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Acknowledgement of Country

The Department of Social Services acknowledges the Traditional Owners of Country throughout
Australia on which we gather, live and work. We acknowledge all Traditional Custodians, their
Elders past and present and we pay our respects to their continuing connection to their culture,
community, land, sea and water.

The consultations informing this report took place on the unceded lands of First Nations peoples
across Australia. The Social Deck acknowledges the Traditional Custodians who have lived on
and cared for Country for thousands of generations, and recognises their continuing connection
to land, waters and community. We pay our respects to them and their cultures, and to Elders
past and present.

A note on language

Any reference to parents, carers and families in this report is intended to include the diversity
of people who fulfil these important relationship roles for the children in their lives, including
biological and adoptive mothers and fathers, LGBTIQA+ parents, kin / kinship systems, guardians
and other carers, and extended family members (and many combinations of these).

When we refer to stakeholders, we are referring to the whole range of organisations,
professionals and experts who contributed to the consultation process.

Throughout this report we use the term ‘developmental delay’ and ‘developmental concern’.
When young children are slower to develop physical, emotional, social, communication or
thinking skills than expected (beyond usual differences in development between children of the
same age), it’s called developmental delay. Developmental delay can be identified in the way
children move, communicate, think and learn, or behave with others. Developmental concern
is where someone identifies there may be a difference in development and are not sure if it is
significant and there is no diagnosis.

We know people use different words to talk about disability and each person has a way of talking
about disability, and about themselves, they like best. Some people like to use ‘disabled person’
(identity-first language), while some like to use ‘person with disability’ (person-first language),
and some are fine with using either.

We use person-first language to talk about disability. This means we usually use the term ‘person
with disability’ in this report. The language used in this paper is not intended to diminish an
individual’s identity as a person with disability. We recognise the appropriate use of language
varies between individuals and disability communities. We acknowledge the importance of
having conversations with individuals about their preferred language.
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Foundational supports and scope of
consultations

This report is about the design and delivery of foundational supports for children under 9 with
developmental concern, delay and/or disability and their families, carers and kin.

Foundational supports are specific supports that are additional to mainstream services and
supports accessed through the National Disability Insurance Scheme (NDIS). They will help
people with disability, and their families and carers in a number of important areas.

Foundational supports were one of the key recommendations of the Independent Review into
the NDIS (NDIS Review), which handed down its final report in December 2023. This consultation
builds on the significant engagement the NDIS Review undertook with the disability community,
to further understand what foundational supports may look like.

Governments are working together to design foundational supports. They would be jointly
planned and funded by the Commonwealth and state and territory governments.

Scope of consultation and this report

This report includes consultation insights about both general and targeted supports for children
under 9 and their families, carers and kin. It accompanies the General Supports Consultation
Report. Feedback was provided in response to the Consultation Paper on foundational supports
for children with developmental concern, delay and/or disability and their families, carers and
kin.

It consolidates feedback from community members (mainly families and carers), disability
advocates, allied health and other professionals who contributed to the supports for children
questionnaire, or participated in dedicated online or in-person events about supports for
children with disability, developmental delay and/or concern and their families and carers.
Additional insights about general supports, for all people with disability and families and carers,
can be found in the General Supports Consultation Report.

This report includes some feedback on areas that go beyond the scope of foundational supports,
including the supports for children consultation paper. For example, feedback relating to
education and schooling policies, health, mental health, employment and justice. Comments
sometimes also focused on areas for change or improvement in the NDIS.

Feedback which is outside of the scope of the foundational supports consultations has been
shared with governments but are not a focus of this report.

Throughout this report, we use examples and quotes to demonstrate more clearly some of the
issues and ideas people spoke about. These are based on real contributions, however, they have
been deidentified to protect the privacy of participants.
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Executive summary

Governments are working together to design and deliver additional supports in the community.
These are known as foundational supports. They are specific supports that are additional to
mainstream services and supports accessed through the NDIS.

During October to December 2024, families, carers and stakeholders were asked to contribute
their views on foundational supports for children with developmental concern, delay and/or
disability and their families, carers and kin (supports for children).

There are different types of foundational supports. This report covers general supports (Chapter
1) and targeted supports (Chapter 2) for children, and their families, carers and kin. It also
includes considerations about how they should be delivered (Chapter 3).

General supports would be for all children and families, regardless of whether they are in the
NDIS. Targeted supports would be for children under 9 with developmental delay and their
families who would not be in the NDIS, and need more assistance than mainstream services and
general foundational supports.

What we heard

More than 1,000 people provided feedback as part of the consultation process on supports for
children. This feedback is in addition to feedback received from families and carers during
general supports consultations (refer General Supports Consultation Report).

Families and carers shared their experiences about supporting their children and family in
accessing supports. They focused heavily on the need for foundational supports to:

e support existing programs that are working well

e be delivered in natural settings, trusted places and through trusted organisations

e prioritise family-centred practice and ensure supports focus on the whole child and
whole family

e provide access to accessible and timely allied health supports, delivered by a strong
allied health workforce.

Consultations took place at a time of uncertainty for many families. Due to this, feedback about
supports focused a lot on issues about access, reassessments and eligibility for the NDIS.
Parents and carers specifically shared concerns about losing NDIS supports for their children
and wanted to better understand how the NDIS and targeted supports outside of the NDIS
would work together. While we acknowledge this feedback, this report doesn’t cover many of
the areas specific to concerns about eligibility or assessments for the NDIS.

The feedback has been shared with governments.
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What will be most helpful

Common types of supports that families and carers said would be helpful in foundational

supports for children and families, carers and kin included.

One-to-one advice and referrals through
allied health and multidisciplinary teams

Allied health supports were the most common
type of support families and carers mentioned
their child and family would need to help them
build skills and capacity, including to connect
with other services and supports.

When it came to capacity building and providing
direct supports to children, families reiterated
the importance of integrated and
multidisciplinary teams across allied health,
other health and education.

Parenting programs and education

We heard programs that help to build skills and
confidence of parents, families, carers and kin to
support their child, and the whole family, are
important.

These programs include training, mentoring and
tailored resources to provide parents and carers
with practical skills to support their children’s
needs including in areas such as speech and
language development and to better
communicate with and understand their loved
one’s experience.

Culturally safe and relevant supports

Many participants reiterated the importance of
having well-funded and sustainable
organisations that are locally-based and provide
relevant and culturally safe supports to families
based on their needs. This included Aboriginal
community controlled organisations, faith-based
organisations (including churches), ethnic
community councils and groups, and support
services for people who are LGBTIQA+ are a
central part of the foundational supports system
for children and their families, carers and kin.

Local peer, family and support groups

Families and carers spoke about the importance of
having peer support groups to get advice from other
parents and carers, particularly those who may be
further ahead in their journey to access supports. This
included playgroups which also provide children with
direct supports and opportunities to build social
connections and skills.

Families particularly focused on support groups being
available in their state or region, as they understand
what is available locally and can provide the most
relevant information and advice.

Peer supports also referred to online networks and
discussions on platforms such as Facebook.

Programs for children, and including families
and siblings

We heard programs and services that provide different
types of therapies should be an important part of
targeted supports for children with developmental
delay.

This included play, art, music and other therapies, as
well as sports.

Consistently parents and carers suggested programs
and supports be inclusive of the wider family, in
particular siblings, where appropriate.

Digital directories of services, with regional
networks

Families and carers said digital directories of disability
services for young children are important to support
foundational supports, including to get access to
supports and to find out more information and advice.

There were strong views this should not be an
information website, but a directory of what services
are available to children, including at a regional level.
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What is needed to make foundational supports for children under 9 and
their families, carers and kin work

Stakeholders broadly supported the need for a redesigned system for general supports,
particularly for improving the funding and commissioning of important disability and family-led
advocacy organisations, and information, advice and capacity building programs in community.

Consistent with the General Supports Consultation Report, there was broad agreement family

capacity building needs to include longer-term and sustained supports (rather than one-off) and
be delivered through a range of ways including place-based and community-led programs.

The need for targeted supports for children with developmental concern, delay and/or disability
is also strongly supported, noting there is a critical gap in the current service system providing
supports for young children between the NDIS and mainstream services.

Representative organisations (including disability, early childhood, allied health and First
Nations organisations) often highlighted the need for supports for children to:
e be transitional and universal, so no child falls through the cracks

e be designed and delivered with longer-term and more flexible funding arrangements to
enable a national approach to sustain programs, while allowing for flexibility to address
local community needs

¢ include multidisciplinary teams with key workers or similar models in place to improve
the integration of supports across systems and reduce burden on families and carers

e be available to people locally and in regions
e allow for supports to be delivered through a range of natural settings, such as schools,
early childhood settings and in the home.
Stakeholders also reiterated governments should focus on:
e better explaining foundational supports including clarifying eligibility
e reducing complexities and costs in the assessment processes

e invest to build a sustainable and diverse workforce, including in regional areas, to deliver
supports for children and their families.

Note: There weren’t a lot of differences between states and territories in relation to general
supports or targeted supports for children. Where there are differences between states and
territories or geographic regions, these are highlighted in relevant sections of the report.
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How and who we engaged

Participation

There were 1,020 participations in the specific consultations on supports for children. Of the
total participations, 554 (or 54%) were family, carers or kin of children with disability.

Participations came from every state and territory with 32% from regional, rural and remote
areas.

Families and carers, other community members and stakeholders provided feedback through
workshops, targeted discussions, submissions and a questionnaire.

We held 21 events online and in-person as part of specific supports for children consultations.
Online events were held for each state and territory. Four (4) of the events were yarning circles
with Aboriginal and Torres Strait Islander families and stakeholders including in Nhulunbuy (NT),
Kimberley (WA) and Canberra (ACT).

‘. Workshops and discussions
[ J
[ 421 participants

. Events with families, carers and kin
e 17 events
o e 285 participants

[ Events with Early Childhood, disability
dah and health sector stakeholders
o O e 4events
dh @A -« 136 participants

Figure 1: Number of events and participations across workshops and discussion

Some of the events with family, carers and kin were with specific population groups such as First
Nations families, families from a culturally and linguistically diverse (CALD) background, families
with autistic children, and parents of people (including children) with complex and high needs.

Questionnaire responses
and submissions

N 299
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There were a total of 573 responses to the questionnaire, with families, carers and kin making up
more than 64% of the responses*. An additional 26 respondents provided submissions by email
specifically about supports for children.

0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0%

Allied Health provider, other health or medical services _ 45.5%

Children or Early Childhood Services - 12.2%

pisability Service Provider [l 11-5%

Disability and social service peaks, representative...- 7.0%
Other mainstream organisation, such as employment,... - 6.3%
Community organisation or social services provider l 2.3%
School, education institution or provider I 1.6%
Government I 1.4%

Other (Research, Academia, Other) I 1.6%

Percentage of participants

Figure 2: Participation percentages for the online questionnaire and submissions

*Note: Participants could select multiple options

In addition to the questionnaire and submissions, families, carers, people with disability and
other stakeholders contributed to an online Ideas Wall.

