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Summary

The Brotherhood of St. Laurence (BSL) welcomes the opportunity to respond to the NDIS consultation on
Interventions for Children on the Autism Spectrum.

BSL welcomes the stated intention of the proposed changes —i.e. to streamline and create certainty and
consistency for participants and their families and carers through a ‘focus on what should constitute
reasonable and necessary early intervention supports for children on the autism spectrum’.

While we generally support the identified principles and standards and suggest the standards could be
usefully elevated to guidelines, we ask the Agency to identify how the standards will be implemented and
monitored.

BSL does, however, hold concerns about the model of budget allocation, the rationale for it and the
process undertaken to implement the changes. In addition, we are concerned that this model implies that
children with autism require a separate model of service provision, and believe that is inequitable and
against the Principles of the NDIS Act.

BSL recommends that NDIA:

1. Clarify how Independent Assessments (IA) will translate into the levels identified for children
with autism, and how the IA and planning process will be undertaken.

2. Pilot the proposed IA and planning process for children on the autism spectrum to ascertain its
effectiveness and impacts.

3. Remove the association of funding levels with a specific diagnosis.

4. Halt work on the proposed interventions model and funding for children on the autism
spectrum, in line with the IA process, to allow time:

o toincorporate changes and any developments to the process resulting from the IA trial
and Minister’s consultations; and
o to undertake a trial of the proposed model for children on the autism spectrum.

5. Clarify the basis for the proposed funding model, including age-based categorisation, and
provide data on dual diagnosis and plan budget utilisation as an evidence base for funding
levels.

6. Undertake a more comprehensive consultation with families and carers, and with providers, to
develop a model that best meets the needs and goals of children on the autism spectrum, in
line with Scheme principles and intent, and with ECEIl reset recommendations.

7. Develop tools and resources, in collaboration with families and carers, and providers, to
support families’ and carers’ decision making and understanding of the autism interventions
and supports.
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1 Introduction

The Brotherhood of St. Laurence (BSL) welcomes the opportunity to respond to the NDIS consultation on
Interventions for Children on the Autism Spectrum.

Our response is underpinned by our commitment to ensuring the NDIS lives up to its transformative
potential for people with a disability, their families and carers, and the wider Australian community. We
provide feedback designed to ensure the aims of the proposed reforms are achieved, based on a deep
understanding of the strengths and risks of proposed actions, informed by the experiences of people with
disability and their families, and BSL staff. BSL welcomes the stated intention of the proposed changes —
i.e. to streamline and create certainty and consistency for participants and their families and carers
through a ‘focus on what should constitute reasonable and necessary early intervention supports for
children on the autism spectrum’.

However, we hold concerns about the model, its rationale, the budget allocation and the process
undertaken to implement the changes. In addition, we are concerned that this model implies that
children with autism require a separate model of service provision.

BSL sees this Autism model as a further demonstration of the broader ambition for change of the NDIS
currently being stepped out pre-consultation, by the NDIA. We believe that these changes essentially
change the intent and vision of the NDIS and its principles of choice, control, independence, participation
and person-centred support.

Without a trial of the proposed Autism model, it is difficult to ascertain its effectiveness, impacts and
outcomes. BSL recommends that NDIA halt the implementation of the model for interventions for
children on the autism spectrum, to allow time to test and review the model.

Our submission draws on consultations with BSL staff delivering Local Area Coordination and Early
Childhood Early Intervention services, and participants in the Scheme, and previous submissions made to
the recent consultations on the introduction of Independent Assessments (lA) for access and planning
(Brotherhood of St. Laurence 2021a), and the Early Childhood Early Intervention (ECEI) reset
(Brotherhood of St. Laurence 2021b).

Regarding the proposed model for Reasonable and Necessary Interventions for Children on the Autism
Spectrum, we are responding to questions under two of the key consultation areas identified in the
paper:

e Consultation Area 2: Reasonable and Necessary

e Consultation Area 3: Supporting Parents and Carers to Exercise Choice and Control
Additional comments are provided on issues identified through our consultation process.

