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The Context of the Rreview

This report presents an update and extension of the results and recommendations
arising from a review of early intervention services for children with Autism
lspectrum| Disorder (ASD) autism-completed for t¥he Department of Health and Aging 1 Comment [cw1]: Either autism or ASD
(DOHA) by Jacqueline Roberts and Margot Prior in 2006. The report also containsa DUE gonsipcent Hrougho .
discussion of what is currently understood about principles of good practice in

autism early intervention and the application of those principles in practice. Sections

of this report address issues that have arisen as a result of the relteut-offunding-for

autismimplementation of the Ea-rly ilntervention Services component of thethreugh

the Department of Families, Housing, Community Servoices and Indigenous Affairs’

(FaHCSIA) Helping Children with Autism (HCWA) Ppackage.

The-currentThis report was commissioned by FaHCSIA to provide up to date
information about the evidence base for interventions for young children with
autism up to 7 years, including rating of scientific merit and an update of current
understanding of what constitutes good practice in autism intervention,
Recommendations from the report will4te inform the process used by FaHCSIA efto
assessing the eligibility of proposed interventions and the suitability and capacity of
potential providers to deliver effective ef-autism early interventions-fer-eligiility-for

Evidence based treatment guidelines are particularly important in the field of autism
where there has been considerable controversy surrounding the effectiveness of
various treatments, including those which are well promoted but lack scientific
evidence for their effectiveness. Parents and professionals, including government,
need information to help them evaluate claims of successful treatments, particularly
those treatments within which practitioners have claimed to have ‘cured’ children



with autism, or promise to do so. Although these interventions might be helpful to
children, they might also be ineffective or even harmful. Research evidence is
needed to address these claims.

There is limited direct research evidence to support the effectiveness of a small

| number of treatment programs, T-that is, research into outcomes of particular
interventions which is robust enough to allow for confident recommendations about
the efficacy or otherwise of the intervention. However, most treatments have not

| been-the evaluated adequately and some have not been evaluated at all.
Consequently, parents and professionals must also consider how well interventions
meet guidelines for good practice in autism intervention and the extent to which the
rationale for the intervention is based on research evidence about autism.

The information described in this review is based on reputable reviews that have
rated the scientific merit of research evaluating the intervention. If research
evidence was found that had not previously been rated, the research was rated by

‘ the team using a scientific merit rating scale (SMRS) developed by the United States’
National Autism Center for the National Standards report (2009). In addition, overall
findings from several international reviews of the research evidence for treatments

. for children with autism have been summarised and included.
Alist of these reviews is provided in Appendix X.




This review will include:

e Asummary of the research findings pertinent to assessing eligibility and non-
eligibility of early interventions;

e A summary of the feedback from consultations with stakeholders and peak
bodies, and a synthesis of their views and suggestions.

e Proposal of strategies for the future to enhance the choice of valid programs
and providers (carried out through FaHCSIA)

e Advice on methods to keep up to date with the emerging literature on early
intervention for ASD, and recommendations for the process to achieve this
aim including a proposed script for FaHCSIA staff to refer to in explaining the
approval standards to stakeholders who contact the department.

¢ Rules and guidelines to underpin decision making on program/provider
approval.

Deliverables:

1. Updated review of the evidence base for interventions for young children with
autism (0-7 years) including rating of scientific merit and an update of current
understanding of what constitutes good practice in autism intervention.

2. Surveys of stakeholders focusing on issues arising for them from the Early
Intervention E-pProvider Ppanel.

3. Process for evaluating applications for provider status updated if necessary as a
result of literature review and survey.

4, Atable of eligible and ineligible interventions arising from the evaluative reviews
which can be used by FaHCSIA to make decisions regarding programs proposed by
providers.

5. Guidelines and recommendation re process for future evaluation of applications
by FaHCSIA (see dot point above).




Key Ceonsiderations and Scope

Age range:

The focus of this report is the early intervention {El} for children with autism up to
the age of 7yrs which is »-the age limit for eligibility for receiving access to early
intervention funding and services as-a-previderunder the HCWA E| providerServices
pregramProvider Panel. Research into interventions for older age groups of children
and adults with autism has not been reviewed.

Which Interventions:

This review focuses on interventions based on learning for yeung-children under 7
years old as these are the interventions funded as-part-efthrough the HCWA EI
provider pregrampanel. There is a range of other interventions for autism including
medical/biological and complimentary and alternative medicine/treatment (CAMS)
interventions. H-however, in general, there is minimal positive research evidence for
CAMS and only limited evidence for some medications that may assist with
behaviour management or with co-morbid mental and physical health conditions
(e.g. anxiety). Interventions that are medically based and interventions involving

complimentary-and-alternative-treatment{CAMS); are therefore not addressed in

this report.

It riond Lond ing:
Fhe-primary-focus-of thisreview-isdinterventions for young children with autism and
their families that are based on learning—Fhese can be described as:

e -primarily Bbehavioural, ' <{ Formatted: Bullets and Numbering

)

e__primarily developmentalDevelopmental,
e Ceombined,

e primarily tTherapy Bbased,
e Ffamily Bbased and/or

e __Oether including interventions for commonly occurring co-morbid conditions

such as anxiety.

Please see Appendix X for a description of the classification system used to discuss
learning based interventions with examples.

Intensity:;

The intensity of a program refers to the number of hours of treatment the child
receives per week as well as the intensity of training, curriculum, evaluation,
planning, and coordination. 15 - 25 hours per week over a substantial period is
generally recommended for autism early intervention_in the research literature
(Roberts & Prior, 2006) with some programs recommending as much as 40 hours per
week.

The concept of intensity as discussed in the research is complex and not necessarily
conveyed solely by the ‘number of hours per week’. Quality is as important as
quantity and more challenging to measure. Focusing exclusively on the number of




hours per week detracts from the amount of actual meaningful engagement, which
is the key factor (Marcus, Garfinkle & Wolery, 2001).

Funding provided under the HCWA El provider program for early intervention is not
sufficient to purchase 15 hours per week of early intervention for any significant
period of time. The intent of the FaHCSIA early intervention funding is to supplement
intervention funded from other sources.

Note that there is no reliable evidence that ‘recovery’ or ‘cure’ occurs as a result of
treatments or interventions for autism. However it is clear and well supported by

| the evidence base, that with appropriate intervention, children with autism
continue to develop and learn behaviours that will equip them for life,
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Collaborative Multidisciplinary Practice

..................................................................................................... <

features (intellectual disability in some children, sensory processing differences,
anxiety and challenging behaviours). A single discipline or approach is unlikely to
address all the intervention needs of the child and their family in an holistic and :
appropriate way. Similarly, accessing a number of therapists (such as speech

pathologists or occupational therapists) in isolation without coordination and

cooperation between professionals and families may lead to more stress for parents

and reduced opportunities for generalisation of intervention across people and

settings. Conversely, collaborative multidisciplinary approaches result in more

2

effective outcomes for clients and the ability to focus on the ‘whole child’ and their .-

individual characteristics and needs, rather than a single area of functioning
(Nicholson, 2001). This is particularly the case in complex difficulties such as autism,

Jdeally, children with autism should be able to access interventionthatls

individualised to all their areas of strengths and needs. Generally, this will be best AN

developed and delivered by a collaborative, multidisciplinary team, or in some cases, [ Formattedr Font: Calbri )

| Formatted: Font: (Default) Calibri, No

utilising a transdisciplinary model where interventions are developed and supported
by a team but delivered by one or two professionals who work across all
developmental areas. A collaborative multidisciplinary team may consist of a
number of professionals including educators, speech pathologists, occupational
therapists and psychologists who provide collaborative assessments, jointly set goals
and develop Individual Plans, provide intervention and review progress. Families are
also integral members of multidisciplinary teams. ,

Working with Ffamilies

Working with families and ensuring they are part of the goal setting, planning,
intervention and evaluation of any program or intervention is crucial. To do this,
parents require emotional support, advice, and training in working with their
children. Families are the only constant in a child’s life and it is important that they
are engaged in the process, to the level they desire, to reduce stress, increase family
functioning and to maximise children’s skills in meaningful social contexts (Keen,
2007, Beatson, 2006). The following points require consideration:

Stress and grief: It is recognised that families of children with autism
experience greater stress than families of children with other disabilities and
families of children without a disability (Honey, Hastings, &McConachie,
2005). Grief also impacts on families, particularly after a diagnosis has been
made, and may resurface as children grow older and during transition points,
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such as school entry. Service providers should be aware of the physical and
psychological impact of long term stress and grief on parents.

* Supporting decision making: Families require support to make good
decisions about both which services to access and the content of the
intervention as it relates to their child. Historically, professionals alone were
seen as having the expertise to make decisions about the needs of a child
with autism. In contrast, the expertise and wishes of the family are now seen
ats central to the decision making process (Keen, 2007). It is clear, however,
that making decisions about cheesing-services can be difficult and distressing
and many parents feel that while they are experts about their children, they
do not have the knowledge to make decisions about which course of
intervention to take (Valentine, 2010). Other parents may become very active
and engaged in decision making and seeking intervention but will continue to
require support to engage with service providers and develop effective
partnerships. Effective service delivery must accommodate the different
needs of families (Valentine, 2010).

¢ Cultural diversity: Cultural differences need to be considered by all those
working with the family as this will impact on their decision making process,
the choices that are made and the way they engage with the interventions

| provided (Mandell & Novak, 2005); Trembath, Baladin_& Rossi, 2005); Vigil &
Hwa-Froelich, 2004). The needs of families from culturally and linguistically
diverse backgrounds must also be considered when providing intervention
programes and family support.

»—Family centred practice: Family centred practice is an essential element of < { Formatted: Indent: Left: 063 cm j
good practice in early intervention provision. Family centred practice includes
acknowledging the uniqueness of each family, enhancing parental -
competencies, involving families in programming decisions and developing
collaborative relationships between parents and professionals (Beatson,

2006).
.

Program Fidelity and Outcomes:

Challenges Inherent in Measuring Outcomes
| Theis gap between program claims and empirically validated outcomes arises in part
because the criteria for good science are based on rigorous experimental methods
such as random assignment to treated and untreated groups and tight control of any
I variables which may affect outcomes, other than the specific intervention being
assessed. In order to provide compelling evidence for the effectiveness of a
particular intervention, a range of scientific criteria must be met.

However, intervention programs cannot always meet such criteria. Random
assignment of participants to a treated, or an untreated comparison group, for
example, may not be feasible or even legal, and complex variables such as the nature
of the relationship between the person delivering the treatment (e.g. teacher) and
the child cannot be easily controlled for. However without research to evaluate
interventions, claims of successful results cannot be substantiated. It is possible, if




difficult, to design scientifically rigorous research studies in order to evaluate
outcomes of intervention.

The extent to which sound research criteria are met, in particular the replication of
the research findings by different researchers, is an indication of the confidence one
can have in the findings. Unfortunately in the field of autism there is a tendency for
research containing major errors in the selection and interpretation of the evidence
to be used to substantiate claims for a particular intervention, or in some cases
claims are made in a "flagrant perversion or disregard for evidence" (Schopler,
Yirmiya, Shulman, & Marcus, 2001, p13).