This initial phase of consultation did not include specific engagement with children. However,
this would be recommended as part of designing specific parts of foundational supports for
children in the future.

Engagement content and activities

Methods of engagement were designed to gain qualitative information on key barriers,
experiences and ideas to guide development of foundational supports. Engagement activities
were focused around 3 areas of discussion:

¢ Information, advice and referral

e Children and family capacity building

e Targeted supports for children, including lower intensity or periodic child and family-
centred allied health supports.

More information about how the engagements were delivered and analysed is at Appendix 1.
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Qutcomes and considerations

Focus and scope of supports for children

We heard the focus on targeted supports for children with developmental concern, delay
and/or disability is a positive move, noting this is a critical gap in the current service system. It
was noted a pathway to access such supports outside of the NDIS is needed, particularly given
the importance of timely and early intervention for children.

Respondents broadly endorsed the focus on supporting families holistically and the vision of
children thriving in their families and communities.

‘It is wonderful to see a focus on providing early childhood intervention to children with
developmental delays recommended as part of targeted foundational supports for
children and families. We see this as one of the biggest gaps for the existing system

and observe this delaying timely intervention for children and families in need.”—
Submission

Outcomes

There wasn’t a lot of specific feedback about the intended outcomes, noting they are broad and
cover the main areas mentioned by families, carers and stakeholders.

One outcome some people identified as missing was improved inclusion in early learning and
education settings. They suggested:
e general supports should include further developing the capacity of education and other
mainstream settings to be more inclusive of children with disability
e targeted supports for children should aim to ensure families have the necessary
information and supports in place to support their children in mainstream schooling.

Additional outcomes for families, carers and kin have been listed in the full General Supports
Consultation Report.

Considerations
Three key principles were commonly identified for the design and delivery of targeted supports:

e Design of supports are person-centred and consider the whole of child and should adopt a
whole of family approach and family-centred practice.

e Models of supports are co-designed with families and carers, as well as children where it is
appropriate.

e Early childhood supports, including targeted supports for children that sit alongside the
NDIS, should be available to all children who need them—no matter where they live in
Australia or what their circumstances are—to ensure all children have the opportunity for
the best startin life. This included ensuring more equitable access to supports for children
who may experience disadvantage or have additional barriers to accessing appropriate
supports, such as children in rural and remote areas, who are First Nations, or from families
who may not speak English as a first language.
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Chapter 1: What is needed in

general supports for children
under 9
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General supports:
Overview from consultation paper

General foundational supports are intended to support children with developmental concern,
delay (including suspected delay) and/or disability and their family, carers and kin. Children
getting the NDIS and children not getting the NDIS may be able to access general foundational
supports relevant to their needs.

The consultation paper included the following examples of what these supports could look like:

¢ Information, resources and advice to help parents to understand their child’s needs,
build their capacity and navigate service systems. This includes building knowledge about
their child’s developmental milestones in terms of physical, emotional, social,
communication and cognitive skills. Information may offer advice on how to set routines
and to support a child with developmental concern, delay (ensuring information is neuro-
affirming), disability and how to advocate for their child.

e Facilitated parenting groups/peer support groups to give general information and
advice about parenting and delays in their child’s development. This includes social and
emotional support for families and carers.

e Shorter or one-off courses or workshops on specific topics. For example, child
development, supporting emotional regulation, how to prepare for important transition
points in a child’s life.

e Evidence-based online and in-person programs on development to provide tools and
practical ways to support parenting and child development.

What we heard

Key issues and barriers

Families and carers suggested information is currently difficult to find. Out of 268 families and
carers who responded to this question, only 10% said they found it easy or very easy to find
information about disability supports and 76% said it is hard or very hard to find information.

How easy or hard is it for you to find information about disability
supports that exist to help you, your child / a child you care for?

Hors |

Very hard 22%
Neither easy nor hard 14%

Easy 9%

Very easy '1%

0% 10% 20% 30% 40% 50% 60%

Figure 3: How easy or hard itis for people to find information about disability supports (percentage of respondents) (n=268)
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The following specific issues and barriers were often raised about finding information and
advice, or connecting with support groups and programs (capacity building).

Families are time poor and over-burdened

We heard many families are time poor and over-burdened with the amount of work, time and
effort they need to put in to find and navigate services. This was particularly prevalent among
single parents who described difficulties in having the mental capacity and time to find, navigate
and access supports for their children. A number of single parents reiterated the importance of
having people walk alongside them, such as case workers and in-home supports, to support the
whole family.

Lack of information and confusion navigating systems

We heard many families find it hard to navigate different systems and to understand who to
reach out to for supports for their children and families. This was particularly an issue for those
with newly diagnosed children, and those who are not in the NDIS and so don’t have access to
support coordinators and support workers.

Disconnected with early childhood and community supports

People suggested families who are not connected with any existing services in the community
find it particularly hard to find supports when they identify their child may be experiencing
developmental delay or concern.

Some communities are disconnected with early years supports so don’t receive early
information and advice about their child’s development at all. One example of this was in
relation to Aboriginal and Torres Strait Islander families in rural and remote areas where early
childcare supports may be limited. It was noted supports need to be universal.

As noted in SNAICC’s submission ‘the high rates of developmental vulnerability, preventable
developmental conditions and disabilities among Aboriginal and Torres Strait Islander children
and adults indicates decades of missed opportunities for early assessment, identification and
provision of developmental supports. In many cases, this is the result of inaccessible or
non-existent early years services where people live; market failures of universal service systems.
It is essential the foundational supports system does not mirror these failures.

Building on what works

There were many examples of existing programs people said are working well. These were most
often family-led or peer-run programs or supports available in a family’s local area.

Families and stakeholders reiterated the need to build on what is already available. This
included supporting existing family support groups and successful parenting skills and
education programs in their regions. A few stakeholders suggested governments should ensure
there is more awareness among the community of existing programs in place as part of building
the foundational supports system.

Families, carers and stakeholders also said new programs and implementation of general
supports for children and families must be co-designed with families, carers, children and
siblings, so programs are informed by what has worked and helped in the past.
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The solutions — what’s needed

Preferred sources for information and advice

Respondents were asked to choose their top 3 sources of trusted information and advice about
supports and services. As shown in Figure 1, the most common 3 sources selected were:

e talking to other people with disability and/or carers (185)

e referrals from GPs or other health professionals (184)

e family peer or support groups (148)

The least commonly selected sources of trusted information were 1800 phone lines (7), the

Disability Gateway (9) and the Carer Gateway (28).

Who do you most trust for information and advice about supports and
services that might be available to help your child and family? This includes
information and advice about child development (select top 3).

Talking to other people with disability and/or carers

Referrals from GPs or other health professionals (e.g.
Paediatrician or allied health professional)

Family peer or support groups

Disability advocacy organisations

School

Information from community organisations in my area
Disability service providers

Childcare or other early learning
Non-government websites

NDIS planners or local area coordinators
Other government websites

Online platforms to find disability providers
Carer Gateway

Disability Gateway

None

Phone lines (such as the 1800 numbers provided through the
Disability Gateway site)

’ |
0 20 40 60 80 100 120 140 160 180 200

Figure 4: Sources of trusted information and advice (select top 3) (n=268)
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People with lived experience and other families and carers

Overwhelmingly other parents, families, carers and people with lived experience of
disability were named as the most trusted sources of information and advice. Parents often
explained this is because information from other parents is credible and honest, whereas other
sources of information about supports can be inaccurate or designed to ‘sell you a service’.

Parents, in particular, noted people with lived experience were the most helpful in providing
advice about what supports their child can access or may need in the future. They often raised
the importance of someone understanding their needs, but also being able to talk to them and
their child in an empowered, informed and neuroaffirming way, and this often came from peers
or organisations led by lived experience.

‘We prioritise engaging with disabled-led organisations (like Aspect or Reframing
Autism) and value the advice of autistic adults and/or carers of children with similar
profiles.” - Individual respondent, supports for children questionnaire

Referrals from GPs and allied health professionals

We heard often that allied health and other health professionals, for example occupational
therapists (OTs), speech pathologists, therapists, paediatricians and GPs, are key helpers in
finding the right support for families. In addition to providing therapy, they point families to
other services they might need, help them with NDIS paperwork, and recommend or connect
them with trusted colleagues and other supports in the community.

For example, a number of families from the NT said their child’s OTs had been the best source of
information and support, generally because they have the best knowledge about what a child
needs and what supports exist in the system for them that are available in their region.

Peer and family support groups

Parents frequently mention word of mouth from other families has been more helpful than
official channels, particularly for understanding what services are available locally, how to
navigate the NDIS, and which approaches work best. Families and carers identified family-led
peer groups and disability advocacy organisations are critical for connecting families with
supports and running peer support and education programs.

‘We're now a part of a home education community and the support that we have found
there... | have found out about other service providers, other peer support groups, other
social skilling groups for my kids that were just not coming up in my online searches.
That word of mouth has been crucial.”’— Participant, QLD family and carer online
roundtable

Parents provided numerous examples of peer support groups and local organisations they

connect with, which were frequently mentioned as being helpful for families to connect with
other families and share resources and experiences.

‘Being able to be around peer-led, family-led and people with disability-led
organisations that offer supports for families that are free, that are strength-based, that
are family-centred, that are empowering and evidence-based, and really be able to
build on my skills as a family leader.”— Participant, ACT family and carer online
roundtable

Supports for children under 9 consultation report - Page 16 of 50



Networks supporting culturally diverse and migrant families

Peer and culturally specific networks emerged as being especially important in supporting
people from CALD backgrounds with information and advice, in particular for engaging parents
from migrant and refugee communities.

Staff supporting these communities suggested often people will only reach out to familiar
networks and faith-based or religious leaders for advice because ‘a lot of time this is the only
thing people know...they won’t trust the GPs, mental health nurses etc.’

They also suggested community hubs provide a more familiar space for people from CALD
backgrounds to visit, which is important for ‘helping to create a socially safe model’. It allows
families who frequent the area to ‘drop-in’ so when programs come and go, ‘the doors stay the
same’.

In the focus group with parents and carers hosted by the National Ethnic Disability Alliance
(NEDA), a number of parents suggested having culturally competent volunteers they can
connect with can help to bridge gaps in understanding.

Playgroups supporting peer connections

Playgroups were a particular type of support parents and carers suggested need to be continued
and, in some cases, better supported through foundational supports. These were particularly
mentioned as being important for:

e connecting families and children with supports for the first time

e offering tailored and culturally safe spaces for parents and carers to find out about
available supports in the community that suit their needs

e supporting children’s social and other developmental needs.

