gaps around systems
navigation support and support for families of children who may not have a diagnosis, are not part
of the NDIS or who are waiting to access supports.

Research indicates that families need capacity, confidence and knowledge to make informed
decisions about their children.?” Yet we have heard that families are ‘cobbling together
information about the best way forward’.??® We have also heard the NDIS has inadvertently ‘over-
developed the specialised support laneway’ to the detriment of community inclusion and parent-
peer led approaches.??’ Families are having to fill in information gaps themselves and pick up the
additional workload of navigating different supports and programs for their children.
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“Over the 7 years, the most information | got was in the waiting room from other
parents or some random conversation with the physiotherapist. There's no one place
where one can go for information, you don't know what to google for? Most of us have
no experience with special needs, so looking after your kids is hard enough let alone
working everything else out.” — Carer %

“I reflect on the four years that | lost. Four years of not seeing qualities that my
daughter always had that were invisible to me, yet in plain sight...” — Plumtree
Children’s Services **

2.9.2. A continuum of support for children that better caters to different levels and types of need

Far more support should be available where children live, learn and play and reduce the pressure
on families having to access the NDIS for support. Implementing a holistic and joined up
continuum of supports for children with disability and developmental concerns should be an
urgent priority for all governments.

Children with developmental concerns and disability should be matched with supports that best
meet their needs. This requires improved accessibility and availability of mainstream and
foundational supports. This would create a continuum of supports, matched to the needs of
children and their families and relieve pressure on families to have to access the NDIS to be
supported. An illustration of this continuum is provided in Figure 12 below.

Children with higher support needs should be able to access the NDIS through a more consistent
and robust access process. Children who are eligible for the NDIS should receive a budget based
on support needs, determined through child-specific assessments.

All early intervention supports for children, including those provided through the NDIS and
foundational supports, should be evidence informed and based on evidence and principles of what
works. Providers who deliver capacity building supports in the early childhood approach should be
required to be registered to increase the uptake of best practice services. This should be
complemented by a consistent approach to ongoing monitoring and evaluation of the
effectiveness of early intervention for children.

Government is approaching a critical point for transformative change for children and families.
There will soon be findings and recommendations available from the Early Years Strategy, National
Autism Strategy, National School Reform Agreement, and Productivity Commission inquiry into the
early childhood education and care sector, along with this Review.?** These provide an opportunity
for governments to strengthen the support available to children and families through mainstream
and foundational service systems.

The proposed actions to improve mainstream supports as part of the continuum are set out in the
Section 2.10 and the actions to improve the NDIS are set out in Chapter 2.
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Figure 12: Overview of the future continuum of support for children and families

Specialist
supports
Specialist disability
supports that are
best practice and
evidence informed
(Actions 6.3 - 6.6)
Evidenced informed best practice early supports (see Action 1.2) Foundational
supports
Creating a capacity building program for families and caregivers of children with
developmental concerns and disability (see Action 1.8)
Ensuring the inclusion of children with disability and developmental concerns in early childhood Mamstrteam
supports

education and care and schools (Action 2.5)

A consistent national approach to developmental monitoring and screening (Action 2.13)

This should be achieved through the following actions that combine to create a continuum of
supports that better caters to different levels and types of need:

1. Mainstream systems: A more consistent approach to identifying need and inclusively
supporting children with developmental concerns and disability. Described in further detail in
the Section 3.

2. Foundational system: Far more supports available outside the NDIS for children and families
who have different or higher needs than mainstream supports can reasonably respond to.
This is the focus of Section 2 and is covered in detail in Section 2.9.3.

3. Specialist disability system: A best practice approach in the NDIS to support children with
developmental delay and disability and their families. This is described in further detail in the
Chapter 2.

2.9.3. More widely available and effective supports for children are critical for delivering better
outcomes

There should be far more foundational supports outside the NDIS. Support for child development
when concerns emerge has the best chance of shifting developmental trajectories.

This investment is cost-effective in the long-term. Early intervention will result in lower need for
specialised supports from the NDIS and for states and territories, investment in early intervention
will save costs in preschool, school, vocational education and training, justice, and housing.
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Foundational supports for children with developmental concerns or disability should include two
offerings:

e Targeted foundational early supports for children and families with higher or more ongoing
need.

e General foundational capacity building supports for families of children with developmental
concerns, delay or low support needs for their disability. These should align with the broader
approach to the proposed capacity building reforms (see Action 1.3).

There is a close interaction between both types of foundational supports. Both are based on the
idea that well supported families lead to well supported children.

The early supports offering should be consistent with best practice principles. Best practice
principles guide how early childhood practitioners work with families of children with
developmental delay and disability. At its core, this means taking a family centred and inclusive
approach.?®® Family centred means that planning, supports and outcomes consider the holistic
needs of the family, not just the child with developmental concern or disability.

The capacity building supports for families should also be consistent with the best practice
principles as it is specifically focused on enhancing the skills and confidence of the family and
caregivers. It explicitly recognises the importance of supporting the family, including other
caregivers and siblings. This should be part of a broader shift by government to meeting the
holistic needs of the family, rather than continuing to direct funding towards the child in isolation
from the family.

The distinction between the two offerings is early supports should target children with
developmental concerns or disability and families who have higher or more ongoing needs.
Whereas, family capacity building is envisaged to support all families, whether they only require a
single workshop, to join a local peer support group, or need a combination of ongoing supports. A
family with higher levels of need should be able to access offerings from both early supports and
family capacity building. A NDIS participant would not be able to access early supports.

Funding for both early supports and family capacity building should be a fixed amount based on
population and expected demand. It is not envisaged that foundational supports become demand
driven and open-ended in the same way as the NDIS.

The two foundational offerings are described in further detail below.

Targeted early supports for children with developmental concerns or disability

In the future, more early supports should be available to help children build their skills and
participate in everyday activities. They should also build the confidence and knowledge of families
to support their child in everyday routines. This should be delivered through expanding the
investments in early supports for children with emerging developmental concerns and disability
and their families (see Action 1.12).
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A reset is required in how early supports are being delivered. Currently the availability of support is
constrained by the footprint and capacity of Early Childhood Partners who have been diverted from
their intended role to carry out access and planning activities. It is also a capped level of support
limited by the resourcing of the Early Childhood Partner and the low funding level. This has,
understandably, resulted in families viewing it as an inferior offering compared to accessing the
NDIS.

The future model of early supports should be far more flexible, accessible and responsive to need.
It should include:

1. A national model of early support that is consistently available across Australia. This should
include a national framework that sets out the minimum service requirements and allows
for localised service models that are tailored to individual community needs and achieve
the target outcomes. Organisations that are approved to provide Lead Practitioner
supports in the NDIS are well placed to deliver these supports.

2. Discrete and place-based models of early support that are either trials of early intervention
approaches that have been proven to work for particular conditions, cultures or
demographics, or are unique place-based approaches. The intent is trials are evaluated and
(subject to positive results) then scaled into the national model. The intent of the place-
based approaches is to recognise that there may be specific locations where a national
model isn't going to be effective and/or there are unique opportunities available to work
with other mainstream services or community controlled organisations in a particular
location.

Both approaches must be consistent with the best practice principles and be informed by
contemporary evidence of what is effective. There needs to be an approach of continuous
improvement, where there is an established process for trialling and evaluating a range of early
support models.

In due course, and subject to the results from the trials committed to in the 2023-24 Australian
Government Budget, the discrete models could include a scaling up of the Inklings program, which
is designed to provide early, early supports for children showing signs that they may be neuro-
diverse and their families.??®

The delivery of these early supports should be closely linked to and integrated with mainstream
services, particularly education and early childhood services.

National model of early supports

A national model of early supports should include support to help children who are not eligible for
the NDIS to build their skills and participate in everyday activities. It should provide families with
information about child development, building their confidence and knowledge to support their
child in everyday routines. Supporting children through normal daily routines is designed to
maximise support at all times, not just when the child attends a therapy session in a clinical setting.
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It is designed to show families how they can be the most effective teacher of their child as they go
about their day to day activities and not add to their workloads.

Organisations that are approved to provide Lead Practitioner supports in the NDIS are well placed
to deliver these supports. This is because Lead Practitioners are required to have expertise in child
development to be able to support families in an evidence informed, principles based way. They
should be a qualified allied health practitioner, developmental educator or early childhood
educator who is trained in an approach based on best practice principles.

In practice, this may mean the Lead Practitioner is responsible for leading small group sessions or
working directly with the child and family. This will ensure a transdisciplinary approach, where the
Lead Practitioner would play the primary role in coordinating and then delivering most (if not all) of
the support.

Because early supports are for children outside of the NDIS, the coordination role of the Lead
Practitioner is expected to be smaller compared to children inside the NDIS (as there will not be
NDIS providers to coordinate). This would primarily involve coordinating other key stakeholders in
the child’s life, such as working with early education or schools to build their skills and capacity to
support a particular child in these natural settings, or to prepare for upcoming transitions.

Importantly, a key role of a Lead Practitioner is to ensure a best-practice approach is used across all
early intervention supports. This means they will be highly trained and experienced in the delivery
of best practice supports. This provides an opportunity to ensure there is a consistent focus on the
best practice principles across both foundational supports and the NDIS through the Lead
Practitioner.

The design of the national model of early supports should consider whether additional capabilities
are required to supplement the Lead Practitioner, or if Lead Practitioner organisations should be
required to have a minimum breadth of capabilities to deliver early supports. This could include
requiring a transdisciplinary team of professionals who provide supervision and support to the
Lead Practitioner to enable them to deliver intervention strategies from outside their discipline.

The future early supports model needs to be designed carefully with families to ensure the process
is family and child centred and supports the best practice principles. It should be informed by other
experts in child development, service delivery and representative organisations. The design of the
model has key dependencies with both achieving consensus on best practice for early childhood
intervention and the design of the Lead Practitioner model (see Chapter 2 and Recommendation 6).

An overview of the potential future model is provided below in Box 2.

Box 2: A potential future national early supports model

NDIA or Navigators may recommend early supports for children who are younger than 9 and
have developmental concerns. Early supports are expected to be aimed at very young
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children. The children may have tested access to the NDIS and have completed a Needs
Assessment that provides significant detail on the needs of the child and family.

These children may have been referred to a Navigator by maternal child health or an early
childhood professional due to a developmental concern.

Early supports are based on the principles of best practice and are rights based. They
promote the capacity of the family to support their child's learning as part of everyday
routines and to ensure the inclusion of children in mainstream settings with their peers.

Who:

National early supports are delivered by approved and registered Lead Practitioners. Lead
Practitioner organisations who can provide a transdisciplinary approach, with a breadth of
disciplines to support the Lead Practitioner, would be highly suitable. This would also prevent
a fragmented approach to service delivery, contracting and funding.

The Lead Practitioner works with families to understand their child’s strengths, needs and
identify what supports are needed. Under a transdisciplinary approach the Lead Practitioner
would play the primary role in coordinating and then delivering most (if not all) of the
support. The Lead Practitioner would deliver supports from within their scope of practice and
some direct intervention strategies from outside their discipline with supervision and support
from other relevant professionals.

The Needs Assessment (some children may already have completed one as part of an access
request) gives the Lead Practitioner a strong indication of what type and level of early

supports are needed. An abridged version can be used to understand the need of the child

and family if a Needs Assessment hasn't already been completed.
What:

The Lead Practitioner will work in a family-centred way to understand what is needed for the
child and family.

The Lead Practitioner may work directly with the child and family or involve them in group
sessions or workshops with other children and families. There should be a range of
approaches to flexibly respond to need and evidence of what works. These approaches must
be aligned with the best practice principles.

The supports may include:

e Working directly with children and families to identify and respond to their needs and
priorities.
Assisting families to support their children’s development in everyday activities like meal
and bath time and visits to the playground.
Workshops for families on supporting child development or transitions such as
communication or starting school.
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Supporting childrens’ participation and inclusion in early childhood education and care
and education through a capacity building approach.

Building family confidence, resilience and self-advocacy skills.

Providing families and other caregivers with resources, information and advice on
activities and adjustments for development and inclusion.

When:
An assessment of need by the Lead Practitioner (or by the Needs Assessor if the child has
tested access to the NDIS) should give an initial recommendation on whether supports are

needed for a shorter or longer period of time. There should be no arbitrary cap on the length
of supports. Similarly, the intent is not for early supports to be fully open ended.

If the child becomes a participant the early supports will stop.

Where:

Early supports must be delivered in close collaboration with other mainstream supports. This
should be in part through more supports being delivered in natural settings and in part
through early supports leaning more into mainstream services.

There are options for how government achieves closer integration. An approach may be to

co-locate or deliver early supports in existing community infrastructure such as Integrated
Child and Family Centres (where they provide natural settings for children). Using existing
community infrastructure as a hub for early supports could provide place-based benefits
even under a national approach. This should be balanced against the inconsistent availability
of suitable community infrastructure across Australia and whether these locations provide
truly natural settings.

Discrete and place-based models

In addition to the national model, there should also be discrete and place-based models of early
supports. This is to allow for new approaches that are evidenced based to be trialled and scaled. It
also allows for a specific place-based model to be used in areas where a national model isn't
suitable (such as remote or very remote locations) or there are unique opportunities available (such
as working jointly with a mainstream service or a community controlled organisation).

Discrete models of early supports provide a mechanism for government to trial and evaluate
different approaches to early supports for children and families with emerging developmental
concerns so best practice models can be tested before being scaled (where it is found they are
beneficial and cost-effective). Approaches that are successful can then be integrated into the
national model. This should create a continuous improvement loop where the national model is
refreshed to align with contemporary practice as it emerges.
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There may be evidence-based approaches trialled for child development generally, or for specific
disabilities, demographics or cultures where a more tailored approach will deliver better outcomes.

The Telethon Kids Institute's Inklings Program is an example of a discrete approach that is
evidence-based and is undergoing further trialling to better understand its benefits. This is a
necessary step before a model like this could be expanded nationally.

Case Study 1: Inklings Program example of discrete early supports

The Inklings Program is a ten week program for babies and toddlers between 6 to 18 months
old who are showing early differences in their social interaction and communication
development. This leverages a critical window of development for children.

The program captures short videos of families interacting with their baby. With the support of
a practitioner, families are assisted to understand the different ways their baby communicates
their thoughts, feelings and needs. At the end of the session, families are supported to
develop a plan to incorporate the messages from the session into daily routines.

Inklings has been shown to have positive impacts through a successful randomised control
trial with around 100 families and children.?’

The Australian Government has budgeted a total of $22.1 million over four years on two pilots
of pre-emptive early support projects for children with early signs of autism. One of these
trials is the further implementation of Inklings with 700 children in Western Australia.??®

Place-based initiatives typically target all children in a community. These approaches are often used
in locations experiencing disadvantage where a more holistic approach is needed to address a
breadth of challenges.

They can also be used in areas where a more specialised approach is required, either where a
national model isn't suitable or there are unique benefits available.

In any scenario, a key requirement of a place-based approach is government working together
across levels and departments. This provides strong integration benefits for children and families.

Case study 2: Examples of place-based supports **°

Stronger Places, Stronger People Initiative

The Australian Government has partnered with states and territories and 10 communities
across Australia to take a collective impact, community led approach to disrupting
disadvantage. Stronger Places, Stronger People is a place based approach that recognises the
expertise of local communities.

Initiatives span multiple locations across Australia including Logan, Rockhampton, Gladstone,
Bourke, the Macleay Valley, Mildura, Burnie, the Far West Region of South Australia, the Barkly
Region and Gove Peninsula.

The initiatives include:
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e Alocal project team in each community, responsive for planning, engagement,
measurement and evaluation, joint-decision making, governance and local action

e Alocal community leadership group, who support the community in developing their
strategy and plan

e Capacity building support to enable the project team to develop the skills necessary to
implement plans

e Participation in a Partnership Exploration Process, designed to develop a shared
understanding of practice, plan and confirm commitment from all partners

e A National Leadership Group which brings together leaders from communities, business,

philanthropy, academia and service delivery, as well as representatives from Governments.

The aim of the initiative is to demonstrate how place based, collective impact approaches can
support improved outcomes through locally tailored and evidence driven solutions to local
problems, in partnership with local people.

First 2000 Days approach®°

Brisbane South Primary Health Network, partners and Logan community leaders have

collaborated to establish a local and targeted approach to supporting children in the first 2000

days. It covers Brisbane south areas identified as high-risk communities for child
developmental vulnerability.

The First 2000 Days involves:
e Community led, place based and culturally inclusive maternity care
e Sustained nurse home visiting

e The Thriving and on Track Program where developmental issues are being identified early
and families are receiving timely early intervention support

e Participation in supportive early childhood environments, such as playgroups
e Supporting families as children start school

e Community Connectors to support families to navigate the child health system and
provide wraparound support.

Supports are delivered in trusted community hubs, family homes and local childcare centres
and schools. Supports span from the antenatal period to when children are five years old. The

purpose of this program is to better support children and families living in an area with higher

rates of disadvantage through a critical developmental window.

Outcomes have included better ante-natal care, increased parenting ability, confidence and
coping through implementing the right@home sustained nurse home visiting program, and
increased health assessments in child care centres and participation in kindergarten.
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Remote Early Childhood Services model in the Kimberley (Kimberly Aboriginal Medical
Service)?'

An early childhood intervention model in the Kimberley region of Western Australia that uses
a service model that has been designed with community and for community. It provides
support from birth to seven years

The program employs allied health staff who provide up to five sessions per term for children.
The program also employs family support workers, who act as a cultural liaison for allied
health workers coming into community. It also assists with referrals to obtain diagnoses as
required and / or connection with information gathering and access requests for the NDIS

The model supported around 250 Aboriginal children, with only approximately 50 of those
needing to be referred on to NDIS plans (around one-in-five), due to successful early
intervention.

Support for families of children with developmental concerns or disability

In the future, communities and families will be better supported through widely available capacity-
building programs (including for siblings) which include information, education, connections to
other families and family leadership and empowerment. This should allow them to learn at their
own pace, over time with planned and sustained information during the early years.?** This should
align with the broader approach to the proposed capacity building reforms (see Action 1.3).

This recognises the importance of investing in the family and enhancing their skills and confidence
to meet the needs of their child. Well supported families lead to well supported children.

This also recognises that ‘children learn most in the environments in which they spend most of
their time, and not in specialist intervention sessions: what happens between formal sessions is
when the majority of learning takes place, and not in therapy sessions: children learn from their
natural caregivers, whether we want them to or not.’**

This will also be underpinned by support from Navigators for families who should provide access to
information, provide advice and help families find and access supports across mainstream and
foundational systems and the NDIS (see Recommendation 4).

The approach to designing these capacity building supports for families is set out in further detail
below.

Information, education, connections and family leadership and empowerment

Family capacity building initiatives should at least cover the following three aims: %*

e To help families understand the primacy of their role and of other natural caregivers in
supporting their child’s learning and development

e To provide families with the necessary skills, confidence and support to empower them to raise
their children using contemporary approaches to disability
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e To support families to understand the importance of ensuring their child lives a valued and
included life in the same way non-disabled peers do.

We heard that there is not a one-size-fits-all approach to achieving these aims. There will need to
be a suite of different offerings that reflect different needs and preferences in the community.

What this suite of offerings includes should be determined through a strategic approach through
the overarching Foundational Support Strategy (Strategy) which should be developed by the
Australian, state and territory governments. See Action 1.2 for more detail on how the Strategy
should be developed and its necessary components. The exhibit below provides an overview of
how this can be linked to family capacity building initiatives.

Box 3: Strategic approach to identifying capacity building supports

Identifying evidence-based capacity building supports for families of children with
developmental concerns or disability will need to be guided by the Strategy.

A critical element of the Strategy will be the development of an outcomes framework. This
will need to be appropriate for families of children with developmental concerns or
disability (along with other people with disability). The development of the outcomes
framework will provide a structure to begin to identify the highest priority areas of need
and a theory of change for the necessary supports to respond to need.

This effectively provides a strategic investment framework that gives guidance on the type
and volume of different supports that are required. This is a critical piece to avoid a repeat
of the proliferation of many small time-limited projects funded through the ILC program.
Investments must be more strategic in the future.

It is also essential to build on high-quality programs that have been developed across

various government funding streams, particularly those that have been evaluated and/or

have been co-designed. These programs must still be consistent with the strategic
approach described above. Funding under a previous program should not mean automatic
continuation.

The future capacity building program needs to be designed carefully with families to
ensure the process is family and child centred and supports best practice. It should be
informed by other experts in child development and capacity building program delivery
and representative organisations. The design of the model has key dependencies with the
work to develop the early supports approach and should be designed through an
integrated approach.
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A high-level overview of the potential future model is provided below.

Box 4: A potential future capacity building model for families

Family capacity building supports should be easily accessible through multiple channels and
available in all areas, regardless of residency or NDIS status.

Navigators may recommend capacity building supports for families who have children with
developmental concerns or disability. Families may also approach family capacity building
organisations directly to participate in a session or activity they are delivering. There should
also be information available online for families.

Family capacity building supports are based on the best practice principles and are rights
based. They promote building the capacity of the family to support the inclusion and
participation of their children in mainstream settings with their peers.

Who:

A network of organisations will be required to deliver best practice family capacity building
supports.

Locally based organisations are well placed to deliver locally connected information and peer
support models. However, they may not necessarily be experts in evidence-based family
capacity building or be able to provide an integrated offering of multiple elements of family

capacity building. This means that a network of organisations will likely be required. There

should be mechanisms established to enable sharing of information and resources such as
communities of practice across the network.

There should be a centralised approach to developing a minimum level of information to be
shared with families. This is to ensure consistent information is provided to Navigators and
Lead Practitioners, as well as to NDIA staff who are engaging with families of participants.

We also heard that there needs to be infrastructure such as communities of practice between
organisations to support the delivery of high quality capacity building supports.

What:
Family capacity should take a range of forms and include:

Information.

Education.

Connections to other families, including siblings.
Family leadership and empowerment.

Workshops or peer support sessions should predominately be group-based. There may also
be more individualised peer support based on need. On the whole, these family capacity
building supports aren’t intended to be an individualised model.

NDIS Review | Supporting Analysis




When:

Families of children with developmental vulnerabilities, concerns or disability may opt-in at
any time.

They may be referred by a Navigator to family capacity building supports. This is likely to be
one of the first referrals a Navigator will make for a family.

Where:

There will need to be a range of delivery models reflecting whether information, education,

connections to other families or family leadership and empowerment is being provided.

Workshops or peer support sessions will need to be offered as a mix of online, video
conferencing and in-person channels. This should reflect the preferences of those expected
to participate.

Where it is in person, it should be embedded in communities and located at the natural
places families visit, learn and play. Examples of this include community centres, maternal
and child health centres, integrated child and family centres, early childhood education and
care settings or schools.

2.94. Action & Implementation Details

Action 1.12: National Cabinet should agree to jointly invest in early supports for children with
emerging development concerns and disability

Australian Governments, through their Foundational Supports Statement of Intent, should
commit to build up over time a joint investment in early supports for children with emerging
developmental concerns and disability. This is a key element of a proposed continuum of
mainstream, foundational and specialist supports for children with disabilities (see
Recommendation 6). It should include support from a Lead Practitioner to help children who are
not eligible for the NDIS to build their skills and participate in everyday activities. The Lead
Practitioner should provide families with information about child development, building their
confidence and knowledge to support their child in everyday routines. This should be in addition
to the proposed capacity building program (see Action 1.8). It should also include implementing
and evaluating a range of other early support models. The delivery of these early supports
should be closely linked to and integrated with mainstream services, particularly education and
early childhood services.

Implementation detail:
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e The Department of Social Services must complete, as a priority, Action 1.1 of the Early
Childhood Targeted Action Plan to understand the support pathways and gaps in the early
childhood service system for children with developmental concerns by jurisdiction.

e The Australian government should immediately repurpose the funding provided for Early
Childhood Partners and provide additional funding to deliver an early supports foundational
service offering.

e Australian governments should specify the mix of early supports for children with
developmental concerns and disability they will fund over the next 3 years and update this
annually, based on findings from the NDIS Evidence Committee (see Action 23.2).

e Australian governments should trial and establish a new and expanded national early
supports offering for children with developmental concerns and delay. The future early
supports model needs to be designed carefully with families to ensure the process is family-
and child-centred and supports best practice. It should be informed by other experts in child
development, service delivery and representative organisations

e Australian governments should trial and evaluate a range of early support models for
children with developmental concerns and delay. These may include:

- Support for infants showing early behavioural signs of autism (such as Inklings).
- Place based supports, in particular for children in remote and very remote communities.
- Supports specifically delivered by and for First Nations communities.

e There should be a commitment from Australian governments that new models of early
supports for children with developmental concerns or disability should be first trialled,
before they are progressively scaled up. Only those with positive impact evaluations that
have been shown to improve outcomes and are cost effective should be scaled.

These actions should be supported by robust evaluation mechanisms that are designed with
families to ensure supports are person-centric and effective for the families they are aimed at.

Action 1.8: National Cabinet should agree to jointly invest in a capacity building program for
families and caregivers of children with development concerns and disability

Australian Governments, through their Foundational Supports Statement of Intent, should
commit to build up over time a joint investment in a capacity building program for families and
caregivers of children with emerging developmental concerns and disability. Communities and
families will be better supported through universally available family programs which include
information, peer support and creating and implementing a vision for their child for a valued
and included life. This will mean families have access to timely support, be empowered with
information and resources and connected with other families so they can build skills and
confidence to support their child. This should be underpinned by mainstream service systems
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building workforce capacity to identify developmental concerns and disability, and greater
support from Navigators for families (see Recommendation 4).

Implementation detail:

Investment in this program should be guided by the Foundational Support Strategy (see Action
1.2). Investment in individual capacity building supports, such as self-advocacy, peer support
and supported-decision making should complement the proposed Information and
Advice/Individual Capacity Building initiative (see Action 1.3).

e The Australian Government with states and territories should establish and administer a new
family capacity building program. The program should:

- Beinclusive of all families and intersectionality

- Be accessible and safe for families and caregivers irrespective of NDIS status, location or
identity

- Provide support early in the life of their child and continue across key developmental
ages and stages (as needs change), including as they adjust following diagnosis of
developmental delay or disability

- Be evidence based and outcomes focused
- Be designed with families and carers

- Take a holistic view of what a good life looks like for children and is based on the social
model of disability.

e The following should occur to support successful implementation:

- Ensure organisations receive funding under medium-term arrangements of up to and
preferably five years. There should be options to extend arrangements only where they
are found to be high quality and effective (ideally evaluated).

