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If you treat an
individual as he is,

he will remain how he
is. But if you treat him
as if he were what he
ought to be and could
be, he will become
what he ought to be
and could be.

Johann Wolfgang von Goethe, 1787

1. Executive summary

e Over the past ten years, the National Disability Insurance
Scheme (NDIS) has transformed the lives of hundreds of
thousands of Australians living with disability — there is
much to be proud of.

® However, the reality of the current Scheme is very different
to the original vision. In large part, this is because the
Scheme was envisioned and legislated based on the social
model of disability but has been implemented using the
medical model.

® One of the fastest-growing cohorts of participants
is children, particularly children with autism and
developmental delay. The system gives families little
choice but to seek out formal medical diagnoses, resulting
in considerable diagnostic waitlists and the prevention of
timely access to early interventions, which evidence shows
are most effective.

e We should use this current window of opportunity
presented by the Independent Review of the NDIS to
implement a social model of disability which would better
support children and help make the NDIS financially
sustainable by restoring specialist support in everyday
settings and ensuring the support it provides is delivered
in the most effective way.
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2. Introduction

One of the fastest-growing cohorts in the National Disability
Insurance Scheme ("NDIS"/"the Scheme") is children. 11% of
5 to 7 year-old boys and 5% of 5 to 7 year-old girls are NDIS 11%
participants. There are now over 313,000 participants under
the age of 18, accounting for more than half the Scheme
population and a fifth of Scheme costs. 75% of these children
have a primary disability of autism or developmental delay.
Many participants with developmental delay will go on to
receive a diagnosis of autism. With growing recognition of
neurodiversity and rising rates of autism diagnoses globally,
under the current NDIS model, slowing the growth of this
segment of participants seems unlikely.

In this paper, we argue that community-based programs — 5%
rather than the individual supports provided by the NDIS -

would be better placed to support children with autism and

developmental delay, would be better aligned to the original

NDIS design, and would be more cost-effective.

of 5 to 7 year-old
boys are NDIS
participants

of 5 to 7 year-old
girls are NDIS
participants




610,502

1,017,522

3. NDIS - Original vision
and reality

Over the past ten years, the NDIS has transformed the lives of
hundreds of thousands of Australians living with a disability.
There is much to be proud of: the NDIS is a world leader,
underpinned by the UN Convention on the Rights of Persons
with Disabilities. However, the evolution of the disability
services landscape has led Professor Bruce Bonyhady AM, one
of the architects of the NDIS, to comment that the Scheme is
now "the exact opposite” (Chrysanthos, 2023, June 30) of its
original design and intention — one of the main reasons behind
the NDIS review, which will report in October 2023.

The Scheme was originally intended to be strength-based,
founded on the principles of insurance and early intervention.
Australians faced with hardship relating to significant
disability would be covered, and early investments in their
capability could reduce their trajectory of future need.

It was envisaged that the Scheme, once it was fully rolled
out, would support the approximately 475,000 Australians
with disability who have the highest support needs and

that community-based disability services — including
education, health and vocational training — would support the
remaining 3.8 million Australians with disability (Productivity
Commission, 2017). The reality of the Scheme, as it stands, is
very different.

e InJune 2023, the Scheme had 610,502 participants
and is projected to rise to 1,017,522 by 2032
(Johnson & Gifford, 2022).

® The expected future costs of the Scheme significantly
exceed those in the original projections, which were
undertaken for the Productivity Commission in 2011
(Productivity Commission, 2011) and updated in 2017
(Productivity Commission, 2017). Total Scheme expenditure
was $34.7 billion (1.5% of gross domestic product (GDP)) in
2022-23. The latest Annual Financial Sustainability Report
projects that expenditure will rise to $89.4 billion (2.6% of
GDP) in 2031-32 (Johnson & Gifford, 2022).

e Community disability programs, particularly those funded
by State and Territory governments, have typically ceased
to exist, potentially driving people with lower support
needs to apply for participation in the NDIS when they
might otherwise have accessed other programs.