First Nations playgroups

Playgroups were often described as working well to support First Nations families, particularly in
regional areas. Examples of playgroups that are culturally safe and responsive included those
which:

e had routines and activities that are culturally-led so trust and relationships with families can
develop

e embed evidence-based approaches such as the SWAY (Sounds, Words, Aboriginal Language
and Yarning) model, an oral language and literacy program based on Aboriginal knowledge,
culture and stories

e use the trusted space for staff to connect families with a wide range of services within a Hub,
including health services (immunisation, developmental checks, allied health), housing, food
bank, schools, counselling, family violence services and drug and alcohol services.
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Online discussions

Parents often use Facebook groups and other social media platforms to find and access
services, particularly groups run by other parents with similar experiences. These online
communities are often seen as more helpful than official government sources or professionals
for getting practical advice and service recommendations. However, many responses noted
while these groups are valuable, relying on social media isn't ideal as information can be
inaccurate and it takes significant time to find reliable information.

‘Most information is from online support groups, set up by other families. But it's been

hard to access information from other sources, be they government agencies or other

support organisations. Schools have little idea.’ - Individual respondent, supports for
children questionnaire

Disability and family advocacy organisations

We heard existing disability and family advocacy organisations are very helpful in providing
information, and need to be sustained. Parents and carers described support from advocacy
organisations as being helpful and trusted because they ‘don’t have a hidden agenda’. People
raised concerns organisations like this may be lost as they often only receive short-term, one-off
funding for programs which end when funding runs out, even if they are working well. Many noted
they should be better supported to meet the demand from families who need help, advice and
support.

Information and resources through education settings

Schools

As expected, schools were identified as one of the most useful sources of information about
supports for children, often because families are already engaging with teachers and other
school staff about their child’s requirements and development. However, some also described
experiences where schools had provided inaccurate information or dismissed the need for
supports in the early years of a child’s life.

There were suggestions for:

e ensuring staff within schools have more information about how families and children with
disability can access support

e schools to maintain a list of practitioners already working with kids in their community so
this can be shared with parents, particularly parents and carers accessing supports for
their child for the first time

e parentsreceive direct emails from schools with contact and localised support
information for children with disability and developmental delay.

Further information about delivery of supports in education settings is discussed in Chapter 3.

Childcare and early education centres

We heard early childcare centres are often important sources of information and can support
families to find supports for their child, including for finding allied health supports and
connecting with families in similar situations. However, there were also mixed experiences about
the availability and accuracy of information provided through childcare centres.

Supports for children under 9 consultation report - Page 18 of 50



Parents and carers reiterated the importance of:
e training for childcare workers in disability so they can share the right type of information
with parents
e having more information provided to and available at childcare centres
e possibility of using childcare centres as ‘hubs’ of information and advice
e having allied health and other professionals visiting centres to provide information to
families.

Local government, community organisations and local places

Places and hubs in communities were identified as important sources of information, however,
often aren’t equipped with the most up to date information about what supports are available for
children with disability, developmental delay and/or concern. Some stakeholders, families and
carers mentioned more needs to be done to improve the understanding of community
organisations to ensure they are a useful part of a general supports system.

Many families and carers said they’d benefit from having more places in the community where
they can come together to get advice and information. Some suggested parental supports
groups and education could be run out of local community hubs. Noting the importance of allied
health in providing trusted information to families, they also suggested it would be helpful to
have permanent or visiting allied health professionals, supports or services available at
community hubs or within existing community organisations, offered for free to families who
need information, advice or referrals.

Some suggested local council support should be available for the family across the lifespan.
This included offering things like social groups for parents, school holiday programs, playgroups,
informal gatherings and cook ups.

Information and support through Aboriginal medical centres and
community controlled health organisations

A number of stakeholders reiterated the importance of having information available at places
where First Nations families already feel comfortable. An example of this was Aboriginal Medical
Services and community controlled health organisations or local centres. Stakeholders noted
this requires them to be supported and well-equipped to provide information and advice to
parents, carers, families and kin about supports available for children and families.

A number of Aboriginal and Torres Strait Islander participants pointed out having advice and
referrals available through trusted, local places helps to avoid asking families to retell their
stories many times, or to share their family or child’s circumstances with people outside of
community.

‘telling the aboriginal medical centre helps because they know our mob.” — Individual
respondent, supports for children questionnaire
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Other trusted sources
Other trusted sources for information, advice and resources commonly identified were:

e disability providers, support coordinators and disability support workers, where families
recoghised these roles as working well for them

e NDIS planners and Local Area Coordinators, noting a relatively high number of parents
and carers suggested they don’t get consistent information through these roles

e websites by community organisations, and some government-funded website and
platforms.

‘Our disability support providers understand the needs of our children and target their
advice to our specific needs. Our support providers have worked with our children
since we first engaged with disability support, this provides them with a unique
perspective that is essential to provide support to our ongoing information needs’. —
Individual respondent, supports for children questionnaire

Sharing information at the right times and in different formats

Families and carers said it is important to receive information at the right time and there needs to
be a mix of formats. They consistently mentioned 3 important considerations about this.

Information in range of ways to meet different needs. We heard information and advice needs
to be delivered in a range of ways. Each family has different communication needs. For example,
some families will not answer private numbers or open official looking mail. They suggested
linkages with local trusted supports are often needed to ‘vouch for health professionals’so a
family can trust them and bring them into their support network.

Information tailored to children under 9. We heard there should be more information available
to children under 9 and this needs to be tailored specifically for them. This might include, for
example, interactive or visually engaging tools like social stories. A number of parents mentioned
their child needs to feel comfortable with the supports they are accessing so better information
about how services and supports work they can engage with is a critical part of general supports
for children.

Information on a journey. Consistent with the General Supports Consultation Report, families
and carers reiterated the need to have information relevant to each part of their and their child’s

journey.

‘I’d have loved a journey planner- a step by step guide on what to do and where to find help. A list
of services and how they help. A list of issues you might face and who can help you with them.
You don’t know what you don’t know and | feel we missed out on a lot of help because | didn’t
know it was available. Or | spent hours online researching to find services.” - Individual
respondent, supports for children questionnaire

‘The Government needs to provide a list of places and people to reach out to for newly diagnosed
people. We had no idea what to do or where to start, it was sink or swim. There needs to be a
clear and concise step by step guide of what to do, what you are entitled to, what to apply for e.g.
NDIS, carers payment etc, who you can connect with for supports.’— Individual respondent,
supports for children questionnaire
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Phone lines to direct and relevant information and advice

Parents and carers reiterated tailored phone lines and counselling services are important referral
services for families. They shared that these services should be:

e specifically for parents and carers with information relevant to their state or region

e strength-based

e focused on the family and not clinical.

A common example of a support line working well to deliver specific information and advice was
Parent Line NSW.

‘Parentline NSW is probably the absolute most help out of any service we access. The staff are
amazing, they seem to have a lot of experience and give really respectful strengths-based, practical
advice. ... they listen first, and understand what you have already tried before they start giving you
advice. That is so helpful, particularly for parents of older children/ teens who have already tried so
many things. ... you don’t have to wait a really long time when you call.’ - Individual respondent,
supports for children questionnaire

‘Parent line New South Wales has given us direct advice but they always suggest other resources
including websites and training so that we can continue to follow up after the phone call.” -
Individual respondent, supports for children questionnaire

Concerns with government sources and services

Consistent with feedback in the general supports report, families and carers also raised issues
with the accuracy of information they receive when contacting government services, such as
Carer Gateway and from NDIS planners. They mentioned government sources of information,
such as websites, can be difficult to navigate with so much information on them.

There is also a feeling of distrust associated with accessing government services for information.
A few parents and carers expressed concerns about relying on government information while
there are risks their child’s funding and plans will be cut, or what they share might cause them to
lose government supports. There was distrust of government among many families and carers of
children with disability, including those who are in the NDIS.

Strengthening trust

Based on the feedback and fears raised by families and carers, work is needed to reset the
relationships and trust between government and families in relation to supports for children with
disability, and in the design and implementation of foundational supports. Families and carers
raised concerns their children may lose supports from the NDIS prior to having other supports in
the community in place.

Peak organisations such as Children and Young People with Disability Australia (CYDA) also
highlighted the concerns of families about the foundational supports design. ‘Respondents to
CYDA'’s foundational support survey were overwhelmingly worried and confused about the
introduction of foundational supports and believe they will be worse off in the short to medium
term. Survey respondents also echoed a general lack of trust in government processes, voiced in
several recent consultations across the disability community and sector, regarding recent
changes to the NDIS and disability related programs and legislation’ (CYDA submission).
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Delivering general supports for children and families

Types of models and settings

Refer to the full General Supports Consultation Report for more detailed feedback from
community and stakeholders about models for delivering general supports.

The types of supports, models and settings for how and where general supports should be
delivered was consistent with the feedback in the full general supports consultation report, with
families, carers and organisations suggesting general supports for children be delivered through
a mix of:

e place-based hubs and supports that come together in locations

e case workers, navigators or connectors

e digital platforms, directories and phone services

e existing family services.

These were in addition to suggestions to integrate general supports and targeted supports for
children with schools and other mainstream settings, which is further discussed in the
implementation section in Chapter 3.

Place-based and community hubs

We heard about the need for place-based hubs and supports that bring services and supports
together in locations, to support children and their families and carers.

‘Hubs where child and family services and GPs are located, and where childcare,
preschools, and schools are at the centre could be one way to create a community
around the child and make it easier for families to find the right service for them. Where
provider lists and registers within a hub area are collated for families to help access
appropriate and relevant services.’— Individual respondent, supports for children
questionnaire

This included suggestions for hubs to be placed within or linked to schools, early childhood
settings and local government settings where parents and children already interact. There were
examples provided of existing early childhood hubs offering safe places for families to access
quality services.

‘Early Childhood Hubs offer safe, welcoming, inclusive and high-quality services for
children and families, relevant to community context. A multi-disciplinary ‘no-wrong-
door’approach and support for collaborative operation overcome barriers to access
for families and provide an excellent platform for capacity building across the various

mainstream and targeted services delivered from Hubs. Early Childhood Hubs are
trusted by families, offering many soft entry points and create a space where families

don’t need to ‘come looking’ for disability supports.”’— Submission

Case workers, navigators or connectors

Multiple comments suggested case workers in settings such as schools, community hubs or
local government buildings. This also included having allied health or social workers within
schools and childcare centres to provide guidance to families and carers.
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Case management and key workers are further discussed in Chapter 2. Targeted Supports.

‘Bring back community support coordinators into community organisations like a case
worker for each family.”’— Individual respondent, supports for children questionnaire

‘Early Childhood Education and Primary Schools having a dedicated Social Worker
inhouse to support Educators and Families engage in services. Social workers are
great at bringing families on a journey and taking steps to ensure the child is engaged.
Many schools will not let Allied health into the school system - this is wrong and affects
the outcomes.’— Individual respondent, supports for children questionnaire

Programs for the whole family, including siblings

We heard about the importance of delivering high-quality family-centred practice. People said
services need to prioritise family-centred approaches and be supported to deliver services in
this way. Family-centred practice was considered to be ‘inherently inclusive, culturally safe and
will better respond to families from diverse backgrounds and with diverse needs’.