- Establish dedicated funding streams:

o For national and statewide supports and initiatives. This should support greater
consistency and coverage at a national and state level. This should encourage the
formation of consortia, cooperatives or sub-contracting arrangements to allow
smaller organizations to participate at a national and state level.

0 For local supports and initiatives. This should be focused on addressing community
level needs within a nationally consistent framework.

0 For trials of new evidence-based approaches that need further testing before being
suitable for scaling at a national level.

- Establish focus areas to determine funding priorities across the initiative, these could
include supports that address specific needs of particular disability groups, intersectional
groups, First Nations, culturally and linguistically diverse, or remote and very remote
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areas. It could also focus on specific elements of the family, such as father or siblings.
These should be determined through detailed needs analysis.

- Develop an outcomes framework that tracks, reports and measures outcomes for
families and carers. The framework will be reported against publicly on a yearly basis. The
framework should be aligned with the proposed new Disability Supports Outcomes
Framework (see Action 23.1).

e These actions should be supported by robust evaluation mechanisms that are designed with
families to ensure supports are person-centric and effective for the families they are aimed
at.

2.10. Adolescents and young adults are not supported well to transition to independence

Adolescence and young adulthood is a critical life stage which involves key transition points. This
stage impacts on outcomes later in life and economic and social participation. It can also be a time
when mental health issues emerge, including signs of more significant psychosocial disability.

We use the terminology of adolescence for the phase of life between childhood and adulthood,
roughly between the ages of 10 to 19 and young adulthood to refer to the period of ages 19 to 21.
We believe this is an important approach to ensure there is not a cliff where support falls away
after early childhood.

Adolescents and young adults with disability continue to fare more poorly in comparison to their
non-disabled peers across a range of indicators including educational and post-school outcomes,
employment, income and independent living.%*

In the future, there should a wider range of foundational supports outside the NDIS for adolescents
and young adults to prepare for and manage key life transition points such as secondary school,
employment and living independently. This includes capacity building supports across supported
decision making, self-advocacy, peer support and leadership development. This should
complement the broader capacity building reforms outlined in Action 1.3.

There should also be more support available from Navigators (see Recommendation 4). Navigators
should play a key role in supporting people with disability and their families during critical life
transition points, such as education, employment and housing and independent living. They are
expected to have specific expertise working with young people to recognise the number of life
transition points that occur during this time.

They should help navigate these transitions and importantly help to build awareness and capacity
with participants and nominees before reaching these critical periods. They will be a key referral
point for the capacity building supports described above.
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The combination of foundational capacity building and navigation supports should mean that
adolescents and young adults with disability are supported during the most challenging times and
are well prepared to enter adulthood living valued and included lives. This has lifelong benefits.

2.10.1. There is not enough support that recognises the adolescence period lays the foundations
for outcomes later in life

Adolescence and young adulthood is a period when brain development is continuing. It is a key
period of frontal lobe development and synaptic pruning. Adolescence and young adulthood is a
developmental phase for acquiring the assets for later health and wellbeing.?*

It is also a period of major life transitions, from primary to secondary school, from being dependent
to becoming independent, moving towards finding employment or participating in further
education or training, and/or moving out of the family home. As mentioned, it can also be the
period where mental health conditions begin to emerge, including more significant psychosocial
disabilities.

“...as individuals progress into their teenage years and young adulthood (ages 13 to
25), they experience profound life transitions. These transitions include the
development of identity, autonomy, and the establishment of personal values.
Neurodevelopmental theory underscores the importance of these transitions in
shaping an individual's overall well-being and functioning”. — Children and Young
People with Disability Australia®>’

These factors combine to mean it is a critical period to ensure adolescents and young adults are
prepared and well-supported.

“It (s crucial to have youth-friendly and age-appropriate supports during this key
developmental stage, particularly at key transition moments. This has the potential to
save expenditure over a lifetime as adolescence is the second ‘developmental window’
for intervention having lifelong benefits.” — Youth Disability Advocacy Service®*®

The importance of early intervention during this critical period has been recognised through a
complementary program in the work of Headspace, the National Youth Mental Health Foundation.
Headspace supports adolescents and young adults with mental health, physical health, alcohol and
drug services, as well as work and study support. Their aim is to help young people get back on
track and build their capacity to manage their mental health in the future.?*

We heard from families of adolescents and young people directly about their experiences during
this period of change and development and the supports they currently have access to. There was
a clear need to be more responsive and innovative in how young people are supported to
transition to independence. Importantly, we heard that far more support is required to find,
participate and sustain further education and employment.

We also heard about the impact of falling between the gaps of disjointed service system. Existing
support from LACs and Support Coordinators wasn't considered to be helpful assisting young
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people to navigate to effective supports. There is a desire for much clearer navigation roles and
advocacy support for young people.

Education

Transitions from primary school to secondary school are difficult for any young person. It is a time
when school structures change dramatically. These adjustments are particularly challenging for
people with disability.

Young people with disability face the additional challenge of not being consistently included at
school (see Section 3.5).%*° The provision of reasonable adjustments to support young people at
school is protected by law. However, young people with disability still face barriers to be included
at school and can face barriers to accessing and maintaining enrolments.?*' This can put young
people with disability onto a separate trajectory from their peers. Inclusion Australia describe
decisions to go into a segregated learning environment as the start of a ‘polished pathway’ where
people with intellectual disability then face significantly lower barriers to future segregated
environments in housing and employment.?*?

“Issues frequently observed by YDAS include a lack of understanding amongst these
systems and support services of their obligation to provide reasonable adjustments for
disabled young people. There is a predisposition to assume that NDIS will provide
support for disabled young people even when this is within the scope of the support
service. In some cases, this can lead to young people being unable to access
mainstream services, or remaining in unsafe situations or without essential support for
months.” — Youth Disability Advocacy Service®*

Secondary school is also the critical period for young people to begin to consider and prepare for
their career aspirations and further educational or employment options. However, these same
opportunities are not being made available to young people with disability.

In 2019, Children and Young People with Disability Australia surveyed just over 100 individuals to
understand the experience of senior students with disability and their families with career planning
and post school options. Most respondents were families of young students with disability, with
students with disability and advocates, teachers and school staff also responding.

Four out of five (80 per cent) of families and young people with disability reported that their school
did not provide support or appropriate information about career planning. Less than half (43 per
cent) of students reported having access to work experience, this was despite it being identified as
the most common form of support provided to students to prepare for employment. Just over half
(54 per cent) reported that they did not receive adequate support to plan for their future. AlImost
two-thirds (60 per cent) felt that the school did not have high expectations of the student with
disability regarding employment or further education after school. %

We have similarly heard that planning in the upper years of secondary school can be characterised
by low expectations for young people with disability. This is particularly the case for students with
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intellectual disability. Arguably having lower expectations means that there is less effort and
investment made to build the capacity of the young person for their future.

“I will be seeking NDIS support to help train and equip me as I leave school as | am
not certain yet whether | will go straight into a job or do more study. | hope the NDIS
will support me to explore those options. | don't get that help at school. My school
pushes a lot for University after school. | would like to know what else is available
especially due to having a disability.” — Young Person®*

Years 9 and 10 can be a ‘sliding doors’ moment for young people with intellectual disability. This is
the time where their non-disabled peers are receiving career counselling and choosing subjects to
prepare for tertiary education and employment. However, young people with intellectual disability
don't experience these same opportunities. Lower expectations means that they receive less
support and will often leave school without a complete education or not having completed work
experience. This can also lead to being encouraged into other forms of segregation including

moving to special schools, day programs or Australian Disability Enterprises.?*®

We have also heard that adolescents and young adults with disability continue to face significant
barriers with post-school education. This furthers the challenges they have experienced through
secondary school.

“I had to withdraw from my TAFE course before it started due to health issues and not
being aware of ways courses could be adjusted to accommodate me. | would like to
pursue a TAFE course but struggle with not knowing whether or not tertiary
institutions offer the accommodations | would need to participate.” — Young Person®*’

Employment

Young people with disability are often excluded from work experience and employment
opportunities taken up by their non-disabled peers while they are in secondary school.

This can be due to lower expectations and opportunities being offered. It can also be because
many of the entry-level jobs for young people after-school or on weekends are demanding
physically and/or require high social interaction with customers (such as those in hospitality and
retail). These entry level roles also require the young person to take on additional workload on top
of school, which can already be a significant workload for a young person with disability.

All of this means that young people with disability can have less work experience and are already at
a disadvantage in the labour market when they leave school.?* This puts young people with
disability on a different employment and income trajectory from their peers. It also results in
barriers to finding long-term sustainable employment.

There are a range of programs that provide employment support for young people with disability,
including the School Leaver Employment Supports, the DES program, Transition to Work, as well as
state and territory based programs. However, these programs are not well connected and there are
many challenges with the approaches of these programs.**
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Navigating these programs across different levels of governments and service systems is also
difficult. This makes the job of maximising the support available, challenging for young people with
disability and their families, particularly those with intellectual disability.

Supported decision-making

Many people with cognitive disabilities and complex communication support needs have
experienced a lifetime of being denied the right to make their own decisions or have control over
their lives.?*°

Decisions about adolescents are often framed as being made in their best interests, rather than
involving the person in decision-making. This can limit their opportunities to develop and practice
decision-making skills and navigate risk.?""

Families of children with disability are not encouraged to take the same approach as other children
who would begin receiving support for decision-making early in their lives and gradually be given
more responsibility and exposure to risk as they age. This leads to adolescents with disability being
provided far fewer opportunities to practice independence, experience autonomy, and engage in
risk-taking behaviour when compared with peers without disability.>*?

Outcomes data for adolescent and young adult participants (aged 15 to 24) reveals that most are
not involved in making decisions regularly and want more choice and control in their lives (Figure
13).2>3 This is based on participant responses to choice and control over time who have been in the
scheme for four years since 2016.

While this data is specific to participants, it highlights how significant this challenge is for this age
group (even for those with support from an NDIS Plan).

Figure 13: Experience of choice and control amongst adolescent and young adult NDIS
Participants (15-24) as at 30 June 2021>**
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There are very limited supports for decision-making both inside and outside of the NDIS. A lack of
specialist expertise and dedicated investments in this key area are the main factors limiting the
availability of support for decision-making for young people.?*®

“When adolescents come of age at 18 and gain legal adulthood, the NDIS emphasises
their autonomy in decision-making and plan management. Yet, this pivotal juncture
lacks adequate specialised assistance. By flagging trigger points at such crucial
moments, the NDIS can enable support and skill growth. This aid would encompass
essential facets like defining objectives, selecting NDIS providers, liaising with the
NDIA and medical experts, as well as fostering self-advocacy and informed choices.” -
Children and Young People with Disability Australia®*®

The ILC Program has provided funding for some innovative capacity building for young people to
grow their voice, self-advocacy and leadership skills. However, these programs face the same
challenges of the broader program, that they are limited by the size and duration of the funding
available. There is far more demand for these capacity building supports than currently available.

2.10.2. There should be far more foundational support for adolescents and young adults with
disability aged 9 to 21 to prepare for and manage key life transition points

There should be a wider range of targeted foundational supports for adolescents and young adults
with disability. Support during this critical developmental phase has lifelong health and wellbeing
benefits.

The targeted foundational supports should include a range of capacity building supports that help
adolescents and young adults to prepare for and manage key life transition points such as
secondary school, employment and living independently. It should include capacity building
supports across supported decision-making, self-advocacy, peer support and leadership
development. These should complement the broader capacity building reforms outlined in

Action 1.3.

This should be underpinned by support from Navigators. Navigators should play a key role
providing support during critical life transition points for all people with disability and should have
specific expertise working with young people to recognise the number of transitions that occur
during this time. They would also be a key source of information and referrals to capacity building
supports. Navigators should be locally connected to understand services and potential employers
in a young person's community.

These investments should be cost-effective in the long-term. Investing in adolescents and young
adults will put them on a trajectory to living more independent lives, having stronger education
outcomes, and having higher rates of employment and income. This should provide cost savings
across governments.

Capacity building

The breadth of the target age group means that a range of different supports will be required.
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There should be a clear approach to meeting different types of need across life stages and
transition points. There should be a tailored approach for supporting younger adolescents as they
move out of early childhood through to beginning secondary school, during secondary school and
beginning employment and living independently. These are simple examples and more work is
required to better identify and differentiate need across age groups.

This means supports will need to cover different areas but will also require specific delivery
approaches to reflect the needs and preferences of different age groups.

What this suite of offerings includes should be determined through a strategic approach through
the overarching Strategy to be developed by the Australian, state and territory governments (see
Action 1.2). Box 5 below provides an overview of how this can be linked to capacity building
supports for adolescents and young adults.

Box 5: Strategic approach to identifying capacity building initiatives

Identifying effective evidence-based initiatives for adolescents and young adults with
disability will need to be guided by the Strategy.

A critical element of the Strategy will be the development of an outcomes framework. This
will need to be appropriate for adolescents and young adults (along with other people with
disability). The development of the outcomes framework will provide a structure to begin to
identify the highest priority areas of need and a theory of change for the necessary supports
to respond to need.

This effectively provides a strategic investment framework that gives guidance on the type
and volume of different supports that are required. This is a critical piece to avoid a repeat of
the proliferation of many small time-limited projects funded through the ILC program.
Investments must be more strategic in the future.

It will also be essential to build on high-quality programs that have been developed across
various government funding streams, particularly those that have been evaluated and/or
have been co-designed. These programs must still be consistent with the strategic approach
described above. Funding under a previous program should not lead to automatic
continuation.

This process will need to closely involve young people to ensure it is person-centred and
responsive to need. It should be informed by adolescents, young adults, families,
representative organisations, and other relevant experts (such as those with expertise in
youth development, capacity building supports delivery, supported decision-making,
education, employment and independent living). This should ensure foundational supports
are designed with the people they aim to support and can be practically delivered.

A youth reference group should be established to play a central and consistent role in
informing this strategic approach.
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Future foundational supports for adolescents and young adults with disability who are not NDIS
participants should include evidence-based initiatives for:

e Building decision making and self-advocacy skills.

e Empowering peer support programs for young people to meet other young people and build
connection and community.

e Leadership skills development programs.

e Increasing work readiness and preparing for employment.

e Information, resources and education about transitioning to independence.

This should also include specific capacity building supports delivered by Lead Practitioners for
adolescents and young adults with higher needs, including:

e Working directly with adolescents and young adults with disability to identify and respond to
their needs and priorities.

e Supporting transitions such as moving between schools or starting a job.

e Supporting adolescents and young adults with disability participation and inclusion in
education through a capacity building approach.

¢ Building confidence, resilience and self-advocacy skills.

e Providing resources, information and advice on activities and adjustments for development and
inclusion.

In practice, this may mean the Lead Practitioner is responsible for leading small group sessions or
working directly with the adolescent or young adult (including families). This will ensure a
transdisciplinary approach, where the Lead Practitioner would play the primary role in coordinating
and then delivering most (if not all) of the support.

Because these supports are for adolescents and young adults outside of the NDIS, the coordination
role of the Lead Practitioner is expected to be smaller compared to children inside the NDIS (as
there will not be NDIS providers to coordinate).

They should also work with key stakeholders from schools, tertiary education or potential
employers and mainstream services to build their skills and capacity to support adolescents and
young people in education and employment.

Organisations that are approved to provide Lead Practitioner supports in the NDIS are well placed
to deliver these supports (see Action 1.12). They will be qualified allied health practitioners,
developmental educators or early childhood educators.

These supports from the Lead Practitioner should be needs-based and short-term in duration.
Those with higher on-going needs are expected to be supported within the NDIS. If the individual
becomes a participant, the support from the Lead Practitioner will stop.

Section 2.9.3 provides further detail on potential approaches to using a Lead Practitioner
organisation to deliver a transdisciplinary approach.
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2.10.3. Action & Implementation Details

Action 1.13: National Cabinet should agree to jointly invest in programs and initiatives to support
young adults with disability aged 9 to 21 to prepare for and manage key life transition
points such as secondary school, employment and living independently

Australian Governments, through their Foundational Supports Statement of Intent, should
commit to build up over time a joint investment in programs and initiatives to support young
adults with disability aged 9 to 21 to prepare for and manage key life transition points. This
should include support to help build the capacity of young people who are not eligible for the
NDIS to transition to secondary school and remain engaged in education, and to prepare for
employment by developing job-ready skills and confidence. It should also involve decision-
support training programs to prepare for major life transitions (see Action 5.2). The delivery of
these supports must be closely linked to and integrated with mainstream services, particularly
education and employment.

Implementation detail:

Investment in this program should be guided by the Foundational Support Strategy (see Action
1.2). Investment in individual capacity building supports, such as self-advocacy, peer support
and supported-decision making should complement the proposed Information and
Advice/Individual Capacity Building initiative (see Action 1.3)

e In line with the Strategy, the Australian Government with states and territories should
establish a suite of programs and initiatives to support adolescents and young adults. This
should include evidence-based approaches for:

- Building decision making and self-advocacy skills.

- Empowering peer support programs for young people to meet other young people and
build connection and community.

- Leadership skills development programs.
- Increasing work readiness and preparing for employment.
- Information, resources and education about transitioning to independence.

e This should also include an approach to delivering needs-based and short-term capacity
building supports that are provided by Lead Practitioners using a transdisciplinary approach,
including:

- Working directly with adolescents and young adults with disability to identify and
respond to their needs and priorities.

- Supporting transitions such as moving between schools or starting a job.
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- Supporting adolescents and young adults with disability to participate and be included
in education through a capacity building approach.

- Building confidence, resilience and self-advocacy skills.

- Providing resources, information and advice on activities and adjustments for
development and inclusion.

e The Australian Government with states and territories should develop an implementation
approach for the suite of programs and initiatives in line with the approach proposed in
Action 1.8.

e These actions should be supported by robust evaluation mechanisms that are designed with
adolescents, young adults and families to ensure supports are person-centric and effective
for the adolescents and young adults they are aimed at.
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3.

Inclusive and accessible mainstream and community services

All Australians rely on mainstream services such as health, education and transport. Many also
participate in programs and activities based in the community such as those run by community
groups, hon-government organisations, sporting clubs, local councils, employers, church
groups and charities.

Ensuring people with disability can use the same services and participate in the same activities
as everyone else is a fundamental human right enshrined in the United Nations Convention on
the Rights of Persons with Disabilities (UNCRPD).

More inclusive and accessible mainstream services and communities will not only produce
better outcomes for people with disability but can also reduce the need for specialist disability
supports over time.

Despite commitments in the first National Disability Strategy (2010-2020) and now the
Australian Disability Strategy, many mainstream services remain inaccessible and do not meet
the needs of people with disability. Many community programs, services and activities are also
not accessible or inclusive of people with disability.

The NDIS should operate within an ecosystem of services and service systems that work
together to ensure people with disability can access the right mix of supports at the right time
in a connected and inclusive way, not just the NDIS.

Australia’s approach to protecting, promoting and advancing the rights outlined in the
UNCRPD and driving greater inclusion, including through legislation, has not been strong or
comprehensive enough to ensure change at an acceptable pace or equally for all groups of
people with disability.

Current legislative approaches, such as the Disability Discrimination Act 1992 (DDA), are largely
reactive and do little to encourage active steps to prevent discrimination and promote
inclusion.

Complaints under the DDA have more than doubled between 2017-18 and 2021-22.%°" We
have also heard concerns with how fit-for-purpose and contemporary Australia’s approach is to
disability rights, discrimination and inclusion legislation, including the current DDA. This was
also a finding of the Royal Commission into Violence, Abuse, Neglect and Exploitation of
People with Disability (Disability Royal Commission).®

There is Australian, state and territory government legislation promoting inclusion. However, a
lack of comprehensive and integrated legislative frameworks across jurisdictions promoting
inclusion is compounded by the lack of coordination across systems to support people with
disability. This results in poorer life outcomes for people with disability including social, health
and economic outcomes.

The introduction of the NDIS has improved lives of people with disability. However, its often
complex interface with many mainstream services has made navigating multiple systems even
more difficult for people with disability. These complexities are further compounded by
responsibilities and legislation being split between the Australian Government (NDIS) and state
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and territory governments (who have primary responsibilities for many of the other service
systems).

e The introduction of the NDIS has led to an underinvestment in time and resources on
improving the availability and accessibility of mainstream services for people with disability, as
all governments prioritised the NDIS.

e Attempts to clarify roles and responsibilities of mainstream service systems and the NDIS have
not been effective. Roles and responsibilities outlined in the Applied Principles and Tables of
Support (APTOS) have not translated into consistent and effective collaboration on the ground.

e A binary approach to the way NDIS and mainstream services work, under APTOS, has led to
poor outcomes for many people with disability. There has been insufficient recognition that
people with disability need supports from more than one system at the same time.

e This binary approach — together with the Australian Government being primarily responsible for
the NDIS and states and territories for other services systems, except aged care - has led to
responsibilities and funding arrangements becoming more and more contested, with poorer
outcomes for people with disability.

e When issues occur at specific interfaces of the NDIS and mainstream services, this can create
confusion and ambiguity for participants. At best this is frustrating and time consuming. At
worst it can put the health, wellbeing and safety of people with disability at significant risk.

e Despite being the subject of repeated calls for change over the last ten years, the problems
remain significant. We have heard about challenges that remain unresolved at the interfaces
between the NDIS and the following systems, and therefore recommend particular action in
these areas:

- child protection
- justice

- hospitals

- palliative care

- mental health

- school education
- transport

- aged care

e Rather than a binary approach, we recommend a more person-centred approach where
systems reach into each other to provide more effective and coordinated support.

e To replace the APTOS, a multilateral schedule to the new Disability Intergovernmental
Agreement should be developed. The multilateral schedule should clarify single system
responsibilities and articulate shared system responsibilities, including interface specific
working arrangements. Detailed Memoranda of Understanding between the National Disability
Insurance Agency and particular mainstream services should be developed to agree
jurisdiction-specific working arrangements that benefit people with disability
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Temporary arrangements put in place during NDIS transition in two key areas remain
unresolved ten years later. Key aspects of the National Injury Insurance Scheme (NIIS) have not
yet been implemented and some in-kind arrangements undertaken by state and territories on
behalf of the NDIS remain in place long after transition has finished.

Of the four originally proposed streams of the NIIS, only the motor vehicle and workplace
accident streams were established. This has left significant gaps that push people into the NDIS.
Arrangements between the NDIS and existing no-fault compensation schemes are also
inconsistent, which can result in overlap with the NDIS and create additional stresses for
participants and costs on the NDIS.

In-kind programs are disability-related services funded by the NDIS but delivered by state and
territory governments. The cost of these supports is then counted as state and territory in-kind
contributions to their shares of overall scheme costs.

In-kind arrangements are inefficient and were intended to only be a transitional arrangement.
However, delivery of personal care in schools and specialist school transport schemes continue
to be delivered by states and territories on behalf of the NDIS. While this has ensured service
continuity, it has disincentivised reform and constrained choice. It has also led to failures to
invest in these programs or ensure a nationally consistent standard across jurisdictions.

Recommendation 2: Increase the scale and pace of change in mainstream and
community inclusion and accessibility and improve the connection between
mainstream services and the NDIS

Legislative change required

To increase mainstream and community inclusion and accessibility...

Action 2.1: The Attorney General's Department, with the Department of Social

Services and the states and territories, should develop a unified and contemporary
approach to disability rights, discrimination and inclusion legislation.
Action 2.2: All Australian governments should improve the recognition and

responsiveness of government services to culturally and linguistically diverse concepts
of disability and care by investing in targeted research, education material and
capability building for government organisations and staff, professionals and providers
who deliver government services.

Action 2.3: The Department of Social Services with relevant agencies should develop

and trial a mechanism to publicly communicate the performance of current Disability
Standards under the Disability Discrimination Act 1992.
Action 2.4: All Australian governments should incorporate Disability Impact

Assessments into new policy proposal assessment processes.
Action 2.5: All Australian governments should take steps to protect the right to

inclusive education for children with disability and developmental concerns in early
childhood education and care and schools.
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To improve the connection between the NDIS and mainstream services...

. Action 2.6: National Cabinet should agree to a multilateral schedule to a new

Disability Intergovernmental Agreement that replaces the principles for determining
the responsibilities of the NDIS and other service systems, including the Applied
Principles and Tables of Supports to better clarify respective responsibilities.

e Action 2.7: The Department of Social Services, working with other Commonwealth

agencies, state and territory disability agencies and the National Disability Insurance
Agency, should implement a priority work program to improve coordination between
complex mainstream settings and the NDIS.

e Action 2.8: The National Disability Insurance Agency and the Department of Education,

with state and territory education and disability agencies, should develop a plan to
better connect the NDIS and school education systems and improve educational
outcomes for children with disability.

e Action 2.9: The Productivity Commission should develop an NDIS transport policy that

better meets the mobility needs of participants.
e Action 2.10: The Australian Government should develop a national strategy to improve

the quality of the disability ecosystem for First Nations people with disability.

. Action 2.11: The Australian Government should implement legislative change to
allow participants once they turn 65 to receive supports in both the NDIS and the aged
care system concurrently and clarify when aged care supports are reasonable and
necessary.

. Action 2.12: The Australian Government should implement legislative or process

change to allow access to the NDIS for Disability Support for Older Australians
program participants.
e Action 2.13: All Australian governments should agree as a matter of priority to expand

universally available child development checks, to ensure the early identification of
children with developmental concerns and disability and enable early intervention.
e Action 2.14: State and territory governments should commit to and implement the

general accidents stream of the National Injury Insurance Scheme.
e Action 2.15: The National Disability Insurance Agency and the Department of Social

Services, working with state and territory governments and other relevant
Commonwealth agencies, should update current arrangements governing the
interaction between the NDIS and compensation schemes to reduce overlap and
improve participant experiences.

. Action 2.16: The Disability Reform Ministerial Council should agree to cease the use

of ‘in-kind" arrangements in the NDIS.
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3.1. Mainstream services and communities are not fully inclusive and accessible for people
with disability, limiting social and economic participation

Inclusive and accessible mainstream services and communities provide better outcomes for people
with disability and reduce the need for more specialist disability supports over time.

We acknowledge the significant body of work already undertaken across governments to make
mainstream services and communities more inclusive and accessible for people with disability,
Australia’s Disability Strategy (ADS) and recommendations from the Royal Commission into
Violence, Abuse, Neglect and Exploitation of People with Disability (Disability Royal Commission).