Significant issues for any researcher looking at intervention outcomes include the
variability or lack of precision in terms of the description of the nature of the autism
spectrum disorder of participants, and variability in the outcome measures which
make comparison of studies of different treatment evaluations difficult. There is also
the issue of clinical versus statistical significance and the number of outcome
measures, i.e. only one outcome measure of several may show significant results.

Fidelity refers to the confidence with which we can say that the program delivered
was the one that was described. Firstly, a description of the program needs to be
available, sufficient to replicate the intervention. This is usually in a treatment
manual. Secondly, checks need to be built into the research to establish that the
program was carried out in a manner consistent with the manual,

“The challenges addressed-in this review are to summarise the available research
evidence, to consider the quality and fidelity of the evidence, and where possible, to
suggest how the evidence relates to the programs available in Australia.

Heterogeneity of Aautism.

Autism is a spectrum disorder encompassing a range of individuals with
characteristics which a-range in severity across domains of communication and social
development and restricted interests/repetitive behaviour. The range of autism
increased significantly with the addition of Asperger’s Disorder in the 1990s and now
includes a majority of cognitively able individuals. Several well established
interventions for autism, e.g. ‘The Me Program’ (Lovass,1981) and TEACCH,
(Schopler, Mesibov& Baker, 1982) were developed for what is now a sub group on
the autism spectrum (autistic disorder). Each child with an ASD is an individual_and 5
in addition to variation across domains there is variation depending on age,and
maturity, and-variatien-ef-family background and cultural expectations. The
challenge for an intervention is to be flexible enough to take into account individual
patterns of cognitive and language skills, social abilities, degree of rigidity and
stereotyped behaviour, restricted interests, co-morbid conditions and environmental
factors.

Issue of Ttiming of lintervention



Recent growth in research and knowledge about intervention practice and progress
reinforces the importance of intervention in early development. While there is no
doubt that appropriate intervention can improve outcomes for children and adults
with autism at any age, the sooner an intervention commences the better. One
advantage of starting intervention early is the prevention of the development of
secondary characteristics of autism such as co-morbid mental health problems such
as-like anxiety. IAs a result of this evidence the focus[target group? of the early
mterventton fundmg prowded by FaHCSIA through the HCWA Package is young

children ei—piﬁeseheel—ageunder 7 years old]

sentences.




1.2 Making decisions about eligibility for funding-as-anmembership of
the HCWA El autism-pProvider Panel
Or Purpose of Review

There are a myriad of proposed treatments for autism, many of which have little or
no scientific evidence to guide decision-making. The_quality of proposals seeking
provider status is highly variable which poses significant challenges for those

responsible for making decisions about eligibility for fundingmembership on the
HCWA El Provider Panel.

JThis review summarises new developments in autism treatment, and by ratesipg the __.--{ Formatted: Font: Not Bold, No
""""""""""""""""""" ; underline, Font color: Auto

LR
N

efficacy of interventions reported and published, in terms of scientific merit and \
adherence to the principles of good practice in autism early intervention. Our goalis
to bring confidence and validity to decisions on what works and what merits HCWA
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research is of a sufficient quality to enable independent scholars to draw firm i underline, Font color: Auto

conclusions about efficacy from the results. : (Formatted: Font: Not Bold

| Methodology for Scientific Merit Rrating Scale (SMRS)
In this review we have used the Scientific Merit Rating Scale (SMRS) developed by
the United States’ National Autism Center for the National Standards Rreport (2006).
The SMRS involves rating the research into outcomes of interventions along five
critical dimensions of experimental rigour. These ratings are then combined and an
overall scientific merit score is obtained which indicates the extent to which




interventions can be considered to be effective. The five critical dimensions
considered when determining the SMR score_ are:

e Research design;

¢ Measurement of the dependent variable;;

e Measurement of the independent variable or procedural fidelity;;

e Participant ascertainment; and

e Generalisation,
For detail about the SMRS and process followed for this review please see appendix
X

Limitations
T+there are two key limitations to the SMRS process_used in this review:
Amount of evidence e {Formatted: Indent: Left: 1.27 cm )
There is some reliable evidence for a small number of interventions (see
summary of systematic reviews and our own SMRS tables — appendix X)
however the clear majority of interventions we have been asked to rate do
not have an evidence base. As a result, Type 2 evidence (e.g. does the
proposed intervention make sense in light of what we know about autism?)
needs to be considered and we also need to consider how well the
intervention addresses principles of good practice in early intervention and
autism. In order to do this, reliable objective information about the
intervention is required. This is not always available. Therefore one of our
recommendations concerns the information that should be provided in
applications for eligibility to enable evaluation of the application.
Intensity
The second limitation concerns the intensity of the interventions [assessed to
be established in the research Ixterature}_[hg:sggrg almost all designedtobe .. -
delivered at higher levels of intensity and have been evaluated at higher
levels of intensity than is possible with HCWA funding alone.
So..??2....{implications spelt out)

Comment {GNS] Thxs sentence :
.doesn't quite work .

1.2.2 pPrinciples of Ggood Ppractice

In addition we refer to previous-2006- review (Roberts and Prior 2006) and the
decision to work with guidelines {reference) established on the basis of that review
to underpin eligibility, as far as is possible.

These guidelines will remain as core criteria for judgement of the suitability of
interventions regardless of modifications stemming from this review:

Key elements of effective interventions 4 { Formatted: Indent: Left: 0.63cm )
e Curriculum content o {Formatted: Indent: Left: 1.27 cm J
e Supporting the need for highly supportive teaching environments and
generalisation strategies
e Supporting the need for predictability and routine
e A functional approach to challenging behaviours
e Transition Support
e Family involvement




PLUS monr
e Use of Visual Supports ' R

Sufficient Intensity

Multidisciplinary collaborative approach

Inclusion of neurotypical (?)peers

Focus on independent functioning

Addressing obsessions and rituals

These principles of good practlce and elements of effective intervention are et

children, and FaHCSIA should deploy their funding to achieve the best effects for
ASD children and their families,,

developmental fam ily bkaked eclectic, in the updated review and recommendatmns,
because these encompass what are known to be the overail most helpful and
effective ways of treating ASD (see Roberts & Prior 2006) ]
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Application of principles of good practice to interventions

Consideration of the extent to which intervention reflects principles of good practice for early
intervention and for autism early intervention.

Move these Principles of Good Practice to Appendix??

{ Formatted: Font: Calibri
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Principles of good practice

{ Formatted: Font: Calibri, 16 pt

intervention, education or therapy based services, and; key elements of effective interventions
that are specific to autism and drawn from the current literature on autism spectrum disorders.

Good Practice Principles

There are a number of basic, good practice principles that are fundamental to working with
young children and their families. It would be anticipated that services on the provider panel
would be able to demonstrate their adherence to the majority of the following:

carried out with individual children to determine their strengths and needs in a range of
core autism areas, such as communication and social interaction, along with
developmental skills. This assessment guides the content of intervention while providing
information about the best techniques to use with an individual child. The process should
not be confused with assessment for diagnosis of autism. Assessment for intervention
planning may take a range of forms including parent questionnaires, formal assessments
or structured observations in play.
Individualised programming based on strengths and needs: Programming for
intervention should be individualised and based on the findings of the intervention
planning assessment. Programs should be designed to address the child’s needs while
acknowledging, drawing on and encouraging their areas of strength and talent.
Individual Plan {IP): Individual Plans (IP} go by many names, including Individual
Education Plans (IEP), Individual Family Service Plan {IFSP), Personal Plans (PP), Individual
Service Plans (ISP). For simplicity, the term ‘Individual Plan’ (IP) will be used in this
document to refer to these plans. The basic goals of an Individual Plan are to document:

o the child’s areas of strengths and needs

o goals for intervention, identified through a collaborative process with those

involved with the child , including the family

o information about how these goals will be addressed
All children in early intervention services should have an IP that is developed by all those
involved with the child, including family, early intervention providers, preschools or
childcare services. IPs should be developed at least annually and reviewed at least every
6 months.
Review, evaluation and adjustment of program: Intervention programs need to be
evaluated regularly to ensure that they continue to meet the needs of the child. This
process involves a review of the IP goals, review of the child’s skills and needs to ensure
that the program is addressing skills and needs, i.e., the child is showing improvement

.............................................................................
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Additional good practice principles includes the adoption of the following
¢ Family centred practice as described above
¢ Collaboration with other professionals as described above

Key elements of effective interventions for children with autism: -~ ~~{ Formatted: Font: Colr, 14
LurriculumContent --{ Formatted: Font: Calibri
* e { Formatted: Space After: 0 pt

Within this element there are five basic skill domains; ability to attend to elements of the _..--{ Formatted:

Font: Calibri

N N, N W

environment, ability to imitate others, ability to comprehend and use language, ability to play
appropriately with toys (Howlin, 1997), and ability to socially interact with others (Dawson &
Osterling, 1997). Marcus, Garfinkle & Wolery (2001) suggested that effective programs utilise the
following intervention strategies based on the learning characteristics of children with autism:

-celarlfymg meanmgful information, orgamsatlon and scheduling;
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actlve directed instruction; { Formatted:
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e__individualisation of teaching materials and curriculum; \) | Formatted: Space After: 0 pt,
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Services on the provider panel should address one or more of the key features of autism +. Formatted: Fot: Calbr
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e Social interaction *  Formatted: Font: Calibri
o Repetitive behaviour and/or restricted interests . (Formatted: Font: Calibri
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e consideration of sensory processing difficulties
° anxiety
¢ intellectual disability/learning difficulties and related problems
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The core skills outlined above are taught in a highly supportive teaching environment and are
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then systematically generalised to more complex, natural environments. Howlin (1997) stressed {Formatted:

Font: Calibri

the need for behaviourally oriented strategies. Highly supportive teaching environments utilise { Formatted

: Font: Calibri

appropriate environmental supports, structured teaching, visual supports and systematically (Formaued

: Font: Calibri
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help children to generalise content of the intervention to other settings (e.g. parent training and
information, sharing information with childcare providers, providing services outside traditional
clinic based settings). It is also important to consider staffing ratios, especially in group
interventions. Implementation of individual child goals in a small group context is not feasible
with a less than 2 adults for 6 children



Research shows that chlldren with autism become more socially responsive and attentive when
information is provided in a highly predictable manner and, conversely, that their behaviour is
severely disruptive when the same stimuli are presented in an unpredictable manner. Service
providers can address this area by establishing routines within sessions supported visually where
appropriate and by supporting families and other settings to maximise the use of visually
supported routines, social interactions, communication and behaviour strategies
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Most programs focus on the prevention of problem behaviour by means of increasing the child's ™. {Formatted Font: Calibri

interest and motivation, structuring the environment and increasing positive reinforcement for
appropriate behaviour, Should the problem behaviour persist despite ecological management,
the behaviour is analysed to determine the function of the behaviour for the child. The
environment is then adapted in specific ways to avoid triggers and reinforcers for the problem
behaviour and appropriate behaviour is taught to give the child an alternative more acceptable
behaviour. Howlin (1997) stressed the importance of recognising the communicative function of
problem behaviour and the need to teach the child more appropriate alternative means of
communication. Punitive measures, such as exclusionary time out, withdrawal of privileges and
other forms of punishment are not appropriate behaviour support techniques for children with
autism.