‘All families need to be considered on an individual basis, time is required to invest in building a
relationship with a family, developing mutual trust, exploring and understanding family routines,
individual needs, hopes and dreams, and enabling provision of family centred practice.”—
Submission

During consultation events, parents often spoke about the importance of having access to
programs that involve the whole family, in particular siblings. Some families and other
stakeholders noted general supports are an opportunity to ensure outcomes are improved for
the whole family, including siblings of children with disability.

‘The importance of giving siblings a chance to connect with each other and learn from each
other, and just for them to have those kind of peer supports as well.’— Participant, Tasmania
family and carer online roundtable

‘We had a touch football program that was set up to for my son's gross motor skills, but his
brother was encouraged to come along and participate. He was able to then support other kids
that needed more support, so it was a really inclusive, lovely environment.’— Participant, NSW

family and carer online roundtable

Digital platforms, directories and phone services
It was common for people to suggest a central hub or directory of information that is accessible
and welcoming for parents and carers to use would help to make it easier for families to find
information. Most often families and carers said useful websites or platforms would:
e have a directory of disability-specific supports that can be searched by local areas, and
not just general information
e provide the opportunity for families and carers to review, rate and comment on services
that worked for them, and why
e include spaces for families to connect online.
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A centralised register which includes real time information about availability, waiting
times, method of service delivery (clinic, mobile), target group etc where users can
leave reviews.’— Individual respondent, supports for children questionnaire
It was often suggested these need to be staffed by allied health (e.g. social work or children’s
development and allied health specialists) who can give parents accurate and useful
information and refer them to the right places for supports based on their / their child’s needs.

Some stakeholders, including First Nations services, noted while existing websites such as
Raising Children Website are useful at providing information for all developmental concerns,
these could be ‘redesigned to be more easy read and culturally appropriate’.

While 1800 numbers were not generally selected as preferred sources of information, a number
of comments from parents and carers suggested phone lines to provide tailored information,
would be helpful.

A service | could call for advice that will answer and provide advice when | call.”—
Individual respondent, supports for children questionnaire

A phone service which families can ring to know what services are locally available.
This service should have a “real time” understanding of wait times for services’. —
Individual respondent, supports for children questionnaire

Existing family services

Stakeholders noted the important role existing services which support families experiencing
vulnerability, complexity or trauma play in sharing information and advice. These should also be
considered as part of the foundational supports service system, for example child protection,
family violence services, and family and relationship services.
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Chapter 2: Targeted supports for
children under 9

When reading this section of the report, it is important to note people provided extensive
feedback about areas of support they or their children need, which included through the NDIS
and other mainstream systems. Some submissions also focused on the need for targeted
supports for people aged 9 to 25. Only feedback related to the scope of targeted supports for
children under 9 has been included in this section of the report.
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Targeted supports for children under 9:
Overview from consultation paper

Targeted foundational supports are for children with developmental delay who need more
support than (or in addition to) mainstream services and general foundational supports.

The consultation paper outlined the types of targeted supports for children with developmental
delay and/or concern might include:

e Low intensity or periodic child and family-centred allied health supports. Dependent
on the child this might include support from one or more of the following:
speech pathology

O

physiotherapy
psychology

o

o

occupational therapy or other allied health specialists (could in some cases

include providing one-off/low-cost assistive technology to make everyday tasks

easier and safer).

e One-on-one capacity building. Some families who need more support, may need more
intensive, one-on-one capacity building. A suitably qualified and experienced worker
could provide coordination and help families get appropriate supports.

Why are targeted supports for children under 9 needed

An independent review of the NDIS found current services and supports for children with
developmental delay or concern and their families, need to be better. It also found the support
system around the NDIS needs to be stronger.

The Review recommended the establishment of targeted supports for children with
developmental delay to address gaps in access to necessary services and interventions.

What we heard
Key issues and barriers

Diagnosis, including costs of assessments

Families and carers reported they face significant barriers to having their child or children
assessed and, where needed, diagnosed, due to long waitlists and difficulty in accessing
supports at this early stage of a journey. This, combined with issues around perception, stigma
and discrimination, mean many children with developmental delay and/or concerns are still not
being assessed and therefore referred to the right supports.

Stakeholders highlighted the impacts poor diagnosis, or a lack of diagnosis, has on childrenin
terms of accessing supports. Some suggested children are being removed from the NDIS for not
having a diagnosis, and noted high costs for assessments to prove their child has a disability
make them inaccessible. It was noted parents often share experiences about spending lots of
money upfront for assessments and then being told their child isn’t eligible for supports. Some
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said many Medicare items cannot be used for assessments and diagnhostic processes, and funds
to support families with assessments are not readily available.

There were concerns, as a result of the barriers to assessments, the benefits of getting a child
diagnosed early are not being realised. Some respondents raised concerns if families,
particularly who are on low incomes, don’t think their child will get in the NDIS or get access to
funded supports, they are less likely to bother getting an assessment for their child. As a result, it
would be important to ensure targeted supports are available to children and families prior to a
formal diagnosis.

Diagnosis for girls was also a particular issue raised, particularly in relation to not having early
diagnosis and supports for young girls because they can present differently for autism, ADHD
and/or developmental delay. Comments mentioned the need to ensure schools and health
services better understand how disabilities or developmental delay may present in girls,
including issues with masking, so girls are included and are equally eligible for supports.

‘My youngest child does not ‘'meet criteria’ for autism and only has suspected ADHD
until she reaches 6 and can be properly diagnosed. Girls present differently and their
internalized [sic] presentations are not always recognized [sic] young. But the time for

early intervention is now while she is young. With my son being diagnosed both ASD
and ADHD there should be a program for siblings of children with ASD- who are much

more likely to have autism as well. It could be play-based Floor time therapy or a group
play group run by an OT or speechie’ - Individual respondent, supports for children
questionnaire

Stakeholders also identified children living in communities with fewer available services (such
as regional, rural and remote areas) generally have poorer access to early childhood services,
which can result in delays to health and development checks and assessments, which
subsequently postpones diagnosis and appropriate intervention.

‘Where services are available, families facing disadvantage experience barriers that
others typically don’t —access to the current support options relies on families’
navigating multiple referrals with hidden costs and long wait lists, lack of culturally safe
practices, long travel distances and limited transport options.”— Submission

Streamlining assessments and eligibility

The way assessment processes work together between supports for children in the community
and the NDIS needs to be considered in the design of foundational supports.

The Centre for Excellence in Child and Family Welfare suggested ‘Better service integration and
coordination could be gained by streamlining assessments where appropriate and standardising
the eligibility criteria for foundational supports and the NDIS.

Some people noted the NDIS and foundational supports should be closely connected so that
when children need to transition to NDIS support, they can do so easily without the need to
resubmit diagnosis and documentation.
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Availability of supports and wait times, particularly in rural and remote areas

Parents and carers reported they are being referred to supports that don’t exist or are often told
there are no supports available for their children. This related mostly to:

e not having a diagnosis

e eligibility criteria

e services not taking on new clients or having very long waitlists.

This was particularly an issue in regional and remote areas. Where parents and carers have
found available supports, they are often not able to access them immediately, with many
reporting wait times are at least 6-12 months.

‘We live in the Territory and there is a shortage of health professionals so the waitlists
are crazy and then when you get to see someone there’s never enough funding
allocated to include the travel that we need’. — Individual respondent, supports for
children questionnaire

Families and carers, and people who work in the disability and health sectors, all shared
concerns that supports are often non-existent in rural and remote areas.

‘We can’t access Face to face support in the town I live in... Without high travel costs
they make us pay. Like OT, SPEECH, psychology, community access programs, physio,
and other services for people with disabilities.”— Individual respondent, supports for
children questionnaire

Confusion between disability and health systems

Parents and carers often described having a lack of clarity about which system they could use to
get supports for their child. This mainly included confusion between whether something was a
health-related support or a disability support. Some parents and carers also mentioned
confusion about whether supports and assessments would be done through early childhood
centres and schools in their early years. A few mentioned the need for a consistent policy about
what schools and early childhood centres can offer in regard to assessments and supports.

Some people reported their child’s NDIS plans have been reduced for allied health supports, as
these duplicate health system supports. However, they report there often isn’t a clear pathway to
access those supports outside of the NDIS without significant costs, (e.g. paying for private
providers).

‘I have been told by NDIS that my son could not access psychology as this could be
accessed through medicare. Then the GP told me, his thinking and emotional needs
were due to his disability so she wouldn't write a mental health care plan.”— Individual
respondent, supports for children questionnaire

Insufficient Medicare support for children with developmental concerns

Some parents and carers identified costs as a barrier to accessing supports. They, and many
stakeholders, suggested there is not sufficient support for children with developmental
concerns as part of Medicare. For example, having access to sufficient number of psychology or
other specialist appointments.
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Building on what works

Many saw the opportunity for targeted foundational supports to build on and upscale what is
already working in various states and territories.

Mapping existing supports

Multiple stakeholders suggested, in designing foundational supports, governments should
undertake detailed mapping to identify successful programs, supports and services, including
those that require additional resources to meet community demand.

What families and carers find useful now

The consultation paper specifically asked families and carers what allied health or family
services they have found useful.

Across the responses parents and carers listed the wide range of allied health services
including OT, physiotherapy, psychology and speech pathology. They also sometimes mentioned
social workers and peer support through family-led organisations who support their family to get
support and connect with other services.

‘The best support we have had was finding the right psychologist and occupational
therapist. Ones that have taught my child skills and techniques. She has finally finished

year 12 this year, hasn't self injured in 4 years and is heading to uni. This would not

have been possible without them. She would not have attended groups, would not

have attended a school for support.”— Individual respondent, supports for children

questionnaire

They noted allied health supports and other services are most helpful when they are consistent
and their child is able to build relationships with the supports over time. Related to this, parents
and carers with children in the NDIS often said support coordinators and workers have been
helpful as they provide one-to-one supports relevant to their child’s needs.

Families and carers also often mentioned the following types of supports are helpful:
e playgroups, particularly with an early intervention focus
e othertherapies such as art and music therapy and equine therapy
e camps, sports programs and family day outs
e in-home help
e individualised parenting coaching
e family-led peer groups and education programs.

‘The most valuable supports for my child and family have been a combination of
services that build a strong network around her. These include Art Therapy, Deaf
Camps, Social Work, Occupational Therapy, Behavioral [sic] Support, Auslan and
English tutors, and Support Workers. These services have been instrumental in helping
her build skills, confidence, and connections.’— Individual respondent, supports for
children questionnaire

Supports for children under 9 consultation report - Page 29 of 50



The solutions — what’s needed
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Universal Early Childhood Education and Care system

Stakeholders including children and family peak bodies, such as CYDA and SNAICC, proposed
‘building an inclusive, universal, and high-quality Early Childhood Education and Care (ECEC)
system that sits alongside NDIS’s Early Childhood Intervention program to cater to children with
disability in partnership with the disability sector’. This included recommendations for the
commissioning of supports and providing interim funding through the ECEC Inclusion Support
Program.