We seek to build upon this work and highlight ways to ensure the entire ecosystem can work more
effectively together. This should create equitable supports for all people with disability as well as
ensure a sustainable NDIS. This includes looking at the role of intergovernmental agreements,
legislation, disability action plans and other mechanisms such as investing in research to improve
inclusion and accessibility for all people with disability.

3.1.1. Inclusive mainstream services and communities benefit all Australians

All Australians rely on mainstream services such as health, education and transport. Many also
participate in programs and activities based in the community such as those run by community
groups, non-government organisations, sporting clubs, local councils, employers, church groups
and charities.

All Australians benefit from more inclusive and accessible mainstream services and community
programs and activities. For example:

e Accessible public transport and services makes it easier for everyone to use public transport

e Inclusive and responsive schools make it easier for all children to learn

e More inclusive and accessible workplaces make it easier for all Australians to find and keep
meaningful work

e More inclusive sporting clubs and recreational activities will help all Australians, regardless of
their ability, to participate in their preferred activities and make friendships.

Ensuring people with disability can use the same services and participate in the same activities as
everyone else is a fundamental human right. This is outlined in the United Nations Convention on
the Rights of Persons with Disabilities (UNCRPD), which includes people with disability having the
right to live independently and take part in all aspects of life.>*® Australia is a signatory to the
UNCRPD. Its commitment is reflected in a range of policies, program and legislation, including
ADS, Disability Discrimination Act 1992 (DDA), and state and territory disability legislation.

Commitment to the UNCRPD is also reflected in the commitment of all Australian governments to
the NDIS. But the NDIS on its own is insufficient to realise the inclusive vision of the UNCRPD. The
realisation of the rights outlined in the UNCRPD can only be achieved when the Australian
community is free from discrimination, inclusive and accessible to people with disability and
ensures individuals can live with dignity, equality and respect.
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The NDIS was designed to operate within an ecosystem of support, this includes mainstream
services. Every government in Australia agreed to make their mainstream services more inclusive
and accessible before the roll out of the NDIS. This was set out in the first National Disability
Strategy, which ran from 2010 to 2020.%° However, progress has been slow as governments
prioritised the rollout of the NDIS.

“More wrap around support with health and education. | know NDIS doesn't support this, but
first nations people have a hard time accessing these supports at the best of times.” — First
Peoples Disability Network®®'

There is now a pressing need to complete design and implementation of the ecosystem. This
includes the community-wide rollout of inclusive and accessible mainstream services and
foundational supports to sit side-by-side with individualised supports funded by the NDIS.

3.1.2. People with disability continue to face discrimination and barriers accessing mainstream
services and participating in their communities

Australia’s approach to inclusion has not been strong or comprehensive enough to drive change at
an acceptable pace or equally for all groups of people with disability.

“People do not understand my disability and | constantly am being discriminated
against for that.” — Person with disability %%

In 2019-20, 1in 5 (22 per cent) people aged 15 and over with disability experienced some form of
discrimination, compared with 1in 7 (15 per cent) without disability, with a majority experiencing
disability discrimination.?®® Complaints under the DDA have more than doubled between 2017-18
and 2021-22.%* Additionally, in 2021-22 the DDA had the highest number of complaints regarding
discrimination in the provision of goods, services and facilities (52 per cent of all complaints).?

First Nations people with disability, women, culturally and linguistically diverse and LGBTIQA+SB
communities face intersectional discrimination, which can be compounded by institutions that do
not consistently understand or consider their experiences (see Action 2.10). A systematic review of
First Nations voices in disability support services funded by the National Disability Research Special
Account in 2021 found that the intersection of racist and ablest attitudes can also contribute to the
economic exclusion and high levels of socio-economic disadvantage of First Nations people with
disability.?*® This is heightened for First Nations women with disability due to the addition of
gendered discrimination in broader society.?®’

Culturally and linguistically diverse people with disability also face additional barriers to accessing
culturally appropriate disability supports due to the intersection of language barriers and varied
understandings of disability and care. This is amplified for people of colour from culturally and
linguistically diverse backgrounds, especially women who do not have the same access to social
capital, cultural safety and resources.?®®

“Disability is often interpreted differently across cultures...” - National Ethnic Disability

Alliance %%
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Applications of intersectionality across the disability ecosystem and relevant legislation such as the
DDA go some way to recognising that people with disability experience interlinked discrimination
that amplifies experiences of marginalisation and exclusion.

Discrimination can negatively impact social and economic participation, exacerbating socio-
economic disadvantage and poverty. As noted above, the proportion of people with disability
(aged 15 and over) in the labour force who are unemployed is double the proportion of people
without disability, and the unemployment gap between people with disability and people without
disability widened between 2012 and 2018.27° Four in ten (39 per cent) people with disability aged
15 to 64 are also not satisfied with their local community, compared with 27 per cent of those
without disability.*”!

The Disability Royal Commission also highlighted cultural, language and other differences creates
barriers to the full participation and inclusion of all people with disability, across all aspects of life.

3.1.3. Disability legislation should be reviewed and improved

The Australian Government, and many state and territory governments have disability
discrimination and disability laws. This highlights the importance many governments place on
protecting the rights of people with disability. However, given some inconsistencies in these
approaches, there is an opportunity for a more coordinated, consistent and effective approach to
tackle discrimination.

The DDA is intended to protect all Australians with disability from discrimination in many public
domains, including employment, education, getting and using services and accessing public
spaces.’’?

We have heard concerns about how fit-for-purpose and contemporary Australia’s approach is to
disability rights, discrimination and inclusion legislation, including the current DDA.?”* Key
stakeholders have highlighted the limitations with the DDA, including as part of the NDIS Review,
the Disability Royal Commission and the review of the DDA by the Productivity Commission in
2005.%™

The DDA largely relies on reactive mechanisms to address discrimination, such as complaints
processes.’”> As a result, more time is spent on managing and responding, rather than preventing
discrimination. It also means if a person with disability experiences discrimination, the onus is on
the individual person, families or carers to bring a complaint or legal action to enforce their
rights.2’®

We recognise that legislation exists in other jurisdictions, and that Victoria is currently reviewing
their Disability Act 2006. Victoria's review aims to take a more contemporary and proactive
approach to disability inclusion, that supports the vision of a barrier free Victoria for all people with
disability. The exposure draft explored elements such as a positive duty to promote inclusion,
establishing a responsible Inclusion Commissioner to monitor progress, universal design and
considerations of intersectionality and ableism.?”’
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There are also concerns that state and territory legislation may be unintentionally leading to
uncertainty. People may be unsure of which jurisdiction is responsible for a given aspect of
disability discrimination law. In addition, providers and organisations might not know whether
compliance with one set of laws is compliant with all relevant laws.?’® The Australian Human Rights
Commission has recommended a more proactive approach to preventing and reducing disability
discrimination.?”® This would include reforms to the DDA, as well as a holistic human rights Act in
Australia, which would improve and reconcile inconsistency across the various legislative
frameworks for discrimination.

“Australia’s discrimination laws are outdated and difficult to use. Some of these laws
have remained substantially untouched since they were introduced over 30 and 40
years ago. They do not respond to the challenges of modern life and are often
unsuccessful as a means of remedying discrimination, let alone preventing it." —
Australian Human Rights Commission %

There is an opportunity to modernise and improve legislation governing disability accessibility and
inclusion. This should take into consideration the DDA but could be broader and include looking at
powers relating to mainstream service standards and disability action plans.

The Disability Royal Commission has also highlighted the need for a stronger and more
comprehensive legal framework, including a Disability Rights Act, which would protect and
promote the human rights of people with disability and shift the legislative burden away from
individuals with disability reporting discrimination.?®’

3.1.4. Disability standards provide an opportunity to improve service quality and accessibility

The DDA enables the creation of Disability Standards and Guidelines, which provide more detailed
information on the rights of people with disability and the obligations of organisations and
providers when providing a given service or support. Current standards include:

e Disability Standards for Education 2005 (standards for education) — which cover enrolment,
participation, curriculums, support, and elimination of harassment in most educational
organisations %%

e Disability Standards for Accessible Public Transport 2002 — which cover accessibility
requirements for public transport operators, including trains, buses, taxis, and airlines*®

e Disability (Access to Premises — Buildings) Standards 2010 — which cover accessibility for public
buildings.?®*

Standards are agreed requirements for a product, process, or service that can be used to improve
safety, efficiency, and performance. Good standards can offer comparability, certainty and a
proactive mechanism for quality service provision.

As highlighted by the Royal Commission in Aged Care Quality and Safety, standards are key to
improving consumer knowledge and choice, which can put pressure on facilities and create
incentives to improve outcomes.*®
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However, for standards to be effective they must be comprehensive, easy to understand and
enforced. For example, there are many exceptions to the standards for accessible public transport.
The accessible public transport standards are now being updated.

It is also important to note that some major standards affecting people with disability are not set
through the DDA. For example, the minimum standards for accessible new housing, the Livable
Housing Standards, are set through the National Construction Code. These are not enforceable, as
it is the responsibility of states and territories to decide whether to include these standards in their
relevant building standards and codes (see Action 9.11). This is confusing and undermines a
comprehensive approach.

The Productivity Commission review into the DDA noted enforceable disability standards can play
an important role in improving disability access and inclusion.’® Feedback from people with
disability, families and carers and the disability sector suggests current disability legislation and
disability standards have not got the balance right between enforceability and compliance,
reducing the effectiveness of these standards.

The importance of Australia rebalancing its disability standards was outlined in a review by the
United Nations Committee on the Rights of Persons with Disability in 2019, which recommended
that Australia:

“Establish and enact a national framework for mandatory compliance reporting of the
Disability Standards for Accessible Public Transport, the Disability (Access to Premises-
Buildings) Standards, and the National Standards for Disability Services.” — United

Nations %7

Given the critical importance of a good education to social and economic participation we believe
that education standards present a particular opportunity for reform. The latest review of Disability
Standards for Education, conducted in 2020, highlighted that:

“More people need to know about and understand the Standards [and] we need to
make sure the Standards are followed.” — Department of Education %

The Early Childhood Targeted Action Plan (TAP) under the ADS has also identified the need to
reform the Disability Standards for Education, in the form of broadening the Standards to include
early childhood education and care.”®

Currently it is difficult for parents and caregivers to assess how well an early childhood centre or
school is performing in terms of inclusion and meeting educational standards. For example, a star
rating or similar mechanism would mean the quality of early childhood and school facilities and
practices could be known at a glance and could incentivise and encourage schools to continually
improve their practices. It would also play a role in enabling a more accessible and inclusive
education system, where the NDIS does not need to step in to fill gaps.
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Incentives to deliver more accessible and inclusive mainstream services can be improved through
making public the extent to which service systems and organisations meet or exceed transparent
standards. There are examples of how to do things better from other policy areas, including:

e Food standards set in Australia and New Zealand ensure public health and safety and make
sure the information people receive about food is comparable and consistent.?®® These
standards are also enforceable, and those who contravene them face consequences.?’
Accordingly, Australia and New Zealand have a reputation for safe and high quality food.*** This
is important in two ways: it increases trust, and it means people can make more informed
choices.

e The introduction of a star rating system as of December 2022 for residential aged care,
following the Royal Commission into Aged Care Quality and Safety.>* This star rating measures
whether a residential aged care facility is complying with regulated standards, and to what level
of quality it is delivering services. Although a lot of work goes on behind the scenes, someone
can very easily see that a five-star aged care facility is preferable to a two-star facility. This
creates positive incentives. If the two-star facility wants more clients, it will have to lower prices
or raise quality.

Standards for disability accessibility and inclusion in mainstream services should set a clear,
comparable and enforceable level of quality. This should be coupled with accessible
communication that allows people to know just how accessible and inclusive these services are.

This should improve transparency, give parents and caregivers more information to assist them in
making choices, and incentivise good practice in schools. It would push governments and their
mainstream service systems to improve where they are falling short of community expectations and
drive greater inclusion.

3.1.5. Disability Action Plans and Disability Inclusion and Access Plans can improve inclusion

Disability Actions Plans (DAPs, also known as Disability Inclusion and Access Plans or DIAPs in some
jurisdictions) are key instruments under the DDA and state and territory legislation to reduce
discrimination and promote inclusion and access. All governments, businesses and community
organisations are expected, and in some cases required by law, to have a DAP.

We have heard from people with disability, the disability sector, and other key stakeholders that
DAPs have not been effective in driving meaningful and inclusive change. The key issues that have
been identified include:

e The lived experience of people with disability, families and carers are underutilised in
development and management of DAPs

e DAPs are often regarded as a ‘'tick the box’ exercise that may sit on shelves instead of changing
practice

¢ Organisations often have limited incentives to complete and update DAPs, particularly non-
government organisations (under the DDA)

e A lack of accountability or transparency for outcomes delivered
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e Alack of comparability and consistency across, and in some cases within, jurisdictions
e Limited guidance and training to explain what good inclusive and accessible practices look like.

There are examples of how to do things better from other policy areas. This includes Reconciliation
Australia’s approach to supporting organisations to advance reconciliation and deliver tangible and
substantive benefits for First Nations people, such as Reconciliation Action Plans (RAPs).
Reconciliation Australia’s approach includes the following key elements:**

e Reconciliation Australia reviews individual RAPs and provides strategic feedback to
organisations.

e Provision of dedicated resources and guidance, including a RAP Framework which supports
organisations to adopt a consistent and effective approach to reconciliation.

e Release of annual impact reports that detail the outcomes delivered from RAPs, including
economic participation, economic opportunities for First Nations people and shifts in
understanding of First Nations culture.

e Reconciliation Action Plans are created for a specific period, generally between 12 and 24
months.

Reconciliation Australia’s approach is useful in informing potential reforms to reduce disability
discrimination and to make mainstream services and communities more accessible and inclusive for
people with disability. However, it is important not to conflate the experiences and needs of non-
Indigenous people with disability and that of First Nations people with disability and their
communities.

3.1.6. Governments should pay more attention to disability considerations when developing
policy

Impact assessments are a valuable tool that can improve policy making by identifying the potential
impacts of policy change, maximising its benefits and mitigating risks.?>> However, the use of
impact assessments with a disability focus can be improved.

Governments in Australia use several impact assessment processes as an oversight mechanism
before policy is agreed to ensure policy is rigorous and considers all relevant outcomes. This can
include regulatory, regional, human rights, privacy and gender impact assessments.>*® Generally,
impact assessments precede key decision points, such as Cabinet deliberations. Some, including
Australian Government impact analyses and human rights compatibility statements, may be
published to ensure contestability and transparency.*’

Evidence shows that with the right incentives and support structures, impact assessments can lead
to improved policies, greater participation and transparency and improved long-term knowledge
and learning.?%®

But while impact assessments are commonly used internationally and across policy domains, they
continue to be underused for considering the impact of policies and services on the lives of people
with disability.
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In Australia, we are not aware of disability impact assessment occurring on a regular basis or being
required for key policy decisions. Other processes, such as more general impact assessments and
human rights compliance checks may capture some impacts on people with disability. While useful,
we believe generalised assessments can miss the specific impact on people with disability.

“Disability inclusion has to be at the start — not at the end. Disability needs to be a
core design principle for mainstream services, not something that gets considered at

the end as a checkbox routine” — Person with disability *°

Compliance can be a key barrier to success for these processes.>® There is a risk that any additional
impact assessment process simply becomes an additional check box exercise, to be completed

without careful consideration and therefore have limited influence. There is also the argument that
impact assessments increase regulatory burden, or ‘red tape’, without providing additional benefit.

This represents a risk that should be addressed in the design of any impact assessment. Just as
impact assessment is meant to mitigate the risk of bad policy outcomes, good impact assessment
should lead by example and ensure design generates the best outcomes, including the
management of non-compliance risks. While it of course increases the cost of making policy, it
should also increase its rigour, and costs borne by policy makers are likely to be much smaller than
the costs borne by people subject to suboptimal policy.

The introduction of high-quality disability impact assessments will promote the design and delivery
of more inclusive and accessible services for people with disability and improve social and
economic participation. This will not just benefit people with disability. It will benefit all citizens.

We acknowledge that the Disability Royal Commission has also recommend the introduction of
Disability Impact Assessments by recommending that assessments are imposed on Commonwealth
entities under the new proposed Disability Rights Act.*’

3.1.7. Stronger action is required to tackle discrimination and create more inclusive and accessible
communities

Stronger inclusion and accessibility requirements across governments are needed to reduce
discrimination and uphold the human rights of people with disability, outlined in the UNCRPD and
DDA.

Governments should significantly increase inclusion and accessibility, including through legislation,
disability action plans, and service standards. The needs of people with disability should also be
more genuinely considered as a part of government policy making processes.

We believe the following steps are required to make this happen:

e Review current Australian Government and state and territory disability discrimination inclusion
and accessibility related legislation (including the DDA), with a view to identify opportunities to
improve and harmonise legislation and practices. This includes considering in the review of the
DDA, or broader updates to legislation based on Disability Royal Commission
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recommendations, whether the DDA is the most appropriate mechanism and has adequate
power to provide for measurable and enforceable mainstream services standards.

Review the effectiveness and appropriateness of DAPs across jurisdictions, with consideration of
a standardised format or approach.

Develop guidance and resources for governments and other organisations on legislative
obligations and best practice in inclusion and accessibility.

Develop a mechanism or mechanisms to publicly communicate mainstream service standards
performance, including whether a service is delivering at a higher quality than the minimum
standard, such as a star rating system. This should be done in an accessible way that is easy to
find and understand and supports people with disability. It could be trialled in priority
mainstream services, such as school education, where it would build on the Disability Standards
for Education. The trialling of a mechanism for Disability Standards for Education should have
regard for the Early Childhood TAP, under ADS.

Incorporate Disability Impact Assessments into new policy proposal assessment processes
across all governments. As a first step, the Australian Government should commence an
assessment pilot, building on existing legal, regional, and gender impact assessment processes
with the intent to expand their use across all jurisdictions.

These reforms will be complemented by other actions across the Review, including:

A dedicated initiative for the delivery of mainstream and community capacity building and
planning supports (see Action 1.3). This program should be focused on supporting mainstream
services and communities to be more inclusive and accessible for people with disability and the
delivery of services that are appropriate to the needs of people with disability.

A new navigation function for people accessing the scheme (see Action 4.1), that will ensure all
people with disability receive navigation supports to connect with mainstream services,
community supports, foundational supports, the NDIS and participate in their community.

A new Disability Intergovernmental Agreement (IGA) to underpin delivery of a comprehensive
and unified disability support ecosystem (see Action 20.1). The IGA should build on the
foundation of the ADS and confirm the commitment of all governments to the UNCRPD. It
should include measurable commitments and targets for improving the accessibility and
inclusivity of mainstream services and the range and level of foundational supports.
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3.1.8. Action & Implementation Details

Action 2.1: The Attorney General's Department, with the Department of Social Services
and the states and territories, should develop a unified and contemporary approach to
disability rights, discrimination and inclusion legislation.

This should improve and harmonise legislation including the Australian Government'’s
Disability Discrimination Act 1992 (DDA) and state and territory legislation. It should also
consider the Disability Rights Act proposed by the Royal Commission into Violence, Abuse,
Neglect and Exploitation of People with Disability. This should include assessing the scope,
effectiveness and appropriateness of current Disability Standards under the DDA. It should
also assess the effectiveness of disability action plans across jurisdictions in creating more
inclusive and accessible mainstream services and communities for people with disability, and
identify opportunities for nationally consistent reporting requirements, approaches and
obligations. Reforms to disability rights, discrimination and inclusion legislation should have
regard to Federation Funding Agreements and practical clauses to promote inclusion and
accessibility (see Action 20.2).

Implementation detail:
The Australian Government, with states and territories and local governments, should:

e Review current Australian Government and state and territory disability discrimination
inclusion and accessibility related legislation (including the DDA), with a view to identify
opportunities to improve and harmonise legislation and practices. This should include
considering whether the DDA is the most appropriate mechanism and has adequate
power to provide for measurable and enforceable mainstream service standards.

e Review the effectiveness and appropriateness of Disability Action Plans and Disability
Inclusion and Access Plans across jurisdictions. This should include exploring
opportunities to improve and streamline reporting requirements and obligations across
jurisdictions (including categories, timeframes and mandatory thresholds), and consider
oversight mechanisms for reviewing and overseeing action plans.

e Develop guidance and resources for Australian, state, territory and local governments on
legislative obligations and best practice in inclusion and accessibility.

e Consider bringing together the above actions as part of a Targeted Action Plan under
Australia’s Disability Strategy. This would ensure governments bring an intensive and
coordinated focus on actions, people with disability are involved in the implementation of
actions and there is clear accountability for progress and outcomes.
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Action 2.2: All Australian governments should improve the recognition and
responsiveness of government services to culturally and linguistically diverse concepts of
disability and care by investing in targeted research, education material and capability
building for government organisations and staff, professionals and providers who deliver
government services.

Inclusive and accessible government funded services require increased knowledge on what
disability and care look like in a variety of cultural contexts. Priority should be given to
research and capability building initiatives that improve understanding across government
services of how culturally-specific beliefs, relationships and familial obligations influence
needs, help-seeking behaviours and experiences of government services. This should be
supported by investments in community-led, culturally appropriate communication products
that promote increased understanding of government services and supports in culturally and
linguistically diverse communities. This should be underpinned by efforts to embed a highly
skilled, person-centred, disability aware culture across all disability agencies and
governments (see Recommendation 22).

Implementation detail:

e The Department of Social Services (DSS) and the National Disability Insurance Agency
(NDIA) should invest in staffing the NDIA with people with lived experience of disability
from culturally and linguistically diverse backgrounds.

e DSS should provide funding under the National Disability Research Partnership to
prioritise research in partnership with relevant community groups (place-based, cultural,
linguistically or racially diverse) improves visibility and understandings of:

- How disability and care are conceptualised in a variety of cultural contexts

- How cultural conceptions of disability impacts accessibility of the scheme, disability-
specific service delivery and interactions with governments, institutions and systems

- How intersectional discrimination impacts outcomes for culturally and linguistically
diverse people with disability

e The NDIA should prioritise a joint review of all publicly available information, led by a
culturally and linguistically diverse disability advocacy organisations for culturally
insensitive content. This review should inform the contents of the forthcoming NDIA
Culturally and Linguistically Diverse Strategy (currently under development), prioritising
immediate remedy of any inappropriate content and future development of culturally
appropriate resources for a variety of culturally and linguistically diverse communities.

e The NDIA and the DSS should partner with culturally and linguistically diverse
communities to strengthen the culturally responsive nature of the disability ecosystem.
This should include:
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- Embedding the development of culturally relevant easy read guidance on participant
information as a standard practice

- Tailored information on the legal governance and operations of the NDIA, scheme
and foundational disability supports

- Funding to develop training resources to build the capability of disability service
workers to engage effectively with cultural and linguistically diverse people with
disability and their communities

- Funding to develop educational content for these communities to improve self-
advocacy and understandings of exploitation.

Action 2.3: The Department of Social Services with relevant agencies should develop and
trial a mechanism to publicly communicate the performance of current Disability
Standards under the Disability Discrimination Act 1992.

This mechanism should be easy to find and understand and allow people to know whether a
service is delivering at a higher quality than the minimum standard, such as through a star
rating system. The mechanism should be trialled to highlight performance of mainstream
providers against current Disability Standards, for example the Disability Standards for
Education. These standards could be included in the Disability Outcomes Framework (see
Action 23.1) and reported to National Cabinet by the proposed Disability Outcomes Council
(see Action 20.5). This approach should have regard to the findings from the Royal
Commission into Violence, Abuse, Neglect and Exploitation of People with Disability.

Action 2.4: All Australian governments should incorporate Disability Impact Assessments
into new policy proposal assessment processes.

This should ensure adequate consideration of the impact of a new policy on people with
disability. This should have regard to the new Disability Rights Act proposed by the Royal
Commission into Violence, Abuse, Neglect and Exploitation of People with Disability and all
state and territory disability rights and inclusion legislation.

Implementation detail:

The Australian Government should commence a pilot for the use of Disability Impact
Assessments, building on the existing legal, regional, and gender impact assessment
processes with the intent to expand their use across all jurisdictions. As part of the
assessment the policy, program or service will need to state how it will:
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e Ensure accessibility

e Promote universal design

e Reduce, remove and prevent barriers to inclusion

e Improve disability inclusion

e Align with the United Nations Convention on the Rights of Persons with Disabilities.

The following elements are key to successful implementation:

e Conduct assessments when developing or reviewing any policy, program or service that
has a significant impact on the public, and would be considered by relevant Ministers
before proceeding

e Develop supporting tools and training to build the capability and knowledge of public
service employees

e Assessments are reviewed regularly by a responsible agency to monitor the progress of
policy and service delivery proposals and inclusion/accessibility implications for people
with disability

e Monitoring of progress should be included in the Disability Outcomes Framework (see
Action 23.1) and reported to National Cabinet by the proposed Disability Outcomes
Council (see Action 20.5).

3.2. Connections between the NDIS and mainstream and community services are complex
and remain difficult for people with disability to navigate

The introduction of the NDIS and its interface with many mainstream services, such as health and
education, has made navigating multiple systems more difficult. Many of the issues raised
consistently by people with disability stem from the failure of government agencies to agree on
shared responsibilities and working arrangements under the current Applied Principles and Tables
of Support to Determine Responsibilities of the NDIS and other Service Systems (APTOS). There is
also a discussion of APTOS in Chapter 6 related to the role of governments’ accountability for
system responsibilities, but here the focus prioritises the implications for people with disability,
their families and carers.

Clear responsibilities and effective coordination between agencies are critical for all people with
disability. Mainstream services often have their own eligibility criteria and access requirements,
which can be inconsistent and contradictory. In some cases, access to one support can preclude
access to another complementary or necessary support, such as access to assistive technology,
supports for children with developmental delay, or some supports provided in educational
settings.®® Deficiencies in the structure of APTOS are then compounded by funding arrangements
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that, while intended to be citizen focused, instead reinforce siloed approaches and lead to debates
about which service system should pay.

Without sufficient planning and integration, people with disability can experience not only
complexity and inconvenience, but also negative health outcomes and risks to safety and
wellbeing.