Transition SSupport

Most programs recognise that transition to school is a time when children with autism need a
great deal of support. Effective programs actively teach school skills to enable the child to be as
independent as possible. Programs frequently take an active role in finding school placements
that will best suit the child and then actively integrate the child with autism into the new setting.
Transition supports for children with autism can include assisting the child to learn appropriate
school readiness skills, collaboration and communication with new settings (e.g. schools) about
the child’s current skills and needs, and actively supporting transition to a new environment
through visits, visual supports and stories where appropriate.

Family linvolvement
Effective programs recognise that parents are a critical component in early intervention for
children with autism. Most programs support parents to choose the type and intensity of their
involvement in their child's program. Effective programs are sensitive to the stresses

encountered by families of children with autism and provide parent groups and other types of
emotional support (Dawson & Osterling, 1997) up to date ref? e.g. tonge & Brereton, others

from lit review. Families should also be supported to utilise strategies taught as part of the
interventions at home and to be empowered to encourage their children’s communication,

social interaction and to manage behaviour effectively at home and in the community.

...........................................................................................................................

Dawson and Osterlmg {1997) noted that the provision of augmentative communication methods
is a characteristic of many programs reviewed. In addition, both Howlin (1997) and Quill (1997)
stressed the importance of visually cued instruction to provide the child with a predictable and
readily understood environment.
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Multi-disciplinary collaborative approach

Autism requires a multi-disciplinary approach to assessment and service provision {Jordan,
2001). The team is likely to include speech pathologists, teachers, psychologists, occupational
therapists and parents. Children with autism should access services that are multidisciplinary and
collaborative (assessments and programs are provided by a number of individual service
providers, such as speech pathologists or teachers, who communicate and collaborate with each
other to develop goals, provide intervention and evaluate progress) or transdisciplinary
(assessments and programs are holistic, developed by a team of professionals but delivered by a
single provider working across disciplines). Collaborative multidisciplinary and transdisciplinary

approaches ensure that all areas of need seen in children with autism can be adequately
addressed.

In addition a high level of intensity is recommended (see pg x)
Interventions reflecting good practice are also characterised by
Inclusion of typical peers,

Promotion of independent functioning and

Incorporation of obsessions and rituals.
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2.5 Synthesis of overall messages/outcomes from the surveys and
amalgamation/integration of feedback received, leading to implications for the
future

Part 2. STAKEHOLDER SURVEYS
3. Stakeholder Surveys

23.1 Background and Methodology

After discussions with FaHCSIA, the project team undertook two surveys and one
consultation with staff at the Parenting Research Centre (PRC) who have developed
the Raising Children’s Network website. In regard to the two surveys were
undertaken, the first was with key autism peak bodies and professional groups
whose constituents are service providers with the Helping Children with Autism
Package (HCWA) and the second with Autism Advisors across the country. These will’
each be described.

32.1.1 Peak Bodies Survey.

Background

Peak Bodies who represent members/professionals who are registered-members of
the HCWA Early Intervention Provider Panel as-Autism-Panel-Rroviders-(professionals
aceredited-assessed by FaHCSIA to provide renumerated-interventions to eligible
children and families) fer-the-HOWA package-or practitioners who refer families to
such providers, were invited to provide written submissions based on a series of
questions developed by the treatment review project team. The organisations/peak
bodies were requested to seek the views of their membership in order to provide a
submission to the project team. In consultation with FaHCSIA, the following peak
bodies were contacted: Occupational Therapy Australia, Speech Pathology Australia,
the Australian Psychological Society, The Royal Australian College of Physicians
Division of Paediatrics and Child Health, the Royal Australian and New Zealand
College of Psychiatrists and the Autism Advisory Board (See letter to peak bodies in
Appendix 1).

Survey Instrument and Procedure

The project team, in consultation with FaHCSIA, developed a list of open ended
questions of relevance to these peak bodies in relation to the HCWA package to
obtain views about;

e __-the administration of the package, +

444444 »LFormatted: Font: Not Italic
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o _the adequacy of current service provision under the package,

e __concerns about the currently funded interventions,

o views-on-interventions that should be funded that currently are
not,

s _interventions that currently are funded that may be of concern,

e __issues parents have in accessing funded early intervention
services,
e __improvements in implementation of the package,
e parents’ satisfaction with the interventions funded,
e __utilisation of the operational guidelines and
e _suggestions for improvement. (See Appendix 1 for list of
questions).
These questions were sent to three autism-El pPanel Pproviders, one each from
occupational therapy, speech pathology and psychology by way of piloting the
questions. Minor modifications to the questions were made in response to feedback
from these Ppanel gProviders. As the letter of invitation for submissions was sent to
the Chief Executive Officer or Chair of these organisations, the project team left it up
to this person to email their membership and seek comments/suggestions. These
were compiled by the peak body or organisation and a summary of these comments
was forwarded by way of a written submission to the project team. Hence it is not

possible to determine how many individual professionals were consulted.

Submissions were received from -five of the six organisations contacted, namely the
Australian Advisory Board, Speech Pathology Australia, Australian Psychological
Society, Occupational Therapy Australia Limited, and the Royal Australasian College
of Physicians Division of Paediatrics and Child Health. In addition unsolicited
submissions were received from Services for Rural and Remote Allied Health
(SARRAH), A4 and an individual practitioner. The latter was sent to the appropriate
peak body for inclusion in their response. Unsolicited submissions have not
specifically been included in the summary of findings for this report.

Analysis

All written responses to the open ended questions were read by two members of
the project team and summarised. Subsequently key points were distilled in relation
to each question asked. There was strong agreement between project team
members and across peak bodies in relation to the key points raised. A final
overarching summary of themes was also consensually developed and is presented.

Results
Views on the Administration of the HCWA Package in relation to Approval of Panel

Providers
Australian Advisory Board

ﬁormatted: Bullets and Numbering




- __Theinitial clear guidelines have eased and weakened, especially with the
approval of sole providers. This weakens the requirement for a multi-disciplinary

approach to El

=__Current approval process has allowed the entry of service providers with limited
experience and expertise in Autism.

-__ldea of encouraging consortiums to develop has not worked in practice — often
only liaise with each other for purpose of tendering for services, not for ongoing

service delivery.

Speech Pathology, Australia (SPA)

-__Some provider panel members do not have the necessary qualifications and 4 { Formatted: Bullets and Numbering
experience -

= SPA supports idea of consortiums but need to have processes in place to reduce
time taken to set up.

-__Concerns expressed regarding the level of experience and expertise of some

panel providers.

Australian Psychological Society (APS)

J

-_Need for a process to ensure better communication between service providers < { Formatted: Bullets and Numbering
to ensure best outcomes for children. Suggest funding for teleconferencing S
between service providers,

-__Difficulties forming consortiums and becoming panel members — application

time too long and process too onerous. Suggest a review of procedures regarding
requirement of panel providers.

Occupational Therapy Australia (OTAL)

-__No major concerns but suggestions the process is too bureaucratic and time R { Formatted: Bullets and Numbering

)

consuming

Roval Australasian College of Physicians (RACP)

-__Intervention must be evidence-based «---=-{ Formatted: Bullets and Numbering
-__Quality of services is highly varied — some lack of experience and expertise in ‘
autism

-__lLack of case coordination and multi-disciplinary focus in some approved services

Summary of issues:
¢ Need for multi-disciplinary approach to intervention

¢ Consortiums should be monitored and guidelines in place

* lack of experience and expertise in autism among service providers should
be addressed

¢ Services to have a commitment to evidence-based interventions

Views on the Administration of the HCWA Package in Relation to Approval of
Specific Types of Intervention




Australian Advisory Board

Definite need to develop an assessment tool for evaluation of service providers <------{ Formatted: Bullets and Numbering

seeking panel membership.
| - Need for ongoing monitoring of funded services to ensure they continue to meet
quality of service provision requirements. Develop set of standards.
l -__Need to employ independent consultants with autism expertise, who can assist
FaHCSIA in future applications from service providers.
- __-Focus should be on choosing services with focus on evidence-based practices.

- Need for more thorough application process — not just based on written

applications.

Speech Pathology Australia

—~— Concernsincludes Ao { Formatted: Bullets and Numbering

! . s | o aliaibl '

- |nconsistencies in approval of eligible programs

- Ceonsortiums using non-qualified staff/volunteers to implement programs, <---+-{ Formatted: Bullets and Numbering

——Aapproval of currently non-evidence based programs,

-—pParents completing home programs without adequate supervision,

- &Consortiums employing non-qualified staff «---—{ Formatted: Bullets and Numbering

Occupational Therapy Australia

l - Interventions should be goal oriented, evidence based and the outcome of R { Formatted: Bullets and Numbering

| collaborative planning and goal setting by family and multi-disciplinary team

Roval Australasian College of Physicians

| -__Quality of advice to families varies greatly — confusing for families and not always<---—-- { Formatted: Bullets and Numbering
accurate
- Approval of panel providers not right — no expertise

Summary of issues:

¢ Need to improve current procedures for the assessment and ongoing
evaluation of panel providers. Recommend independent consultants with
expertise and experience in autism work with FaHCSIA




e Develop a set of standards to ensure the quality and consistency of service
providers

e Approval for evidence-based interventions only

¢ Focus on services providing collaborative planning between families and
multi-disciplinary teams

Views on the Administration of the HCWA Package in relation to Panel providers’
interaction with FaHCSIA

Australian Advisory Board

- Look at processes around payment of fees — higher rate for HCWA services A { Formatted: Bullets and Numbering

~__Access and availability of FaHCSIA staff to assist service providers with any
questions.
= __FaHCSIA need to develop quality assurance framework (promised in 2010)

Speech Pathology Australia

-__General interactions have been helpful with FaHCSIA staff professional and o { Formatted: Bullets and Numbering

responsive

- Difficulties with direct contact with FaHCSIA staff can lead to frustration and time
wasting.

~__Lack of reporting of changes and new requirements not always carried out by
FaHCSIA in timely manner

-__Current fee schedule template is difficult to work with and problematic.

Occupational Therapy Australia

~__No concerns Dl {Formatted: Bullets and Numbering

)

Roval Australasian College of Physicians

- Difficulties for some families to navigate the application for funding process —  «-*--{ Formatted: Bullets and Numbering
require assistance to understand processes '
-___Need to link primary diagnostician with the service providers for each child

Summary of Issues

¢ Inconsistencies around current fee structure need to be addressed —
inconsistencies in fees and the fee schedule template difficult to work with.

e Access to and availahility of FaHCSIA staff often limited
e Changes to Guidelines not always well disseminated

¢ Quality assurance framework still not completed

Adequacy of Service Provision of HCWA Funded Services in terms of Amount
Allocated per Family



Autism Advisory Board

| - Interface between HCWA, State govt funding and geographical location has A { Formatted: Bullets and Numbering

resulted in an inconsistent service experience for families.
l - Cost of services is increasing annually leading to an erosion of purchasing power

for families — funding needs to be appropriately indexed annually.

