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Responses to Terms of Reference
a) The prevalence of autism spectrum disorder in Victoria;
In 2007 MacDermott1 and colleagues reported an autism prevalence of 1:160 (0.6%) Australian children
with an ASD. More recently, Barbaro and Dissanayake2 (2010) reported that 1:119 (0.8%) Victorian
2‐year‐olds met criteria for ASD. Also of note is the 2012 SDAC3 which showed an estimated 115,400
Australians (0.5%) having autism (a 79% increase on the 64,400 people estimated to have the condition
in 2009). (ABS 4428.0 - Autism in Australia, 2012).
As Victoria’s autism peak body writes in their (2011) position paper, Prevalence of Autism Spectrum
Disorder in Australia, all recent studies support a rise in the prevalence of autism over time, especially
since the 1990s. This is most likely due to a combination of changing diagnostic criteria and increased
public and professional awareness of autism (Autism Victoria now T/A AMAZE, position statement,
2011).
Writing for The Australian in January 2016, journalist Kate Legge notes that “the number diagnosed with
autism in Australia as having almost doubled between 2003-06, and doubled every three years since,
hitting 115,000 in 2012 and likely to top 230,000 in 2015 when survey data is finalised”. Based on the
last [most recent] official Australian data, the research behind Legge’s report shows Victoria as having
the highest rate of autism (about 0.7%) compared with slightly more than 0.5% for the closest other state
(Tasmania).
Further evidence of the high rates of autism can be seen in NDIS figures which officially show 33% of
registered NDIS users in South Australia as having autism. The figure for Victoria is 24%, though full
rollout has not yet occurred in this state4. The unofficial figure, as recently reported by The Australian,
is that children with autism now make up 46% of the NDIS in South Australia 5.
Both local data and rising rates are comparable with other western countries. For example, in March 2014
The Center for Disease Control and Prevention released USA autism-prevalence data. This identified
1:68 children (1:42 boys and 1:189 girls) as having Autism Spectrum Disorder.
b) The availability and adequacy of services provided by the Commonwealth, State and local
governments across health, education, disability, housing, sport and employment services;
Others within our industry will address this question.
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c) The adequacy of services to be provided under the National Disability Insurance Scheme
(NDIS)
Adequate means “sufficient to satisfy a requirement or meet a need”. The need of a child with autism
(and their family) is for immediate and effective intervention that assists them to improve or reverse
developmental delays or deficits. According to DSM-56, the deficits inherent in autism commonly show
in social-emotional reciprocity; nonverbal communicative behaviors; and developing, maintaining, and
understanding relationships. (DSM-V 2015).
It’s now commonly agreed, and government policy supports the assertion, that early intervention is key
to promoting optimal developmental outcomes for special needs children. Moreover, interventions
that build the strength of both the child and the family have been shown to lead to better long term
outcomes.
We believe adequacy of services for children with autism (and their families) comes from evidencebased services rather than number of services or number of providers. Evidence-based means proven,
reliably, replicable. Evidence-based means supported by clinical research and/or academic studies. The
NDIS must support evidence-based therapies and interventions over and above eminence- or faith-based
treatments. Our country’s scarce and valuable resources, our hard-earned taxpayers’ monies, must be
directed to services and supports that will truly pay off. They must be directed to where difference and
improvement can be assured.
To this end we reiterate the case for supporting families with Applied Behaviour Analysis (ABA).
Intervention based on the principles of ABA is considered ‘established/eligible based on evidence’ (Prior,
et al, 2011). It i also supported by 50 years clinical research and many hundreds of research studies. A
large proportion of children with autism consistently demonstrate substantial gains following early
intensive ABA intervention (e.g. Ben-Itzchak & Zachor, 2007, Harris & Handleman, 2000, Lovaas, 1987,
Leaf, et al., 2011)
 Approx. 50% make substantial gains
 Approx. 25% make moderate gains
 Approx. 25% make minimal gains
International guidelines, reviews, and recommendations on early intervention in ASD continually point
to the importance of the integrity of intervention implementation in achieving positive outcomes. The
key integrity measure with ABA is the number of hours of intervention provided. Children doing ABA
commonly require 20+ hours (dependent on age and their position on the spectrum).
Intensity is important because it replicates the thousands of typical interactions that a child experiences
each day with parents, peers, friends, and through the myriad of life situations (childcare, shopping,
leisure and sports activities, school, family celebrations). Furthermore, there is no empirical evidence
to support non-intensive interventions.
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As Australian families who have a child with autism know, autism comes with a variety of costs beyond
the expected and immediate healthcare, social services and educational costs. Less tangible, families
with a child on the spectrum incur financial costs in areas of employment, childcare, and adverse impacts
(burden of disease). A recent study West Australian study established the median cost of a child being
diagnosed with autism as $34,900 per annum. While much of this can be attributed to a direct loss of
employment income, it was also found that: “A delay in diagnosis was associated with an indirect
increased financial burden to families” 9.
As an autism peak body we see early intervention as a positively compounding investment. Families
whose child is supported in the early years cope and fare better while children with autism gain better
education, employment, and life outcomes. Early intervention also poses significant economic savings
for taxpayers and governments, as shown in research by Ganz (2007) and Newschaffer et al (2007) who
estimated the per capita lifetime cost of untreated autism as between $2-$4M10.
e) The projected demand for services in Victoria.
Others within our industry will address this question.
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