A note on terminology: The BSL consultations identified differences in preferences for the terms
‘person/child with autism’ and ‘autistic person/child’. In this submission, we’ve used the term ‘child on the
autism spectrum’ in line with the consultation paper.
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2 BSL responses to the consultation paper
Consultation Area 2: Reasonable and Necessary

Questions 4-5: Principles and standards

BSL generally endorses the key Principles and Standards identified in the consultation paper as a guide to
the provision of support and intervention for children on the autism spectrum. We suggest that the
Standards may be useful as a baseline for service delivery and could be elevated and developed into
guidelines.

However, several issues in relation to the Principles and Standards and their utilisation were identified
through our consultations. We raise the following for consideration:

e There is insufficient focus on a strengths-based approach in the principles and standards. While the
consultation paper acknowledges the core principle of Holistic Assessment which recognises the
importance of an individual’s strengths, challenges, goals and preferences to developing intervention
targets that are meaningful to the child and family, this is not reflected in the proposed model and
process for supporting children on the autism spectrum and their families and carers.

Families and carers, and ECEl and LAC staff were concerned that the proposed changes were based on
a deficit model of autism and provision of support—for example, by implying that behaviours and
characteristics need to be ‘fixed’.

This is a criticism that family members have suggested could be directed at much of the approach of
the proposed reforms.

o There is little discussion of family-centred practice. Although it is included in the core principles
identified as important to interventions for children on the autism spectrum, this importance is not
reflected in the Standards and Principles.

e The principles and standards are open to interpretation and are subjective. For example, Principle 1,
which refers to ‘a good understanding of autism’. This principle may need additional description and
qualification in line with the current evidence base.

Similarly, principles 5 and 6 refer to interventions that ‘work’. People queried what this means in
practice, and that what works for one person may not work for another.

BSL also suggests that these principles and standards should apply to service provision and support for
any child with disability. We are concerned that the model separates out children with autism from the
rest of children with disability and creates a separate pathway and model of funding, as we discuss below.
In our submission to the Early Childhood reset, BSL suggested the concept of ‘a plan for all’ using NDIS
Early Childhood Services (Brotherhood of St. Laurence, 2021b). Such a plan would support a better
experience for participants and families, as it could be used differently as needs change. A plan might
include funded supports and could minimise the concept of transition as it would apply before, during and
after the provision of NDIS EC services. We believe this concept should apply to children on the autism
spectrum as for all children, and potentially all people, with disability.

We also hold concerns about how the Standards would be implemented and monitored, and suggest this
be clarified. BSL supports the development of an auditing, or similar process that would ensure
compliance with the standards through checks and balances.
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Questions 6-7: Explanation of ‘reasonable and necessary’

BSL staff and family members we consulted noted that the examples of reasonable and necessary
supports are not particularly useful. They found the language used was problematic, reflecting a deficit
model approach to provision of interventions and support.

BSL suggests that rather than the proposed examples, case studies could be co-designed with parents and
providers and reflect a range of scenarios where a clear decision is made and explained.

Questions 8-10: Indicative levels of funded support for children on the autism
spectrum

The consultation paper outlines the feedback the Agency received from participants about the ECEI reset,
and highlights people’s concerns about the lack of clarity on how decisions are made on what are
reasonable and necessary early intervention supports. We acknowledge the Agency’s intent to address
these concerns, and that documenting the levels of functional impact, and the budget range to be applied
to those levels, may provide some certainty and clarity for families as they enter the planning process.

However, BSL is concerned that the model raises several questions that remain unanswered.

The following areas require clarification and further information to support the rationale and
development of the model:

e Theissue of independent assessments has created concern for many families. As outlined in our
submission on the ECEI reset, we support a comprehensive assessment including observation, use of
standardised tools and consideration of family capability and circumstances. We have some concerns
about use of the results of the independent assessments to inform access and planning decisions.

e Thereis a lack of clarity about what will be included under Capacity Building and which current Core
Supports will be rolled into the proposed budgets.

e The model in effect ‘puts autism in a box’, suggesting that autism is a stand-alone area of need. There
is little recognition of dual diagnosis, in the model and the paper, and the impact of this is
underestimated in the development of the model. We suggest that clarification is required on how
co-occurring conditions will be supported and/or addressed, in conjunction with supports under the
proposed model. Provision of data on the incidence of dual diagnosis, to provide a more complete
description of the actual situation for children on the autism spectrum would also be useful.

e Similarly, this model appears to associate funding levels with a specific, named diagnosis. This is
discriminatory, and in contradiction of NDIS principles and Act.

e The budget ranges identified are unlikely to meet the requirements of all families and children on the
autism spectrum. In particular, there is a lack of focus on parent capacity building and training, and
there is no certainty this support will be funded under the new model, or that it will be feasible within
the budget levels.