Speech Pathology Australia

- Amount is considered inadequate for intensive services for children with autism < { Formatted: Bullets and Numbering

Australian Psychological Society

l - Families may require guidance in best way to utilise funding. Funding amount <~ { Formatted: Bullets and Numbering

inadequate for more intensive programs (eg ABA). Suggest a means tested safety
net for families unable to supplement govt funding

Occupational Therapy Australia

-___Some concern that funding is not adequate as families unable to access similar <+~ { Formatted: Bullets and Numbering

services in public system

Royal Australasian College of Physicians

- Current allocation of funds not enough to meet needs. Not enough publicly dm { Formatted: Bullets and Numbering

funded services

Summary of Issues

¢ Inconsistent service experiences across the different geographical areas

e Increase in cost of most services means that the funding should be indexed
annually to reflect these increases

¢ Current funding levels inadequate for intensive services

¢ Need for some guidance for families to assist them to best utilise their
funding allocations

Adequacy of Service Provision of HCWA Funded Services in terms of Breadth of
intervention provided

Autism Advisory Board

l - No incentives for service providers to establish programs in thinly populated e { Formatted: Bullets and Numbering

areas with low demand — disadvantages regional families

Introduction of sole providers has negatively impacted on multi-disciplinary

intervention focus

| - Breadth of interventions may be driven by service availability rather than need -
families take what they can get rather than what they need.



| -___Gap in services specifically targeted to indigenous families. — HCWA package
should be extended for |nd|genous families for an additional 2 years (often
diagnosed later).

Speech Pathology Australia

[ ~__Concern that not all interventions are widely available across all areas, especially +-—--- { Formatted: Bullets and Numbering )

to rural and remote families.
‘ - Long waiting lists for certain interventions

Australian Psychological Society

| -__Problems with current model. Some advisors also service providers — conflict of <+ {Formatted Bullets and Numbering

)

interest and advisors unable to provide unbiased information, support and
advice. Need to review current process.

Occupational therapy Australia

)

Royal Australasian College of Physicians

~__Introduce use of interpreters for non-English speaking families. Rt { Formatted: Bullets and Numbering

‘ -__No concerns expressed ermzier { Formatted: Bullets and Numbering

~__Need to address the level of funding requirements vary from famlly to family
depending on degree or disability

Summary of Issues
¢ Insufficient appropriate services in rural and remote areas — forces

families to accept what is available rather than what they really
need

* Acceptance of sole providers has negatively impacted on multi-
disciplinary intervention focus

¢ Delays in availability of some interventions

¢ Where advisors are also service providers- conflict of interest and
unable to provide unbiased information

¢ Some families disadvantaged — non-English speaking, indigenous
families

Adequacy of Service Provision of HCWA Funded Services in terms of Quality of
Advice to Parents from Autism Advisors

Autism Advisory Board

| - ___Role of AAP to provide information about approved service providers — not case <+~ { Formatted: Bullets and Numbering

)

management support. Need for more flexible approach would benefit families.




| - Role of advisors should be expanded to provide increased advice and brokerage
support for families. This should then increase the knowledge base in each state
of most effective services.

Too narrow focus in the role — limited or inconsistent flexibility allowed leading
to some families not accessing full range of services due to lack of information
about services.

Speech Pathology Australia
- _Concerns included: e

- __Intake inconsistent P

-.__Advisors sometimes lack knowledge

- Variation in levels of expertise and experience

- Possible conflict of interest (advisors also service providers)

Australian Psychological Society
- No concerns expressed P

Occupational Therapy Australia
~__Some confusion about source of funding, based on their interaction with autism +----

advisors — variability in roles of advisors across States

Royal Australasian College of Physicians
| - Quality of advice to families varies greatly — confusing for families and not always<+------
accurate

Summary of Issues
e Role of autism advisors should be expanded to include brokerage advice
and support for families

e Advisors must have experience and expertise to ensure consistency of
information to families

e Conflict of interest issues arise when advisors are also service providers

Adequacy of Service Provision of HCWA Funded Services in terms of Time frame for
Service Provision

Autism Advisory Board ,
I - __Extension of El to 7 years blurs line between El and early education- should be ~ +----—
dealt with separately. Otherwise will dilute available resources for El
| - Suggestion that El should be based on date of diagnosis rather than date of birth

as some children may not be diagnosed until after age 7 but still need access to
funding for services.

Speech Pathology Australia
-__Problems for children given late diagnosis — miss out on funding D

{ Formatted: Bullets and Numbering

{ Formatted: Bullets and Numbering

{Formatted: Bullets and Numbering .

{ Formatted: Bullets and Numbering

{Formatted: Butlets and Numbering

{Formatted: Bullets and Numbering

{ Formatted: Bullets and Numbering




Australian Psychological Society ; ‘
I -__Later diagnosis for higher functioning children ~ disadvantaged. Need to extend <~ { Formatted: Bullets and Numbering
funding for 2 years post-diagnosis for children over age 7.

Occupational Therapy Australia
I = __Age limits imposed under the program restrict older children and adolescents ~ +---- { Formatted: Bullets and Numbering ]
who would benefit from the program but were diagnosed too late.
-___lLack of awareness of the funding package

Roval Australasian College of Physicians
- __Delays in accessing services «--—=-{ Formatted: Bullets and Numbering )

Summary of Issues

¢ Cut-off date for El funding disadvantages children not diagnosed
until later.

* Funding should be based on age of diagnosis —provided for 2 years
after diagnosis

* lack of awareness of the funding package — needs to be more widely
publicised

Specific Concerns about Currently Funded Interventions

Autism Advisory Board
l =__Small number of panel providers misinforming families and suggesting “recovery «----- { Formatted: Bullets and Numbering )
from autism”,
| -__Lack of supervision of providers, no monitoring of qualifications, no emphasis on
ongoing training, refusing service to some families and locking families to
specific service.
| = Not always providing services as originally promised — no ongoing monitoring of
intervention sessions

’ - lLack of autism expertise and experience among some providers

Speech Patholoqy Australia

Australian Psychological society
-=__Need to fund family work where parents are coached to work with their child - { Formatted: Bullets and Numbering )

without child being present
- FaHCSIA need to ensure that all funded interventions are evidence-based.

Occupational therapy Australia
l -__Need to ensure evidence-based practice for funded services. R {_ Formatted: Bullets and Numbering |




- Need for transparency and accountability in selection and delivery of treatment

services,

- Information about efficacy of various interventions available to families to help

them make informed decisions about choosing services

- Greater consistency in fee structures across providers —process to be transparent

Royal Australasian College of Physicians

to access multi-disciplinary therapies because of high fees.

- __Some panel providers charge for ancillary/administration costs — resources to

be purchased should be defined.

Summary of Issues

- _Increase in fees by some panel providers exorbitant and some families unable +---- { Formatted: Bullets and Numbering ]
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-e __Lack of supervision and ongoing monitoring and evaluation of
service providers

-0 Need for all services to be accountable and transparent in the
selection and delivery of services

.- Lack of autism expertise and experience among some service
providers
-e All funded services should be evidence-based
-e Needs to be consistency in fee structures across services —

transparent process
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Interventions that you Consider should be Funded that Currently are Not

Autism Advisory Board
- Physiotherapy as part of multi-disciplinary approach

- Music therapy as part of multi-disciplinary approach

- Geographically disadvantaged families require increased funding to access

services

Speech Pathology Australia
- Dieticians,

- Music therapy

- Counselling and family therapy

Australian Psychological society
- Family coaching by trained therapists

Occupational therapy Australia
- Any additional services to be based on available evidence
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Services that deliver interagency, intersectorial and effective collaboration o

should be funded

Summary of Issues
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{ Formatted: Bullets and Numbering }
{Formatted: Indent: Left: 0 cm )

=@

approach

Services that are funded should be evidence-based <

Suggestions for physiotherapy, music therapy if part of a multi-disciplinary

Need to increase funding allocation for geographically disadvantaged
families

Currently Funded Interventions that Should No longer be Funded. R

Autism Advisory Board

and establish best practice guidelines. Guidelines should have process to remove
non-conforming providers, process to assist eligibility and confirm continued
eligibility.

Sbeech Pathology Australia

Specific intervention programs should be adequately evidence-based to ensure s
efficacy

s

Australian Psychological society

Occupational therapy Australia

Any interventions that are not evidence-based should not be funded <

Advocates funding only for interventions that are evidence-based, goal-directed i

and lead to enhanced occupational performance and engagement. “
Need for services that are collaborative with families and not too narrow in

focus or lacking evidence of efficacy

Roval Australasian College of Physicians

Summary of Issues

Non evidence-based services should not be funded T

-e_Funding only for services that are evidence-based, goal-directed and D R
collaborative with families

-e_Concern that providers able to manipulate current requirements - need to
establish best practice guidelines and audit services

-o_Need for process to remove non-conforming services
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Parents’ Issues in Accessing HCWA Funded Early Intervention Services

Autism Advisory Board

- Lack of consistent national approach to diagnosis —leads to difficulties accessing «::-"‘{ Formatted:
{ Formatted:

services
- Long waiting lists and lack of appropriate services in some regions

- Cost of therapy

- Lack of experienced, knowledgeable providers to deliver best practice El

i { Formatted:

Speech Pathology Australia

distances
- Limited providers in some metropolitan areas

- Long waiting lists for some services

- limited support for ESL families

- Lack of services in rural areas or limited services requiring families to travel long <{ Formatted:
\‘fFormatted:

Australian Psychological society

- _The limited number of therapists because of the difficulty in obtaining panel <'<::;:‘{ Formatted:
{ Formatted:

membership — leads to lack of choice available to parents

- lack of choice leads to higher fees to families and causes parents to travel
further for services.

- Access to services and travel costs are major problems

Occupational Therapy Australia

- __Problems with long waiting lists wegrmen (Formatted:
( Formatted:

- Lack of awareness of FaHCSIA package may lead to delays in accessing services

early enough

Royal Australasian College of Physicians

- Parents like having access to the money under the program. «::;;”{ Formatted:
{ Formatted:

- Need to be more flexibility within families with more than one disabled child in

how money is allocated

Summary of Issues
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-e_Access to appropriate services and travel costs to access service

-e__Long waiting lists and limited services in rural and remote regions — leads to
lack of choice and higher fees

-e__Cost of therapy
-o _Need for more flexibility in how money is allocated

-o__Lack of experienced, knowledgeable service providers
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Autism Advisory Board

-__Improved channels of communication and better sharing of information between-+

all involved (FaHCSIA, lead agencies and consortium members)

-___Complaints process in place
- __Improved funding/payment guidelines and better accountability

Speech Pathology Australia

-~ Pre-pay for services

~___Incentive payments in rural areas for service providers

- __Better reporting of changes to processes

- Update website regularly and initiate IT process to keep central records

accessible to service providers and families

~__Co-ordination of services to avoid duplication of services
- Extra time for children with late diagnosis to use funding
- Restrict services from signing-up families for long term
~___Ongoing evaluation process for families on program

Australian Psychological Society

-___Improve communications between FaHCSIA, Autism Advisors, service providers

and peak bodies — around changes to guidelines

~___Widen funding base to include children of all disabilities not just autism

Occupational Therapy Australia

s { Formatted: Indent: Left: 0cm
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~___Current package more suited to Metropolitan, provincial and larger regions with <«

better access to multi-disciplinary services. Dlsadvantages for rural and remote
families with limited access

-__Process to prescribe therapeutic equipment extremely time-consuming and

complicated.