Early childhood stakeholders supported targeted supports as a way of ensuring early childhood
services and supports are enabled to be proactively set up to support children with disability,
developmental delay and/or concern, rather than being delivered retrospectively.

Types of supports people need
The main types of targeted supports families and carers said are needed outside of the NDIS:

e Early intervention, including delivered through settings (e.g. hospitals, health centres,

early childhood settings and schools) where young children are already interacting.
e Access to allied health, with the need to make these more available to children by

reducing wait times to access assessments and supports.
e Play, art, music and other similar type of therapies.

e Practical supports, including in the home.

e Aids and equipment.

e Social workers.

There were also many mentions about having tailored targeted supports for:
e specific types of disability and learning difficulties
e for children and families who are from diverse backgrounds, for example First Nations
and Culturally and Linguistically Diverse, and who are part of the LGBTIQA+ community.

Common areas for targeted supports

Early intervention

Early identification of disability (or change in a person’s condition) and intervention were seen as
critical — particularly for children with developmental concern, delay or disability. This enables
appropriate supports, therapies and management strategies to be put in place quickly, which
can help to minimise stigma, address complex behavioural needs and enable the individual.

‘The quality of support received early in life has a direct impact on the amount of care
and support a person with developmental disability or delay will require in adolescence
and adulthood. It is therefore critically important to ensure these families receive the
services and care they need.”— Submission

Supports for children under 9 consultation report - Page 30 of 50



‘With many systems and sectors now, there is too much focus on ‘proving’ eligibility
which ties up an already strained and limited workforce in tasks associated with trying
to get supports for children which are then even more limited.”— Submission
Early intervention also focused on improving earlier diagnosis. Some parents and stakeholders
suggested this is an opportunity for better supports to enable early diagnosis, including earlier
screening for vision hearing and speech and upskilling of ECEC professionals and support staff.

‘If we had been referred to an early intervention partner instead of being told “the kids
will grow out of it” then perhaps we could have engaged some supports. But no one
knew or engaged with us.”— Individual respondent, supports for children questionnaire
Families of autistic children very often raised the need for better access to early screening and
early intervention supports. Many said not being able to get an early diagnosis for autism or
ADHD, especially among girls, was causing them to not receive adequate supports in their early
years.

It was also noted the earlier a developmental delay or concern in a child is identified, the more
support parents and carers will have to understand what is happening with their child and to
connect with supports. We heard from organisations who support families from CALD
backgrounds that early intervention can be particularly important for first generation parents of
children with disability who are isolated from support and resources.

Allied health

Parents and carers consistently said more allied health supports are needed to support children
with disability, developmental delay and/or concern and families. This covered the range of allied
health supports listed in the consultation paper, including speech pathology, physiotherapy,
psychology, occupational therapy or other allied health specialists.

Families and allied health professionals also suggested dieticians be specially included in
targeted supports for children, given ‘feeding milestones directly correlate to developmental
milestones - therefore most children with developmental delays will be at nutrition risk.’

Many comments spoke about the importance of individualised one-on-one supports, with
some suggesting it is most effectively delivered in the home in a child’s natural environment, but
there should always be a mix of options.

In general, families, carers and sector stakeholders agreed allied health supports can be costly
for families to access in private practice, and families need to be supported financially to access
these services. A number of respondents highlighted, given the cost of living pressures many
people and families with disability experience, it is important there is ongoing funding to provide
access to essential allied health services for those who are not eligible for the NDIS. This was
seen as particularly critical for children with disability or developmental delay as lack of access
to required supports when a child is very young can have significant long-term consequences for
the child and their family.
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Allied health gaps in regional, rural and remote areas

There was a lot of feedback about the need to address gaps in specialist allied health supports in
regional, rural and remote areas. Some suggested governments first need to invest in building
the allied health workforce, particularly in these areas, and including to ensure there is a
diversity of allied health workers trained to deliver culturally safe care to children and families.

Most often people said it can be hard to attract and retain allied health workers in regional areas
and there are expectations on those who are there to service very large geographic regions,
which contributes to these issues.

There were some other suggestions for improving access to allied health services, and
increasing the diversity of providers, in regional, rural and remote areas including:

e place-based design of allied health support networks so gaps and needs specific to regional
and rural areas are identified

e regional hubs and centres bring services together on certain days, including shared
resources to help address unplanned shortages

e rural placements and internships

e outreach supports, such as mobile services and mobile playgroups ‘that visit remote
communities and provide a playgroup to the community who would otherwise miss out’

e Telehealth, noting some respondents suggested telehealth had not worked well for their
children (more feedback about telehealth is available on page 45).

Play, art and music therapies

We heard art, music and play therapies are important for many children and to support their
development. Parents, in particular, said these types of programs need to be more accessible
and offered to children with disability, developmental delay and/or concern, whether or not
they’re in the NDIS.

Parents who raised these types of therapies often talked about the importance of them to ease
anxiety when children are engaging with supports.

‘My son will not engage with OT or speech due to his anxiety- one on one equine therapy eases
his anxiety and stress and allows him to find levels or calm where he has greater capacity to
function and learn’. — Individual respondent, supports for children questionnaire

‘My toddler has always had a natural connection with music, making it the most
effective tool for her learning and development. She has learned more words through
singing than any other method, and the impact on her emotional regulation has been

extraordinary.’— Individual respondent, supports for children questionnaire

‘Children 9 and under often do not have the verbal language as yet to express what they
need, or their psychosocial and emotional worries about disability experience.
Increasing access to Arts therapies for non NDIS Clients helps express and find a
language words of the Clients experience not a clinicians. Targeted help. Especially
when non verbal, autism or language delay’. — Individual respondent, supports for
children questionnaire
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Practical supports, including in the home

Many families and carers said in-home supports and visits by allied health services to their
homes was very helpful, for them and their child or children.

Some parents and carers suggested targeted supports outside the NDIS should include funding
for support workers who can work directly with children and families in their home, particularly if
children are going to be removed from the NDIS or not given access to it in the future.

Related to this, people noted many carers are overwhelmed by the day-to-day demands of their
role. It is not enough to provide carers with theoretical tools and self-advocacy training without
offering practical support to address the barriers they face. Some stakeholders suggested the
focus of supports must, therefore, be on reducing the strain on carers by addressing their most
urgent needs. This includes providing practical support that goes beyond workshops and
training, such as improved access to respite, holistic planning or a professional to oversee the
logistics of accessing supports and shoulder some of the administration burden.

Some parents and carers suggested in-home supports also help to remove specific barriers they
face in accessing supports, particularly those barriers that can prevent them from taking
children to clinics and other settings for supports, such as:

e having other siblings and children (including with disabilities) at home

e issues with transport

e not having internet or phone connectivity to call for services.

‘Them coming to me. Me not having to ring or email because sometimes | don't have
credit on my phone.’— Individual respondent, supports for children questionnaire

Aids and equipment

Multiple respondents to the questionnaire mentioned targeted supports should include support
for aides, equipment and technologies as these allow children to participate in school and the
community.

Aids and equipment was a particular focus for families and carers with autistic children, and
children with learning or communication difficulties. Some noted when a child has an invisible
disability they often miss out on having the same access to supports a child with a physical
disability might have, most often because teachers, health professionals or others who make
decisions about these supports don’t understand their needs.

The need to ensure Augmentative and Alternative Communication (AAC) devices are more
available to children was a particular concern for some allied health professionals.

‘There seems to be a lot of misunderstanding about the types of children who require
and can benefit from AAC. There appears to be a trend of AAC being considered as
essential only for children who are non-speaking. It is essential that AAC is available to
children where the speech does not fulfill all of their communication needs, not just for
children who are non-speaking. Access to AAC assessment and prescription for AAC
for children inside and outside of the NDIS is essential’. — Organisation representative,
supports for children questionnaire
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Social workers

People working in the allied health sector and a number of parents and carers said it will be
important to include social work in general and targeted supports for children and their families
and carers. Some suggested social workers play a key role in supporting families to find the right
supports and might be best placed to be case managers/key workers within a multidisciplinary
team.

Having neuroaffirming social workers was mentioned as particularly important. People also
suggested having more training for social workers in understanding disabilities and child
development to be able to support children and their families.

Targeted supports for the whole family

While a lot of feedback focused on the specific types of supports children need early in life,
families and carers also described a need for specific supports that help them and the whole
family. We heard from parents they need more supports to help them:

e navigate systems and be connected with the right services

e undertake the administrative work, such as organising reports and coordinating
assessments, required to make sure children with disability or development delay are
supported to get the supports they need

¢ inthe home, such as with basic cleaning, maintenance, gardening and administration,
acknowledging the significant time spent on caring for their child or children, especially
where they have multiple children with disabilities.

A few people noted Carer Gateway support is currently not filling this gap for parents.
We also heard about the importance of having supports for siblings.

‘My other two kids have access psychology to help them understand their brother’s
disability and why we have some of the challenges we face. Organisations like Siblings
Australia are so valuable in building the capacity of families to support siblings too.”—
Participant, NSW family and carer online roundtable

‘I think siblings are often unsupported and a lot of supports don't stretch to siblings,
and they are such a key relationship. | speak to so many families who, that is one of the
biggest challenges that they're facing over anything else. And we need to make sure
that not only the parents and carers are supported, but the siblings are supported as
well, the entire family.”— Participant, NSW family and carer online roundtable

Targeted supports for children in the NDIS

While governments have suggested targeted supports would be for children not in the NDIS,
families, carers and stakeholders highlighted many children with disability who may be in the
NDIS (or able to access it in future), will still require access to short-term early intervention
support outside the NDIS. For example, children with vision and/or hearing impairment require
supports to access early childhood, schools and places in the community that may not be fully
funded in their plans. Some stakeholders also pointed out where supports are lacking, such as
in regional, rural and remote areas, group programs for children that may come under targeted
supports may be the best or only option for supports available.
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Other needs to ensure children and families access targeted supports

Parents and carers noted specific things they need to make sure they and their children could
access supports including:

e Having adequate information about supports available and these supports are promoted
through campaigns and other awareness strategies.

e Respite supports which parents said makes a big difference to their ability to engage with
capacity building programs. This was a very common thing parents and carers said they
need but do not have access to. Respite was often linked to the need for time and
opportunity for one-to-one capacity building.

e Transport to access services and supports, which was particularly an issue for families in
regional and rural areas.