3.2.1. The APTOS was intended to determine responsibilities of the NDIS and mainstream services
systems and ensure a coordinated approach to supporting people with disability

The APTOS was agreed by the Council of Australian Governments (COAG) in April 2013, and was
updated in November 2015 to account for the early experiences of the NDIS trials. While the
APTOS acknowledge that the agreed principles and related tables of support may need to change
from time to time, no review or revision of the APTOS has taken place since 2015.

Over time as service systems have learnt about the NDIS and its role, a complex set of interactions
have developed between the NDIA and other service systems. At the heart of these confusing and
disempowering interactions, has been ambiguity in the design of APTOS, prioritisation of ‘who
pays’ considerations and the fact the NDIS is a needs-based, uncapped system interfacing with
rationed service systems.

This has meant the NDIA has faced significant challenges in balancing being responsive to the
needs of participants with its responsibility to ensure the NDIS is sustainable. Without clarity in
APTOS, the NDIS Act or its Rules, the NDIA has developed Operating Guidelines to determine its
approach and guide the decisions of its staff acting as delegates of the Chief Executive Officer.

The APTOS sets out guiding principles to determine the roles and responsibilities of the NDIS and
other service systems for funding and delivery of services, across 11 different mainstream
interfaces. It is the primary document that the NDIA and other service systems refer to in their
dealings with each other for coordination, navigation, and operational decisions.

The APTOS is supported by the NDIS Rules, which outline how the NDIA should determine whether
supports are most appropriately funded through the NDIS. In implementing the decision as to
whether a support is Reasonable and Necessary (and therefore funded through the NDIS), the
NDIA uses its own Operational Guidelines. These guidelines are based on the NDIS Act and the
NDIS (Supports for Participants) Rules 2013 and consider whether:

e It is more appropriate to fund and/or provide a support through means outside of the NDIS,
and if so, that people with disability are assisted to coordinate these supports.

e The support represents value for money and is effective and beneficial.

e There is an impact to the financial sustainability of the NDIS by providing the support (NDIS
Rules 2.5).

e The support helps the participant’s participation and that they can pursue their goals and
aspirations (section 34 and 2.3 of the NDIS Rules).
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While the APTOS is replicated in legislation it is effectively subordinate to both the NDIS (Supports
for Participants) Rules 2013 and the NDIS Act, as any of the considerations detailed in the above
four points can override the roles and responsibilities stipulated in the APTOS. This is in line with
the principles of the scheme as enshrined in both the legislation and APTOS, namely that the
intention of the NDIS is not to replace the supports provided by other service systems and the
broader community.

Figure 14: Diagram of APTOS standing in NDIS legislative framework

| NDIS Applied Principles
& Table of Supports (APTOS)

NDIS Operational Guidelines

3.2.2. The APTOS has not translated into coordinated and consistent supports across systems

We have heard from key stakeholders that the six general principles underpinning APTOS are
largely appropriate. These principles account for the right of access to services, personalised
supports, along with the need for clear funding and delivery responsibilities, a nationally consistent
approach to NDIS supports, efficiency, and a seamless and integrated planning and support
coordination process.

However, the principles outlined in APTOS have not translated into consistent collaboration on the
ground. The underlying structure of APTOS may be part of the problem - it assumes people with
disability will be supported by the NDIS or another system, and that there are no gaps between the
NDIS and other systems. In reality, many people with disability need support from both systems.
This leaves people with disability confused about how and where to find and use supports, and in
some cases with no access to support at all.
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“... the APTOS have reinforced program boundaries and the one-dimensional,
transactional approach of the old disability systems. In doing this, the APTOS have
made it more difficult for people using the NDIS concurrently with other programs to
get the jjoined up’ services they need..... Rather than a level playing field of program
responsibilities, their existence has entrenched the historical divide between programs
and ensured program interactions focus on who pays, rather than the needs of the
person with disability requiring their concurrent support.” — Young People in Nursing
Homes National Alliance 3%

“Currently, all three tiers of government do not cooperate or collaborate in order to
achieve the best outcome for an individual. There is a push and pull between
departments with everyone protecting their funding.” — Autism Advisory and Support
Service 3%

Through submissions and other detailed feedback from people with disability, families and carers,
disability sector organisations, governments and other key stakeholders, we have identified several
key themes that have limited the success of APTOS.

Unclear boundaries and operational guidance. The APTOS can be complex and difficult to
understand and interpret. Current boundaries and operational guidance do not provide
adequate detail on responsibilities for who supplies what at the operational level. There is a lack
of clarity on the distinction between disability-related supports and other supports (such as
justice, child protection and health).

Poor information sharing and collaboration. The APTOS incentivises binary and siloed
approaches across support systems, which have led to a lack of effective coordination,
information sharing and monitoring approaches. There is a lack of granular data and
information on mainstream services as part of NDIS participant plans, as well as data and
information gaps and inconsistencies. There are limited training and capability building
activities to support the application of shared responsibility across support systems.
Challenges in applying APTOS across multiple interfaces. People with disability, in particular
people with complex support needs, experience difficulties in navigating and accessing support
across multiple systems (such as education, health, child protection and justice). This can lead
to delays in funding and support when moving from one service to another. There is a lack of
consistency and coordination between government agencies, which can lead to disagreement
of responsibilities between service systems. There is insufficient resourcing at the NDIA and
other agencies to support the interaction between the NDIS and all mainstream service
systems.

The perverse incentive to cost shift. The NDIA and other service systems are too firmly
focused on who should pay for what rather than participants or outcomes. There are different
incentives between the NDIS (an uncapped system) and mainstream services (most of which are
capped) which can lead to cost shifting. This is exacerbated by the fact the Australian
Government is paying for all marginal NDIS costs, while in most other cases, with aged care
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being a notable exception, the marginal costs are either shared between the Australian
Government and states and territories or must be met by states and territories alone.

¢ A lack of accountability and oversight. There is insufficient weight behind APTOS and
Disability Reform Minister Council decisions, which are not legally binding, and only serve as
recommendations on NDIS policy matters under the NDIS Act. The NDIS (Supports for
Participants) Rules do not provide adequate legislative guidance for NDIA decision makers with
respect to what is reasonable and necessary. The effectiveness of the Administrative Appeals
Tribunal (AAT) as an oversight mechanism for the APTOS has not been supported in practice,
instead leading to scope increases of the NDIS without governments changing the legislation
or rules to give legal standing to the APTOS approach. There isn't a robust systemic mechanism
to hold the NDIS and other service systems accountable for funding and supports. This leads to
endless individual arguments and appeal processes which are exhausting and dehumanising
and leave people with complex support needs falling through the cracks.

Specifically, we have heard that the interface between the NDIS and palliative care can be difficult
to navigate and can result in poor outcomes for people. When people are diagnosed with life
threatening conditions and with very short life expectancies there is complexity as to whether
support needs are best met by the NDIS or the palliative care and health system. While NDIS Rules
clearly list palliative care as a health system responsibility, in practice what is palliative care and
what is a disability support can be unclear or not sufficiently available, as participants may require
palliative care, in addition to the functional supports to meet their lifetime disability support needs.

“There is growing confusion among disability and health service providers, consumers, and
carers about which services and systems are responsible for the provision of supports (i.e
NDIS, mainstream health services, disability supports outside of the NDIS, and aged care
services) for people with a range of life-limiting illnesses. This lack of clarity may be
compounded by inconsistency in NDIS assessors’ decisions about initial eligibility to
participate in the scheme, and inconsistency in NDIS plan managers’ interpretation of
participants’ eligibility for different supports if they are diagnosed with a life-limiting
condition.” - Palliative Care Australia 3%

This can lead to distressing experiences for people with significant impairments who need support,
as well as for their families and caregivers.>® It can also lead to longer than needed hospital stays.
This interface should be considered as a critical priority area when reviewing arrangements for
interactions between the NDIS and other service systems, noting issues exist across multiple
interfaces. Clearer definitions of respective service system responsibilities and specific guidance on
working arrangements should be developed to clarify these arrangements.

3.2.3. Unclear responsibilities and a lack of coordination have made it difficult for people with
disability to find and access supports

Like the rest of the Australian community, people with disability rely on multiple service systems.
However, situations are often more complex for people with disability. For example, an NDIS
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participant with complex needs might rely on disability supports to access mainstream and
community activities.

Collaboration between the NDIA and mainstream services is fundamental to achieving good
outcomes for people with disability through the effective operation of the NDIS. A recurring theme
in evidence provided to us is that collaboration between service systems can be inadequate,
characterised by a lack of clear strategy and governance across services. Many participants and
their families feel more time is spent arguing about who is responsible for what (and which service

system should pay) rather than working together to get the best outcomes for participants.®”’

Without sufficient planning and coordination, people with disability, families and carers are left
confused about how and where to find and use supports, and in some cases with no access to
support at all. Submissions to the NDIS Review and previous NDIS related inquiries have
consistently described key issues arising from unclear responsibilities and a lack of integration
across support systems. These issues include:

e Complex and inconsistent eligibility criteria

- People with disability, families and carers are often required to gather extensive
documentation and undergo numerous assessments to determine eligibility for different

NDIS and non-NDIS programs and supports.®®

People with disability, families and carers face a significant administrative burden across
systems and must regularly deal with lengthy wait times following an application or
assessment process.>%

- In some cases access to one support can preclude access to another complementary or
necessary support, such as access to assistive technology, supports for children with
developmental delay, or some supports provided in educational setting.

- In other cases, access to one support can be conditional on access to another support
reinforcing ‘winners’ and ‘losers’, for example in education in some jurisdictions.

- The difficulties in navigating support system means often only the most articulate and well-
resourced can find their way through. This can lead to people receiving delayed or no
support at all. In some cases it can have dire consequences such as homelessness and
reoffending.®'

“By default, NDIA inequitably favours the most capable [including those with
advocates] and pays insufficient attention to the most vulnerable.” — Carer 3"’

“[...] All systems should provide wraparound care rather than disjointed services or

denying services altogether.” — Australian Association of Psychologists 3

¢ Misalignment of supports and participant goals

- Poorly coordinated supports can lead to siloed service delivery that fails to consider the
impacts of inadequate support from other systems. For some participants this has led to
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suboptimal progress, wasted resources, and conflicting guidance or mixed messaging. A
specific example of this misalignment are the conflicting definitions used between the aged
care sector and the NDIS, identified by a provider which operates in both systems:

“Positive Behaviour Support vs behaviour management, and differing definitions of
what constitutes Restrictive Practice being two key examples in this space which
impact on service providers ability to provide consistent, high-quality support and
care.” — Wintringham 3"

For participants that have needs that intersect with multiple service systems or require
extensive therapeutic supports, this can lead to their needs being segmented into parts (for
example behavioural versus developmental versus medical), which are either only partially
addressed or left to one provider to try and coordinate and implement with other
providers.3™

“The National Disability Insurance Scheme has disrupted integrated service provision.
The NDIS creates an environment in which disjointed services are the norm: one
professional does not communicate with another.” — Royal Children’s Hospital 3™

e A reactive approach to supporting people with disability

A reactive approach has led to a failure to properly sequence or provide, or appropriately
respond to trauma and disadvantage.316 This can result in a participant falling into crisis.

People with disability face barriers accessing support in times of crisis, which can put a
person'’s health and wellbeing at risk.317 This can be seen in notifiable incidents and actions
in the justice, child protection, school education and mental health systems.'®

“There are schools who give rolling suspensions to students with complex needs. They
say it is to look at options and resources. In the meantime, the student and family are
disadvantaged. This process is a vicious circle as many students do not have the
capacity to understand why they cannot go to school and for those who enjoy home
better, they will then duplicate the behaviours to stay at home.” — Autism Advisory and
Support Service®"

¢ Insufficient training and knowledge for NDIA and mainstream service staff

A lack of training for NDIA and mainstream staff can diminish support quality and leave
participants disconnected from the right supports

Some NDIA and mainstream service staff lack the knowledge and capability of other
support systems and/or do not recognise the expertise of others. This can lead to
participants being directed to the wrong provider of a service, or even discouraged from
using an appropriate provider.??° This issue is particularly acute for people with complex
needs and in areas where support options are limited.?*" 32
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¢ Lack of information sharing and risk identification

- There is a lack of appropriate and efficient information sharing and risk identification
processes between the NDIS and mainstream services. This extends to a lack of integration
in incident reporting.323

- Decision making across service systems can also be contradictory and inefficient due to
cases not being managed consistently by the same staff.324 This can lead to people with
disability, families and carers struggling to find the right channels to lodge complaints.??*

“Integration and communication between services seems to be non-existent in Broome
even though a number or organisations and schools seemed to say the same thing.
There is no coordination or information sharing between services and as a result some
participants are given different information.” — First Peoples Disability Network3%°

These issues have led to many NDIS participants being under-supported and unable to access the
services they need. Participants have to frequently explain their situation and needs to different
providers and agencies. The result is a disjointed, inefficient and stressful experience where
participants either have had to talk to numerous experts and providers to access coordinated
supports or are unable to receive coordinated supports.®*’

“Not having a consistent contact point means that | feel like | have to repeat my story
on multiple occasions, and that | am just a random 'client', not a family and a human
with a story, cause and knowledge that | bring.” — Carer 3%

3.24. Clear responsibilities and effective coordination between agencies are critical for people
with disability finding and accessing appropriate supports across systems

The framework which governs the relationship between the NDIS and other service systems - the
APTOS - has failed. It is based on the idea that there is a hard line between the NDIS and other
systems. And despite its intent, it has led to seemingly endless arguments about who does what
and who pays for it.

We recommend the APTOS be replaced with a multilateral schedule (see Action 2.6) under the new
Disability Intergovernmental Agreement (IGA) (see Action 20.1). The schedule should clarify the
core principles for how the NDIS and other services systems will operate, provide detail on shared
responsibilities and update single system responsibilities. Memoranda of understanding (MoUs)
between the NDIA, the new National Disability Supports Quality and Safeguards Commission, and
mainstream services should be developed to agree detailed working arrangements, including
safeguarding arrangements between and across systems, guided by the principle that systems
must work together to support all people with disability. This is critical in all areas but particularly
for health, justice and school education.

Bilateral agreements would be required between the Australian Government and state and territory
governments to agree to implement MoUs for specific interfaces, which would then flow through
to NDIA Operational Guidance. The Operational Guidance should be publicly available and be
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developed with the higher-order instruments used as source materials. This framework would
operate under the principle of embodying responsibilities multilaterally where we can, bilaterally
where we must.

The new multilateral schedule arrangements must ensure that there is an active feedback loop
between policy, legislation, operational guidelines and merits review. Where the AAT or other
courts make findings that shift the boundaries between the NDIS and other service systems,
governments through Disability Reform Ministerial Council (DRMC) need to assess whether they
accept this change and update the multilateral schedule, MoUs and operational guidance or
introduce new legislation or rules.

Figure 15: Details the mechanism by which these instruments would operate
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To support the design of MoUs between the NDIA and mainstream services we recommend
consideration of the current MoU for children and young people with disability in Voluntary Out of
Home Care (VOOHC). Currently this the only major instrument outside of the NDIS Act, Rules, and
APTOS used to promote collaboration and joint responsibility between service systems.

Case study 3 below provides more information on how this MoU has worked in practice in the
context of VOOHC arrangements where a parent or guardian arranges for out of home disability
care for a child, as opposed to statutory out of home care resulting from a protective concern.
Arrangements in each state and territory for both VOOHC and the interface with the broader child
protection system are complex. While there is a comprehensive agreement between governments
and the NDIA in place for VOOHC, we have heard that there are still significant challenges across
the child protection and NDIS interfaces.**® Notwithstanding the positive evaluation received by
Ministers on the operation of the VOOHC MoU in 2021, this feedback highlights the need for
further work to ensure these critical interfaces operate as effectively as needed.
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Case Study 3: Voluntary Out of Home Care - Memorandum of Understanding

In 2019, the NDIA, DSS, and state and territory governments (represented by their child
protection departments) entered into Memoranda of Understanding (MoU) in relation to the
arrangements for the administration of children and young people with disability requiring
accommodation outside the family home - also known as Voluntary Out of Home Care
(VOOHC).

This was agreed to by the Disability Reform Council in June 2019, following long standing
issues on how the NDIS and other service systems could better support children and young
people with complex disability support needs. These MoU were implemented bilaterally
through model agreements between the NDIA, DSS and each individual state and territory.

To support shared responsibility parties have enshrined the following in the MoU:

e Acknowledgement of the fact that disability supports in the family home help families to
sustain care arrangements and help to facilitate access to mainstream supports

e Acknowledgement of the importance of stable and supported arrangements for children
and young people in VOOHC, and their connection to family and culture

e Joint responsibility for providing early intervention supports to families to prevent VOOHC
or statutory care placements

e Anintegrated response at the local level, including collective decision-making processes
and reviews, and the development of standard parental agreements.

e A clarification of roles and responsibilities for families in a VOOHC arrangement, including
the use of family capacity-building through NDIS supports

e A clear delineation of who is responsible for which supports
e Specified funding parameters for certain supports (such as the cost of accommodation).

e Joint development of risk identification characteristics, indicators, and oversight to better
identify VOOHC demand requirements in the future

e Information sharing protocols detailing when and how information can be shared and used

e The commitment to work collaboratively through a senior officials group to resolve
operational and implementation issues related to the MoU.

A 2021 review of the VOOHC MoU found that the arrangements were working as intended,
but that more work needed to be done on earlier identification of cohorts, refining joint
decision making, targeting of supports, and data collection and information sharing. We have
heard that the latter has been a persistent issue with respect to state and territory child
protection systems experiencing problems accessing the requisite information from NDIS
Portal in order to address VOOHC service needs.
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3.2.5. Action & Implementation Details

Action 2.6: National Cabinet should agree to a multilateral schedule to a new Disability
Intergovernmental Agreement that replaces the principles for determining the
responsibilities of the NDIS and other service systems, including the Applied Principles
and Tables of Supports to better clarify respective responsibilities

This multilateral agreement should clarify distinct system responsibilities and shared
responsibilities (who does what and how) where a participant needs integrated planning,
funding and supports. Shared accountability, including monitoring of outcomes and key
performance indicators, for operationalising interface-specific arrangements, should be set
out in bilateral schedules and Memoranda of Understanding (MoU). This framework should
operate under the principle of setting responsibilities multilaterally wherever possible and
bilaterally in other cases. Agreed responsibilities should be incorporated into the NDIS
Participant Support Rules and other NDIS Rules governing reasonable and necessary
supports, including expectations for shared planning and information sharing. The multi-
lateral schedule should set parameters for sharing costs for complex case resolution to
ensure meeting the needs of people with disability are prioritised rather than who pays for
what.

Implementation detail:

The Department of Social Services (DSS) with states and territories should develop a
multilateral schedule to a new Disability Intergovernmental Agreement (see Action 20.1). The
multilateral schedule should:

e Strengthen existing APTOS principles and detail shared responsibilities for the provision
of concurrent supports. This will include accountability for meeting regulatory obligations
in shared delivery situations (such as joint clinical governance)

e Clarify existing responsibilities that are disputed or ambiguous and add new
responsibilities where gaps exist

e Detail shared planning and funding arrangements for concurrent supports underpinned
where required by interface specific MoUs

e Redraft responsibilities and ways of working for the mental health interface to reflect a
new dedicated pathway and the need to ensure concurrent clinical and disability supports
for all participants (see Recommendation 7)

e Facilitate significant updates for key interface areas including justice (including forensic
issues), health (including palliative care), early childhood development and school
education

e Be supported by a mechanism to support the timely resolution of system and individual-
level issues, such as Hospital Liaison Officers and Justice Liaison Officers (see Action 2.7)
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¢ Include the use of Key Performance Indicators based on timeliness of response, cross-
system collaboration, service continuity, client outcomes and satisfaction

e Specify the feedback loop process where future changes and updates agreed by
Disability Reform Ministerial Council are reflected in the multilateral schedule, relevant
MoUs and updated operational guidance. This includes reflecting agreed changes and
updates in the Participant Rules.

The National Disability Insurance Agency (NDIA), with support from DSS, should develop
MoUs with states and territories for specific interface areas specified in bilateral agreements.
Each MoU should:

e OQutline detailed operational roles and responsibilities, and how principles will support the
coordination and management of shared responsibilities

e Detail approaches for referrals, coordination and complex case management that are
appropriate to the interface

e Detail how supports will be coordinated and delivered within the complex mainstream
setting and the NDIS, where appropriate. This should have regard for priority work
program to improve coordination between complex mainstream settings and the NDIS
(see Action 2.7), including the best practice case management approach and NDIS
Complex Support Needs Pathway

e Facilitate information and data sharing between Australian Government and state and
territory agencies

e Be publicly available and accessible for people with disability, the disability sector,
governments and the community.

The NDIA should update and republish NDIS operational guidance and NDIS Participant
Support Rules, to reflect the new multilateral schedule and interface MoUs. Updates to NDIS
Participant Support Rules should have regard to broader NDIS Act 2013 reforms (see

Action 21.2).

3.3. There is poor coordination between complex mainstream settings and the NDIS,
resulting in worse health, social, and economic outcomes for people with disability

3.3.1. People with disability who interact with complex mainstream settings often require
additional, coordinated and specialist supports

There is a combination of personal and situational factors that can lead to complexity for a person
with disability in a mainstream setting (such as a hospital, prison, mental health facility or child
protection). Complex mainstream settings are typically characterised by:
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Complex support needs — People with disability in these settings often have more complex
support needs, compared to the broader Australian population. These may be driven by
personal, social and environmental characteristics, as set out in the International Classification
of Functioning, Disability and Health (ICF), such as chronic health needs, multi-generational
disability and disadvantage, co-morbidity, trauma and abuse history, episodic needs,
disengagement from supports, behavioural issues, domestic violence, socioeconomic
disadvantage, and drug and alcohol use.**

Worse impact on people with disability — There is a disproportionate impact on people with
disability when they interact with these settings, relative to the broader Australian population.
People with disability are overrepresented in the justice and child protection systems, and
interact more with hospital and mental health services than people without disability.**' This
overrepresentation is particularly acute for people with cognitive and psychosocial disabilities.
The effects can be grave as people with disability experience worse health, social, and economic
outcomes when supports are inadequate.

Ambiguous responsibilities — There is a lack of clarity regarding what is a disability and a non-
disability support and who is responsible for delivering it within these settings. Quite often a
support that addresses a disability need also addresses non-disability support needs, and vice
versa. Ambiguous responsibilities result in service gaps, as neither service system considers the
support to be their responsibility and inefficiencies, when supports are duplicated by the NDIS
and mainstream services.**

Crisis response — Complex settings can either be consequences of or contributors to crises,
with a service provider needing to step in to ensure the circumstances do not worsen for
people with disability. However, the NDIS and mainstream services have inconsistently
discharged their responsibilities in these settings. Some examples include interim
accommodation in justice, respite and placement changes in child protection, and extended
stays in hospital.

Involvement of multiple service systems — Supports often need to be provided from multiple
mainstream service providers in addition to the NDIS.*** For example, a person with disability in
the criminal justice system may need to interact with and receive supports from the health,
mental health, housing, and employment systems. This requires a coordinated effort to ensure
supports are provided.

More planning and coordination to transition from settings — Planning and coordination of
supports to assist people with disability to transition to life outside of the setting is more
critical, involved, and resource intensive than for people without disability.>** For example,
after-care planning for young people leaving Out of Home Care (OOHC).

Governments have undertaken several responses to support people with disability interacting with
complex mainstream settings, including:

The NDIS Complex Support Needs Pathway (CSNP)
Support coordination
Specialist Disability Accommodation with complex support
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e Behaviour support plans

e Specific roles to address the challenges in delivering and coordinating supports in hospitals
(Health Liaison Officers) and prisons (Justice Liaison Officers)

e Mainstream service systems, which will sometimes have their own navigation services.

While a focus on hospitals and has led to some recent improvements, there has been limited
progress in addressing issues across complex systems, particularly when participants transition
from complex settings into the community.®*> This is due to ambiguity in responsibilities between
the NDIS and mainstream services, poor planning and coordination. The absence of a dedicated
NDIS case management approach and a lack of supply of key infrastructure, such as step-down
facilities when people with disability leave hospitals and their long term community support needs
are still not clear. **

Box 6: Examples of complex mainstream settings across the Justice, Child Protection
and Health interface

Justice

The primary settings are correctional facilities such as: jails, pre-trial detention (for example,
remand), youth justice facilities, and forensic facilities (for example, when a person with
cognitive disability is found ‘unfit to be tried’ and is detained as a ‘forensic patient’). There
are also services and settings adjacent to these where preventative and transitional supports
(including disability supports) are provided in the community and can include court-based
diversion programs (for example cognitive impairment diversion programs), custodial
supervision orders, and civil orders (for example Supervised Treatment Orders in Victoria).

Child protection

Child Protection settings can include home-based care (for example statutory and
relative/kinship care), residential care, group homes, independent living, voluntary out of

home care, respite, and crisis accommodation.**’ Services and settings adjacent to these

include early intervention services (such as family preservation services), restoration and
family supports and independent living supports for children and young people exiting
OOHC.

Health

For the health interface, settings can include hospitals, private practices, palliative care, and
some community settings like residential facilities, time-limited short-term rehabilitation
services (for example From Hospital to Home, Safe and Supported at Home, etc.)

NDIS Review | Supporting Analysis 146



3.3.2.  Alack of clarity on who is responsible for delivering supports within complex mainstream
settings leads to people missing out

There are ongoing disagreements between the NDIA and mainstream service systems over who is
responsible for the provision of supports when people with disability interact with multiple
mainstream settings in complex ways. This can lead to people with disability receiving duplicative
support or not receiving support at all. The key factors contributing to the current state include:

o Disagreement over whether a support is disability or non-disability related — This is
evident in criminal justice, child protection and health systems when support needs can be
related to disability, behaviour, trauma or health needs. Even when a person with disability is
transitioning (or has transitioned) from a complex mainstream setting, it is difficult to
distinguish between the specific needs being addressed. For example, a support worker
assisting a participant that has been released from custody with daily needs may also be
assisting with social skills which can reduce the risk of reoffending.