Royal Australasian College of Physicians

-__Program should be extended to broader inter-sectorial integration around El
- Paediatricians unable to refer families for HCWA — leads to delay and duplication.

Summary of Issues
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~e__Improved communications between FaHCSIA, advisors, service providers
and families — especially around changes to guidelines

-o _Complaints process in place and better accountability for service providers

-o_Better funding guidelines — some changes in funding process
recommended, and extension of funding to late diagnosed children and
other disabilities

-o_Update website and keep central records for better access for families and
service providers

-e__More accountability of service providers
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‘Parents’ Satisfaction with the Current Eligible Interventions Available through the
HCWA Early Intervention Services

Autism Advisory Board
- Rural families would benefit from different rules around purchasing resources. <=~

Extra funding for rural service providers ~
~ _Support should be assessed and implemented in fair and evidence-based manner

by trained professionals

Speech Pathology Australia
=___No comment on parent satisfaction Sz

- Main issues include — need for [ocal services and information about the different

services for their child in help make informed choices
~__Access to family counselling

Australian Psychological society
- _Parents want more consultation regarding new technologies — revise funding for «-=

equipment R

Occupational therapy Australia
~___Generally happy with package. qwgeee

- ___More providers needed to meet demand, especially rural and remote areas

- __Need to engage families in collaborative planning and goal setting for service

provision options, especially in relation to available evidence and best practice.

.

Royal Australasian College of Physicians
-__Some parents have concerns about having to disclose information about income <-::—~

—though services not means tested >
Summary of Issues PN

~e _Changes to guidelines for rural and remote families — extra funding and B R
change rules for purchasing resources

-e__Ensure families and advisors are informed about range of services to assist
them to make informed choices

-e__Increase services in rural and remote areas to meet demand for services

Suggested Improvements to the Early Intervention Operational Guidelines

Autism Advisory Board
- __Guidelines clear but no monitoring of implementation or practice 3T

- __Need to expand role of advisors to include greater brokering and support to

assist families maximise services

Speech Pathology Australia

{ Formatted: Indent: Left: 0 cm

{ Formatted: Indent: Left: 0 cm

{Formatted: Bullets and Numbering

{Formatted: Indent: Left: 0cm

{ Formatted: Indent: Left: 0.cm

{ Formatted: Bullets and Numbering

{Formatted: Indent: Left: 0cm

{Formatted: Indent: Left: 0cm

{Formatted: Bullets and Numbering

{ Formatted: Indent: Left: 0 cm

N L - (-

{ Formatted: Indent: Left: 0 cm

N -

{Formatted: Bullets and Numbering

{ Formatted: Indent: Left: 0 cm

{ Formatted: Indent: Left: 0 cm

{Formatted: Bullets and Numbering

Formatted: Indent: Left: 0.63 ¢cm,
Bulleted + Level; 1 + Aligned at: 1.9
c¢m + Indent at: 2.54 cm

{ Formatted: Indent: Left: 0 cm

{ Formatted: Indent: Left: 0 cm

{ Formatted: Bullets and Numbering

{Formatted: Indent: Left: 0 cm




| - Use guidelines but need to update document and information regularly, improve «::""{ Formatted: Indent: Left: 0 cm

clarity of service plans and provide guidance around purchase of resources B {Formatted: Bullets and Numbering
D { Formatted: Indent: Left: 0 cm
Australian Psychological society
- ___Provide updates on FaHCSIA website for dissemination of information *{ Formatted: Indent: Left: 0 cm
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-__Significant concerns about this type of funding model for children with complex <= { Formatted: Indent: Left: 0 cm
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~___No capacity for comprehensive diagnostic framework '
-__Model is dependent on early diagnosis of a life long condition
~__Inequities in funding and access to services between metropolitan and
rural/remote families Should be equity of funding for other disabilities
-___Funded interventions should have acceptable level of evidence base
-__Need to look at alternative models for provision of El for children with complex
developmental disabilities.
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-o_Need to provide clarity around development of service plans and guidelines
around purchase of resources

-e_ Alternative models for El services

-e_Expand role of advisors to provide brokering support to maximise family
services

~e_ FaHCSIA website should be regularly updated

Overall Summary of Findings
After summarising the input from the Peak Bodies, a number of recommendations
were found to be common among the organisations. There was general agreement
across all organisations on a number of key points. There was general consensus that
all potential panel providers must meet certain standards and requirements to meet
the eligibility criteria. These requirements included:

* provision of a multi-disciplinary approach to service provision, W|th a focus

on collaboration with families
¢ agreement to a system of ongoing monitoring and evaluation of services,
¢ acommitment to providing evidence-based intervention,




e acommitment to employing staff members with experience and expertise in
autism, and providing ongoing training in these areas to staff members.

Another key issue raised by all Peak Bodies was the need to improve the current
procedures for the assessment and ongoing evaluation of eligible panel providers.
This is an essential requirement in order to ensure the quality and consistency of
service provision. There was consensus that any evaluation and monitoring process
would be most effective if undertaken by independent consultants, with experience
and expertise in autism.

Another concern among Peak Bodies was the inconsistency of service provision
available to families across different geographical areas, especially a lack of
appropriate early intervention services in certain rural and remote areas. With
families having to travel long distances to access services, there is also no provision
in the funding to compensate these families for the additional travel costs. In fact
the issue of the current fee structure was widely discussed as problematic, with
inconsistencies in fees and inadequacies in funding packages to provide intensive
intervention. The current cut-off age for funding at age 7, was considered to
disadvantage children, who may for any number of reasons, not be diagnosed early
enough to access the early intervention funding packages.

There was also discussion about the role of autism advisors. It was felt that the role
could be expanded to include more of a brokering role, enabling advisors to offer
guidance to families to best utilise funding allocations and to offer family support.
There was also concern that some autism advisors were also service providers,
presenting a conflict in interest and therefore unable to offer unbiased advice or
information to families. It was felt among the Peak Bodies that the current
Guidelines were clear but should be regularly updated and monitored.

2.1.2 Consultation with the Raising Children’s Network (Autism)

Discussions were held with Mr Derek McCormack, Manager, Science Communication
Content Manager, Raising Children Network re: The role and function of the PRC Raising
Children Network (Autism) Internet based services for families of children with ASD. The RCN
provides a suite of programs on the internet to inform families and professionals about
autism, and to offer education and guidance on a range of aspects of ASD. The four main
entry points to further information on the website are: (1) Learning about autism, (2) Guide
to therapies, (3) Service pathfinder and {4) Parent forum. McCormack reports that there
have been 156,000 visits to the website in total since launching in 2009, with an average of
200 visits per day. The two programs of particular relevance for the current review are: a)
Reviews of treatment and interventions; these hich are posted on the Guide to Therapies
Site,

http://raisingchildren.net.au/parents guide to therapies/parents guide to therapies.html
and, b) The online Parent Discussion Forum '
http://raisingchildren.net.au/forum/Forum133-1.aspxThese are regarded as the two
most popular sites in the RCN suite.

RCN’s Reviews of Treatment and Interventions



The RCN is now in its third year of operation. It is the component of the HCWA
package which is focused on internet delivery of information to families and provides
sites as noted above which includes a guide to thérapies and interventions for
autism. This component sets out the features of each of a wide range of
interventions and incorporates a rating scale of the status of each one, which is
based on the scientific evidence for its value using accepted rating scales for quality
of research evidence from the literature. Each entry concludes with a list of
references and web based information possibilities for readers to follow up to access
further information if they wish.

This site is kept current with updates of the latest research every 6 months. The RCN
has a team of science communication experts (writers and editors) working on this
site to identify and review current evidence and to translate and present the findings
into easily consumable language for families. This team is very focused on the rigour
of the evidence they provide but also emphasizes the need for family context and
treatments to fit well together in making treatment decisions. For the selection of
interventions to be researched and reported on the site, the RCN rely on information
from a variety of sources to identify proposed treatments requiring review. These
sources include conference attendance, media stories about ASD; parent feedback
on what is circulating ‘out there’, what is being talked about in communities, and
watching and listening in order to tune in to what is attracting attention in the
autism field. .

On this site, an email address is provided for families to contact the RCN if they wish.

Feedback on the site is not substantial (but see below for a recent survey in progress
to seek feedback), and mostly comes in the form of parents reporting their own
family stories. Feedback from professionals working in the field has also been limited
but the site is well known and some professionals at least, check the material
presented in the intervention reviews to assess its fit with their practice. Some
autism bodies (e.g. Autism Victoria) have reported to the RCN staff how valuable this
site is for them.

Further Comments: .
In answer to the question of how the adequacy of current provision of funded
interventions is viewed, McCormack noted that it is hard to answer this question
because there is insufficient knowledge in the community on what is being funded,
and what might be on a list of approved interventions. In some cases Autism
Advisors do not have this knowledge either. He also noted that the same comments
apply to attempts by the RCN team to access state based information on providers
of assessment and diagnosis. The RCN has begun to build a list of providers but is
finding it difficult to get information about who is available for this work.
McCormack commented that parents have been requesting more technology to
support interventions for their children. For example,
In future it will be important to explore and review technological developments
which could enhance learning and social networking for children with autism,
although this area will probably address an older age group than that covered by
the Early Intervention package. (MP comment)




Autism Online Discussion Forum

This is an online space for peer support, where parents share ideas and stories about their
experiences. So far, this forum has seen more than 4,000 new conversations begun by
parents, drawing over 28,000 replies and comments from others. The popularity of this
forum has lead the team to expand it, and to break it into a few ‘sub-forums’ -forums’ - on
request from dedicated forum users. See the online forums here:
http;//raisingchildren.net.au/forum/Forumi33-1.aspx

This is the most popular RCN internet resource and attracts a great deal of
discussion. McCormack described it as ‘a great case study on the need for peer
support’ in the ASD field. It incorporates topics for discussion suggested by and
engaged in by parents. One example cited was ‘how to deal with birthday events’.
The high level of good positive support given by parents to other parents in this
forum is notable. The RCN team also provides suggestions on topics for discussion. A
three person RCN staff team moderates this forum and reads every post. They
contact users only if their scanning of a post indicates that there may be a major
problem for a particular respondent which indicates that they might need help or
advice. If it is considered that help is needed for a particular case, they consult with
experts to garner ideas and strategies to underpin feedback to that correspondent. A
website evaluation survey was recently launched to ask parents about how they feel
about RCN information and whether they feel further support is needed.
http://raisingchildren.net.au/survey/TakeSurvey.asp?SurveylD=30K493216891G

It will be useful to follow up on this initiative for further feedback

Further comments and discussion with McCormack in response to my request for his
impressions of the HCWA provisions revealed that there is a need for more clarity
around what the HCWA package offers. Choices are difficult if consumers do not
know what is available. For many families the paperwork and personal research
required to make use of the resources and funding package is very burdensome. It is
likely that some families give up trying to access the support available because they
cannot cope with the bureaucratic nature of the pathways. Parents often need a
dedicated advisor or mentor to help them through this process. While this role may
be filled by an Autism Advisor, advisors themselves are not always clear and well
informed about resources and availability. '

2.1.3 Survey of Autism Advisors

Background

in order to obtain the views of Autism Advisors about the HCWA package and their
experiences with providing advice to parents, a purposed designed electronic survey
was developed specifically for Autism Advisors.