‘I think support in funding transport costs and/or having someone to drive us to access
supports that are further away would be incredibly helpful. | have to spend hundreds of
dollars each week on fuel because | have to travel so far for my children's therapies and

itis increasing the stress on our already stressed family due to costs’. —Individual
respondent, supports for children questionnaire

Delivering targeted supports through playgroups

Stakeholders shared different examples of how targeted supports could be delivered through
family-centred initiatives to help to break down barriers to access.

This included examples where playgroups are delivered through mobile ‘play vans’.

The ‘play vans’ provide bespoke, place-based wraparound supports to families who face barriers
to accessing services. These might include lack of access to transport, language barriers, lack of
knowledge of services available and where to find them and distrust of government services.
Playgroup sessions are led by experienced facilitators and respond to the needs of individual
children and families who participate. The sessions are inclusive of children of all abilities.

These examples reiterated the importance of using playgroups as a soft entry point for families
into other services. Facilitators engage with a range of community supports including the local
health networks, dentists, Service NSW, Centrelink, allied health professionals and libraries to
help families access crucial supports along with many other essential services families may not
gain access to independently.
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Delivering targeted supports

How should targeted supports be delivered

For families and carers, there were three common themes about how targeted supports should
be delivered.

e The need for targeted supports to be delivered where children live, learn and play.

e The need to have supports delivered in different ways—such as one-on-one (in different
environments and settings) and in group settings, so they meet the needs of the child and
family.

e The need for governments to invest to make sure supports for children and their
families are available and accessible. Limited availability of allied health and other
types of supports, costs to access them in private practice and long wait times makes it
difficult for families and children to access supports, especially if they’re not in the NDIS.

Choice and control

Having choice and control over the supports children and families access remained an
important feature of how targeted supports should be delivered, noting even families not
accessing supports in the NDIS should still be able to plan for and access supports to meet their
child’s individual needs, goals and aspirations.

One key aspect of choice and control was to make sure there are different types of models of
support available, from smaller local or specialised providers through to larger organisations.

Stakeholders noted it is important families receiving these services are enabled to access a
variety of providers, including private practices, small businesses, and sole providers.

‘It is important that families are given choice and control in what supports they access as a parent
or guardian knows first hand which supports have and have not been effective.” - Individual
respondent, supports for children questionnaire

Integrated support models

Care coordinators / key worker model

Case management and worker models were identified as critical for supporting families and
children, particularly between the NDIS and mainstream services. This was consistent with the
findings in the General Supports Consultation Report.

Families particularly suggested a single coordinating point would reduce burden and help to
improve their child’s and family’s access to supports. This also provides a stronger person-
centred and whole of family approach.

‘Having a care coordinator who is also a trained therapist to reduce the number of
people in the care team. Occupational Therapists and Speech Therapists are great at
care coordination and can use a therapeutic approach to support the family and the
child together.’— Individual respondent, supports for children questionnaire
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In considering models of service delivery, many stakeholders commented specifically on the key
worker model (variously referred to as lead clinician / practitioner model) — particularly in the
context of supports for children with developmental concern, delay and/or disability and their
families. While there were mixed views as to whether the model is appropriate in all
circumstances and settings, those in support of the model noted the benefits as:
o families feeling more connected throughout their journey
e minimising the number of relationships families need to navigate
e improving collaboration across diverse teams of professionals
e supporting access for children and families in rural and remote settings to reduce the
need to have all relevant allied health professionals available on site and they can be
consulted with as needed.

Retelling stories

One of the main barriers to supports many families identified was having to share their story
multiple times, and/or having to fill out many sets of paperwork and make appointments each
time their child needed to re-engage with supports or access different types of supports.

Some families, and many of the organisations who support them, mentioned the key worker
model or similar case management/coordination roles can reduce this burden. They often
suggested a key worker facilitates sharing of information, knowledge and skills for a child and
family across environments, reducing the need for a family to retell their story across
stakeholders as their child transitions into a new environment.

‘The key worker model of care has been really helpful for my family, who has multiple
neurodivergent children. Having one person | can speak to, instead of having to tell my story over
and over again, and she just organises the therapies, has been the best.’— Submission

It was noted these models required highly experienced professionals across the
multidisciplinary team and, to be successful, the key worker must be determined based on the
child’s needs. Others suggested the key worker model is not universally appropriate, particularly
for children with invisible disabilities, developmental delays or complex needs.

These stakeholders suggested a wraparound allied health model, where families have access
to discipline-specific expertise, is crucial for accurate assessment and targeted intervention.

Supports for children under 9 consultation report - Page 37 of 50



Integrated, multidisciplinary teams and supports

Regardless of the specific model used, one of the main areas of feedback was the importance of
having collaborative team approaches, such as transdisciplinary, multidisciplinary, key worker
and interdisciplinary teams. This was seen as integral in early childhood intervention.

Many noted access to a multidisciplinary team was critical and children and families should
have access to key workers with diverse skill sets. The discipline of a key worker should best
suits their needs, while still ensuring access to other experienced professionals within the
multidisciplinary team, and specialised, discipline-specific interventions are available.

It was also discussed these models should help to connect disability supports with early
intervention, by being inclusive of early childhood intervention providers (e.g. allied health and
qualified early childhood teachers), ECEC educators and schoolteachers, paediatricians, early
childhood nurses etc.

Ideally, they would better integrate and leverage child and family needs across both targeted and
general supports, with case managers/key workers being able to offer individualised supports
and advice while also connecting families and children with programs and other opportunities
happening in their community.

‘The key worker is supported by an active, wider ‘village’ of supports — a diverse team of
professionals who collaborate closely with the keyworker, sharing their skills and knowledge and
expanding the key worker’s capacity.’— Submission

Supports delivered in group environments

Some families and carers described positive experiences with group programs and noted these
are important in their child’s development. While supports delivered in group environments may
not suit all children’s and families’ needs, many suggested having more of these available would
be an effective way of delivering some supports to more children and may be more accessible
for families considering supports for the first time.

Some families described benefits of group environments where there are children with mixed
disabilities and disability/non disability groups, including those who involve siblings, as this can
help to increase social skills and encourage a positive understanding of differences in children at
an early age.
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‘One-stop shop’ for services

A common idea from families and carers was to have a single hub or ‘one-stop shop’ where they
could find and connect with services. This included:

e Place-based hubs where they could speak with similar services in the one location.

e Digital platforms or hubs, where they could search for local supports and services
specific to their child’s needs. Respondents reiterated services listed need to be available
or clearly list their wait times, to avoid them spending time contacting services that aren’t
accepting new clients or have 12 month wait times.

‘Without clear and straightforward pathways, families may struggle to navigate the
system. There is a pressing need for a streamlined, user-friendly online referral system
and database that offers consistent information about available services, referral
processes, eligibility criteria, and access points for families and professionals.”—
Individual respondent, supports for children questionnaire

Some stakeholders also agreed with this, suggesting a single point of entry for disability services
is important. For example, the Centre for Excellence in Child and Family Welfare suggested ‘a
platform linking all available service offerings together could be implemented to streamline
access for families. Establishing a single point of entry for all disability services where families
can access information, apply for support, and receive guidance on available resources could
reduce the administrative burden on families. This could be a centralised online portal,
complemented by regional service centres, that could act as a ‘one-stop shop’ for families—like
the Child and Family Hubs that can provide families with access to a range of services and
supportsin one place.’
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Chapter 3: Implementation,
workforce and integration with
community and mainstream
supports
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Commissioning and funding

Disability representative organisations (DROs) proposed there needs to be short, medium and
long-term funding solutions for foundational supports, and these need to be co-designed with
representative organisations. Transitional funding for general supports is important and covered

in more detail in the full General Supports Consultation Report.

We heard strong commissioning and contracting arrangements are required for the successful
implementation of foundational supports for children under 9 and their families, carers and kin,
in order to build a stronger, more sustainable and equitable support system.

Many stakeholders recommended that commissioning and funding models for targeted supports
for children need to be coordinated and have a national approach to sustain funding and
programs, while allowing for flexibility to address local community needs, such as taking
into account differences across regions and the need for tailored and culturally appropriate
supports. Many said this would improve equity and ensure more consistency in available quality
supports across states and territories.

Improved coordination in commissioning

Many stakeholders noted that foundational supports are an opportunity to improve coordination
and streamline responsibilities for funding, to improve outcomes for children. Some suggested
this include joint commissioning for programs and supports between Commonwealth and state
and territory governments. CYDA, for example, recommended governments ‘coordinate the
commissioning of inclusion support in ECEC and foundational supports to streamline
responsibilities and funding’.

Flexible and longer-term funding models

A lot of families and carers, allied health workers and other stakeholders, spoke about the
importance of having flexible funding models to access targeted supports for children. They
explained that flexible funding helps to:

e have and adapt approaches to suit families and children, accounting for their specific
circumstances (e.g. living in regional verse urban areas) and culture

e account for different stages of life and development

e improve integration between this and other supports, (e.g. if there are mainstream
services—such as programs at a child’s school or local government program they can
access for free, then funds could be spent on other areas of the child’s needs or
development).

There were mixed views about block funding for foundational supports. While some
stakeholders suggested that block funding models will be needed to implement foundational
supports effectively, particularly to ensure programs for children and families are available in the
community, many strongly disagreed with reintroducing block funding and instead suggested
prioritising funding and investment in localised, community-driven programs.
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In addition to flexible funding arrangements, we heard that long-term funding is important to
sustain organisations who are delivering child and family programs, so they can sustain and
build on models of supports over time. People identified that local organisations, especially
regional disability and family advocacy organisations who are known in the community become
the first point of contact for many families so it’s important they remain in place with sufficient
funding to support all needs.

Flexible delivery

Having a variety of supports and programs delivered at different times and in a variety of ways
was important to many families. This included having programs available out of hours and the
ability for programs to do outreach into rural and remote areas.

To deliver this, there needs to be funding that accounts for the different modes of delivery,
avoiding a ‘one-size-fits-all’ approach so travel, out of hours work, repeat visits and other factors
are allowed for.

Some stakeholders suggested ‘rigid block funding isolated to a narrow range of commissioned
services will restrict access and reduce service quality, which willimpact on children’s
developmental outcomes’.

Rural and remote delivery

As a result of workforce and service gaps, different types of funding and service models may
be needed in rural and remote areas.

The design of these should be community-led so they are relevant to the context of a location
and consider the environment, local community needs and the existing service footprint of the
region.

First Nations delivery

Peak First Nations organisation and National Voice for Aboriginal and Torres Strait Islander
children, SNAICC, recommended, to ensure no Aboriginal and Torres Strait Islander child misses
out on foundational supports, governments should:

e provide funding to establish and sustain Aboriginal Controlled Community Organisations
(ACCOs) integrated early years services empowered to provide general and targeted
foundational supports in all communities, underpinned by the dedicated funding model

e prioritising ACCOs, provide interim funding through the ECEC Inclusion Support Program to
provide foundational supports to all Aboriginal and Torres Strait Islander families in all
communities, including funding for mobile provision of foundational supports in regional
and remote locales

Furthermore, SNAICC recommended the design of foundational supports for children include a
needs based, sustainable funding model for ACCOs and governments commit to commissioning
foundational supports through building on and enhancing the early years ACCO funding model.
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Workforce capacity and capability

Governments recognise, to make sure a foundational support system works well for children and
their families, it will be important to build workforce capacity and capability. For some of the
services described, the workforce and services already exist and might need to be expanded, for
others emerging practice or new services will be required.