“As the child protection departments are state funded and NDIS is commonwealth
funded, they keep blaming each other and saying that each other is responsible for the
cost. Newsflash - we don't care, we just need the help we need!” — Carer®*®

“People leaving the criminal justice system should have their ‘whole safequarding’
needs assessed and not disconnect the persons disability from other developmental
needs or the 'harmful behaviour’ that resulted in them being in the criminal justice
system in the first place.” — Community Living Options>*

¢ Challenges managing shared responsibility — Supports such as family capacity building, early
intervention and behavioural supports for children can be delivered by the NDIS or mainstream
support systems. This can lead to a lack of clear responsibility. Similarly, capacity building
supports can address both disability and criminal behavioural needs.**°

“If the consumer is consenting, there really needs to be more co-ordination with other
involved services. | am often shut out of NDIS and have no idea if there is doubling up
of services. This is vital for mental health consumers in particular.” — Government
organisation®*

¢ Inconsistent decision-making for concurrent supports — We have heard of inconsistencies in
the provision of disability-related health supports by the NDIA and Local Area Coordinators for
diabetes, continence, wound care, nutrition, and dysphagia. The criteria for NDIS approval of
various concurrent supports is unclear.?*

“NDIA reports are questioned by unqualified Local Area Coordinator’'s and upper
management Planners. Many ... clients after paying for a continence assessment as
requested by NDIS, are being advised by their planners and LACs that their plans are
being cut in continence funding” — Continence Specialist Services®*
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¢ Limited or inadequate support coordination and case management — We have heard of
multiple cases of participants in OOHC and the criminal justice system who have not received
an adequate level of intense and expert support coordination and that some planners lack
expertise or knowledge. This means case management style functions are taken on by staff and
carers outside of what is funded.?**

“The role of a support coordinator as an intermediary, under the NDIS, has changed
since the initial launch of the scheme. Despite the insistence that support coordination
is not case management, the expectation of the NDIS has extended to include
resolution of complex individual issues within a range of other systems, such as the
Justice and health. The complex nature of these intersecting areas does in practice
require a case management approach, particularly when the situation (s dire, and the

participant has no family or informal support networks.” —Provider**

¢ Challenges in organising and delivering supports — Even where it is clear the NDIS should
provide a disability-related support in a setting, delivery may not be feasible due to restrictive
operational requirements, such as protocols and procedures that need to be adhered to in
prisons and mental health facilities.>*® These requirements can discourage NDIS providers from
even entering and delivering supports.

¢ The current NDIS model of care is not fit for purpose for people with complex needs -
The NDIS pricing methodology does not adequately account for higher unit costs associated
with complex clients. For example, there are no competencies required for providers and no
evidence-based outcomes measurement framework. There is a lack of incentives for the supply
of services for complex clients (stemming from issues around OHS, skills, staff retention and
price signals). The 2018 Independent Pricing Review made two recommendations that the NDIA
should define complex and allow for loading adjustments for complex participants.>*’ These
recommendations do not appear to have been implemented. We have heard that high quality
providers face an invidious choice at times when providing supports to complex clients. They
can continue providing support at a loss, which undermines their viability or relinquish the
service knowing that any new provider is likely to cut essential supports or may not have the
needed high skills.

"The cost model fails to consider the additional costs beyond the support worker wage,
to ensure quality, safe supports for vulnerable customers with complex support needs.”
- Avivo®#

3.3.3. Alack of appropriate support in complex settings has negative impacts on people with
disability, families and carers

A lack of appropriate support in complex mainstream settings has negative social and health
impacts on people with disability, families and carers. The most significant of these impacts include:
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Children with disability in vulnerable circumstances miss out on critical and timely
support — Some NDIS participants receive reduced disability-related support from the NDIS
once they enter child protection or OOHC settings. This is supported by evidence from New
South Wales (NSW) where NDIS plan utilisation is lower for children in OOHC compared to
those not in OOHC and where some children have significant underspends and others have no
expenditure against their plans.?* Delays in support provision and lack of support can
detrimentally impact children, leading to “developmental delays, decreased social skills and
increased behavioural challenges.”3*°

Limiting or breaching people’s human rights — For example, in forensic settings where
disability supports are not being provided or not provided sufficiently, participants remain in
custody due to decision makers’ concerns over whether there may be a risk of self-harm or
harm to others in the community.

Poor health outcomes — A lack of appropriate support in hospital settings can have dire health
consequences such as infection, the deterioration of health-related or disabling conditions and
even death.®*" Where there is a lack of supports before, during, or after transitioning from
hospital, there can be wide-ranging impacts that lead to unnecessary hospital admissions and
delayed discharges. People with disability are often at risk of poorer life and health outcomes
than others that interact with complex settings. The consequences of inadequate supports can
lead to family violence, extended stays in hospital, and deterioration in health and wellbeing.>*

“Clients are having their funding cut for services such as catheter care and bowel care,
which is impacting their ability to stay in their own homes. We have clients that have
required to be hospitalised due to not having the funding to pay for the supports they
need. These supports could be managed at home instead of clogging up an already
struggling hospital system.” — Provider®*>

“But, it seems NDIS only care for clients when they are well and living at home. When
she is ill, she needs more support, but that is off the table. It is known that people with
complex disability and mental health needs have greater needs in unfamiliar
situations in hospital - not less.” — Carer®**

Overrepresentation in the criminal justice system - Failures to address support and
coordinate needs contribute to the continued overrepresentation of people with disability in
custodial and forensic settings. The Australian Institute of Health and Welfare (AIHW) found
that 29 per cent of the Australian adult prison population in 2018 had a disability,>* while 95
per cent of First Nations people who appear in court charged with criminal offences have an
intellectual disability, a cognitive impairment or a mental illness.?*

Homelessness and reoffending People with disability in the criminal justice system (including
forensic patients) suffer significantly higher levels of abuse, violence, neglect and cruel and
unusual punishment.®’ Insufficient levels and coordination of support when people with
disability transition from correctional settings leads to greater risk of homelessness and
reoffending.**® For example, young people with disability in NSW have been found to be more
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likely to re-offend within two-years compared to those without disability.®*° The lack of and
delays in support provision can lead to a cycle where support needs are only identified and
escalated when people with complex disability needs re-enter custodial settings.

¢ Impacts on the broader service ecosystem — Inadequate support for people in complex
settings can lead to cost impacts for the NDIS and other mainstream services. This can mean
resources are not able to go to other critical services or negative spillover effects on adjacent
services. The issue of delays in hospital discharge is a prominent example of this.

Box 7: Impacts of delays in hospital discharge

This occurs when participants who are in hospital inpatient care are medically cleared for
discharge but have no safe and appropriate destination available or arranged outside of
hospital.>*® As a result, patients remain in hospital until appropriate supports and facilities are
identified and made available. The key impacts of these situations are:

e Participants are forced to remain in a hospital bed until a decision is made on their
support needs or until supports become available. This is demeaning and impacts on
health and wellbeing as participants are separated from familiar people and
environments
Fewer inpatient beds are available impacting on the wider health system through
backlogs in admission from emergency departments, and longer wait times for
ambulances and elective surgery
Overall costs increase and are shifted inefficiently across different levels of government
either through the health system, the NDIS, or the premature moving of a participant to
other less appropriate service systems such as aged care.

We acknowledge the NDIA has undertaken reforms to support the safe and timely discharge
of NDIS participants, including:

e A commitment to contacting every participant (or their authorised nominee or
representative) within 4 days of being notified that they have been admitted to hospital
An increase in the number of NDIA staff nationally who work directly with the health
system, called Health Liaison Officers.

As at 31 December 2022, hospital discharge delays had reduced to 33 days from 160 days in

early 2022.3°" However, challenges in relation to appropriate step-down facilities in some

jurisdictions and locations remain. This will require ongoing shared endeavors between the
health systems in each jurisdiction and the NDIA.
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3.3.4. Reforms are urgently required to improve how supports are delivered and coordinated in
complex mainstream settings.

We recommend the development of a priority work program that clarifies government
responsibilities and improves the coordination between the NDIS and mainstream services. By
doing so, this will ensure people with disability who interact with complex mainstream settings
receive adequate and effective support.

Agree working arrangements through jurisdiction-specific Memoranda of Understanding

We have recommended development of a multilateral schedule to the new Disability
Intergovernmental Agreement to replace the APTOS (see Action 2.6). The multilateral schedule
should clarify distinct system responsibilities and articulate the shared responsibilities of the NDIS
and other service systems. The schedule will articulate working arrangements at an interface-
specific level — essentially who does what and how they should do it. This is particularly critical
where participant needs require integrated planning, funding and concurrent support provision.

Consistent with this new schedule, jurisdiction-specific MoUs should be developed to step-out
more detailed working arrangements at the interface between the NDIS and the child protection,
justice, health and mental health systems.

Introduce case management

The NDIS currently funds specialist support coordination (level three) for participants whose
situations are more complex and who need specialist support. The intent of specialist support
coordination is to assist participants manage challenges in their support environment and ensure a

consistent delivery of service.*

We have heard that current approaches to case management for participants, including specialist
support coordination, who interact with complex mainstream settings have been insufficient and
require reform.

We recommend the development of a best practice approach to case management for complex
mainstream settings. The approach should:

¢ Define the vision and objectives, and outline key outcomes expected

e Detail how all governments will work together to ensure coordinated and effective case
management approaches for people with disability in complex mainstream settings, including
mechanisms for joint planning and funding

e Map and consider existing support coordination functions, including specialist support
coordination, the roles of Health Liaison Officers and Justice Liaison Offices, and specific state
and territory coordination and case management functions such as the NSW Government's
former Integrated Service Response (ISR) and the Victorian Government's statutory complex
coordination models

e Build on the improved working arrangements between the NDIA and hospital staff developed
through the national operational plan for improved hospital discharge
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e Establish communities of practice and consistent approaches to data collection across
jurisdictions to create learning systems in these complex areas to drive improvements over
time. This could then be linked the National Disability Data Asset and the proposed new
research agenda (see Actions 23.3 and 23.4).

The best practice approach should be complementary to the proposed Specialist Navigator for
participants with more complex support needs (see Action 4.2). This will be achieved by developing
and implementing a complex case management responsibility framework which will clarify the roles
and accountabilities of NDIA staff, mainstream service staff and specialist navigators. The approach
should be available for those interacting with acute service systems and where complex situations
or significant risks have been identified as part of the access or Needs Assessments. Then, Specialist
Navigators should provide a higher level of support to participants when delivering Navigator
functions to help respond to the participant’s complex support needs, environmental complexity,
or mitigate risk.

Case management in the mental health system should be operationalised through the
establishment of an integrated complex care coordination approach with public mental health
systems for participants with complex needs (see Action 7.3). The integrated complex care
approach should be a co-funded and co-commissioned initiative between the NDIS and public
mental health systems for participants with complex support needs and active mental health
management issues. NDIS participants with a psychosocial disability should have access to
Specialist Navigators who would provide a higher level of support to participants when delivering
Navigator functions to help respond to the participant’s complex support needs and ensure a
recovery focus (see Recommendation 4).

3.3.5. Action & Implementation Details

Action 2.7: The Department of Social Services, working with other Commonwealth
agencies, state and territory disability agencies and the National Disability Insurance
Agency, should implement a priority work program to improve coordination between
complex mainstream settings and the NDIS.

As a first step, the program should ensure Memoranda of Understanding are progressed
immediately for the justice, hospitals, mental health and child protection interfaces in each
jurisdiction. A best practice case management for complex settings approach should be
developed and implemented. This should include assertive outreach to identify and support
people with disability interacting with complex settings prior to them commencing NDIS
access. The roles of Specialist Navigators, key mainstream agency workers and key National
Disability Insurance Agency (NDIA) workers should be formalised as a panel of decision-
makers to ensure system coordination to meet complex needs. Where necessary, this should
include shared planning and shared funding. The roles of the Hospital Liaison Officers and
the Justice Liaison Officers should be reviewed and clarified within the new case management
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for complex settings arrangements. The NDIS Complex Support Needs Pathway should be
reviewed and updated to reflect these new case management arrangements. This should
build on the improved working arrangements between the NDIA and hospital staff
developed through the National Operational Plan for improved hospital discharge.

Implementation detail:

The Department of Social Services (DSS) with the NDIA and state and territory portfolio
agencies should develop a best practice case management approach. The approach should:

Define the vision and objectives for best practice case management in complex
mainstream settings

Outline key outcomes expected from case management in complex mainstream settings
Design and operationalise a case management model in complex mainstream settings
Detail how all governments will work together to ensure coordinated and effective case
management approaches for people with disability in complex mainstream settings,
including mechanisms for joint planning and funding

Map and consider existing navigation and case management functions, including
specialist navigators, Health Liaison Officers and Justice Liaison Offices, the NSW
Government's former Integrated Service Response (ISR) and the Victorian Government'’s
statutory complex coordination models

Develop agreed approaches to creating communities of practice and implementing
enhanced and consistent data collection and research to drive improvements over time

3.4.

3.4.1.

Poor coordination across the First Nations and disability ecosystems is compounding
the marginalisation of First Nations people with disability

The western concept of disability does not readily translate into First Nations ways of being,
doing and seeing

Disability is a western concept that is informed by western cultural ideals and values of
individualism, self and market capital which informs labels of “"normal” and “disabled”. The shared
cultural ideas and values that underpin First Nations people in Australia are that of
interdependence, relationality and wellness.?®

“Aboriginal and Torres Strait Islander peoples’ approach to health and wellbeing is
holistic, placing equal emphasis on physical, social, emotional and cultural wellbeing,
which are interconnected. Disability also needs to be understood through this holistic

lens, which centres culture, community and Country.” — Lowitja Institute®**
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This foundational difference means that often when disability supports focus on the individual
needs they do not fully reflect First Nations’ values and needs, compromising social and emotional
wellbeing, family relationships and cultural obligations. This results in supports that are not
culturally inclusive or safe, as providers struggle to grasp how disability may be constituted
through First Nations family groups, centring supports on the needs of individuals at the exclusion
of impacted family groups, kin, extended networks and carers.*®®

The importance of social obligations, connections to kin and caregiving in First Nations
communities should not be underestimated. Caregiving is an important dimension of First Nations
cultural responsibilities, and inadequate support for carers can result in damaged cultural
relationships, failure to uphold cultural responsibilities and bring shame on individuals and
disruption to communities. First Nations people with disability also perform caregiving roles,

therefore inadequate supports for carers is likely to adversely impact individuals with a disability.*®

3.4.2. First Nations people with disability represent a unique intersectional cohort in Australian
society

First Nations people experience disability at up to twice the rates of non-Indigenous Australians.
High rates of community participation, low socio-economic status, compounding inequality, and a
mismatch in the communication of what it means to be a person with disability create a unique mix
of factors that influence the everyday lives of First Nations people with disability.*®’

The fundamental disconnect between western individualised concepts of disability and cultural
models of collective care and inclusion informs communication barriers which reinforces a
reluctance among First Nations people to identify with the non-Indigenous concept of disability.
This impacts the quality of First Nations disability prevalence data. “Do you have a disability? Is a
question that is culturally insensible for Indigenous peoples.”*®®

Noting these limitations, current data indicate that anywhere from 24 per cent to 38 per cent of
First Nations people are living with disability.>* The National Aboriginal and Torres Strait Islander
Health Survey 2018-19 indicates that First Nations people are 1.5 times as likely to be living with
disability and 2.5 times as likely to be living with “severe or profound” disability.3’® While the 2018
Australian Bureau of Statistics (ABS) Survey of Disability, Ageing and Carers estimated that

First Nations people are 1.9 times as likely to be living with disability as non-Indigenous
Australians.”!

3.4.3. Inconsistent understandings of First Nations concepts of disability and care, ways of being
and cultural obligations are undermining efforts to improve outcomes

Traditionally, Australian disability policy has focused on improving inclusion and participation of
people with disability in Australian society. However, this participation has not been conceptualised
in ways that are always meaningful to First Nations people and fail to recognise their lived realities.

“Certainly for our clients definitely feel that they are part of their community. | mean, they're
certainly First Nations clients who are [integral] parts of their families, so for the most party
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they don't actually even see their disability necessarily as a disability, yeah, The people that
we seem to see are actually an [integral] part of our society.” — Disability Advocacy Network
Australia (DANA)>"?

First Nations people with disability are included in their communities in the same way as their peers
without a disability. It is often not until they interact with western systems and institutions that they
are required to 'disable’ themselves and their rates of participation and performance drop.

“[For people living on country and in their communities, the notion of segregations is]
totally alien to people. Everybody lives with their family, your identity comes from your
family, who you're related to out in the community. It's like a big web of support in
terms of everybody being related to everybody else and people know what's expected
of them in community because of that web.” — Disability Advocacy Network Australia
(DANA)>7

3.44. Failure to meaningfully embed cultural safety is facilitating experiences of racism and
discrimination in service delivery

Western concepts of governance that require risk and compliance-based approaches that
encourage distance (physical, emotional and social) between clients and staff undermine inclusion
and cultural safety.®”* This is at odds with First Nations approaches to governance, which are based
on close relationships and social roles.>” Disability organisations, including Aboriginal Community-
Controlled Organisations must navigate this contradiction every day under governance processes
and reporting requirements that do not account for, measure and encourage culturally safe care.
This can cause confusion in applications of First Nations led practice, undermining existing efforts
to deliver culturally safe services.

“Aboriginal and Torres Strait Islander peoples have been surprised by initial NDIA staff
contact and experience confusion and fear about meeting outcomes...” — Lowitja

Institute®”®

The failure to embed cultural competency at all levels, such as in relevant governance structures,
legislation, the NDIS Code of Conduct, the NDIS Practice Standards, or the NDIS Worker
Orientation Module has facilitated the delivery of culturally unsafe services, leading to repeated
experiences of discrimination.

“I have had issues with racism and discrimination from service providers. It has been
almost impossible to find culturally safe supports in my region.” — First Peoples
Disability Network Australia®”’

These experiences of discrimination reinforce and uphold feelings of ‘apprehended discrimination’
that then extends beyond the original discriminatory incidents and impacts future help-seeking
behaviours and service delivery interactions.
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“Frequent exposures to various forms of discrimination can have a cumulative impact
and can manifest into ‘apprehended discrimination’. This is a pathway in which a fear
of discrimination transforms into a rational expectation of discrimination, and it can
lead to a person avoiding social situations where they could be exposed to possible
discrimination.” — Scott Avery>"

During the NDIS Review, the First Peoples Disability Network conducted engagement surveys with
First Nations people which found:

“...a lack of cultural competence among the NDIS workforce greatly impacted the
experiences of First Nations participants. In a question about whether participants felt
culturally safe in NDIS interactions, an overwhelming 66.7% said ‘no’ and when asked
about what the NDIS should know, a number of participants described a need for a
culturally competent workforce.” — First Peoples Disability Network>”

This also revealed a need to:

*..develop a workforce that is culturally aware” - First Peoples Disability Network **°

We have heard a willingness of people wanting to know more about trauma-aware and culturally
informed approaches that recognise this disconnect between First Nations and non-Indigenous
ways of being, doing, and seeing disability. Providers and advocates want to meet the needs of
their clients.

“Everything is rooted in the loss of identity, culture, removal of their lands, the trauma across
generations. And a lack of understanding of presentation of trauma ... As an advocate, | would
like to be better equipped and be able to be linked with the First Nations services and have
training... That's a starting point for me, that there needs to be work done right across every
sector of society for our First Nations people. Yes, there has been some improvement, but a lot
is minimal. | think there (s a fuss made that the government has done this or that, but it is
minimal compared to what needs to be done, the investment that needs to be made.” -
Disability Advocacy Network Australia (DANA)*®’

3.4.5. There is a disconnect between current disability and First Nations policy settings

The disability ecosystem has traditionally used siloed approaches for policy, workforce, education
and employment approaches. We have identified a demonstrated need for a more holistic and
interconnected approach to disability policy to improve outcomes and realise the rights of all
people with disability.

For First Nations people with disability this fundamental problem of disconnected and disjointed
approaches is magnified due to a lack of coordination and accountability across the intersection of
disability and Closing the Gap policy, programs and investments. “The endorsement of both the
National Agreement and the Strategy by all levels of government in the past two years presents a
unique opportunity to drive national action and improve outcomes with and for First Nations

382

people with disability.
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The National Agreement on Closing the Gap (2020) sets the agenda for First Nations reform,
outcome measurement and investment. The ADS sets the agenda for disability reform, outcome
measurement and investment. The cross-cutting nature of these frameworks means that both cover
a range of socio-economic outcomes areas such as employment, education, safety and justice.
However, both have failed to meaningfully recognise and embed the other.

“We require both DSS and NIAA to jointly own this [First Nations disability policy] as
until Closing the Gap and Australia’s Disability Strategy both address this, FPDN are
lumbered with the cross-cutting coordination of government strategies, which is not
our role.” — First Peoples Disability Networks 3%

For First Nations people with disability this creates a fundamental disconnect in the way
government operates, how services are funded and how the voices of First Nations people with
lived experience of disability are centred in policy.

3.4.6. More needs to be done to achieve the intent of Closing the Gap's Disability Sector
Strengthening Plan

In 2022, the Australian Government published the Closing the Gap, Disability Sector Strengthening
Plan (Disability SSP). The Disability SSP was developed in genuine partnership with First Nations
people with disability and all states and territories. The Disability SSP and its associated First
Nations-led Guiding Principles lay the foundations for strong, culturally inclusive and responsive
disability service sector (see Chapter 4 and Recommendation 14).3%

However, there remains real gaps in realising the actions and ambition set by the Disability SSP.
The Productivity Commission’s Review of the National Agreement on Closing the Gap (Draft
Report) calls out some limitations of the Closing the Gap Sector Strengthening Plan and the current
approach to implementation, concluding that:**®

e Itis not clear whether they promote transformational, short-term change or business-as-usual

e Actions listed may not be specific enough to push government parties toward transformative
reform

e Strong accountability mechanisms are required to ensure commitments have been followed
through and actions are implemented

e Many actions are only defined at a high level, without concrete timeframes, responsibilities and
resources

“The initial round of SSPs do not articulate a clear conceptual logic of how the listed
actions will improve outcomes for Aboriginal and Torres Strait Islander people.
Furthermore, the effectiveness of the SSPs will depend in part on the strength of
partnerships — not only in their development, but also as part of promoting ongoing
accountability and alignment with policy partnerships.” — Productivity Commission %

These limitations have resulted in a reliance on further development of specific partnership
mechanisms. However, unlike other areas (housing, early childhood and health) identified for sector
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strengthening, disability does not have a dedicated policy partnership (see Closing the Gap Priority
Reform 13¥). This leaves a real accountability gap that is limiting progress, a further development
of actions, widespread uptake and implementation of the Disability SSP.

This has in turn left First Nations people with disability, the relevant representative organisations
and First Nations peak bodies with no dedicated over-arching mechanism to:

e Progress the development of actions in partnership with the sector and governments
e Monitor and measure implementation
e Hold governments to account on progress.

3.4.7. Alack of national direction and attention means the needs of First Nations people with
disability are often de-prioritised or not considered at all

There is an agreed recognition for the need of dedicated approaches for addressing First Nations
outcomes across health and social policy. Dedicated national strategies or ‘Action Plans’, agreed by
all jurisdictions that focus solely on achieving sustained improvements to the lives of First Nations
people are commonplace. For example:

e Safe and Supported: Aboriginal and Torres Strait Islander First Action Plan 2023-2026%%

e Aboriginal and Torres Strait Islander Action Plan 2023-2025, Under the National Plan to End
Violence against Women and Children 2022-20233%

e National Strategic Framework for Aboriginal and Torres Strait Islander Peoples’ Mental Health
and Social and Emotional Wellbeing 2017-20233%

e National Aboriginal and Torres Strait Islander Health Plan 2013-20233"

However, First Nations-led and coordinated national practice is missing across the disability
ecosystem. Many organisations across the Aboriginal community controlled sector have called for
the inclusion of a NDIS specific target to be included under the National Agreement on Closing the
Gap, hoping that would drive the prioritisation of First Nations people throughout disability
policy.3%

However, the need to draw together a coordinated approach to improving the lives of First Nations
people with disability remains. There is no current NDIS or disability target under the National
Agreement on Closing the Gap, noting the Australian Government has committed to disability as a
cross-cutting policy priority under the Commonwealth Implementation Plan on Closing the Gap.

Additionally, the lack of a dedicated target or overarching strategy that articulates a First Nations
disability ecosystem (inclusive of Closing the Gap) has led to inconsistent and disjointed
measurement and monitoring of outcomes for First Nations people with disability.

3.4.8. A national coordinated effort that recognises and affirms First Nations concepts of disability
and care is needed to drive culturally safe reform across a First Nations disability ecosystem

Culturally responsive and safe services for First Nations people with disability should be informed
by cultural models of inclusion. This inclusive and tailored approach should be championed though
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dedicated and coordinated efforts to improve consistency in culturally safe delivery. A commitment
to this approach should be embedded into existing mandatory training requirements, practice
guidelines and policies, protected by legislation (where appropriate).

To be successful, a national effort that builds on the initial success of the Disability SSP and the
Priority Reforms set forth by the National Agreement on Closing the Gap is required, alongside the
First Nations Schedule in the Disability Intergovernmental Agreement (see Action 20.4). Prior to the
establishment of the First Nations Disability Forum (see Action 20.4) efforts should be led by the
First People Disability Network as the Disability Representative Organisation working closely with
other key groups such as Aboriginal Community Controlled Health Organisations and their
representative organisations, recognising that they are community controlled, have an on-the-
ground presence in communities and significant expertise beyond health.

3.49. Action & Implementation Details

Action 2.10: The Australian Government should develop a national strategy to improve
the quality of the disability ecosystem for First Nations people with disability

Designed and implemented in partnership with a new First Nations Disability Forum (see
Action 20.4), the national strategy will address persistent gaps in the investment,
coordination and development of culturally accessible and safe services for First Nations
people with disability. It would also facilitate performance monitoring for First Nations
people with disability against Australia's Disability Strategy (ADS) and the National
Agreement on Closing the Gap (Targets and Priority Reforms). The national strategy should
prioritise the implementation of actions already identified by the Disability Sector
Strengthening Plan and the forthcoming National Disability Insurance Agency First Nations
Strategy.