Survey Instrument
The survey was developed by the project team to focus on the key questions asked
of the peak bodies and to obtain more specific information on the experiences of



Autism Advisors who have regular contact with parents of new diagnosed children
who are accessing the HCWA funding. The first section of the survey obtained
demographic information from the advisors regarding their location, length of time
as an advisor, professional background, specific training and affiliations. Closed
questions with fixed responses were used in this section. The second section elicited
information about their roles and experiences as Autism Advisors. Specifically
information was sought about the time spent with parents, adequacy of their
preparation for the role, adequacy of the HCWA funding, evidence behind the
interventions provided, concerns about any current eligible interventions, need for
other interventions currently not funded, issues experienced by parents in accessing
services, and operationalisation of package, funding and criteria for service eligibility.
Both closed questions with fixed responses and open ended questions were used in
this section. In the final section, Advisors were asked their perspectives about
parents’ needs and satisfaction with panel providers, parents’ informational needs
and concerns. Both closed and open ended questions were utilised. See Appendix 2
for copy of the survey. The survey was piloted with several advisors prior to
finalisation and deployment.

Procedure and Analysis

A link to the survey was emailed to the list of Autism Advisors across all
states/territories in Australia that was available to the project team and to the state
autism associations, who were asked to forward this to their advisors. This dual
pronged approach aimed to capture as many advisors as possible. While it is not
clear how many people received the survey, we understand there are 58 Autism
Advisors across the country. Advisors were asked to follow a link to the electronic
survey using the Zoomerang electronic survey software (www.zoomerang.com).
Advisors were asked to complete the survey within two weeks. A follow up email
was sent two weeks later to encourage further completion. There were 53 visits to
the site while the survey was open. In total responses were received from 29
Advisors, revealing a 50% response rate. Data collected from these surveys was
anonymous. Descriptive statistics (frequencies and percentages) only were used to
summarise the data. Open ended questions were analysed using content analysis
after two researchers read and summarised key findings and identified emergent
themes.

Results

There were 29 responses to the survey from Advisors across all 8 States and
Territories, with the majority of responses from NSW (25%) and Victoria (25%), with
14% each from South Australia and Western Australia, and 7% each from
Queensland and ACT.

Demographics
The Autism Advisors provided information that alleviates some of the concerns

expressed in the Peak Bodies Survey, about the professional backgrounds of staff
members who are currently employed to provide early intervention services to
children with autism. According to the Autism Advisors Survey, Advisors come from
a variety of backgrounds including teaching and psychology, occupational therapy




and early childhood. Other professional backgrounds represented 46% that were

not listed included counseling, social science, disability studies, speech pathology,

human geography and community development, family support, communications,
art therapy, information management and a parent. See Table 1.

Table 1: Professional Backgrounds of Autism Advisors survey respondants

Professional Background Number Percentage
Teaching ‘ 9 32%

Early Childhood 2 7%
Occupational therapy 1 4%

Speech pathology 0 0%
Psychology 8 29%

Social work 0 0%

Other 13 46%

Autism Advisors were also asked to provide information about their experience and
expertise in the field of autism. One of the major concerns about the eligibility
criteria for Autism Advisors is the perceived limited expertise and experience of
many of the staff members employed by panel providers. According to the survey
results, over 50% of the Advisors surveyed had more than 2 years experience as an
Autism Advisor and over 90% had been working in the field of autism for more than
2 years. This indicates that the majority of the professionals who completed the
survey have at least a basic understanding and knowledge of the disorder. Almost all
of the Advisors surveyed have been involved in professional development activities
related to autism, including specific workshops, seminars and conference and were
affiliated with state-based autism organisations. With only 4% of Advisors affiliated
with a sole provider, the remainder (96%) were employed by Autism Associations.
The majority of Advisors felt very well prepared (64%) or prepared (36%) for their
role as Autism Advisors.

Service Provision :

According to the survey results, the majority of Advisors (54%) felt that the needs of
the children with autism were being well or very well met by the current funding
packages, while 43% felt the HCWA package was only adequate in meeting parents’
needs. They felt that urban families have access to a range of services and their
needs are generally well met. However the needs.of some rural and remote families
were perceived not to be adequately met. They reported that for these families
there is a lack of services, limited choices for service and long waiting lists.
Additional funding was reported by advisors as needing to be allocated to provide
home visits, workshops or group work, information and training for parents, as well
as respite and crisis support.

Many Advisors felt that children diagnosed at a later age are disadvantaged and their
needs are not being adequately met. There is concern about the length of time taken
for parents to obtain a diagnosis because waiting lists for paediatricians are too long




and GPs need more training to recognise symptoms. The quality of some services
offered to families was considered inadequate, especially some questionable
treatments, poorly trained and inexperienced panel providers, with some families
being described as being “ripped off”. It was suggested that FaHCS!IA set more
rigorous standards for eligibility of panel providers, especially in term of staff
qualifications and experience, and monitor services once they are approved to
ensure consistent quality of intervention.

Advisors were asked to comment on whether current eligible interventions reflect
evidence-based intervention practices in early intervention for children with autism.
Most Advisors felt that the majority of current eligible interventions reflected
current guidelines for evidence-based intervention adequately or well. However,
only 4% of advisors felt that current services reflected these guidelines very well.
Perhaps more effort needs to be made to address this issue. See Table 2.

Table 2: How well do most eligible interventions reflect current best evidence on
effective early intervention for children with ASD?

Evidence-based intervention Number Percentage
Very well evidenced 1 4%

Well evidenced 16 57%
Adequately evidenced 10 36%
Inadequate evidence 1 4%

Very lacking in evidence 0 0%

Advisors were also asked to comment on whether parents were kept informed about
the level of evidence for eligible interventions. Advisors overall felt that parents are
sufficiently provided with information about the level of evidence-base for eligible
services. However, the amount of information provided is often dictated by the level
of parent interest, and that it is the responsibility of service providers to advise
parents on this matter.

Over 50% of Advisors indicated specific concerns over some of the currently eligible
services, especially over the way in which some services provide intervention that
was not in accordance with their original agreement with FaHCSIA. According to one
Advisor, some services “lure” families with eligible services and then market non-
eligible interventions. Advisors would like to see stricter reviews and guidelines with
service providers having to meet certain standards, qualifications and demonstrate
evidence behind their practices. This is in line with a request from Peak Bodies.

Advisors were invited to suggest additional interventions that should be funded by
FaHCSIA. The most commonly requested additional services were physiotherapy and
music therapy, especially if presented as part of a multi-disciplinary program. In
terms of programs that should no longer be funded, advisors felt the need for all
services provided by panel providers to be closely monitored to ensure that they
meet current research standards in providing evidence-based intervention.




Autism Advisors were asked to comment on possible issues that made it difficult for
parents to access eligible services. There were a number of issues that affected
service delivery, especially in rural and remote areas. The major concerns included
locality of services and the distance parents sometimes have to travel to access
these, the availability of trained and experienced professionals and the waiting lists
attached to some services. In addition, advisors indicated that language barriers, the
difficulty parents have in navigating services through FaHCSIA, lack of appropriate
case management, social issues and poor time management also impacted on how
parents are able to access appropriate services. See Table 3.

Table 3: Issues that impede access to eligible services

Issues Number Percentage
Locality/distance 27 96%
Cost 20 71%
Waiting lists 25 89%
Availability of providers 26 93%
Lack of adequate resources 5 18%
Family finances 17 61%
Other 5 18%

There was general consensus among the Autism Advisors that families should be
able to access a range of service options and that the current list of interventions is
adequate for most families and adheres to the necessary criteria outlined by
FaHCSIA. The criteria outlined by FaHCSIA suggest that eligible services should be
well structured, organised, regular and predictable and focused on specific
objectives. They should be well managed and focus on children’s attention,
compliance, imitation, language and social skills and provide a supportive teaching
environment to maximise early learning. Services should also have an ASD specific
content and focus. Over 70% of Advisors felt that the majority of eligible services
adhere to these criteria well or very well. More than 70% felt that the eligible
services provided ASD specific content and focus, 64% felt that eligible services
provided appropriate functional approaches to problem behaviour and attention to
communication skills and collaborative planning with families.

Parent Needs

According to the Autism Advisors surveyed, the majority (96%) of parents make
contact with Autism Advisors within two months of diagnosis. Once referred,
families have a range of needs to be addressed. All families require information
about services within their local areas, with most families also wanting information
about how to choose the most appropriate services, cost of services, general
information on autism and how to access govt services. In addition, some families
wanted access to resources, information on financial support, preschools, respite
and information about how to access grief counselling. See Table 4.

Table 4: Parent needs from the autism advisors on initial contact




Parent Needs Number Percentage
Emotional support 22 79%
Information about ASD 23 82%
Information about Government 22 79%
support

Information about parent support 15 54%
groups

Just need to chat 22 79%
Information about accessing right 24 86%
services '

Information about services available 28 100%
Other 7 25%

Advisors reported that parents’ information needs reflected need for information
about services in their locality (93%), which intervention is right for their child (89%),
cost of services (56%), local autism associations/support groups (52%), other
parents’ experiences with services (52%), websites (48%) and evidence base of
interventions (30%).

The majority of Autism Advisors (85%) felt that parents are typically able to find the
services they want in their local area and that parents are somewhat satisfied (70%)
with the list of eligible interventions currently available. Most parents are very
satisfied with speech therapy services, occupational therapy, home-based
interventions and services offering a multidisciplinary approach. Families are most
satisfied when they feel that they are getting value for money and are supported by
therapists who have their child’s interest at heart.

However, rural families reported problems accessing services, a lack of choice and
long waitlists, having to travel long distances to find appropriate interventions. Some
parents are frustrated that their therapists are not recognised as eligible service
providers and so they are unable to spend their HCWA funding on these services.
Some families have expressed dissatisfaction with the cost of the services charged to
FaHCSIA clients.

Advisors felt that parents’ needs post diagnosis were being met adequately (67%) or
very adequately (19%) by the HWCA eligible interventions. A number of possible
improvements to the Early Intervention Operational Guidelines were suggested by
autism advisors, in consultation with parents. These included:

* afocus on collaboration between all service providers and parents to ensure

each child maximises potential,

¢ improved complaints process,
regular update of all information in Guidelines
all documentation to be simplified and less ambiguous,
monitoring of costs of FaHCSIA funded services
clarification of relationship between providers and consortium members.