While some families may receive increased levels of funding, others are at risk of having significant
reductions in their budgets.

e The strong expectation in the paper and model that need for supports will reduce over time, and that
attendance at school will reduce the need for NDIS funded supports appears unrealistic. This neglects
the impact of other co-occurring conditions and changing needs and issues at key transition points.
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BSL recommends that NDIA:

1. Clarify how Independent Assessments (IA) will translate into the levels identified for children
with autism, and how the IA and planning process will be undertaken.

2. Pilot the proposed IA and planning process for children on the autism spectrum to ascertain its
effectiveness and impacts.

3. Remove the association of funding levels with a specific diagnosis.

4. Halt work on the proposed interventions model and funding for children on the autism
spectrum, in line with the IA process, to allow time:

o toincorporate changes and any developments to the process resulting from the IA trial
and Minister’s consultations; and
o to undertake a trial of the proposed model for children on the autism spectrum.

Consultation Area 3: Supporting Parents and Carers to Exercise Choice and
Control

Questions 11-12: Support to implement plans

While the questions identified in the paper provide a useful frame for families and carers, BSL staff and
other stakeholders are concerned that families and carers may not be able to effectively use the
information given to them by providers, without additional tools and resources, especially in the early
years after diagnosis. The consultation paper indicates that a decision-making tool is being developed and
this may be a useful resource, particularly if it is developed in consultation with families and carers.

Additional supports and capacity building could enable parents to make well-informed, right choices and
understand the evidence and best supports for their children. Programs such as Monash University’s Act-
Now training, delivered in conjunction with Regional Autism Co-ordination Groups (ReACT), have been
shown to be effective in building the capacity and understanding of parents and families about autism
and interventions. It may be beneficial for NDIA to use the learnings from this and similar programs and
implement programs of support.

Other feedback

1. Lack of consultation with families and carers and providers

BSL staff and family members we consulted expressed considerable concern that this consultation process
is not seeking input on the model but is primarily about refining the implementation of this pre-
determined model. Nowhere does the paper suggest the consultation is about collaborating with families,
carers and providers to develop the best model for children on the autism spectrum.

This approach is at odds with the ‘nothing about us without us” ambition of the NDIS. This should not be
considered a ‘nice to have’ approach; rather it is essential for effective and efficient model design,
implementation and impact.

BSL contrasts this consultation process with the recent ECEl reset process, which saw considerable
engagement with participants, families and carers, advocacy organisations and providers, resulting in
well-supported recommendations.
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2. Concerns about fundamental changes to the Scheme
BSL appreciates that the recent proposed NDIS access and planning policies seek to make the Scheme
more equitable, consistent and sustainable.

In our recent submission on the introduction of IAs, the BSL has supported:
e the Agency’s objectives to improve consistency of decision-making and equity

e the revision of Access processes to focus on the impact of disability on a person’s life rather than a
specific diagnosis, particularly when determining access to the Scheme

e the provision of fully funded assessments for all participants

e focusing the role of Local Area Coordinators, and ECEI, on helping a person to navigate the Scheme
and make the most of community and mainstream supports

e increasing flexibility for plan budget usage.

However, we received strong feedback from people with disability, families and carers expressing concern
that ‘Independent Assessments’ (as proposed) will take the Scheme backwards rather than forwards, as it
impacts on the underpinning principles of choice and control, and individualised goal-based and person-
centred planning.

We welcomed Minister Reynolds’ recent decision to pause the implementation of Independent
Assessments, pending the outcomes of the current trial and further consultation with participants,
families and carers and providers.

In our response to the NDIS Consultation on Access and Planning Policy the BSL identified that:

The proposed planning process flips the current approach to planning, with a budget being
prepared and sent to a participant prior to consideration of their goals and aspirations. A familiar
event, the planning meeting, has been given a new meaning, and ‘reasonable and necessary’ is
now used to describe funding assigned after considering IA results, rather than supports. Terms
used in the recommendations of the Tune review such as draft plans and joint planning meetings
have been included in the process, but the terms are used to describe a different activity.
(Brotherhood of St. Laurence 2021a, p. 20)

We believe these concerns are borne out in the proposed model for funding interventions for children on
the autism spectrum.