Implementation detail:

e The Department of Social Services (DSS) should develop a First Nations Disability Strategy
to coordinate action, investments and measure outcomes of First Nations people with
disability across the First Nations Disability ecosystem. This includes the NDIS,
foundational supports, disability employments services, advocacy, and outcomes under
ADS and the Closing the Gap.

e The new First Nations Disability Strategy should be based on an anti-racial ableism
approach that facilitates truth-telling and commits to building capability to overcome
systemic inequality across the life course. It should include:

- A commitment to develop a First Nations Disability Performance Framework (the
Performance Framework) to independently monitor the strategy
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- Support for the development of mechanisms to identify and eliminate institutional
discrimination (racial ableism)

- Areview and strengthening of cultural accessibility and competency standards for
disability service grant recipients targeting First Nations cohorts, Australian
Government grants targeting First Nations people with disability, NDIS providers, the
NDIS Code of Conduct, the NDIS Practice Standards, the NDIS Worker Orientation
Module and Worker Screening Check processes

- Development of dedicated actions to improve outcomes for First Nations people with
disability across all socio-economic targets under Closing the Gap and outcomes
areas under ADS with particular attention to health (specifically regarding access and
diagnosis), employment (with a focus on youth), education and housing areas
establish a program of work, including pilots, focussing on early intervention for
children and young people and the justice system or in communities of high
incarceration rates

- Targeted and measurable workforce strategies to grow a highly skilled, culturally safe
and inclusive First Nations Disability workforce (as part of broader disability workforce
strategies)

- A commitment and pathway forward for embedding culturally responsive and
accessible practice to lift quality in service delivery for First Nations people with
disability across the Australian Public Service

- A commitment to developing and implementing First Nations disability-led evaluation
best practice guidelines.

All inclusions should be specific, measurable, outcomes-based and time limited to ensure the

appropriate level of accountability.

e DSS should lead the development of a First Nations Disability Performance Framework
(the Performance Framework) alongside the national strategy that independently
monitors the socio-economic outcomes of First Nations people with disability against
Closing the Gap Targets and Outcome Areas of the ADS.

e The Performance Framework should be developed in partnership with First Nations
disability academics, community and policy experts. Once complete it should sit
alongside the Productivity Commission’s Closing the Gap reporting responsibilities.

e DSS should work in partnership with the Australian Institute of Health and Welfare to
ensure that relevant linkages, identified gaps and representations of the First Nations
Disability Performance Framework are reflected in the Outcomes Framework, the
Outcome Framework website, Data Improvement Plans, the National Disability Data Asset
and online hub of the ADS.

e DSS should work with the National Indigenous Australians Agency and the Productivity
Commission to ensure that the First Nations Disability Performance Framework is
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appropriately linked and reported on throughout relevant annual Closing the Gap
reporting mechanisms and data development plans.

3.5. The education system is not always inclusive, accessible or well connected with the
NDIS - leading to a lack of consistent and fair support for children in early childhood
education and care and schools

The Australian Government and state and territory governments have a shared responsibility for
supporting children with disability in early childhood education and care and school education
settings. Unfortunately, this shared responsibility has not translated to consistent, fair and
appropriate supports for children in education settings.

While the benefits of inclusive early years and school education are well known, many children
continue to face significant barriers to being included on an equal basis with their non-disabled
peers. For school aged children with disability, we have been shocked to hear about the current
extent of low attendance, school refusal, home schooling and no schooling.

There is also significant confusion over responsibilities of the NDIS and the early childhood and
school education systems. This creates barriers to children accessing the right supports, can
contribute to poorer social and economic lifetime outcomes, and in some cases an increased
reliance on the NDIS to fill support gaps in mainstream education settings.

3.5.1. More inclusive education delivers better outcomes for children with disability, but
educational settings are not as inclusive as they should be

Despite strong supporting evidence for inclusive education, children with disability continue to face
barriers in the early childhood and school education systems, limiting their ability to participate
equally and achieve their full potential.

The Disability Royal Commission has reported that the number and proportion of children with
disability in Australia is increasing.*®® This is leading to an increased need for educational settings
that can meet the diverse needs of disabled students. Data from the Nationally Consistent
Collection of Data (NCCD) on School Students with Disability suggests that around 878,000
students in Australia have a disability, and that around 46,700 are enrolled in special schools.
Mainstream schools therefore have the primary role to support students with disability and
learning difficulties.

394

Inclusive and accessible education encompasses having both the facilities and the culture that
enables desired learning outcomes for all children.?® One of the goals of ADS in education and
learning is to ‘build capability in the delivery of inclusive education to improve educational
outcomes for school students with disability.’ 3%
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Data suggests that while all children benefit from quality pre-school education, it has particular
benefits for children from disadvantaged backgrounds. Pre-school education can boost children’s
confidence, social skills and provide a better foundation for success at school. Recent data analysis
in NSW found attendance at community preschool improved the likelihood of a child obtaining the
National Minimum Standard for Grade 3 NAPLAN.>%

Despite the strong evidence on the benefits of inclusive education, Australia continues to lag with
many students with disability excluded from their neighbourhood schools. There are many barriers
including:

e Children facing challenges accessing inclusive settings early in life — for example children from
disadvantaged backgrounds, including children with disability, are more likely to be
developmentally vulnerable and less likely to participate in early childhood education and
care.’%

¢ Difficulties with caring arrangements — the evaluation of the Inclusion Support Program,
conducted by the Australian Institute of Family Studies in 2021, found around 1 in 5 parents of
a child with additional needs reported having to change childcare because of issues with care,
double the rate of parents without a child with disability. 3%°

e Lack of support for students with disability can lead to families and caregivers choosing to
educate at home — for example in Queensland, registrations for home education in primary year
levels increased by 137 per cent from 2018 to 2022, with this increase more significant for high
school aged students. As at 5 August 2022, around 8,500 students were registered for home
education in Queensland.*®

The evaluation of the Inclusion Support Program also noted there were inherent tensions
surrounding approaches to inclusion and it being contested, with different understandings of
whether the service should fit the child, or the child should fit into the service.*!

Australia maintains a dual track education system where students with disability are educated
either in mainstream schooling or in special schools, special education units, or homes where they
are separated from their non-disabled peers.

“Students with disabilities do not access the conventional pathway to employment
whilst at school and are directed to either congregated or unrelated programs once
school is completed such as day programs (usually filled with time wasting activities
rather than genuine progression to employment or community inclusion).” — National
Alliance of Capacity Building Organisations “*

The Disability Royal Commission concluded that education in Australia is not sufficiently inclusive
and that it should be improved. While the Commissioners were split on the details of the pathway
to a more inclusive system and the role of specialised schools for children with disability, they
agreed that ‘all Australian governments and educational authorities should address and

progressively overcome the barriers to inclusive education in mainstream schools.’ 4%
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Poor educational experiences and outcomes for students with disability can put them on a separate
trajectory from their peers. A lack of inclusion during the school years increases the likelihood of
students with disability also entering segregated environments in housing and employment as they
leave school. This can lead to an increased reliance on specialist disability support in the long term,
increasing the cost of the NDIS.

3.5.2. The relationship between the early childhood and school education systems and the NDIS is
disconnected, complex and hard to navigate

While all governments have a shared responsibility for supporting children with disability in
educational settings there is not a fully joined up approach to supporting children across systems,
including with the NDIS. This can lead to a complex web of eligibility criteria, inequity with ‘winners
and losers’ at the most critical times and stages of development and increased pressure on the
NDIS.

Early childhood education and care

Early childhood education varies by jurisdiction, with some run directly by state and territory
governments while in other jurisdictions they are funded by state and territory governments and
run by community-based providers or have a hybrid arrangement.*%

Navigating competing information and viewpoints in this space can also be difficult for parents and
policy makers. The NDIA Early Childhood Reset Project highlighted that early childhood
interventions may end up overlapping with the responsibilities of early childhood education and
care where children are withdrawn from universal services to participate in intensive therapeutic
programs.®

These challenges are well known to government. There are several reviews and reforms underway
to strengthen early childhood education and care for children with disability, including:

e The Productivity Commission Inquiry into the early childhood education and care sector, which
seeks to address making early childhood services more affordable and accessible for families
and children and improve outcomes for children and families experiencing vulnerability and/or
disadvantage, including children and families experiencing disability. A final report will be
provided to government by 30 June 2024.%%

e Federal, state and territory education and early year's ministers are developing a national long-
term vision to drive future reform of early childhood education and care.*”’ The draft vision
acknowledges the learning and development benefits of early childhood education and care
and its additional significance for children from vulnerable and disadvantaged communities.
National Cabinet is expected to consider the vision in late 2023.

« The Early Childhood TAP under ADS.*® The TAP focuses on children from infancy to school age
with disability or developmental concerns, their families and carers. The TAP sets out key
actions to strengthen early identification, information, supports and pathways, as well as
collaboration between programs and services, all of which contribute to the development and
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wellbeing of children to help them thrive across and between life stages. Actions under the TAP
are funded until the end of the 2023-24 financial year and include:

- Increase awareness of the rights and obligations for early childhood and education and care
settings to be inclusive of all children, including amending the Disability Standards for
Education 2005 to include early childhood education and care (TAP Action 2.2)

- Negotiation of the new preschool agreement to consider the needs of children with
disability (TAP Action 2.3)

- Develop educator resources to support inclusion (TAP Action 2.5).
School education

Students with disability can also face barriers accessing appropriate supports in schools. The school
education system is responsible for supports where the main purpose is to learn, study and achieve
educational outcomes.*® This includes:

e Learning assistance (this may include teachers’ assistants), and inclusion support (for example
Auslan interpreters) to enable the participation of students with disability in education services,
in line with reasonable adjustment

e General support, resources, training and awareness building for teachers and other school staff
to support and engage students with disability at school and in the classroom

e Making sure the school building and facilities are accessible and ensuring all curriculum
activities are inclusive, such as camps and sporting activities

e Providing transport between school activities, such as to excursions and sporting carnivals.

The Schooling Resource Standard implemented after the Review of Funding for Schooling (Gonski
Review) provides for needs-based funding. Extra funding is provided based on the number of
disadvantaged students in a school, including students with disability. This funding is informed by
NCCD data on school students with disability. It should be noted that the allocation of this funding
is decided by educational authorities and/or at a school level. Its usage and transparency therefore
can vary considerably.*'

Despite needs-based funding, data on children with disability enrolled in school across Australia is
problematic. In the most recent Report on Government Services (ROGS), the Productivity
Commission reported that in 2019, one in five or 19.9 per cent of Australian students received an
educational adjustment due to disability (around 775,000), with 4.8 per cent of students requiring
extensive or substantial adjustments (around 185,000).*'" However, the Productivity Commission
noted ‘state and territory government data on children with disability are not directly comparable
because the definition of disability varies across jurisdictions.*'

Improved data and transparency are desirable from a policy perspective, as it would enable better
policy making, better performance reporting, and make clearer where people are facing issues
within the current system.
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Families and students often need to go through complex assessment processes to receive funding.
Funding models can often be inflexible, and some students may miss out on vital support as a
result.

“Many parent carers spoke about how they had turned to home-schooling after
experiencing a lack of support and understanding. They reported feeling that the
schools did not provide a safe and inclusive learning environment for their child.” -
Carers Tasmania *

It is not always clear to parents whether support should be provided by the school or the NDIS.
Where schools may not provide adequate support, parents can turn to the NDIS to fill the gaps.
This means support may not always be delivered in the most appropriate setting or in the most
effective way. Resource constrained schools might also encourage parents to use their NDIS
funding in different ways.

“Some schools are unwilling to have early childhood early intervention specialists or
allied health professionals enter the school, especially when they may have their own
resources. This may lead to a disconnect in service delivery if children are not able to
access those services in a school setting, or if they see one practitioner at school and
another in the community.” — Early Childhood Intervention Best Practice Network *'*

Confusion is further exacerbated by the fact that some supports in schools are funded by the NDIS.
The NDIS is responsible for some supports that children with disability require due to the
functional impact of their disability, but which is not specific to an educational setting, including: *°

e Personal care and support at school
e Transport, including to and from school
e Specialist support to transition to higher education, training or work.

Confusion also exists over the provision of capacity building supports within school hours.*® There
is currently a lack of clarity and inconsistent practice about how NDIS providers should work in
school grounds. Parental choice means that families can choose to have supports delivered while
their child is at school. This has the potential benefits of supports being delivered in a natural
setting and a therapist working as part of a normal routine with the child. However, these benefits
are not realised if children are removed from the classroom to receive these supports.

We have heard the focus of therapy is frequently on working ‘with the child’ rather than working
with the educators to build their capacity to include the child and other students with disability.
This approach creates further barriers to full participation of children with disability in schools.

“These [community based services, e.g. schools, playgroups, social welfare
organisations, recreational, community health services] services are not getting the
degree of support from ECI providers that they had before.” Professionals and
Researchers in Early Childhood Intervention *'”
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We have also heard that schools are struggling with managing and coordinating multiple therapists
on their grounds. Some schools can receive dozens and indeed in excess of one hundred requests
for access from therapists. From the school perspective, understandably, this is seen as disruptive
to the delivery of the curriculum.

Schools receiving many requests for access to students is in part due to the individualised nature of
NDIS funding, significant growth in therapy supports and fragmentation of the therapy market.
This has seen the number of individual providers increase and a lack of recognition that a key role
for therapy for children of school age is assisting teachers and schools to make the curriculum
accessible for each child. Ideally, there should be an agreed statement of goals between NDIS plans
and school Individual Education Plans.

“When our son was first diagnosed, he was 3y3m and in an early childhood education
centre. The director, upon hearing the news he'd been diagnosed, suggested that we
engage a support worker/aide using our NDIS funding to come to the centre every
day. She said “this is what other families have done”. When we did our own research
and discovered that it would not be permissible to use our funding this way, the
director became hostile and said she couldn't afford to pay an extra educator to care
for our son. | have since learnt that this attitude is rife, with preschool staff at varying
levels regularly suggesting that NDIS should fund things that are actually the
education provider's responsibility. If the class is going on an excursion and my son
needs a 1:1 carer so that he can participate in the nature walk, it is the centre's
responsibility to pay for this, not the NDIS. With a diagnosis, our son is set apart from
other children. He is “different”. The local Catholic school denied him admission
because he is autistic. They didn't want to pay for an aide. They said "he needs to go
to school, but there are special schools for kids like that”. The local government school
has refused to allow our NDIS-funded therapists to attend the school “because it's
against school policy”. They suggested our speech therapist could write a letter setting
out recommended techniques to help our son's communication, but she's not allowed
to come into the classroom. Speaking to other parents, | understand this varies widely
and in some schools, therapists are welcomed.” — Carer *®

In the future, children and families in the NDIS should have support from lead practitioners to
coordinate supports and manage the team around the child. This means schools will benefit from
greater coordination of supports by the lead practitioner and have less points of contact to
manage. More detailed information on how the lead practitioner should support children with
disability and development delay, including in school settings is outlined in Recommendation 6.

3.5.3. Reformis required to ensure the school education system is more inclusive and accessible
and better connected with the NDIS

To ensure children receive consistent, fairer and appropriate in early childhood and school
education settings across Australia, we recommend:
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The development of a national plan by the Australian Government and state and territory
governments that ensures the NDIS and school education system are connected,
complementary and focused on better educational outcomes for all children with disability. This
should include:

- ldentifying ways to better support families and caregivers understand and navigate the
education system and interface with the NDIS

- Clarifying the approach for Lead Practitioners (contracted by the NDIA) to coordinate the
delivery of supports on school grounds, including the approach to working with early
education or schools to build their skills and capacity to support children with disability in
these natural settings, and to prepare for upcoming transitions

- Better integration of the NDIS into schools to enable educators to feel better supported,
make reasonable adjustments and ensure the curriculum is accessible for diverse learners

- Considering how an approach to trialling the provision of NDIS group-based supports on
school sites after school hours could be implemented.

All governments should prioritise initiatives that protect and promote the right to inclusive
education for children with disability and developmental concerns in early childhood education
and care and schools. This should include the Australian Government:

- Enacting legislative change to define and guarantee the right to an inclusive education

- Leading the development of a roadmap and action plan for achieving inclusive education in
Australia

- Introducing mechanisms to embed greater accountability and monitoring of schools’
compliance with legal obligations relating to inclusive education. This should include
requiring states and territories to publicly report on the use of needs-based disability
loading funding from the Australian Government

- Training for all education staff to across all jurisdictions to understand the laws, policies,
programs and universal design for learning approaches of teaching

- Consider encouraging schools to use specialised tools to measure educational progressions
for students with disability.

These reforms should be complemented by:

Implementation of Lead Practitioners for children younger than 9 with a NDIS plan (see Action
6.5), as well as time limited Lead Practitioner support in foundational services (see Actions 1.12
and 1.13). A key function of Lead Practitioners will be to coordinate the team around the child,
which will include early education and schools. Lead Practitioners will support children and
families through transition points such as starting school, transitioning to high school or to
further education and employment

The development and trial of a mechanism to publicly communicate the performance of current
Disability Standards under the DDA (see Action 2.3). This mechanism should be easy to find,

NDIS Review | Supporting Analysis 167



easy to understand, and allow people to know whether a service is delivering at a higher quality
than the minimum standard, such as a star rating system. We recommend that the Disability
Standards for Education be considered as a starting point for this trial, noting that we have also
recommended that the Disability Standards for Education which were codified in 2005 should
also be reviewed (see Action 2.5)

e The expansion of universally available child development checks to mainstream settings,
including a consistent minimum level of developmental monitoring over children’s ages and
stages to ensure the early identification of children with developmental concerns and disability
and enable early intervention (see Action 2.13). This will ensure that children with development
concerns and disability are consistently identified early across all jurisdictions, including in
school settings

e The ceasing of ‘in-kind" arrangements in the NDIS for specialist school transport and personal
care in schools (see Action 2.16). We recommend that specialist school transport and personal
care in schools should be removed from the NDIS and returned as state and territory
government responsibilities.

3.54. Action & Implementation Details

Action 2.8: The National Disability Insurance Agency and the Department of Education,
with state and territory education and disability agencies, should develop a plan to better
connect the NDIS and school education system and improve educational outcomes for
children with disability

This should be focused on ensuring consistent, fair and appropriate support arrangements
for participants in school settings across Australia. The plan should outline how the school
education system and NDIS will work together to ensure funding and supports are
complementary, connected and outcomes focused to achieve shared goals for all students
with disability. This could include schools operating as hubs within the community to host
delivery of NDIS funded services after hours. The plan should also outline options for how to
better plan, coordinate and streamline NDIS funded supports in school settings and share
and agree goals. The plan should sit as part of a dedicated Memorandum of Understanding
for the school education and NDIS interface (see Action 2.6).

Implementation detail:

The NDIA and the Australian Government Department of Education, with state and territory

governments, should also as part of this plan:

e |dentify approaches to better support families and caregivers understand and navigate
the education system and interface with the NDIS

e Determine appropriate service requirements for Lead Practitioners (to be commissioned
by the NDIA) for engaging with early education and schools, including how they
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coordinate service delivery on-site and work with staff. This needs to recognise that Lead
Practitioners are the agent of the child and family and must act in their interests and
wishes. Everything possible should be done to ensure a coordinated approach but on
occasions parental choice may clash with the preferred approach of an early education
provider or school. Ideally, every child with a disability should have a jointly agreed
statement of educational support needs with agreed support arrangements.

e |dentify opportunities to trial and test new approaches for funded supports in school
settings outside of school hours

e Consider how a pilot program of schools as hubs could be developed, and gauge interest
from communities and schools that may wish to be part of such a pilot.

Action 2.5: All Australian governments should take steps to protect the right to inclusive
education for children with disability and developmental concerns in early childhood
education and care and schools

Existing legislative instruments should be strengthened to clearly define inclusive education and
include stronger accountability and monitoring of schools’ compliance against their legal
obligations. The needs-based disability loadings each school receives and the use of that
funding to benefit students with disability should be reported publicly. The overall performance
of schools against their legislative and financial obligations should be measured and publicly
reported. This should be supported by greater training for all education staff to understand the
laws, policies, programs and inclusive education approaches to teaching and learning.

Implementation detail:
Education Ministers should:

e Prioritise the development of a roadmap and implementation plan to deliver inclusive
education within Australia (National Roadmap to Inclusive Education). This should include an
approach to:

- Agreeing a nationally consistent definition for inclusive education

- Identifying legislative amendments across jurisdictions required to consistently protect
the right to inclusive education

- Ensuring children with disability are fully included with the right adjustments and levels
of support in universal settings alongside their non-disabled peers

- Transforming culture, policy and practice in all educational environments to
accommodate the different requirements and needs of individual students, including
commitments to removing barriers that prevent that possibility
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- Taking steps to reduce suspensions, exclusions, expulsions and eliminate all restrictive
practices.

e Agree an approach to regularly reporting on progress implementing the National Roadmap
to Inclusive Education and monitoring progress towards its objectives, including:

- Collecting and reporting on educational experiences and outcomes of students with
disability and developmental concerns. This will need to include data collection and
reporting relating to gatekeeping, suspensions, exclusions, expulsions and any cases of
restrictive practice

- Measuring and reporting individual school performance against their legislative
obligations. This will need to include agreed metrics to measure the extent obligations to
provide inclusive education are being met

- Consistently reporting on the needs-based disability loading received by states and
territories, and how that funding has been used to benefit students with disability.

The Australian Government should:

e Enact legislative change to ensure rights to inclusive education are upheld

e Ensure that disability loading settings and inclusion support funding remains adequate to
support the participation of children with developmental concerns and disability in early
childhood education and care.

The Australian Government, together with state and territory governments, should:

e Develop and report on measures relating to inclusion in education

e Implement a national professional development system to support early childhood
educators, educators and teachers with the necessary training, skills and guidance to provide
inclusive practice and adjustments for disability within usual practice

e Develop mechanisms to ensure needs-based funding is implemented and reported on.

The Productivity Commission should expand the Report on Government Services to include
indicators in the:

e Early childhood education and care dataset relating to the exclusion and participation of
children with developmental concerns or delay

e School education dataset relating to attendance, attainment, retention and destination of
children with disability. This should be broken down to include the type of education setting
(home schooling, distance education, mainstream setting, segregated setting in a
mainstream environment, segregated education)

e School education dataset relating to exclusion, suspension, any cases of restrictive practice
and expulsion rates of children with disability.
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3.6. The NDIS needs a long-term transport policy that better supports the mobility needs
of participants and complements accessible public transport systems

3.6.1. A coordinated and consistent approach between transport systems and the NDIS is
required to better support the mobility needs of people with disability

Transport systems and local governments are responsible for transport infrastructure to meet the
needs of all Australians, including those with disability. This includes infrastructure such as roads,
footpaths, train lines, waterways, and disability parking. They are also responsible for making sure
public transport, such as stations, stops and vehicles like buses, is accessible for people with
disability.

The NDIS is intended to complement accessible transport systems. The NDIS does this by
supporting NDIS participants to travel independently, such as training to use public transport, or
assistive technology to help with travel. The NDIS also supports modifications for private vehicles
and transport funding for the reasonable and necessary cost of taxis, rideshares or other private
transport, for participants unable to use public transport due to their functional impairment.

We have heard transport systems are not adequately accessible for people with disability and these
transport systems are not well connected to NDIS funding arrangements. A comprehensive
transport policy is required to ensure a coordinated approach that better meets the transport
needs of people with disability.

3.6.2. Transport systems are not fully accessible for people with disability

Transport systems should be accessible for all Australians, including people with disability.

States and territories have an obligation to meet accessibility needs through the DDA and the
Disability Standards for Accessible Public Transport (these standards are currently being
updated).*’® The Standards required making public transport accessible by the end of 2022, and
trams and trains by the end of 2032.

Unfortunately, progress towards full accessibility has been slow.*?° Only around 50 per cent of
public transportation is meeting the standards outlined in the Disability Standards for Accessible
Public Transport.**! In 2018, only 66 per cent of people with disability considered they could use
public transport with no difficulty, a small improvement from 64 per cent in 2012.4%

“My son doesn't drive and we have to drive him everywhere or have to use support
workers for transport. Public transport doesn't go all the places he needs to or wants to
go to. We can't access the half taxi fares or other schemes as we are not eligible.” -
Carer *%

Noting the fact that development of infrastructure is a long and involved process, it is evident that
progress toward transport accessibility is lagging and not where it needs to be for people with
disability. This has consequences for people inside and outside the NDIS. As a service provider said:
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“The availability of accessible public transport, for example, does not only affect
whether a person can travel from point A to point B but may over time have an
impact on their educational and career aspirations, their healthcare, and their
personal wellbeing.” — Provider ***

The basic problem is that we have standards and potentially new standards, but they are not being
enforced. This is not effective regulation.

Transport disadvantage, or the inability to travel when and where one needs to without difficulty, is
a critical issue for people with disability that flows in part from the failures of accessibility outlined
above. During consultation for the development of the ADS, 55 per cent of people with disability
reported severe or major issues with the availability of ‘safe, accessible and affordable transport’.**
The NDIA is not responsible for the operation of accessible transport systems across state and
territories. However, the slow progress toward accessible transport networks coupled with an
incomplete approach to funding mobility need in the scheme means many participants experience

geographic, physical and economic exclusion.***

3.6.3. The approach for determining NDIS transport support is inconsistent, not fit for purpose
and requires a new model

Since establishment, the NDIS has essentially adopted the Commonwealth Mobility Allowance
(CMA) as the basis of its transport policy.**’ This remains the situation, despite the Productivity
Commission saying in 2011 that the flat rate of funding in the CMA was inconsistent with the
principles of the NDIS and would need to evolve as the scheme advanced.*?®

NDIA data as at June 2023 shows around 221,000 adult NDIS participants have a transport budget
in their plan — around 74 per cent of adult participants.*?°

The NDIS has three levels of support for transport assistance which are used as the basis for
determining a participant transport budget. These supports can fund taxis and other similar
transportation, support workers to assist with travel, capacity building to be able to use transport,
and modifications to participants’ vehicles. The three levels of support are indexed annually and as
of 2023, consist of:

e Level 1-Up to $1,606 per annum for participants who want to enhance their community access
but are not in work, study or attending day programs.

e Level 2 - Up to $2,472 per annum for participants working or studying part-time (up to 15
hours per week), involved in day programs or other social, recreational, or leisure activities.

e Level 3 -Up to $3,456 per annum for participants unable to use public transport because of
their disability and who are working, looking for work, or studying 15 hours or more per week.