Overall, Advisors felt that interventions currently funded and the whole funding
process met the needs of children with ASD and that families are generally satisfied




with services provided. Most dissatisfaction stems, and problems arise from service
providers who do not provide the quality of intervention they claim or who do not
adhere to the current guidelines for service provision. Advisors felt strongly that
there should be ongoing monitoring or auditing of all panel providers to ensure
quality service provision according to the guidelines.



Part 4: Conclusions & Recommendations

In this section: :
| = Summary and recommendations in relation to issues raised by

stakeholder and issues raised by FaHCSIA
=_Recommendations re process and operationalisation of principles of

good practice (2006 review)
l -__Recommendations about the application and assessment process
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Recommendations re applications of revised process for future based on the dot
points and deliverables (see beginning of this document for restatement of these)
and stakeholder feedback.

Issues highlighted in stakeholder ffeedback{: et Comment [cwi]: PerhaPS:real}i this
“““““““““““““““““““““““““““““““““““““““““““““““““ . listinto issues directly related to the
quality of the Early Intervention Services

° Need for evidence based intervention ‘| provided and Issues more operational or
e affecting structure of the Ef component

. Need for multidisciplinary teams of HCWA ~ case management, additional

. Need for evaluation and monitoring funding ete ‘ :

. Need for experienced qualified staff, & ongoing staff development.

[ Assessment and ongoing monitoring of panel providers

] Remote rural & regional

issues raised by FaHCSIA

Dot points

{ Formatted: Font: Not Bold ]

Issue 1. A commitment to providing evidence-based hnterventiorﬂ ,,,,,,, Comment [cw21: Suggest humbering
T of issues and recommendations to enable
| easter reading and identification..

¥ e { Formatted: Bullets and Numbering )
- Approval and funding for evidence-based interventions only

Funding only for services that are evidence-based, goal-directed and
collaborative with families.

R e { Formatted: No bullets or numbering )
- e { Formatted: Font: Not Italic )
Relevant criteria ferthat interventions arete-be evidence based and meet good
practice guidelines need to be tightened up and made specific in the application
process. (See operationalisation of good practice guidelinespgx)., . { Formatted: Font: Italic ]

(Note that pRarents and providers may choose non-recommended and non-evidence
based intervention programs for their children but will have to fund these
themselves).

These following recommendations are designed to facilitate a process for keeping up
to date with the considerable literature on treatment/intervention which will




continue to emerge overtime, and which will necessitate regular updating of the list
of evidence based treatments.

R et { Formatted: Indent: Left: 0 cm ]

al- . Engage a consultant (person -or panel) to check the autism intervention
research literature (post the 2011 review) and report every 6 months on any new
studies of interventions with acceptable methods, which should be considered for
approval for, or removal from list of funded programs.

This can be done by setting up automatic links to data bases to trigger notification of
new/current autism intervention related publications e.g. ? Psychinfo etc.

If a University based panel is employed the links should be automatic. Failing that

EACS-FaHCSIA will need to finance this process,

Hand searchesarealsopossible, _.-~~{ Formatted: No,underline )
While this will be a cost to HEWA-FaHCSIA (probably small) it is likely to save { Formatted: No underline )
wastage of funding on useless or harmful treatments in the longer term, and to -

reduce stress for FaHCSIAAES staff having to make decisions on questionable

applications.

Note that data from the last 10 years shows increases in"publications on autism; for
example in pubmed publications increased from 3000 to 11000, underlining the '
need to keep abreast with emerging literature.

FaHCSIA needs to be clear with applicants that intervention must have valid scientific
evidence (Type 1 and or type 2) and principles of good practice indicating that this
treatment will make a difference to autism in cognitive, adaptive, social behavioural,
communicative development etc. as listed in modified current sections on this in
FAHCSIA application document.

Issue 2 - Provision of a multi-disciplinary approach to service provision, with a A { Formatted: Space After: 0 pt )
focus on collaboration with families

-_Focus on services providing collaborative planning between families and multi- «----=-{ Formatted: Bullets and Numbering )
disciplinary teams, _..{ Formatted: Font: Bold, Not Italic |

Acceptance of sole providers has negatively impacted on multi-disciplinary

intervention focus, ) ) _..-{ Formatted: Font: Bold, Not Italic |
_ NI R

Suggestions for physiotherapy, music therapy if part of a multi-disciplinary

apPrOaCH, { Formatted: Font: Not Italic }

The initial requirement that providers form a multidisciplinary collaboration in line
with recommended principles of good practice, was relaxed in 2010 because of the



difficulty this presented to families in remote rural areas of Australia. Feedback
suggests this change has had a negative impact on multi-disciplinary practicenet
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Family involvement is a recommendation for good practice (see pg x) and should be
specifically addressed in applications,

Issue 3 - Agreement to a system of ongoing monitoring and evaluation of services,

=__Develop a set of standards to ensure the quality and consistency of service o { Formatted: Indent: Left: 0 cm,

providerg Hanging: 0.63 cm, Space After: 0 pt
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More accountability of service providers; all services to be accountable and
transparent in the selection and delivery of services, | --{ Formatted: Font: Not Italic

Consortiums should be monitored and guidelines inplace, | --{ Formatted: Font: Not Italic

Quality assurance framework still not completed,
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Complaints process in place and better accountability for service providers
Concern aboutre lack of supervision and ongoing monitoring and evaluation of
service providers is a recurrent theme in the feedback from stake holders,

Recommendation 3 - -suggestingstronglythat tThere needs to be monitoring and { Formatted: Font: Bold )

proposed. :

Issue 4 - Employment of service provider staff members with experience and
expertise in autism, and provision of ongoing training-.

addressed
= __Advisors must have experience and expertise to ensure consistency and accuracy

of information to families

= Lack of experience and expertise in autism among service providers should be ~ < { Formatted: Bulets and Numbering )

The lack of experience and expertise among service providers including autism

advisors is a recurrent theme in stakeholder feedback. n-line-with-princinlesofgood
practice

Recommendation 4- All staff delivering the early intervention services and programs ___.--{ Formatted: Font: Bold )

Issue 5 - The need to improve the current procedures for the assessment and
ongoing evaluation of eligible panel providers.




1-2 dot points from stakeholders — using some of sentences below?

Stakeholders expressed great concern about the lack of ongoing monitoring and
accountability. This is an essential requirement in order to ensure the quality and
consistency of service provision. There was consensus that any evaluation and
monitoring process would be most effective if undertaken by independent
consultants, with experience and expertise in autism.

We conclude with suggestions regarding the monitoring and follow-up of provider
programs to ensure fidelity of treatment and to check any changes to staff or
programs from the original granting of eligible provider status.~

Res mppehdations vr\rr—\vhhnrx monitoring and-follow-us offund A intaryantione
RAS) EoH- e - THOTH H- > S mARs CASTRAIACA R

Many respondents to the survey have noted that once treatment has been funded,
there is no follow up surveillance to ensure that interventions are proceeding as
proposed, that approved provider -staff have remained consistently engaged, that
the program is multidisciplinary, and that the progress of the children in the domains
specified for attention have been assessed to monitor improvements.

Recommendation 5 -\We-recermmend Qengoing monitoring and reporting from { Formatted: Font: Bold

providers covering the above noted principles, and submission of regular reports
to FACsaHCSIA. This could be monitoring in vivo by a person on the ground, or a
guestionnaire, or parent survey.2? abeve-principlesin-the-demainsspecified-foron
the pround-ora-guestionnatre,-orparent-survey?

Issue 6_- Rural/Rremote

- 4-nen e { Formatted: Bullets and Numbering

Long waiting lists and limited services in rural and remote regions — leads to lack
of choice and higher fees

- __Changes to guidelines for rural and remote families — extra funding and change
rules for purchasing resources

Access to appropriate services and travel costs to access service

Stakeholder feedback highlights inconsistent service experiences across the different
geographical areas, especially a lack of appropriate early intervention services, which
forces families to accept what is available rather than what they really need.

Recommendation 6 - Consider the advantage and feasibility of telehealth, _,,,-/{Formatted: Font: Bold

Issue 7 - Case management byfor autism advisors‘



Need for case management

= Need for some guidance for families to assist them to best utilise their funding
allocations

-__Role of autism advisors should be expanded to include brokerage advice and

support for families.

There was discussion from stakeholders about the role of autism advisors. It was felt
that the role could be expanded to include more of a brokering role, enabling
advisors to offer guidance to families to best utilise funding allocations and to offer
family support.

stakeholders but suggesting more investigation

Operational issues raised by stakeholders
Issue § - Communication

~——It was felt among the Peak Bodies that the current Guidelines were clear but
should be regularly updated.

=__FaHCSIA website should be regularly updated

=__Need to provide clarity around development of individual service plans and
guidelines around purchase of resources

-__Ensure families and advisors are informed about range of services to assist them
to make informed choices

=__Update website and keep central records for better access for families and service

providers

=__Access to and availability of FaHCSIA staff often limited

-___Changes to Guidelines not always well disseminated

-__Lack of awareness of the funding package - needs to be more widely publicised

~__Improved communications between FaHCSIA, advisors, service providers and

families — especially around changes to guidelines
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Ritisecommendation 8.1 - ed that FAHCSIA circulates a list of approved ,,,«—(Formatted: Font: Bold
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clearer and more universal communication to all stakeholders. )
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on request. FaAHCSIA can refer callers to these sites, to help applicants to follow the
rationale for decisions on acceptable interventions and this outline can underpin

FAHCSIA staffresponsestocallers. T { Formatted: No underline

Rules and guidelines for FACS staff to underpin decision making on program
approval.

e Must conform to published guidelines in FACS docs. And must clearly
demonstrate how conformity.to guidelines will be shown throughout the
intervention and how this will be monitored.

e When in doubt refer to consultant.

e Full details of all providers re. status, professional experience, and
competence in the autism field required (need to keep in mind that both the
intervention and the provider(s) have to be scrutinised)

o Full details of the program offered including all personnel, all components of
intervention, time frame, setting, fees/charges, multidisciplinary input, and
details of adherence to clinical guidelines,

Issue 9 - Fees & funding process

Dot points?

{The issue of the current fee structure was widely discussed as problematic, with
inconsistencies in fees and inadequacies in funding packages to provide intensive
intervention. The current cut-off age for funding at age 7, was considered to
disadvantage children, who may for any number of reasons, not be diagnosed early
enough to access the early intervention funding packages.

Recommendation 9 - 27

Issue 10 - Current funding levels inadequate for intensive services

Recommendation 10 -Recommend- FaHCSIA clarify restate/promotefeation—e the
intention of HCWA Early Intervention fer-funding te-betntended-to be contribution
(see pgx)

issue 11 - Conflict of interest

Where advisors are also service providers- conflict of interest and unable to
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Conflict of interest issues arise when advisors are also service providers.