Unlike the State and Territory disability programs that
preceded it, the NDIS is a demand-driven scheme with no
cap on funding. The NDIS can only be economically viable if it
functions as an insurance scheme. If the threshold for access
to the Scheme becomes too broad and people receive a
lifetime of benefits without a view to improving outcomes, it

is no longer an insurance scheme - it is an uncapped social
welfare program facing the prospect of unsustainable growth.
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4. Why are the numbers of
NDIS participants with
autism growing so fast?

The number of NDIS participants living with autism has
increased markedly, and this cohort now represents almost
one-third of new entrants. Jim Mullan, Chief Executive of
peak autism body Amaze, has said that the rates of autism
suggested by the NDIS statistics were "greater than a scale
we would normally expect to see. The increase we've seen
in [autism] in the NDIS, particularly children, is not explained
by what we understand as traditional or conventional autism
rates in the population. It could be suggested there is some
kind of rorting of the system around autism [diagnosis]”
(Chrysanthos, 2023, May 19). Whilst research points to a
broadening of diagnostic criteria and increasing professional
and public awareness of autism and neurodiversity, it is
unclear how much of the increase in autism prevalence can
be attributed to these factors over the behavioural response
to incentives provided by NDIS eligibility processes.

The NDIS Act defines the eligibility criteria for the Scheme
and legislates reasonable and necessary supports, including
early intervention supports, to all eligible participants
(National Disability Insurance Scheme Act 2013, Section
3(1)(d)). Despite being legislated using a social model of
disability, the NDIS operates using the medical model of
disability’. In the case of autism, the legislated eligibility
criterion of "permanent and significant functional
impairment” has been operationalised as needing a
diagnosis of Autism Spectrum Disorder Level 2 or higher
(American Psychiatric Association, 2022). This is a system
that gives families little choice but to seek out formal
diagnoses, resulting in considerable diagnostic waitlists
and the prevention of timely access to early interventions.
Research shows that these early interventions diminish in
effectiveness as a child ages (Trembath et al., 2022; Early
Childhood Intervention Australia, 2016).

Furthermore, there is a lack of services for families that are
not eligible for the NDIS. Once the NDIS rolled out, many
existing State and Territory programs for children with
disability withdrew their services or transformed into services
exclusive to NDIS participants. So, medical professionals

are faced with the diagnostic dilemma of providing a Level 2
diagnosis guaranteeing a lifetime package of support in the
NDIS (up to tens of thousands of dollars annually, on average)
or a Level 1 diagnosis where families face the prospect of
self-funding.

Finally, the NDIS pricing structure and system of
individualised funding has promoted a medical model of
treatment, where individual specialist supports are provided
repeatedly outside of mainstream settings. In recent years,
demand for specialist preschools has surged (Fitzsimmons,
2022, May 1) and workforce shortages across the allied
health and care sector remain a constant challenge
(National Disability Insurance Agency, 2023; National

Skills Commission, 2022). The program design incentivises
providers to ignore outcomes and ensure children remain
in the Scheme dependent on therapeutic support rather
than building independence and capability, with a view

to eventually exit the Scheme where appropriate. This is
unsustainable and in complete contrast to the concept of
effective early intervention for young children. Research
shows effective early intervention for young children is a
blend of education, play and specialist support in everyday
settings by a team around the child and family (Trembath et
al., 2022; Early Childhood Intervention Australia, 2016).

' For definitions of the social and medical models of disability, see for example https://pwd.org.au/resources/models-of-disability/
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5. So how can we change
the system?

The NDIS has achieved remarkable outcomes for many
individuals and families who are profoundly impacted by
disability — individuals and families who are now able to
participate in the community, contribute to the economy and
access support in a way that was not possible under the
previous State and Territory programs. However, children who
can benefit from early intervention need a different model of
support; one that is embedded in the principles of the social
model of disability2.

The Scheme has resulted in the diagnosis of individuals

with autism in communities where it was previously under-
recognised. This includes females, the older population,
particularly relatives of those with diagnoses, and communities
with culturally and linguistically diverse backgrounds. Growth
of the Commonwealth Helping Children with Autism program
(Australian National Audit Office, 2016), covering 4,300 children
and costing $16 million in 2009 to 23,000 children and $79
million in 2014, was a lead indicator of the under-recognition of
autism in the community and the demand for supports.