Further, BSL is concerned that the proposed model marks a reintroduction of a capped support system
based on diagnosis, and in doing so creates a different and inequitable pathway for autistic children
compared with other cohorts of participants in the Scheme.

3. Lack of alignment with recent Scheme reforms
The recent consultations on Scheme reforms focus on increasing flexibility in plans and budgets.

However, BSL is concerned that the proposed model for interventions for children on the autism
spectrum goes against these scheme developments, with a predetermined budget and level of need being
introduced for this cohort.

Further, the ECEIl reset recommendations were largely supported and welcomed by the sector.



Interventions for Children on the Autism Spectrum

We suggest that the NDIA clarify how the proposed model for interventions for children on the autism
spectrum aligns with these recommendations.

4. Impacts on choice and control and person-centred planning

BSL considers the proposed model turns on its head the original intent of the Scheme to ensure
participants have choice and control in the supports they use. Rather than plans being developed based
on participant goals and preferences, and then budgets being developed to support these goals, this
model allocates funding based on diagnosis and assessment with goals and preferences then identified
within the parameters of the budget.

Families and staff see this as a loss of focus on individualisation of planning and supports, and that this is
contrary to NDIS principles and the Act.

5. Concerns about evidence base and rationale for the model

We appreciate the use of the CRC research to inform the approach to be taken to support autistic children
and their families, and the commitment of NDIA to evidence-informed practice and interventions. While
the discussion of the research and the intent to apply an evidence-based approach gives the impression of
a rationale for the proposed model, there are concerns that the evidence has been used selectively and
does not align with the model developed.

Although there was no discussion about funding in the CRC report and they determined there was ‘no
consistent evidence as to whether the amount of intervention influenced child and family outcomes’, the
NDIA have referred to the CRC report as the basis for the development of the model.

Family members and BSL staff also raised concerns that when the evidence is inconclusive, as identified
by the CRC’s research, how is best practice being determined and by whom; and furthermore, who is
determining what is reasonable and necessary?

Our consultations also noted:

e Evidence-based interventions for children on the autism spectrum are difficult to determine as the
evidence is still emerging. Family members and staff identified the need to ensure there is capacity
for trialling innovative therapies and using individualised interventions.

e BSL staff expressed concern that the model cut-off is at age 13, when the child is transitioning to
secondary school. They saw this as a key developmental point when additional supports may be
required and suggested that the age range be extended to include the early secondary school year or
years.

BSL suggests that more detail is required about the evidence and data that informed the development of
the proposed model.

6. Lack of process for appeals and requests for review
BSL is concerned that there is no discussion in the paper of appeals and review processes for decisions on
levels and budgets.

While the funding is identified as indicative, the paper also suggests that very few individuals would be
likely to receive the upper budget amounts. This does not provide assurance about scope to seek
additional funding outside the determined range.
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The impact on existing participants and their plans and budgets is also unclear, as discussed below.

7. Impacts on participants and families and carers

BSL staff expressed concern about the impact on families and children who are currently on NDIS plans,
noting there is no certainty that current participants will be assessed as being at the level that matches
current funding.

They also suggested that many families are likely to be financially impacted, with the low levels of funding
under the proposed model resulting in families having to partially or fully fund interventions and support
outside the scope of the budget.

BSL suggests that NDIA needs to develop effective communication to families to support their decision-
making and develop resources on evidence and supports to enable them to navigate the plethora of
information that is provided by providers.

BSL recommends that NDIA

5. Clarify the basis for the proposed funding model, including age-based categorisation, and
provide data on dual diagnosis and plan budget utilisation as an evidence base for funding
levels.

6. Undertake a more comprehensive consultation with families and carers, and with providers, to
develop a model that best meets the needs and goals of children on the autism spectrum,
which is in line with Scheme principles and intent, and with ECEIl reset recommendations,

7. Develop tools and resources, in collaboration with families and carers, and providers, to
support families’ and carers’ decision making and understanding of the autism interventions
and supports.

3 Conclusion

The Brotherhood of St. Laurence welcomes the opportunity to contribute to this consultation on
Interventions for Children on the Autism Spectrum.

We look forward to working with the NDIA on the refinement of this model to achieve the best outcomes
for children with autism and their families and carers.
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