Since the scheme commenced, the NDIA has continued to rely on how the CMA was structured to
provide support for mobility, rather than developing a new needs-based approach.**® We have
heard from many participants that the NDIS attempting to meet individualised need within a rigid
framework has led to uncertainty and poor outcomes for participants. We have further heard about
the unclear guidance issued by the NDIA regarding interactions between transport allowances,

NDIS Review | Supporting Analysis 172



CMA and out of pocket expenses.*! The result has been inconsistent decisions, insufficient funding
in participant plans and inequitable outcomes for people with disability:

“The rules around use of funds are too rigid, | was allocated a large amount of funds
for a support worker, which | will rarely use, and none for travel, which | do need to do
regularly to get to employment and medical appointments. The outcome will be
$7000s in unspent funds when my plan ends, but | will have borne the financial
burden of paying for taxis, etc. to get to employment when my mobility has been too

poor to get there by public transport.” — Person with disability **

There have been several commitments by governments to develop long-term transport
arrangements, as well as developments that have further complicated resolution.

In August 2017 the Federal Court dismissed an appeal by the NDIA against a previous ruling made
by the Federal Court in March 2017. This previous ruling made clear that laws governing the NDIS
do not allow the NDIA to only partially fund reasonable and necessary supports. The NDIA v
McGarrigle case involved a review of a NDIA decision to only part-fund reasonable and necessary
transport supports for a participant because of the potential implications for the long-term
financial sustainability of the NDIS.**

In 2019 Disability Reform Ministers agreed to increase transport funding for NDIS participants who
are significant users of state and territory taxi subsidy schemes. Costs associated with reasonable
and necessary taxi travel should be met by the NDIS. To guarantee supply while long-term policy
arrangements were being developed, state and territory governments agreed to be reimbursed by
the NDIA for participants to continue access taxi subsidy schemes.***

In March 2022, Disability Ministers agreed to a range of priorities, such as improving planning and
assessment processes, designing long-term funding methodologies, and improving participant
experiences.**®

In June 2023, Disability Ministers agreed to ‘extend existing short-term transport remediation
arrangements to 31 October 2025 while a long-term transport policy for NDIS participants is
developed.**

Despite this, the NDIS approach to understanding and supporting the mobility needs of
participants remains incomplete and disconnected from public transport systems. As a result, long-
term issues remain.

3.6.4. The NDIS and public transport systems are not well connected or complementary of one
another

In the original design work for the NDIS the Productivity Commission suggested overall transport
funding for people with disability using the NDIS would increase, due to taxis being a necessary,
but expensive interim option. However, they contended that over time transport cost growth could
be moderated through technological advances and expanded community transport.**’
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Governments, researchers and policy makers have long held that community transport, or local and
assisted transport, presents a significant but unrealised opportunity to help overcome systemic
transport disadvantage. Community transport provides vital services where other transport supply
is constrained or non-existent, particularly for older people and people with disability. While there
has been some recent innovation in services, some of the key challenges such as fragmented
delivery, limited understanding of demand and lack of scale have in part been driven by the shift to
person-centred funding of the NDIS and aged care reforms.*3

In the absence of a better funded and more comprehensive local and assisted transport offering,
even with significant fare discounts, the overall costs of using existing public transport for people
with disability in and out of the NDIS, assuming it is accessible to them, can be high.*** We
consider that a long-term effective and sustainable NDIS transport policy relies on an enhanced
and coordinated community transport offering across states and territories.

While there will always be some people who cannot access public transport options as a result of
their disability, the slow progress in achieving accessible transport infrastructure means that state
and territory governments and the NDIS more often resort to more expensive individualised
options to ‘fill the support gap’. For the NDIS, this can be through increasing transport supports in
plans. For states and territories, this is partly achieved through taxi subsidy schemes, where
financial subsidies are provided to pay part of the cost of taxi fares for people with disability and
other eligible people with mobility difficulties.

For NDIS participants, these state and territory taxi subsidy schemes fill part of the gap and are
currently funded by the NDIS through cross-billing arrangements with states and territories, as the
NDIS was always expected to replace the funding from transport taxi subsidy schemes for
participants.**° The NDIA considers uncapped taxi fares to be unsustainable. But the failure of the
NDIA to reform the levels of transport provided in participant plans has resulted in participants
relying more heavily on subsidised taxis to fill the gap.

“In practice, the maximum amount available under transport funding through the
NDIS is significantly less than that provided by state taxi subsidies and is insufficient
for most people.” — Vision 2020 Australia*’

Given the centrality of transport to social and economic participation, reform is urgently needed. A
joint, concerted effort is required to develop and implement a long-term transport policy that
provides clarity and consistency. As part of this, the NDIS rules and operational guidelines on what
transport costs can be claimed by participants and providers require clarification.

3.6.5. A NDIS transport policy is critical to provide clarity and consistency in how the NDIS
supports participants’ mobility needs, and is better connected with the transport system

Given the complexity of the task and their considerable NDIS, transport pricing and regulation and
market design experience, the Productivity Commission is best placed to review existing issues and
develop a long-term NDIS transport policy. The transport policy should enable the NDIA to
develop and use appropriate measures to assess mobility need. It should provide clear and
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consistent definition of the difference between ordinary living expresses and additional disability-
related costs and describe clear and consistent guidance on the provision of transport related
capacity building.

The policy should:

Develop and provide options for how a credible assessment of participant mobility needs can
be implemented, particular for those that are unable to use other transport options due to the
complexities of their needs. This is addressing the needs of a participant resulting from their
disability

Develop and provide options for how a mobility assessment would factor in the availability and
accessibility of public transport in a participant’s location. This is addressing the needs of a
participant resulting from where they live, work and socialise

Develop and provide options for how transport supports could be purchased in ways that
generate customer records and don't involve simply providing cash payments to participants
Identify how availability can be addressed in supply constrained markets, such as regional and
remote areas. This is likely to include the need for increased availability of community transport
and point to point services

Better delineate the supports and costs that will be covered through the NDIS and should be
covered through transport systems

Ensure transport supports can be tailored to the needs and circumstances of the participant
Ensure consideration is given to the role of the NDIA as a co-steward in transport systems.
Specifically, the NDIA should have a limited but important role in supply-side stewardship,
where NDIS participants represent a significant proportion of specific segment demand, such as
where many NDIS participants need to access wheelchair accessible taxis, meaning transport
agencies and the NDIA must work together to ensure ongoing supply of these critical services
Facilitate and drive ongoing innovation in transport supports.

As applicable, the details of the transport policy should be reflected in revised roles and

responsibilities in the new multilateral schedule (see Action 2.6), along with any appropriate

changes for adjacent transport supports. Finally, there should be a cessation of current cross-billing

arrangements for taxi transport subsidy schemes in line with the implementation of the long-term
transport policy.

3.6.6. Action & Implementation Details

Action 2.9: The Productivity Commission should develop a NDIS transport policy that
better meets the mobility needs of participants

The policy should define mainstream transport systems and NDIS responsibilities and outline
how they should work together to ensure people with disability are able to move around in
their local communities. The policy should also update current systems for determining mobility
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needs with a needs-based, individualised assessment that has a clear and consistent distinction
between ordinary day living expenses and additional-disability related costs, along with
transport-related capacity building. Following the development of the policy, the National
Disability Insurance Agency in collaboration with state and territory governments will be
responsible for implementation. Implementation of the new policy will include cessation of the
current taxi subsidy cross-billing arrangements.

Implementation detail:

To ensure the transport policy is robust and implementable and developed as a priority, the
Disability Reform Ministerial Council should:

e Establish a transport tasking group to oversee the development, approval and
implementation of the NDIS transport policy. The group should be chaired by the
Department of Social Services and include executive representation from state and territory
transport agencies.

e Request a project plan from the Productivity Commission be developed consistent with the
guidance provided in supporting analysis from the NDIS Independent Review.

e Agree to provide funding from the Department of Social Services to the Productivity
Commission to deliver the policy design project. Funding should be sufficient to provide a
core team within the PC and external experts to join the project, including from the iMove
Cooperative Research Centre, the University of Technology Institute for Public Policy and
Governance and Intelligent Transport Systems Australia.

e Request periodic updates from the Productivity Commission project lead to ensure scope,
quality and timeliness of delivery.

3.7. There is friction at the interface between the NDIS and aged care system - resulting in
poor outcomes for some individuals, inequities and longer term sustainability risks for
the NDIS

As all people age, the likelihood they develop disability or further disability increases, and their
support needs may change. However, the NDIS was never meant to replace the aged care system -
they were meant to work together so that people with disability could receive appropriate support
as they aged. The NDIS and the aged care system working better together should ensure greater
equity and dignity for older NDIS participants and improve the NDIS and broader system
sustainability.
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3.7.1. The NDIS and the aged care system have been set up in similar but different ways, creating
a challenging interface between the two

The NDIS and the aged care system both provide supports to meet people’s disability needs, but
their design and funding arrangements are different in many key respects. This is creating friction
between the two systems, resulting in poor outcomes for some individuals, inequities, and longer-
term sustainability risks for the NDIS. This reflects a deliberate choice in the design of the NDIS, as
recommended by the Productivity Commission in 2011, to provide social insurance for disability
that is acquired at birth or earlier in life and more difficult to predict, rather than for disability that
is increasingly likely to be acquired as a person ages.*?

As a lifetime scheme, participants who have been determined eligible under the age of 65 can
continue to remain in the NDIS once they turn 65. However, when an NDIS participant turns 65, if
they can choose to enter a permanent home care arrangement or residential aged care, they must
cease to be a NDIS participant.*** For this policy intent to work in practice it relies on an aged care
system that can appropriately meet the disability needs someone has lived with and the disability
needs that will emerge as they age.

The evolution and objectives of the aged care system are geared to meet the needs of older
people, including impairment associated with ageing.*** Aged care is generally only available for
people aged 65 or over, with exceptions for First Nations people and people who are homeless or
at risk of homelessness who may be able to access aged care from age 50.*> People generally
access the aged care system at around 80 years old, when they are more likely to have a significant
functional impairment.**® While there are some younger people in the existing aged care system,
there is an objective for no-one under the age of 65 to enter the aged care system in the future
(see Box 8).

Entry into the aged care system is based on functional assessment, the type and intensity of which
varies depending on a person’s likely needs.**’ In 2022-23, around 4.6 million Australians were over
the age of 65, and around 1.2 million Australians were using aged care services.*® As June 2022,
around 185,000 people used residential aged care (RAC), around 215,000 received an in-home care
package (Home Care Package — for example regular complex support) and the rest in the aged care
system use in-home support for help with just a few services (Commonwealth Home Support
Programme).*#

Box 8: Younger people in residential aged care (YPIRAC)

The Royal Commission into Aged Care Quality and Safety (Aged Care Royal Commission)
recommended in their Final Report that no people under 45 should be in residential aged care
by 2022, and no people under 65 by 2025.%>°

Residential aged care is considered inappropriate for younger people (except in exceptional
circumstances), as it is designed for an older cohort, and may lead to decreased quality of life
for younger people due to social isolation.**’
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Of the 2,423 younger people living in residential aged care at 31 December 2022, 2,153 had an
approved NDIS plan.**? However, not all young people in residential aged care are eligible for
the NDIS or have a disability.**?

There are measures in place that aim to ensure younger people are not approved for
residential aged care, unless all alternative options are exhausted, and to reduce the number
of younger people in residential aged care. This includes changes to the entry pathway to
aged care with the recently introduced Principles and Guidelines for a Younger Person'’s
Access to Commonwealth Funded Aged Care Services.***

AIHW data shows that while the 2022 targets have not been met, numbers have declined for
each target, noting this also accounts for ageing and mortality.*> Joint action is required
across the disability, aged care, health and housing sectors, and all levels of government to
meet the 2025 target. However, in some locations, such as rural areas, this is likely to be
particularly challenging and could inadvertently lead to increased isolation unless it is done
with great care.

Within the Australian Government, joint actions to achieve targeted reductions are overseen
by the YPIRAC Joint Agency Taskforce, which includes representatives from the DSS,
Department of Health and Aged Care, and the NDIA.

3.7.2. Disability is a predictable outcome of old age

As the Productivity Commission noted in its 2011 report, whether someone has lived most of their
life with or without a disability, ‘disability is a predictable outcome of old age,’ and both the aged
care system and the NDIS should be designed so people receive the support that is most
appropriate for their needs.**

As people age, the likelihood they develop disability or their existing disability may deteriorate,
which impacts the type of support people need to live independently as possible.

Ageing is associated with increased frailty, a greater chance of functional impacts from chronic
health conditions, and a greater incidence of declines in vision, hearing, and cognition.**’ This
means almost half of all people over the age of 65 have a disability. As of 2018, this represents
around 2 million people or around 44.5 per cent of all people with a disability.**® In addition, the
number of older people with disability is expected to rise as the aged population grows.***
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Figure 16: Disability prevalence rates by age and sex *°
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While some disabilities are associated with age, trying to determine whether disability is age
related or not can be difficult, if not impossible. It is for this reason that the Productivity
Commission and Australian governments decided that an age-based cut off for the NDIS would be
the simplest to administer and the most equitable approach. Frailty associated with ageing may
affect some people earlier than the age of 65. This may include, for example, early onset dementia,
which is also more common in people with Down syndrome.*’ In addition, some neurological

conditions such as Parkinson's disease are age-related, but not solely caused by ageing.*®

The UNCRPD does not distinguish between disabilities acquired early in life and those associated
with ageing.*®® Both the NDIS and the aged care system are based on commitments to human
rights, and the Australian Government has committed to further enshrining these rights as part of
the new Aged Care Act.*®*

3.7.3. Differences between the NDIS and aged care system for older people with disability are
driving concerns of inequity and NDIS sustainability

People with disability receive different levels of support in the NDIS and aged care, creating a
strong incentive for participants to remain in the NDIS as opposed to choosing to enter residential
aged care where this is appropriate for their needs.

When the Productivity Commission held their 2011 inquiry into Disability Care and Support,
disability support was fragmented and underfunded. Ten years on after the implementation of the
NDIS, there is generally greater support available to people with disability in the NDIS than
available through aged care. The reverse was true before the NDIS was introduced. However, in
some specific cases aged care supports may benefit NDIS participants who generally do not have
access to them.
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Inequity has been raised as a key issue of concern by several submissions.*®® Inequity can relate to
both the appropriateness of the supports provided, and to the overall level of support one system
provides compared to the other.

For instance, the aged care system prioritises support for an older person’s clinical care needs,
including greater nursing support, particularly in residential aged care.*®® We have also heard that
the current stock of specialist disability accommodation used by participants receiving Supported
Independent Living (SIL) supports, may be not fit for purpose as participants age.*®’ This may mean
that residential aged care in particular can provide a service offer that better meets the needs of
many people with disability as they age.

However, the NDIS generally provides greater levels of support for people to be active in their
community, and as the Aged Care Royal Commission noted, there is more funding per person in
the NDIS when compared to the aged care system.*®® In addition, some goods and services are
funded by the NDIS, but not by the aged care system, such as more sophisticated assistive
technology or other goods and equipment or home modifications to meet support needs and
enable people to remain living independently at home.**°

Overall, this means that older NDIS participants can generally access more support services and can
exercise greater choice and control than the same person in the aged care system. Some
comparative data is provided in Figure 17. It has not been adjusted for age, disability type or
severity. As a result, the comparisons should be seen as indicative.
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Figure 17: Average funding levels across the NDIS, Disability Support for Older Australians (DSOA),
and aged care for people over 65

Home Care Package $22,000

Disability Support for Older $81,600
Australians (DSOA): non-SIL

NDIS over-65: all $106,500

DSOA: all $215,000

NDIS over-65: SIL $362,200

In addition to the generally higher degree of support available in the NDIS, the aged care system
subsidises services, subject to caps and means testing. On the other hand, the NDIS pays all
reasonable and necessary costs, without means testing, co-payments or financial contribution from
participants, as determined through planning sessions administered by the NDIA.*"!

Furthermore, there is a lack of information available to participants on what moving from the NDIS
to aged care would mean for them and a lack of assistance to move. This means people are less
able to make fully informed choices about where the best supports are available.

NDIS access rates for people over 55 indicate higher numbers of applicants as people age towards
65 but decreasing rates of eligibility.
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Figure 18: NDIS access decisions, age 55+
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After adulthood, application rates steadily increase as a person gets older, and rise fastest in the
years after 60. Across the history of the scheme to June 2023, 15,500 people aged 64 received an
access decision (access met or not met), which was 18 per cent more than those aged 63. This
increase in the number of access decisions from age 63 to 64 is more than the average increase
from 55 to 64, which was 5.2 per cent, as shown in Figure 18.#”® Comparing this to the growth rate
of disability among all adults, which averages around 5 per cent for each additional year between
64 and 69, NDIS access decisions nearing age 65 are higher than would be expected.*’*

For those unable to access the NDIS due to age, the disparity between the NDIS and the aged care
system both appears unfair, as several submissions have raised,*” and creates incentives that
contributes to higher-than-expected NDIS growth.

As at 30 June 2023, there were 27,500 NDIS participants (or 4.5 per cent) over 65, but this is
expected to grow to around 75,300 (or 7.4 per cent) by 30 June 203247, NDIS funding for those
aged 65 and over is expected to increase from 7.6 per cent ($2.7 billion per year) of the scheme in
2022-23, to 12.9 per cent ($11.431 billion per year) in 2031-32%"". This is the fastest funding growth
rate of any age group in the NDIS, at around 18.1 per cent each year over this period, as shown in
Figure 19.
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Figure 19: Total payments and growth rate by age group for NDIS participants*’®
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This is driven by the number of people expected to age into this group (noting that this group
would be expected to grow at a somewhat faster extent as people age within the scheme),
combined with low exit rates to aged care, and a high level of funding per person. As of June 2023,
annualised average funding per person aged 65 and over in the NDIS was the second highest of
any age group at $134,600, compared to the scheme average of $74,900. *”°

The proportion of people using SIL is also a key contributor to overall costs. As at 30 June 2023, the
number of participants who were aged 65 or over with a SIL plan was around 3,100, or 11.4 per
cent of all participants aged over 65.%%° As of 30 June 2023, this group had an average annualised
funding of $383,200.%" In 2022-23 these participants spent $1.0 billion on supports. This is
expected to increase to 6,100 participants by 30 June 2023 and spend $3.7 billion in 2031-32.4%

Scheme costs were always expected to rise as people with disability aged within the system, until it
reached maturity. However, some people have claimed that the original intentions of the
Productivity Commission have not held up, and scheme costs are growing much faster than
expected as a result.*®

3.74. The NDIS and aged care system can work better together and reform should align with

principles that improve efficiency, effectiveness, and ensure people get the support that
best meets their needs

In the current state, incentives appear to reduce the likelihood of NDIS participants aged 65 taking
up supports offered by the aged care system, even when the aged care system may provide
supports that better meet their needs.
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To get the best outcomes for people with disability as they age, we know that the aged care system
and the disability support system need to work better together. We want reforms that will ensure:

e Both the NDIS and the aged care system should uphold human rights as their core values and
align with the UNCRPD

e The NDIS should remain primarily designed for disability acquired earlier in life (before the age
of 65), and the aged care system for ageing needs and associated disability acquired later in
life, after the age of 65

e NDIS participants aged 65 and over should be provided with the information and support they
need to make informed choices about which supports and service system are most appropriate
for their needs

e The two systems - NDIS and aged care — should work together more closely where it is possible
and practical to do so, to enable NDIS participants to access the most appropriate, sustainable,
and seamless mix of NDIS and aged care supports and services when they are aged 65 and
older and aged 50 and older for First Nations Australians and those who are homeless or at risk
of homelessness.

Reforms are currently underway, including aged care reforms undertaken and flowing from the
Aged Care Royal Commission, the Care and Support Economy Taskforce, and the Aged Care
Taskforce. These processes should enable greater collaboration and more consistent regulation
between the NDIS and the aged care system over time, lowering the cost of interacting with and
moving between either system.

In addition, following recommendations from the Aged Care Royal Commission, the aged care
system is currently undergoing a reform process to improve its support and service offerings,
including for people with disability (Support at Home Program).*®

Box 9: Aged care reforms

Since the Royal Commission into Aged Care Quality and Safety released its final report in
2021, the Australian Government has committed to and has undertaken several significant
reforms to implement the Royal Commission’s recommendations.*®® This includes:

e Improvements to residential aged care, such as a more equitable funding model better
aligned to resident needs, star ratings to drive quality improvements and help people
make more informed choices, increased direct care (personal care and care by enrolled
and Registered nurses) and 24/7 registered nurse care
Improvements to in-home care involving better assessment and better targeted funding,
better access to short term and restorative care, and better access to assistive technology
and home modifications
A new enforceable code of conduct, improved governance arrangements, and increased
financial and prudential oversight for people’s accommodation deposits and bonds
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Improvements to incident management and prevention by extension of the Serious
Incident Response Scheme, revisions to restricted practice arrangements
Expanded functionality of the Independent Health and Aged Care Pricing Authority to

include pricing advice to Government on aged and general health care

A new Aged Care Act that creates an aged care system that places older people and their
rights at the centre and supports choices about their care.

There remains, however, additional work to be done to improve the way the NDIS and the aged
care system work together to improve outcomes for older people with disability.

3.7.5. We know what the first steps should be to improve the interface between aged care and
the NDIS

Reform must begin with improved data and evidence. A strong evidence base is needed to
understand the support needs of both current and new NDIS participants and people with
disability aged 65 and over. This will build a more comprehensive and comparable understanding
of how supports needs are assessed and provided for in the NDIS and the aged care system.

We understand that such analysis is being undertaken in a joint DSS-NDIA research project
focussed on ageing in the scheme, with input from Department of Health and Aged Care and the
Department of Veterans' Affairs. As this will usefully inform future changes in this sector, we
recommend this analysis on how needs can be measured and compared consistently across the
NDIS and aged care be prioritised.

Once this mapping is in place, the NDIS and the aged care system should introduce joint processes
for participants aged 65, including joint assessments, to ensure a comprehensive understanding of
support needs. This will help inform participant’s decisions about their future support needs and
enable a seamless transition from the NDIS supports to aged care supports when relevant.

As per the principles above, this process should always ensure that a person makes an informed
choice about where they receive supports, and which system will best meet their needs.

3.7.6. The NDIS and the aged care system should allow for NDIS participants to access supports in
both systems

However, even if support needs for older participants are better understood, incentives will remain
for NDIS supports to be used instead of aged care supports, even when aged care supports better
meet someone’s needs.

The Panel considered a range of options based on a wide range of submissions and feedback
suggesting solutions to address issues with the aged care interface. Figure 20 outlines options that
were considered, but not recommended.
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Figure 20: Options considered to improve the interface between the NDIS and aged care

Options not  Review view
recommended

Trigger | While this would have a significant impact on scheme cost growth, it would do so at
movement from | significant negative outcomes for participants. As we have already noted, it is a very
the NDIS to aged | different experience to have a lifelong disability compared to acquiring a disability later
care at a certain | in life. For a number of participants over 65, the supports that the NDIS provides would
age or milestone. | not be fully replaced by the aged care system in its current state. This would create a
change in care levels that could risk real harm for some older participants. We view this
as an inappropriate response Government should not consider.

Remove age 65 | While this may theoretically improve equity, it would likely increase NDIS cost growth
entry restrictions | significantly, and runs counter to the original design and insurance intentions of the
for the NDIS. | scheme. In addition, the Government has also clearly stated its policy positions that the
age 65 boundary for the NDIS should remain, and that no-one under the age of 65
should enter the aged care system.*¢

We note the issues some people over 65 who suffer a catastrophic injury face, when
their injuries are not covered by a no-fault insurance scheme, and recommend
implementation of the missing parts of the National Injury Insurance Scheme to fill this
gap (see Section 3.9).

Introduce means | The Productivity Commission originally recommended this option,*’ but it was not
testing for NDIS | introduced when the scheme was originally designed. We recognise this option would
participants over | be seen by many as a fundamental shift in the way the NDIS is designed. In addition, as
the age of 65. | most older people in the NDIS are reliant on the Disability Support Pension, it would

likely only have a moderate impact on scheme costs.

We consider this option inequitable and of limited benefit.

Two options, however, were considered in greater detail.

Option 1. Allow dual participation in the NDIS and aged care after the age of 65.

This option would expand the choices older participants have available to meet their aging related
needs by allowing them to take up more intensive aged care supports without losing access to the
NDIS, as the current settings mandate.

Groups who may already have different access settings should be able to maintain these settings —
for example, First Nations people should continue to have the option to be dual participants after
age 50.

This option would be actioned by changing section 29(1)(b) of the NDIS Act, which prevents NDIS
participants aged 65 and over from accessing significant aged care supports as well as NDIS
supports. NDIS eligibility requirements, however, would mean people still need to enter the NDIS
before the age of 65.

This should improve outcomes for participants, as certain aged care supports may be more
appropriate than NDIS supports for those with ageing related needs (for instance, when someone
requires 24/7 nursing support). Concurrently, it may be appropriate for the NDIS to continue
providing certain services after a participant moves into the aged care system. A good example
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would be a wheelchair with highly customised seating designed to prevent pressure sores. This
option would ensure NDIS participants will have the appropriate support they need to age with
dignity.

This should also address the sustainability of the NDIS, as SIL would no longer be the default and
only option available to NDIS participants as they age.

With dual participation, a NDIS participant would be able to use the service coverage of aged care
(such as when it is the best option, or where there may be no available NDIS supports) and the
aged care system may have a lower funding cost than supports available in the NDIS. This is
especially relevant for home and living supports such as SIL.

Figure 21: How option 1 would work for participants
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There is a precedent for drawing on support from both the NDIS and the aged care system. As at
31 December 2022, there were over 4,200 people in aged care and the NDIS simultaneously,
referred to as dual participants. “®® Half of these dual participants are below 65 (see Box 8) and half
over as they entered RAC before turning 65.

The total cost of enabling participants to use NDIS supports while in aged care will depend on
reforms to the participant pathway including assessment and budget setting outlined elsewhere in
this report (see Chapter 2). Our analysis suggests this would largely be cost-neutral.

In addition, governments should also develop clearer policy, NDIS rules and guidance as necessary
to clarify when aged care supports are more appropriately considered the responsibility of the
aged care system as part of considering reasonable and necessary NDIS supports, and where
complementary NDIS supports should continue to be funded.
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Due to its simplicity and fairness, we consider this is a viable option that can be implemented in the
immediate future.

Option 2. Limit NDIS package growth after a participant is found eligible for aged care, and
allow ongoing specialist NDIS support for those who take up aged care supports

We carefully considered this option that would also increase choice in relation to accessing
supports across both systems, but would incentivise participants to take up aged care supports to a
greater degree in relation to meeting both their functional support and ageing related needs.