However, individualised funding for a growing population
with autism is not only unsustainable, it also does not
incentivise best practice in early childhood intervention.
A wealth of research shows that quality early childhood
intervention is effective when led by parents within
school and community settings (Trembath et al., 2022;
Early Childhood Intervention Australia, 2016). We can find
efficiencies and likely higher quality care and improved
outcomes if supports for children with developmental
concerns are embedded in mainstream pathways.

The current market model for providers incentivises repeat
customers, not the provision of high-quality and outcomes-
driven services which lead to Scheme exits where appropriate
- this is a conundrum for the entire care market (aged care,
disability and injury/rehab). Many schemes have trialled

ways to financially motivate providers to focus on individual
outcomes, including the recent initiative for blended payments
in the NDIS. However, it is difficult to commodify outcomes
and may even result in another way for providers to game the
system, particularly for children where a range of different
interventions in various settings may prove effective.

In summary, we propose three broad changes to the way
in which children with autism and developmental delay are
supported:

e Remove the need for clinical diagnoses, which are
designed to be a means to inform and understand, rather
than a measure of function to access supports. Instead,
holistic assessments of function by early childhood
specialists can identify specific areas and the settings in
which children can benefit from early intervention.

This would take away the diagnostic dilemma around
levels of function to access supports and enable all
children with any developmental concerns to receive
timely access to effective early intervention. With a
rapidly growing population of children with disability,
timely access to early intervention could reduce future
trajectories of need, resulting in a more sustainable
model.

® Move away from individualised funding and invest in
specialised pathways of early intervention support
within the education, health and maternal care sectors.
Approximately $5 billion of current NDIS spending for
children with autism or developmental delay could be
spent in a more sustainable way and in line with the
social model of disability. This investment could be used
to boost the capabilities of early childhood specialists,
upskill professionals in mainstream sectors with specialist
disability qualifications, and refocus the system towards
building capacity in the community rather than individual
provider profit from a model of repeat services.

e Transform the provider market into one that assesses
function, measures outcomes and focuses "on what people
could do and support them to have good lives, as opposed
to focusing on what they can't do in order to get entry to
the scheme and get a package” (Chrysanthos, 2023, June
30). We need a market of quality early childhood specialists
who act as the conduit between children and the pathways
of support in community settings based on their specific
needs. We also need a society that is more aware and
actively inclusive of the needs of neurodiverse people,
including those with autism.

These proposed reforms would help address the significant
challenges children with disability currently face around
embedded discrimination and exclusion, particularly in the
education system where a lack of funding and adequate

staff with knowledge and training have contributed to poor
outcomes (Cassidy, 2023, August 17). A recent national survey
by Children and Young People with Disability Australia (CYDA)
found that school systems at all levels failed to adequately
support students with additional learning needs, calling for
the prioritisation of funding and programs for students with
disabilities in the 2024 National School Agreement (CYDA
2023).

The reforms need to be implemented as part of an
interconnected system of supports that foster inclusivity

in society. It would be for National Cabinet to agree how
best to implement the reforms. Whilst State and Territory
governments are responsible for programs in school, health
and community settings, the Commonwealth government

is also developing the National Autism and Early Years
Strategies.

2 For definitions of the social and medical models of disability, see for example https://pwd.org.au/resources/models-of-disability/
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6. Why will this work?

Under these proposals, more children will access timely
supports, current NDIS participants will receive higher
quality support embedded in their everyday lives focused
on achieving outcomes, and taxpayers will increasingly see
value for money through sustainable government spending.

A separate model of support for children with autism and
developmental delay creates the opportunity to provide
evidence-based and timely early childhood intervention
in everyday settings. It could also result in an NDIS for
Australians with the highest support needs in line with
the original design and initial costings by the Productivity
Commission.

A policy window to effect lasting change has been created
with the development of a national autism strategy and the
NDIS Review. Australia is world leading in disability service
delivery — now is the time to make it last.
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