Workforce

Priority workforces

The consultation paper proposed foundational supports could look to be delivered through
existing services where appropriate but would need to be phased in over time.

Families, carers and other stakeholders consistently raised concerns about not having a
sufficient workforce to deliver foundational supports, if further investments are not made in new
roles. This included in areas with longer waitlists, such as allied health and mental health
supports, as well as putting in place roles to make it possible for families and carers to navigate a
new foundational supports service system.

When it came to leveraging existing workforce and services, families, carers and other
stakeholders most often mentioned workforces in early childhood development such as:

e early childhood education providers

e child and family support workers

e maternal and early childhood health professionals

e allied health workers

e supported playgroup facilitators

e sibling support workers

Workforce diversity

We also heard about the need to have diversity in the workforce so supports for children can be
tailored and appropriate. It was noted some families may feel more comfortable accessing
supports from workers and organisations who identify with their culture, disability or speak their
language. Stakeholders suggested a focus on having a stronger workforce of people from First
Nations and CALD backgrounds, as well as providers who have disabilities themselves.

In addition to having a diverse workforce, many stakeholders recommended that dedicated
strategies should be in place to grow the workforce in specific areas of intersecting need.
For example, to develop local Aboriginal and Torres Strait Islander early years workforces.

Workforce training

There was a strong focus on training for the workforces that may deliver foundational supports.
Families and carers specifically mentioned more training to be given to allied health and early
childhood education workers about different disabilities. Additional training was also suggested
for teachers, and other roles in schools, to better understand disabilities and developmental
delays in children, and how this presents. Some suggested teachers need more training and
awareness of what disability and early childhood supports are available to help children and
parents, so they can refer them to supports including in their local community.
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Integrating with community and mainstream
settings and services

Participants were asked for their ideas about how different sectors (e.g. disability, health, early
childhood settings and education) can work together to better support children with
developmental concern, delay and/or disability, and their families and carers.

Families noted the value of broader support systems working together. They often named
mainstream settings such as kindergartens, playgroups, primary schools, local hospitals, health
services and local governments as important for providing information, advice and programs.
They suggested these services often have trusted existing relationships with families and offer
appropriate, trustworthy capacity building resources and supports.

Families talked often about the need to have more coordinated care focused on the whole child
and family, rather than having to negotiate between systems about who is responsible for what.

‘Parents shouldn’t have to negotiate the boundaries of the services and their child
should always be seen as a whole child’. — Individual respondent, supports for children
guestionnaire

However, some people also highlighted risks with integrating foundational supports within
health, medical and education settings, noting targeted supports should be strength-based and
family focused. For example, the Private Practice Early Childhood Intervention (ECI) Community
of Practice noted in their submission ‘foundational supports must remain distinct from health
services to avoid reverting to a medical model of ECI’.

Health services

Community health

Many stakeholders, as well as families and carers, acknowledged health supports for children
with developmental concerns are often delivered through different types of community health
services, and this should be integrated with a targeted supports system.

The use of local Aboriginal community controlled health centres was particularly important in
the context of services for First Nations children and families.

Local health networks were also identified as important for supporting collaboration between
public and private providers and continuing education opportunities that would support a
foundational supports system.

Example: Kimberley Aboriginal Medical Service

Kimberley Aboriginal Medical Service is an example of a community controlled health service
already delivering programs that provide effective early childhood supports in a remote setting.
Their Remote Early Childhood Supports Program is a blocked funded program that delivers
occupational therapy and speech pathologists to the remote Kimberley and is free for families.
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Maternal and child health services

Many noted existing services such as maternal and child health services play a significant role
in providing reliable entry point for younger children with developmental concern, delay and/or
disability. They noted these services are established, trusted sources of information and are well
integrated with community-based services and networks.

Some stakeholders noted they provide an important touchpoint to families because they are
already frequented and trusted by a broad section of the community and are able to provide an
accessible, and supportive avenue to foundational supports, while ensuring the family and child
remain connected to their existing community networks.

‘Existing services such as Maternal and Child Health services, early childhood
education services, schools and Community Health Centres have already established
reputations as trusted sources of information and have built connections to other
community-based services and networks... this makes them invaluable as avenues
through which families can connect easily with appropriate, trustworthy, resources and
supports.”—Submission

‘Local communities and systems can be an asset for a parent or carer, particularly
when they first have a concern about their child’s development. It is often the maternal
and child health nurse, GP, early childhood educator, friend or family member who is
the first contact point responder and has the opportunity to provide information to link
a parent/carer to the right supports.”— Submission

Telehealth to address workforce, location gaps in services

The consultation paper specifically asked about opportunities for use of telehealth in rural and
remote areas, noting the issues with availability of allied health and other health professionals in
these areas. Stakeholders generally indicated telehealth is an appropriate service model in the
context of children and families in rural and remote setting as in any other, to the extent that the
appropriateness of telehealth remains dependent on the needs and capacity of the family and
child, regardless of geographical location.

Some noted telehealth has proven to be a valuable tool for families, particularly those in rural
and remote areas, by reducing the need to travel to access services. Some families and carers
named telehealth as an important service in accessing support for their child.

Others noted telehealth has its limitations, and it should not become a replacement for face-to-

face interactions. They expressed concern:

e it doesn’t become an excuse to drop the ball on providing staff, and investing in services, to
regional and rural areas

e some families within rural and remote areas do not have reliable access to internet, a suitable
device, or do not have the skills with technology to access telehealth

e some individuals, particularly those with higher needs are not able to engage with telehealth

e some types of assessments or interventions are not suitable for telehealth (for example,
equipment prescription).

Some also noted children with developmental delay are likely to have reduced verbal capacity
and may prefer to communicate through drawings or play, which do not lend themselves to
online communication.
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Early childhood and school education

There was a significant focus on the role of schools, early childhood setting and teachers in
being an integral part of the system that supports children with disability, developmental delay
and/or concern and their families, carers and kin. As discussed throughout this report, the roles
of schools and early childhood education is very important in children’s lives, and the lives of
their families including siblings.

Many stakeholders, families and carers agreed embedding supports across environments,
including early learning and school settings is critical. The benefits included:

e More collaborative and coordinated supports. We heard from families and carers about
the importance of coordination and collaboration between their child’s allied health
supports and the early learning environment. In addition, people suggested delivering
targeted supports in schools and early childhood settings could help to increase
collaboration between disability support providers and education providers, improving
access to the specific supports a child needs.

e Reduced time and burden. Some families suggested supports delivered in a child’s
school or education setting would support the whole family by reducing the need for
parents and carers to move children between settings (e.g. school to clinics or
community programs) on a regular basis.

¢ Natural setting. Some stakeholders suggested there are benefits in implementing
therapy and strategies in the child’s natural environments, which includes there they
learn and play, and this help to ensure a more seamless integration of support into their
daily life.

e Improved inclusion. Some suggested embedding access to disability service
practitioners where children learn creates opportunity for greater understanding among
parents in the school community about the needs of children with disability, development
delay and/or concern.

‘Having a therapist attend kinder has helped my child enormously! We have KIS
funding but that is mostly to help all the children at kinder and ensure the children are
safe. Having the therapist attend allows for any challenges in the mainstream setting to
be immediately rectified or noted and worked on in therapy. My child can now actually
engage in kinder not just attend’. — Individual respondent, supports for children
guestionnaire

Role of teachers and early childhood educators

People noted a strong relationship between teachers and parents is key in supporting children

and building partnerships with families to ensure inclusivity and accessibility in education

environments. Feedback from participants on the role of teachers and early childhood

educators strongly supported their value as part of a multidisciplinary team. Comments, which

often came from parents, representative organisations and allied health sector professionals,

included:

e theteaching profession has specialist skills in early childhood development norms and the

capacity to identify where children may have developmental differences outside of these
norms across developmental domains
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e teachers are essential members of multidisciplinary teams

e teachers are valuable in providing parent capacity building, information and training
sessions, facilitation of group programs for children and young people and support for
allied health staff to work with children and young people

e teachers are a particularly essential component of ECl teams in regional, rural and remote
areas, where it is difficult to attract and retain allied health.

‘Early Childhood Teachers are a critical service and support to help support families
and professionals to build knowledge, skills and abilities. They have extensive training
in childhood development and are able to consider learning needs and strategies
relevant to children and integrate this into interventions.”— Submission

‘Foundational supports should reflect and leverage the important relationship that
early childhood educators have with children and families, including their deep
knowledge of behaviour, development and wellbeing of children in their care.” -

Submission

A small number of school sector stakeholders contributed to the consultation process. Further
consultation with educators and schools would be needed to consider how targeted supports

for children under 9 and the roles of teachers and early childhood educators might work
together.

Roles within schools and school regions

Stakeholders and parents consistently raised a need for specific roles within schools or school
regions to better support and coordinate access to targeted supports for children such as allied
health supports.

Many noted access to and coordination of allied health professionals in schools varies greatly
depending on the school and leaders, and this should be made more consistent with stronger
national and state/territory policies to support the integration of additional supports that
children need, and their early childhood education and schooling.

Both stakeholders and parents and carers, however, also noted schools have limited time and
capacity to coordinate with many allied health and other support providers and so there needs to
be a more coordinated system to support this.

Some stakeholders suggested a small panel of providers could be established to perform the
role of a “Transdisciplinary ECI Provider’ for each school region. They suggested this would have
the benefit of:

e facilitating and continuing to give families choice and control
e reducing the number of providers schools need to liaise with, thereby reducing administrative
burden

e ensuring smooth transitions between early childhood education and primary school settings.
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Notable issues or concern with the delivery of foundational supports
in schools and early childhood settings

Some people raised issues or concerns about the delivery of capacity building supports in
schools and early childhood settings. This included:

e Increasing expectation of teachers, noting there is a limit to what can be expected of
teachers. Some noted while mainstream services should be inclusive, and teachers have a
key role as a regular contact point for families in the provision of information, their primary
role is the education of children.

e Potential to limit / reduce capacity building. Some noted while some parents may find it
more convenient for therapy to take place at school, this can hinder the transfer of skills and
capacity building where families are indirectly engaged.

e Inconsistent approaches to supports in schools, with a few responses noting some
schools make a choice not to allow access for external service providers. Stakeholders
Education services and settings must be designed with adequate resourcing and physical
space to enable inclusive practices to be implemented.

e Anover-reliance on early education settings can disadvantage some children and their
families who may not engage in these systems early in a child’s life.

