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1 Background

ACD is the leading advocacy service for children with disability and their families in
Victoria. We are a not-for-profit organisation led by families of children with disability.
Our vision is an inclusive community where children with disability and their families
thrive.

To inform the Review of Best Practice in Early Childhood, ACD has coordinated
multiple phases of engagement with families and carers of children with disability
and developmental differences via a national network of family-led organisations.

This report captures outcomes from the latest phase of engagement. This third
phase focussed on identifying how best to let families and carers know about the
upcoming National Best Practice Framework for Early Childhood Intervention. These
engagements were also used to test and refine draft information resources intended
for families.

Four family-led online sessions were held. These were hosted by Yellow Ladybugs
(for families and carers of Autistic girls); Kiind (WA based); Belongside Families
(NSW based); and ACD (a dedicated CALD focussed session). Additionally, ACD ran
a targeted survey. Report structure

The findings of the different consultations are presented as separate reports, which
will be available on the Healthy Trajectories ECI website.

Section 2 of this report provides the findings from the consultations conducted by the
Association for Children with a Disability.

Now that this round of consultations has been completed, the next step of the project
is to bring together what was heard in the consultations with what was synthesised in
the desktop reviews to inform the development of the framework. We will seek
stakeholder input, via consultation, to the draft framework and proposed resources
through the next phases of the review.

2 Overview of key findings

e Turning the National Best Practice Framework into reality will require
significant change. A consistent message from families and carers is that best
practice, as described in the Framework, often does not resemble the current
reality. If the National Best Practice Framework is to be truly implemented,
substantial changes are needed to the design, delivery and funding of ECI
services, along with expansion and development of the workforce.

e Families want the National Best Practice Framework to be the single source
of truth that they can point to and rely on. Consistency and alignment across
different programs, funding streams and government agencies that require,
model and enable delivery of best practice ECI is all important.

e Families will need to be educated and equipped to understand and champion
what best practice ECI looks like. Family focussed, practical information
resources, backed by widespread and ongoing capability building are needed.
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The needs of culturally and linguistically diverse families warrants particular
attention to ensure effective communication about the National Best Practice
Framework and its implementation in a culturally appropriate way. (NB:
SNAICC are leading work with respect to cultural safety for First Nations
families, so we do not address this important consideration in this report)

ACD recommends creation of specific, culturally attuned resources.

Families and carers want to meaningfully partner on next steps for the
Framework. There was high attendance at the sessions conducted in March
2025, including a large representation of those involved in earlier phases of
engagement. This reinforced that families want and need to be at the table at
all stages: from Framework development to implementation and monitoring.
This report honours and amplifies the voices of families and carers and is
testament to the rich contribution that deep engagement with lived experience
perspectives brings

ACD recommends families remain involved with Framework finalisation,
implementation and monitoring.

2.1 Demographic of families and carers engaged in March

2025

Total families and carers: 125

Gender

Culturally, liniguistically diverse: 28.8%

Chinese, Malaysian, Filipino, Vietnamese, Latin American, Chilean, Russian,
Bengali, Ukrainian, Cantonese, Caribbean (unspecified), African (unspecified)

First Nations: 9.6%
Families/carers with disability: 30.8%
Main conditions: Autism; ADHD; ID; Physical Disabilities

Consultations: 80
Survey: 45

Female: 81.4%
Male:16%
Non-binary: 2.4%

Location:

e Victoria: 46.4%
e South Australia: 6.4%
e Australian Capital Territories: 1.6%
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e \Western Australia: 25.6%
e Queensland: 5.4%

e Northern Territories: 1.6%
e New South Wales: 12.4%

Children:

All families and carers are raising a child or multiple children with disability or
developmental difference. Nearly all have children aged under 12 years.

Child’s primary disability / condition

e Autism 40%

e Developmental delay 20%

e Sensory (Deaf/Blind/Speech) 15.2%
e Genetic/Chromosomal 10.4%

e Other/undiagnosed 14.4%

3 Thematic analysis of the consultation

The forthcoming National Best Practice Framework for Early Childhood Intervention
(ECI) is intended to be an important resource for families and carers. The
Framework positions families and carers as partners in ECI. But to be partners,
families and carers need to know the Framework exists, understand what is in it and
feel confident to make use of it.