R e { Formatted: Space After: 0 pt

There was also concern that some aAutism Aadvisors were also service providers,
presenting a conflict in interest and therefore unable to offer unbiased advice or
information to families.

Recommendation 11 - ??? FaHCSIA to promote and darify existence of conflict of .- { Formatted: Font: Bold

interest policies that Autism Advisors are required to have???

Delays in availability of some interventions
Some families disadvantaged — non-English speaking, indigenous families

Need for process to remove hon-conforming services

Issues raised by FaHCSIA

Use of funds for diagnosis
Diagnostic assessment is not the same as assessment for program development and
should therefore not be funded as part of this package (see pg x)

1:1 versus group intervention

small group intervention may be acceptable however staff child ratios should not

exceed 2:6 and each child must have an Individual plan (IP). Generally group session

fees would be expected to be less than 1:1 session fees. A range of costs should be

provided as acceptable for funding. It would be a good idea for FAHCSIA to put info

re fees and charges on website, then services can be compared to each other.
Group fees should be less than 1:1.

Individual plans, assessment, goal setting, evaluation and review
Individual plans are fundamental to effective intervention. See appendix X for a
resource that may be useful for planning (Planning Matrix)

Interventions targeting one domain only versus comprehensive interventions

It should be made clear to families whether an intervention is specific to one domain
of functioning or comprehensive. As the total funding package is not adequate for
the provision of comprehensive intervention, comprehensive or domain specific are
both appropriate provided the family is making an informed choice.

Generic early intervention versus autism specific _..--{ Formatted: Font: Calbri

Jt cannot be assumed that generic early intervention will meet principles for good _...~{ Formatted: Font: Calibri

practice in autism unless evidence for efficacy for ASD has been demonstrated.
Unless research indicates a generic intervention is effective for autism it should not
be funded under this package. FaHCSIA may wish to consider exceptions in particular
circumstances, e.g. isolated families where no ASD specific intervention is available. -
Generic allied health versus autism intervention

As above. [t is important to note that training in speech pathology, psychology or




occupational fherapy per se does not qualify therapists to work with children with
autism. In addition these services are more appropriately funded through medicare.



Recommendations re Process

Operationalisation: Key elements of effective programs

Key element Yes, no or unknown?
ASD specific curriculum content
supportive teaching environment
generalisation strategies
predictability and routine
functional approach to CBs
transition support

family involvement

visual supports

intensity

multidisciplinary collaborative

From Roberts & Prior (2006) with additional comments regarding
operationalization

Curriculum Content

FaHCSIA should be satisfied that the service addresses one or more of the key
features of autism spectrum disorders:
e Communication
» Social interaction
* Repetitive behaviour and/or restricted interests
Associated features of autism can include:
* consideration of sensory processing difficulties (though this is not
adequately addressed via sensory integration therapy or multi-sensory
rooms)

* anxiety
e intellectual disability/learning difficulties

Questions to ask include:

e Which of the key features does this intervention address?

¢ Which of the associated features does this intervention address?

* How does the intervention cater to the learning characteristics of children
with an ASD, including need for organisation and scheduling, teaching
across settings and people, individualisation of teaching materials and
curriculum, use of visual supports and using strengths and interests?




Supporting the need for highly supportive teaching
environments and generalisation strategies

FaHCSIA should be satisfied that the interventions provided include an appropriate
staff to child ratio (ideally no more than 6 children with 2 staff). Service providers
should be able to describe how they systematically help children to generalise
content of the intervention to other settings (e.g. parent training and information,
sharing information with childcare providers, providing services outside
traditional clinic based settings).

Questions to ask include:
o What s the staff to child ratio for group programs?
e How do you ensure that skills taught in one setting are generalised to the
home and community settings?

Supporting the Need for Predictability and Routine

FaHCSIA should be satisfied that service providers are addressing the need for
predictability and routine by establishing routines within sessions supported
visually where appropriate and by supporting families and other settings to
maximise the use of visually supported routines, social interactions, communication
and behaviour strategies.

Questions to ask include: ‘
e How is predictability and routine supported during sessions?
e How are parents and other carers supported to establish routines and
predictability in other settings?

A functional approach to challenging behaviours

FaHCSIA should be satisfied that all service providers use a functional approach to
challenging behaviours, including ecological management and analysis to
determine the communicative function of the behaviour and teaching appropriate
alternative behaviours, Punitive measures, such as exclusionary time out,
withdrawal of privileges and other forms of punishment are not appropriate
behaviour support techniques for children with autism. Obsessions and rituals may
be an underlying function of some challenging behaviours, however, however these
behaviours may have a positive function for the child in regulating anxiety and
may also act as a powerful source of motivation and reward.

Questions to ask include:
e How are challenging behaviours addressed during intervention sessions?
e What methods are used to support parents and other carers to prevent
challenging behaviours and to support alternative appropriate behaviours?
e How are obsessions and rituals addressed?

Transition Support



FaHCSIA should be satisfied that service providers adequately address transition
where appropriate. Transition supports for children with autism can include
assisting the child to learn appropriate school readiness skills, collaboration and
communication with new settings (e.g. schools) about the child’s current skills and
needs, and actively supporting transition to a new environment through visits,
visual supports and stories where appropriate.

Questions to ask include:
* How does the service support transitions to new settings?

Family involvement

FaHCSIA should be satisfied that all service providers involve families to the extent
that the family wishes and that families are involved in and supported to make
decisions about their children’s goals. Families should also be supported to utilise
strategies taught as part of the interventions at home and to be empowered to
encourage their children’s communication, social interaction and to manage
behaviour effectively at home and in the community.

Questions to ask include:

¢ How does the service involve families in setting goals for their children?

» How does the service involve families in evaluating their children’s
progress?

* How are families supported to'continue intervention strategies at home and
in the community?

* What steps are taken to ensure that families can support their children’s
communication, social interaction and behaviour (as appropriate) at home
and the community?

Use of Visual Supports

FaHCSIA should be satisfied that services are using highly supportive teaching
strategies and supporting predictability and routine during intervention settings
and that these strategies are also encouraged and supported in other
environments. One of these strategies is the use of visual supports and this should
be encouraged in most settings.

Questions to ask include:
s What strategies are used to provide a supportive teaching environment and
to encourage predictability and routine?
o What role do visual supports play?

Multi-disciplinary collaborative approach

FaHCSIA should be satisfied that children receiving the HCWA Early Intervention
assistance funding are able to access services that are multidisciplinary and
collaborative (programs are provided by a number of individual service providers,
such as speech pathologists or teachers, who communicate and collaborate with
each other to develop goals, provide intervention and evaluate progress) or




transdisciplinary (programs are holistic, developed by a team of professionals but
delivered by a single provider working across disciplines). Collaborative
multidisciplinary and transdisciplinary approaches ensure that all areas of need
seen in children with autism can be adequately addressed.

Questions to ask include:
e Which disciplines (SP, educator, OT, psychologist) are directly involved in
service provision for individual children?
e Ifthe service is a single discipline service, how are collaborative links made
with other disciplines providing services for the child?



Recommendations for the application process.

Current practice for assessing eligibility for provider panel membership:
A very wide range of treatment proposals, many of which have no documentation of
an evidence base, have been received.

Applicants for provider status complete a form which involves the documentation of
their current experience and qualifications and the components and methods of
provision of proposed interventions, These must comply with the sets of criteria
provided by FAaHCSIA and which are based on the guidelines for best practice as
published in 2006 and summarized in the application form. These proposals are then
screened by FAaHCSIA staff to assess whether they fulfil criteria and are suitable to
be classed as eligible for funding.

There is great variation in the content, detail, attention to criteria and
comprehensiveness of the submissions, making it difficult for FAaHCSIA staff to
judge whether the interventions will provide effective early intervention which will
improve outcomes for children with autism, including reducing dysfunctional
behaviours characteristic of autism and which are therefore suitable for funding.

We are therefore recommending specific changes in this process to underpin a more
effective process of application and assessment, encompassing a smoother, more
detailed and systematic adjudication.

APPLICATION PROCESS:
Suggested changes to the current form as supplied by Fascia, in particular;
PART 5, ESSENTIAL CRITERIA:

Criterion 1. .
What is listed here are not services but domains of development. This needs to be
rewritten in more specific terms? (See below in reference to Criterion 2)

Criterion 2.

This is too loose and vague in dot point 2. Need to define what counts as ‘overall
well-being’.

This could be replaced with a set of core measures which cover: “documented gains
in development in social, communicative, cognitive, adaptive, play, self care areas,
and in improvement in problem behaviour areas” .

Applicants should incorporate information on what measures will be used to
demonstrate change within and across those key areas, and how improvement will
be operationalised and quantified for individual children (e.g. signs of language
development, turn taking in play, decrease in repetitive behaviours etc.).

Criterion 3
List of measurable outcomes also needed also in Criterion 3.

Emphasis should also be given to the requirement for multidisciplinary inputs
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A current problem is that treatment is not being monitored. So the intent to monitor
should be clear and at least random sample audits should be done (like the tax
office). (see below for final recommendations)

Criterion 4.

Re: registration of allied health practitioners

Note that registration for psychologists has now become national rather then state
based so Criterion 4 needs updating to reflect this. Also note that OTs are going
national by 2012 (and Paeds KW?) not sure about SpPaths.

Requirements should include that all professional staff in services are deemed
eligible to be providing interventions, not just the applicant providers.

More documentation of how students in training in any program will be involved and
supervised, as well as fees/charges for student input is needed.

Second sentence in this Criterion and appended points should read:
Please submit a list of the skills, qualifications, and type and length of ASD
experience for all personnel providing early intervention, including certification and
licensing, and professional affiliations.

| The multidisciplinary nature of interventions should be specified, with detailed
information provided on how this will be achieved

i Recommendations re FaAHSCIA operations in assessing provider applications in
the future.

b). A recommended script for FaHCSIA staff to refer to, in drawing attention to the
methods and rational leading to approval standards for stakeholders who contact
the department. }

In problematic or unclear cases, the submission could be referred to the panel as
described above, for advice on treatment validity and funding suitability

Examples: Questions for callers asking about the status of a particular
intervention

1. Have you consulted the FAHCSIA web site regarding our approved standards
for funded interventions? If not, please do so before proceeding further so that
you can understand the criteria for decisions about treatment proposals. Your
proposal needs to address these standards specifically and in detail

2. Is your proposed intervention listed in the FACS site containing list of funded
interventions?

If not, can you provide scientific evidence for the effectiveness of your proposed
intervention (anecdotes and testimonials, newspaper reports etc. are not
acceptable, single case study reports must be multiple and conform to evidence
standards);

(refer to outline of review methods and standards noted above when
documenting evidence).



If the answers to these questions are No and you wish to make a submission on
the basis of evidence you have available, your submission should be consistent
with the standards set out in the outline of review methods, and should include a
copy of the report of the published evaluation of the intervention if available.

Submitted Evidence to be vetted by FAHCS IA (*or preferably by consultant
noted above) before making decision.

Notes
| Margot? Also note-FACS FaHCSIA regulations from their introductory information

for potential providers which we looked at on Tuesday and resolved to convert
into a checklist