Mental health system and care

Families and carers raised the need for improved access to psychology and mental health
services for children as part of targeted supports.

They shared experiences of not being able to get help through current mental health systems,
and there are significant wait lists and costs associated with accessing services especially if
they are required to go through the private system.

Families, carers and some stakeholders suggested targeted supports include access to mental
health supports, such as through:

e better pathways and referrals between different health, education, early childhood and
mental health supports—carers reported their children get lost between these systems
when they are in crisis

e increasing Medicare access for children to get more support for mental health (without a
formalised mental health care plan)

e providing wraparound family-centred supports in psychology, mental health and social
work

Local government

Some families and carers suggested having supports available within local government settings,
including recreation and community centres who already provide some therapies or programs to
support different parts of the community. Some allied health and other professionals also
suggested integrating supports with local government and local facilities.

Supports for children under 9 consultation report - Page 48 of 50



Other considerations in the design and delivery of
foundational supports for children

Community attitudes and awareness

Some feedback mentioned the need for improving community attitudes and awareness about
disability and developmental delay in children. Some parents and carers said there are barriers
to asking for help and accessing supports due to stigma and discrimination. This impacted
supports for their children to participate in the community, in group programs and at school.

Working in partnership

It was particularly important to families, carers, and organisations who represent them,
governments commit to working in partnership with them to make sure a foundational supports
service system is safe for all types of children and families.

Some specific areas this was highlighted included for:

e parents with a disability, including intellectual disability, it’s important to work with
them and representative organisations to tailor information and support, recognising
where they may need extra support to engage and to ensure information and advice about
their children is provided in accessible ways

e Aboriginal and Torres Strait Islander children and families, it is important governments
co-design supports in line with agreed Closing the Gap frameworks and to ensure they
experience cultural safety across all parts of the foundational supports system

e multicultural families, it’s important governments work closely with community, faith
and cultural leaders and organisations to engage parents in language and culturally safe
ways, particularly new and recent migrants who rely on these trusted community
networks for support.

Best practice guidelines

Many stakeholders noted the intent of foundational supports must align with the approved Best
Practice Guidelines for Early Childhood Intervention, and other strategies such as the Early Years
Strategy and Australia’s Disability Strategy.

Data, measurement and reporting

Stakeholders recognised the importance of making sure the design of foundational supports
includes appropriate monitoring and sharing of information across early childhood, disability,
education and health to measure needs, progress and outcomes for children.

A specific data framework and outcomes measurement should be set up for the monitoring and
evaluation of supports for children, particularly targeted supports which will have different
inputs and outcomes to what is covered in the general supports service system. Stakeholders
identified some additional accountability measures such as reporting regularly under the Early
Years Strategy and to the Joint Council on Closing the Gap.
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Appendix 1. Engagement methods and analysis

The following provides further information about engagement methods used during consultation
events, and how data has been analysed.

Methods for data collection

During engagement events, a variety of activities and materials were used to facilitate input into
consultation questions and prompt discussion. These included:

e Group discussion with posters — participants contributed ideas through discussions at
their table and on sticky notes.

o Targeted discussions with stakeholders and priority groups. These were held with
organisations and groups while on location.

e Use of an accessible digital engagement tool, Mentimeter, to support:

anonymous input
preferences for use of digital tools, for example where people prefer not to or can’t
write answers on paper

o screen reader accessibility.

e Use of Chat within online events (Zoom and Teams).

Participant accessibility and wellbeing

Auslan interpretation and live captioning were available by request at all events. Larger
community events and webinars included Auslan interpretation and live captioning by default.
Other accessibility requests such as large print materials and seating preferences were
accommodated.

Participants at online and face-to-face community workshops and roundtables received a
participant pack up to one week in advance with information about accessing the event, a high-
level agenda, and what to expect at the venue or in the video call environment.

Face-to-face and online community events included access to professional counselling
services, with a wellbeing officer present at some events and/or available for post-event support
and debriefing to support participants.

Data Analysis and presentation

Manual thematic analysis was undertaken for questionnaire responses and submissions. These
were analysed for common themes and important differences before being consolidated with
other findings in this report.

Data across all supports for children consultation events and written, audio and video feedback
was then consolidated into this report.

Supports for children under 9 consultation report - Page 50 of 50



	Supports for Children under 9 Consultation Report
	Contents
	Acknowledgement of Country
	Contributors
	Foundational supports and scope of consultations
	Scope of consultation and this report

	Executive summary
	What we heard
	What will be most helpful
	What is needed to make foundational supports for children under 9 and their families, carers and kin work


	How and who we engaged
	Participation
	Engagement content and activities


	Outcomes and considerations
	Focus and scope of supports for children
	Outcomes

	Chapter 1: What is needed in general supports for children under 9
	General supports:  Overview from consultation paper
	What we heard
	Key issues and barriers
	Families are time poor and over-burdened
	Lack of information and confusion navigating systems
	Disconnected with early childhood and community supports

	The solutions – what’s needed
	Preferred sources for information and advice
	People with lived experience and other families and carers
	Referrals from GPs and allied health professionals
	Peer and family support groups
	Playgroups supporting peer connections
	Online discussions
	Disability and family advocacy organisations
	Information and resources through education settings
	Schools
	Childcare and early education centres

	Local government, community organisations and local places

	Other trusted sources
	Concerns with government sources and services

	Delivering general supports for children and families
	Types of models and settings
	Place-based and community hubs
	Case workers, navigators or connectors
	Digital platforms, directories and phone services
	Existing family services



	Chapter 2: Targeted supports for children under 9
	Targeted supports for children under 9:  Overview from consultation paper
	Why are targeted supports for children under 9 needed

	What we heard
	Key issues and barriers
	Diagnosis, including costs of assessments
	Availability of supports and wait times, particularly in rural and remote areas
	Confusion between disability and health systems
	Insufficient Medicare support for children with developmental concerns

	Building on what works
	What families and carers find useful now

	The solutions – what’s needed
	Types of supports people need
	Common areas for targeted supports
	Early intervention
	Allied health
	Play, art and music therapies
	Practical supports, including in the home
	Aids and equipment
	Social workers

	Targeted supports for the whole family
	Targeted supports for children in the NDIS
	Other needs to ensure children and families access targeted supports
	Parents and carers noted specific things they need to make sure they and their children could access supports including:


	Delivering targeted supports
	How should targeted supports be delivered
	Integrated support models
	Care coordinators / key worker model
	• families feeling more connected throughout their journey
	• minimising the number of relationships families need to navigate
	• improving collaboration across diverse teams of professionals
	• supporting access for children and families in rural and remote settings to reduce the need to have all relevant allied health professionals available on site and they can be consulted with as needed.

	Supports delivered in group environments
	‘One-stop shop’ for services


	Chapter 3: Implementation, workforce and integration with community and mainstream supports
	Commissioning and funding
	Improved coordination in commissioning
	Flexible and longer-term funding models
	Flexible delivery
	Rural and remote delivery

	Workforce capacity and capability
	Workforce
	Priority workforces
	Workforce diversity
	Workforce training


	Integrating with community and mainstream settings and services
	Health services
	Community health
	Maternal and child health services

	Early childhood and school education
	Role of teachers and early childhood educators
	• the teaching profession has specialist skills in early childhood development norms and the capacity to identify where children may have developmental differences outside of these norms across developmental domains
	• teachers are essential members of multidisciplinary teams
	• teachers are valuable in providing parent capacity building, information and training sessions, facilitation of group programs for children and young people and support for allied health staff to work with children and young people
	• teachers are a particularly essential component of ECI teams in regional, rural and remote areas, where it is difficult to attract and retain allied health.

	Mental health system and care
	Local government

	Other considerations in the design and delivery of foundational supports for children
	Community attitudes and awareness
	Working in partnership
	Best practice guidelines

	Appendix 1. Engagement methods and analysis
	Methods for data collection
	Participant accessibility and wellbeing
	Data Analysis and presentation




Accessibility Report



		Filename: 

		Foundational Supports Consultations - Supports for Children under 9 Consultation Report.pdf






		Report created by: 

		The Social Deck (Sam)


		Organization: 

		





 [Personal and organization information from the Preferences > Identity dialog.]


Summary


The checker found problems which may prevent the document from being fully accessible.



		Needs manual check: 2


		Passed manually: 0


		Failed manually: 0


		Skipped: 0


		Passed: 29


		Failed: 1





Detailed Report



		Document




		Rule Name		Status		Description


		Accessibility permission flag		Passed		Accessibility permission flag must be set


		Image-only PDF		Passed		Document is not image-only PDF


		Tagged PDF		Passed		Document is tagged PDF


		Logical Reading Order		Needs manual check		Document structure provides a logical reading order


		Primary language		Passed		Text language is specified


		Title		Passed		Document title is showing in title bar


		Bookmarks		Passed		Bookmarks are present in large documents


		Color contrast		Needs manual check		Document has appropriate color contrast


		Page Content




		Rule Name		Status		Description


		Tagged content		Passed		All page content is tagged


		Tagged annotations		Passed		All annotations are tagged


		Tab order		Passed		Tab order is consistent with structure order


		Character encoding		Passed		Reliable character encoding is provided


		Tagged multimedia		Passed		All multimedia objects are tagged


		Screen flicker		Passed		Page will not cause screen flicker


		Scripts		Passed		No inaccessible scripts


		Timed responses		Passed		Page does not require timed responses


		Navigation links		Passed		Navigation links are not repetitive


		Forms




		Rule Name		Status		Description


		Tagged form fields		Failed		All form fields are tagged


		Field descriptions		Passed		All form fields have description


		Alternate Text




		Rule Name		Status		Description


		Figures alternate text		Passed		Figures require alternate text


		Nested alternate text		Passed		Alternate text that will never be read


		Associated with content		Passed		Alternate text must be associated with some content


		Hides annotation		Passed		Alternate text should not hide annotation


		Other elements alternate text		Passed		Other elements that require alternate text


		Tables




		Rule Name		Status		Description


		Rows		Passed		TR must be a child of Table, THead, TBody, or TFoot


		TH and TD		Passed		TH and TD must be children of TR


		Headers		Passed		Tables should have headers


		Regularity		Passed		Tables must contain the same number of columns in each row and rows in each column


		Summary		Passed		Tables must have a summary


		Lists




		Rule Name		Status		Description


		List items		Passed		LI must be a child of L


		Lbl and LBody		Passed		Lbl and LBody must be children of LI


		Headings




		Rule Name		Status		Description


		Appropriate nesting		Passed		Appropriate nesting







Back to Top
	supports for children and families carers and kin included: 
	Networks supporting culturally diverse and migrant families: 
	First Nations playgroups: 
	Mapping existing supports: 
	Delivering targeted supports through playgroups: 
	First Nations delivery: 
	Roles within schools and school regions: 
	Data measurement and reporting: 