Once participants turned a certain age, such as 65 or 70, and being assessed as eligible for aged
care supports, their NDIS package growth would be limited to the size of their plan at assessment
plus an additional growth buffer equal to the maximum aged care home support payment
(adjusted yearly for the rate of inflation).

That is, participants would be entitled to receive their NDIS supports and the additional equivalent
value of home-based aged care supports in the NDIS after 65. In addition, to address any potential
gaps, NDIS participants who moved to use aged care supports would retain any assistive
technology and specialist disability supports if the aged care system does not provide these
supports.

For example, a 70-year-old participant with a $100,000 per year plan value would undertake a joint
assessment with the NDIA and Department of Health and Aged Care. If this joint assessment found
they are eligible for aged care, then their future NDIS plan funding would be limited to $100,000
per year plus inflation plus the maximum Home Care Package payment, currently around $59,600
per year.*® If, over time, their plan reaches $159,600, plus any inflation, then they would either
need to reallocate funding in their plan to those supports they need most or seek additional
support in the aged care system. If for example, they moved into residential aged care, but in their
NDIS plan they had $10,000 worth of assistive technology that the aged care system didn't yet
fund, they would take this with them.

Two further points are noteworthy;

e First, the original package of $100,000 will almost certainly include an amount for social and
community participation and as people age they are likely to want to spend more time at
home. Therefore they could shift funds within their core budget to provide more support for
activities of daily living.

e Second, in an environment where it is always very challenging to ensure equity between service
systems, this approach would align with the community’s willingness to support older
Australians, as measured by the maximum Home Care package, and so align with community
norms and support for ageing in place after the age of 65.
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Figure 22: How option 2 would work for participants
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This option would be complex to administer, though the complexity would be borne largely by the
NDIA and aged care system. From the perspective of participants this approach could raise several

concerns that would need to be mitigated:
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Figure 23: Possible concerns from participants and mitigations for option 2

Concern Mitigation

Could someone hit | Due to the joint assessment process, only those found eligible for aged care (i.e.
the provision limit | aged care is suitable for their needs) would be subject to the limit.

and be forced into | Once a participant’s assessed funding needs reached the limit, they would not be

aged care? | forced to move. If they wish to use only NDIS supports, they can reallocate funding
to prioritise certain supports within their budget.

What if aged care | As noted above, participants would only be subject to the limit if aged care is

doesn't provide | assessed as a suitable option. Ongoing aged care reforms are underway to improve
adequate disability | the standard of care and the service offering for people with a broader range of
support? | disability needs.
In addition, participants would be able to retain assistive technology and specialist
support from the NDIS if a gap exists.

How quickly would | Modelling suggests that those with higher plans would hit the limit faster, but only
people hit the limit? | those found eligible would be subject to it. For most NDIS participants, there would
be around a 20 per cent chance on average of hitting the limit within 10 years of
being assessed.

If the maximum aged care home care packages increase during the current aged
care system reviews, this would mean it would take participants longer on average
to hit the limit.

This option would have significant long to medium term impacts on scheme sustainability. It is
likely to reduce NDIS costs by $0.9 to $2.3 billion per year within ten years of implementation,
depending on settings, with costs reductions growing cumulatively each year.*® Noting aged care
costs would increase, there should still be a large systemic cost reduction due to the difference
between NDIS and aged care support costs.

However, due to the complexity of this reform and the potential impact on participants, we did not
consider this a feasible or appropriate option.

Path forward

In consideration of the options we have explored, we recommend option 1 — enabling dual
participation in the NDIS and the aged care system — as the most practical in the near term, due to
its fairness and simplicity.

3.7.7. The Disability Support for Older Australians program and the NDIS should be aligned

To provide support for older people with disability who were not eligible for the NDIS when the
NDIS commenced in their region, the government created the Commonwealth Continuity of
Support (CoS) Programme. CoS was replaced by the Disability Support for Older Australians
(DSOA) Program on 1 July 2021.%

DSOA is closed to new entrants given transition has been completed. As of June 2023, DSOA is
estimated to service around 2,050 people and cost around $435 million per year, with overall costs
and the number of people supported reducing year on year.** There is broad equivalence of costs
between the NDIS and DSOA, with around 1,150 SIL clients in DSOA receiving funding of on
average $305,000, and the remaining clients receiving funding of on average $81,600.%%
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DSOA has also implemented ways to manage the transition to aged care and sustainability:

e If a DSOA participant’s funding needs increase, a Needs Assessment is required, which can
recommend an aged care assessment must be undertaken

e If the aged care assessment finds a DSOA participant is eligible for aged care (i.e. the aged care
system is appropriate), then DSOA funding is frozen at their current level

e DSOA participants have a ‘service coordinator’, who in the above circumstances will help them

transition to aged care if the participant chooses to.**

DSOA is largely aligned to the NDIS. However, some areas, including SDA funding and aged care
transition, work differently for those in DSOA or the NDIS. Changes to the NDIS would mean DSOA
would have to change or misalignment would increase.

To improve the consistency of support and funding for those in the DSOA and in the NDIS
including the recommendation to work with residents in legacy SDA and states and territories to
phase out legacy SDA (see Action 9.8), we recommend that DSOA cease to operate, and DSOA
participants become NDIS participants.

The cost of shifting DSOA participants into the NDIS will be offset by wrapping up DSOA. The
system cost of merging DSOA is expected to be a net cost of around 10 to 20 per cent of DSOA
costs, as some DSOA participants may experience an uplift in support and to account for transition
costs.** It should be noted that because DSOA supports a closed cohort, these net additional costs
would not be a material medium to long-term cost for the scheme.

3.7.8. Action & Implementation Details

Action 2.11: The Australian Government should implement legislative change to allow
participants once they turn 65 to receive supports in both the NDIS and the aged care
system concurrently and clarify when aged care supports are reasonable and necessary

The National Disability Insurance Agency (NDIA) and the aged care system should institute a
new joint model of cooperation, including a shared assessment model. This should ensure
greater choice for older participants. This will require the Australian Government to change
the clause in section 29(1)(b) of the National Disability Insurance Scheme Act 2013 and allow
participants over the age of 65 to have expanded access to aged care system supports,
including residential aged care, while remaining eligible for complementary NDIS supports.

Implementation detail
The NDIA, Department of Social Services, and Department of Health and Aged Care should:

e Undertake research to better understand and identify changes in a person's support
needs as they age, and map these changes to which supports in which system are best
placed to support these needs (for example, 24/7 nursing needs)
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e Establish a joint process between the NDIS and aged care system to assist participants
over 65 to take up new aged care supports in addition to NDIS supports as seamlessly as
possible, when appropriate and when a participant has made an informed choice to do so

e Update legislation, rules, and guidance to clarify when aged care supports are reasonable
and necessary, and that more intensive NDIS supports that may exist as an alternative
should only be used when aged care supports are less appropriate.

Action 2.12: The Australian Government should implement legislative or process change
to allow access to the NDIS for Disability Support for Older Australians program
participants

Once all remaining Disability Support for Older Australians (DSOA) participants have moved to
the NDIS or aged care system, DSOA should cease.

Implementation detail

Following the needs mapping and joint process recommended in action 2.11, the Australian
Government should:

e Update legislation as needed to allow for those people currently accessing DSOA to
move into the NDIS

e Support current DSOA participants to transition across to the NDIS or aged care system,
based on informed choice as to what is most appropriate to their circumstances.

3.8. Child development systems can be more effective in identifying developmental
concerns and disability

Children with emerging developmental concerns and disability need to be identified as early as
possible to ensure timely support can be provided. Gaps in development open early and widen
progressively without early intervention.*%®

“The most efficient way to support all developmentally vulnerable children is to
identify them and commence supports within their first 1000 days... Regardless of
where they live, all children should have access to a minimum number of maternal
and child health (MCH) visits, where their development (social-emotional, language
and physical development) and the primary caregiver’s wellbeing are monitored
throughout the first 3 years of life.” — Olga Tennison Autism Research Centre
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Many children with developmental concerns and disability are not being identified as early as
possible. This means their needs are not being met as soon as they should be. By example, while
the average age of entry for children accessing the NDIS has improved, it remains well past the
critical 1,000 day period.**® Going forward, when foundational supports are in place, accessing
these services will be the first critical step, but access to the NDIS, where needed, will still need to
be timely and so will require a smooth access process.

Figure 24: Average age of entry for children aged under 9 entering the NDIS**®
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Children and families from First Nations or culturally and linguistically diverse backgrounds also
face barriers to accessing health and disability supports.>® This means that some children and their
families are having to wait until later in life, when they reach school or in the worst-case scenario
upon involvement with the justice system, to have disability identified and receive supports.>’

“Parents of children with disability in particular, expressed fear of having their children
removed if they are identified as having disability... When First Nations individuals
and families had accessed diagnostic services, they also described experiencing
medical dismissiveness or mis-diagnoses, which prevented them from accessing
appropriate supports and services. In a number of cases for instance, families spoke
about their children being mis-diagnosed with Attention Deficit Hyperactivity Disorder
(ADHD) — instead of Autism or Foetal Alcohol Spectrum Disorder (FASD) — which is not
eligible for funding under the NDIS.” — First Peoples Disability Network>*

We heard of organisations responding to this challenge with service models that provide culturally
responsive diagnosis and support.>®

There are two main components to developmental checks.”® First, developmental monitoring is a
process to observe how children are growing and changing over time. Families and caregivers, with
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the right tools and information, are often best placed to do this monitoring as they spend the
majority of time with their children. This involves observing how children are growing and changing
over time and monitoring milestones in play, learning, communication behaviour and movement.
However, doing this effectively can be very challenging for parents when monitoring the progress
of their first child, as they do not have first-hand experience of normal development.

Second, developmental screening is a closer look at a child’s development in areas of language,
movement, thinking, behaviour, and emotions. This is usually undertaken by a professional with
expertise in child development. It may involve brief assessment of the child or the caregiver
completing a questionnaire or formal evidence based checklists.

All states and territories have established maternal and child health services for conducting child
health and development checks across the ages and stages in the early years. However, the
approach for these checks varies across jurisdictions.”® See Figure 25 for further detail on the
frequency of recommended and offered child health and development checks across different
jurisdictions.

A stark example of the differences is that the maximum number of total recommended checks is in
the Northern Territory with 14 and the minimum is in South Australia and Western Australia with
six. This is a difference of more than double the number of recommended checks. *%

Considering the timing of the checks also reveals differences across jurisdictions. In the first 12
months, both Victoria and the Northern Territory have seven recommended checks which is the
most across the jurisdictions. Whereas, South Australia, Western Australia and the Australian
Government recommend four checks in the first 12 months. Both Western Australia and Tasmania
don't have a check at 18 months, which is when motor, communication and language delays can

be more evident. Signs of autism are also frequently identified at the 18-month assessment. **’

By either measure there is a significant difference in approach across jurisdictions.

It's also important to recognise that this represents the maximum number of offered checks.
Utilisation of these checks is far lower which means the number of checks completed is well below
the maximum. > *% This creates a scenario where a jurisdiction with a lower number of checks but
with higher utilisation of those checks can be practically more effective in identifying need than a
jurisdiction with a higher number of checks with lower utilisation.

There are also significant barriers for many families to access mainstream services in the early years.
These include groups who find some mainstream services inaccessible or not culturally safe. This
means there is not a single service system who has full contact with all children to assist with
developmental checks. Effective coverage requires a more holistic and tailored approach across
systems.

A lack of consistently reported data across jurisdictions also makes it challenging to easily
understand the uptake and usage of these health and development checks, as well as more
targeted services. This creates a significant gap in understanding the coverage and outcomes of
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developmental checks across Australia and how they link families to early intervention services. It
ultimately means there isn't enough data on need to better inform policy and program responses.

Figure 25: Child health and development checks by jurisdiction (note we have attempted to group
checks together by timing to make visual comparison easier). Hv = hospital visit. Doc = doctor."
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4.5 years

3.8.1. Developmental checks must occur in multiple settings where children and families interact

Implementing a holistic and joined up continuum of supports for children with disability and
developmental concerns should be an urgent priority for all governments. This is a key
recommendation of the Review. Section 2.9 provides more detail on the proposed continuum of
support for children.

Early identification of developmental concerns and disability is a key part of delivering this
continuum. ldentifying children with developmental concerns and disability early can enable more
timely intervention from mainstream, foundational and/or NDIS supports.
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Acknowledging the evidence does not support a ‘best practice’ approach to the frequency and
number of universal health and family checks, we believe that attention is needed to promote
greater consistency and accessibility across jurisdictions, particularly across the first 1,000 days until

511

a child’s second birthday.

To deliver on this, there needs to be a refreshed, consistent national framework and approach for
developmental checks across jurisdictions, including a minimum level of developmental monitoring
over children’s ages and stages. This should consider embedding contemporary tools and
approaches (see Box 10). It should also include a national approach to minimum data requirements
to more accurately understand usage of developmental checks.

To increase accessibility and uptake, the approach also requires checks to be delivered across
multiple settings that support young children and their families. This would be delivered through
an expansion of universally available child development checks. This should be implemented
opportunistically by multiple mainstream services who work with children by professionals trained
to understand child development. This means checks are being delivered across maternal child
health services, integrated child and family centres, general practice and other health services, and
early childhood education and care. The new framework and approach should also account for
additional efforts or tailored approaches to reach families who may find it more difficult or
culturally unsafe to engage.

We have heard that the priority is to ensure that checks occur widely, early and often to ensure all
children are reached. The important principle is connecting with children and families where they
are and where they are most likely to feel safe and supported. This will require greater information
and capacity building resources to be supplied to mainstream services undertaking these checks.
We have also heard about the importance of seeking and responding, rather than seeking and
referring. The key need is both to seek and respond in a timely manner and act appropriately.

Similarly, consideration should be given to ways to inform and support parents understanding of

their role in developmental monitoring.

Box 10: Indicative framework to guide a more consistent approach

This approach should be guided by a refreshed framework for developmental monitoring
and screening across the first five years of life. The purpose of the framework is to establish
the key direction and components of the approach across jurisdictions.

This should be developed with states and territories and a wide range of experts in child
development, early intervention, and developmental monitoring and screening.

The framework should include:

e Agreed principles to guide the approach
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Agreement for the content and timing of developmental checks

Strategies to achieve widespread coverage of child developmental checks by
supplementing maternal and child health and development checks with checks in general
practice, other health services such as Aboriginal Controlled Community Health
Organisations, GPs and Early Childhood Education and Care (by professionals trained to
understand child development)

Agreement on the types of screening tools and when they should be used. This should

specifically consider opportunities to embed the culturally tailored Ages and Stages Trak

tool for Aboriginal and Torres Strait Islander children

An approach to providing information and capacity building resources approaches to
support mainstream services who work with children to opportunistically undertake
checks

An approach to providing information and capacity building resources to support families
to understand developmental checks, including their role

Minimum data collection requirements to measure the availability and take up rates of
checks. As well as an approach to transparently reporting this information.

The case studies below highlight some of the different methods and tools that can be used to

engage families in early, culturally appropriate developmental monitoring.

Case Study 4: Early, culturally appropriate developmental monitoring methods and tools

The Social Attention and Communication Surveillance (SACS) tool for early autism
detection®'?

What: Social Attention and Communication Surveillance-Revised (SACS-R) and SACS-
Preschool tools are developmental surveillance tools to assist professionals to identify children
who are highly likely to be autistic. The method has also been converted into a free mobile
app called ASDetect that guides parents through age-appropriate assessments, using videos
of autistic and non-autistic children to illustrate questions about social communication
milestones. Families can receive a result of low or high likelihood of autism and a
comprehensive email that can be taken to their doctor for further discussion.

Where: The tool can be used in routine consultations with maternal and child health nurses.
The app is available for use at any time.

Why: Research shows the tool has very high diagnostic accuracy for early autism detection.
This facilitates child and family access to time critical early intervention supports.

When: Routine checkups with maternal child health nurses. The app is suitable for children
aged between 11 and 30 months.

Watch Me Grow Electronic Platform (WMG-E)>"3
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What: The WMG-E is a free online platform where child development can be monitored by
families. It can guide families towards more detailed assessments where need is identified.

Where: Use of the WMG-E has been trialed in primary care (general practice) and early
childhood education and care settings (playgroups). During COVID-19 it was also made
available to families at homes and communities through trusted providers.

Why: Uptake of child development screening is patchy. Using opportunistic contacts to
involve families in developmental monitoring can improve uptake, engagement and outcomes.

When: Opportunistic contacts with children and families such as visits to the doctor, or
playgroups.
Ages & Stages Questionnaires — Talking about Raising Aboriginal Kids (ASQ-TRAK) *'*

What: Developmental screening tool for observing and monitoring the development of
Aboriginal and Torres Strait Islander kids. It is based on the ASQ tool, but has been modified
to be culturally appropriate, shorter, and to use plain language and illustrations. It takes a
strengths based approach and aims to catch delays early.

Where: It is designed to be used by early childhood educators and health professionals. It is
administered by interview, making families a part of the process and teaching them about
child development.

Why: To facilitate equitable access to child development support for Aboriginal and Torres
Strait Islander children.

When: It is suitable for children aged between 2 months and 5.5 years.

We also saw first-hand examples. On Angurugu (a community located on Groote Eylandt in the
Northern Territory), we met the Connected Beginnings team who were delivering ASQ-Trak
screening in their community. Local Anindilyakwa women were employed to administer ASQ-Trak
screening and were working to connect with children and families living in very remote locations.
The Connected Beginnings team estimated that they had reached approximately 80 per cent of the
children in the community. We also heard directly from one of the employees of the Connected
Beginnings team how she enjoyed her role in keeping the next generation of Anindilyakwa children
strong.’™

3.8.2. Action & Implementation Details

Action 2.13: All Australian governments should agree as a matter of priority to expand
universally available child development checks, to ensure the early identification of children
with developmental concerns and disability and enable early intervention.

This approach should build on existing good practice of maternal and child health services in
states and territories and internationally for regular health and development checks for young
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children. It should be implemented by mainstream services working with children including
maternal child health, early childhood education and care, and general practice. This aims to
ensure that developmental concerns and disability are consistently identified early across all
jurisdictions. There should also be a national approach to minimum data requirements. This
should mean needs are met earlier and greater data on need is available to inform the design of
future supports.

Implementation detail:

The Australian Government and State and Territory governments should agree to expand
universally available child development checks. This should be:

e guided by a refreshed framework for developmental monitoring and screening across the
first five years of life (described above). This should be developed with states and territories
and a wide range of experts in child development, early intervention, and developmental
monitoring and screening.

As part of agreeing the overarching approach, the Australian Government and State and
Territory governments should agree to improvements to data collection, measurement and
reporting approaches. At a minimum, this should include:

e The Productivity Commission Report on Government Services expanding the Developmental
Health Checks dataset to include indicators relating to child developmental monitoring and
screening

e The Department of Health and Ageing collecting data on health assessments undertaken in
primary health care for children (to allow this to be provided to the Productivity
Commission).

3.9. The National Injury Insurance Scheme was never fully implemented and the interface
between the NDIS and compensation schemes can be unclear, creating support gaps

There are gaps in care and support for some people who suffer catastrophic injuries that result in
disability, depending on how the injury occurred. The presence of these gaps can result in some
people getting a lower standard of support or going without. Both can increase pressure on the
NDIS.

Some gaps could be covered by a fully implemented National Injury Insurance Scheme (NIIS). The
Productivity Commission recommended the creation of a NIIS to sit alongside the NDIS. However,
the NIIS has only been implemented in part. Motor vehicle and workplace accidents coverage is in
place, but the medical and general accidents streams of the NIIS remain key gaps. Filling these
gaps would improve NDIS sustainability and outcomes for all people who may suffer a catastrophic
injury at any stage during the course of their lives, including those who are catastrophically injured
when they are aged over 65.
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In addition, the arrangements between the NDIS and existing compensation schemes can be
improved. This would ensure that people receive the full compensation they are entitled to, while
minimising any overlap with the NDIS and the stresses and costs this may result in.

3.9.1. People who suffer catastrophic accidents that result in disability face gaps in care and
support

When someone suffers a catastrophic injury that results in permanent disability, it has been
described as a ‘cruel lottery’ as to whether they will get the care and support they need, due to the
patchwork of schemes that currently exist.>'® Some will be covered by existing compensation
schemes, others will enter the NDIS where they may get some but not all the support they need,
and some will be left to pay for their own supports or rely on mainstream services.

Compensation schemes here refer to payments for supports outside of the NDIS for losses or
injury. These can include motor vehicle accident and compulsory third party (CTP) insurance
schemes, workers' compensation schemes, medical negligence schemes, general insurance claims
covering permanent illness or injury, and legally determined compensation arrangements.

There are in broad terms two types of compensation arrangement: no-fault and fault-based. There
are often particular types of ‘"damages’ covered, including: cost of future care, pain and suffering,
and loss of future income. Generally, a fault-based arrangement will require someone to prove fault
for the injury in a court (for example, someone suing someone else for damages), while a no-fault
scheme will not. Fault-based damages can generally still be pursued even if someone has accessed
a no-fault scheme.

However, payments for damages may take into account an injured person’s access to supports,
including supports received through the NDIS. This means that dependent on the circumstances of
an injury, the supports a person can receive (and therefore the impact on the NDIS and potential
for cost-shifting) can vary significantly.

If, for example, a person suffers a spinal cord injury or an acquired brain injury, the circumstances
under which they acquired this injury will determine the level of care and support they receive. If
this injury occurs in a car crash, they will likely be covered under the motor vehicle accidents stream
of the NIIS, which every state and territory has rolled out.”"’

The NIIS for motor-vehicle accidents provides reasonable and necessary treatment, care and
support for those who are eligible, including medical treatment, rehabilitation including ‘slow to
recover' programs, domestic assistance, aids and appliances, and home and transport modification,
regardless of who was at fault.>'®

If, however, this person suffers the same injury on a sporting field, in an assault or domestic
violence incident, or through a fall at home, the outlook is much more uncertain. To take the
example of domestic violence, as Associate Professor of Law Kylie Burns noted:

“Women who suffer injury have historically encountered and continue to suffer
barriers to gaining appropriate damages or compensation for their injuries ... Where a
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woman suffers a serious disability as a result of domestic violence, there may be some
lifetime care and support (although no economic loss, medical costs or compensation
for pain and suffering) available under the NDIS.” — Australian Lawyers Alliance®”®

Having the NDIS cover people who would have otherwise used the NIIS puts further cost pressure
on the NDIS. In 2017, the Productivity Commission estimated that the lack of a general accidents
NIIS would add $193 million per year in 2025-26, and $417 million per year in 2030-31.>% Estimates
indicate the additional cost to the scheme could be $1 billion per year for participants who have
joined the scheme up to 30 September 2023, noting this estimate is preliminary.>?' This amount will
increase each year as more people with catastrophic injuries join the scheme who would otherwise
have been covered under a general accidents NIIS.

Another inequity is people who acquire disability after 65 due to a catastrophic injury. This group
cannot access the NDIS due to its age limit, but may not be as well supported through other
available settings, such as the aged care system. We have heard from a number of people and

organisations who have raised this inequity.>**

This was not what was originally intended when the NDIS was designed and does not align with
the vision of an ecosystem of support for all Australians with disability.

3.9.2. Implementation of the general accidents stream of the NIIS should be explored

In 2011, the Productivity Commission recommended a NIIS be established alongside the NDIS to
solve this issue and address limitations in providing care, support, and other assistance to people
of all ages injured in accidents.®® The NIIS was to provide lifetime care and support on a no-fault
basis to individuals who suffer a catastrophic injury resulting in substantial and permanent
disability.

The Productivity Commission recommended the NIIS would be separate from the NDIS for several
reasons, as it would:

e Reduce the cost of the NDIS

e Create incentives to deter risky behaviour and reduce risks that contribute to accidents

e Cover a broader range of health costs associated with catastrophic injuries, such as acute care
and rehabilitation services the NDIS does not cover.>**

When rolling out the NDIS, the Australian Government and states and territories agreed that:

“All jurisdictions endeavour to agree minimum benchmarks to provide no-fault
lifetime care and support for people who are catastrophically injured through
workplace accidents, medical accidents, and criminal and general accidents (occurring
in the home or community) by commencement of the NDIS full scheme.” — Council of

Australian Governments®®®

But of the four originally proposed streams of the NIIS, only the motor vehicle and workplace
accident streams are established. In June 2017, the Council of Australian Governments (COAG)
agreed to not proceed with the medical treatment injuries stream of the NIIS, and to explore
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options for a general accidents stream.>*® However, there has been no progress since then to
implement the full NIIS.

The general accidents stream of the NIIS was intended to cover injuries that occur outside of work,
a vehicle, or a medical setting. This includes injuries that can occur in essentially every other setting:
in the home, on the sporting field, or in the course a social activity. We consider this stream the
priority, as medical indemnity insurance arrangements are in already in place to largely deal with
medical injuries (though issues related to fault-based arrangements continue).>*’

Implementing a general accidents NIIS would provide access to rehabilitation for those who need
it. It would bridge the gap for people aged 65 and over who suffer catastrophic injury through a
general accident and who are not currently eligible for the existing streams of the NIIS or the NDIS.
It would also substantially offset some of the costs borne in the NDIS, as those who are covered by
the NIIS would not be reliant on the NDIS for care and support.

Recently, in this context, the concussions and repeated head trauma in contact sports Senate
Inquiry recommended a no-fault insurance scheme of this nature for sporting head injuries:

“The committee considers that a no-fault accident injury insurance scheme may be the
solution to providing adequate care and support for people who participate in sport
and who suffer concussions, brain trauma, and any resulting long-term
neurodegenerative conditions.”- Senate Community Affairs References Committee®?

The general accidents stream of the NIIS could fill this role, as well as for other catastrophic injuries.
We therefore recommend, consistent with the original Productivity Commission report and
updated evidence provided by the NDIA, that the general accidents stream of the NIIS should be
implemented.

The Australian Government Treasury coordinated the implementation of the current parts of the
NIIS at a national level. States and territories are responsible for legislating, funding and
administering the current parts of the NIIS. Aligning with the Productivity Commission’s original
recommendations, this builds on existing state and territory capabilities and avoids potential
constitutional issues for a national scheme.*” These arrangements should remain for a general
accident stream of the NIIS.

Like the NDIS, implementing the NIIS would come with significant challenges. The general
accidents stream of the NIIS would be a large and complex scheme in its own righ