This report summarises feedback and amplifies voices from the third phase of
engagement with parents and carers of children with disability or developmental
delay. The aim of this phase is to inform ways and means to best ensure that
families and carers know about and can engage with the upcoming Framework.
Early working drafts of materials being produced for families and carers were tested.
Feedback received is being used to refine and improve these family and carer
focussed information resources.

| think if families are empowered with this knowledge, we can advocate for our
practitioners to follow the framework.

3.1 Implementing the Framework will require significant change

Families and carers spoke of the gap between current reality and best practice
ECI. Although engagements were not intentionally focussed on how existing services
compare with best practice, a loud and consistent theme was that there is a
significant gap between the current early childhood intervention and best practice
ECI as described by the forthcoming Framework.

Families and carers overwhelmingly welcomed and liked what they saw in the
forthcoming National Best Practice Framework.

The framework itself is really commendable and a lot of kids would benefit from it.
It's a product of the dedication of people who actually care.
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However, they raised fundamental questions and concerns about if, how and when it
can be implemented, as summarised below.

Who will ensure the Framework gets implemented?
Who will oversee that practitioners follow the framework?

What information will be collected to know whether or not best practice is being
delivered?

Who governs this? Who makes sure that the speech pathologist will follow it, like
the SP already we have difficulty scheduling?

Are practitioners going to be trained up in this? Is there going to be an education
component on their side that this is best practice, and to get them on board,
because unless they're on board they're not going to do it.

| think that the practitioners you would be engaging with are the ones who would
already be doing best practice. Those who are not would probably not be
interested in engaging with this this process.

Will plans and funding for those receiving NDIS supports change to reflect the
Framework and how will they change?

Will the NDIS follow this framework? Will funding reflect it?
What about the long wait times and cost barriers to assessment and diagnosis?

How wiill the framework be implemented where there is a shortage of allied health
practitioners?

The more important thing is please do something about the shortage. Like to get
a diagnosis.

Will preschools and schools be on board and help to implement the Framework?
Will schools also follow this Framework?

There needs to be some really basic and consistent expectations around the role
of preschools and schools.

3.2 Letting families know the National Best Practice Framework

exists

3.2.1 How to reach families

When asked how best to let families and carers know that the Framework exists,
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families and carers suggested a range of different ways and channels.

We need to make sure a family gets info from many different sources.

Child and Family Health Nurses and GPs were the most commonly suggested
channels to let families and carers know about the Framework.



The Blue Book, | think, would be amazing...as a 1st time Mom, | scoured that for
all the information, and for me that would have been a really key port of call that |
would have at least known about it, even if | didn't need to use it.

Queensland has a red book.

Child and Family Health Nurses: usually one of the first ports of call for most new
parents.

Clinic nurses that you know where the kids go and get the immunisations.

General GPs across the board ... Our kids start childcare, or whatever, and
they'll say “hey we've noticed this. Have you noticed this, too?... | had no idea
where to turn half the time, and every time | did bring up our concerns to our GP.

e Allied health practitioners delivering ECI services are seen as an important
point for disseminating information resources about Framework to families and
carers.

The first therapist allied health practitioner that [parents] see needs to know about
this stuff because it's so overwhelming when you make contact with that first
person.

e NDIS partners in community:
LAC info was the first, most useful info.

e Family-led organisations are seen as a trusted source of peer led information,
delivered in a family relevant way

Family to family networks is the best way.
Information organisations like ACD.

Host or participating in parent groups support just like this where you explain the
Framework and answer any related questions parents might have is a very great
move.

e Peer delivered information

Connect new families with experienced parents who have navigated ECI.
Because personal stories and recommendations can be incredibly powerful.

People who are speaking to me as a mum and explaining it to me in a way | can
ensure it's easy to implement and follow up with providers.

| dream of a parent peer "mentor" to guide the way and support/ build the parents
capacity.

| actually have other parents approaching me because they've now gone through
the journey...people do kind of try to find that connection.

Parents with lived experience and valid things to say, things from a non-
Jjudgemental source with practical experience.
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Peer groups and workshops run by ACD, Kiind and Belongside are so helpful.

Digital ads on social media was consistently raised as an effective way to reach
families and carers.

Paid google ads for this in search results when searching for children's allied
health services.

The best way for me is just online resources. Everyone is online now. So | mean,
through social media ads.

Promoting it like on Instagram or Facebook, somewhere mums are scrolling.

Ensuring use of hashtags or key words relevant to early intervention would be
key if using social media as these can be searched.

Social media networks and chat was identified as an important information
source, with the qualification that it needs to come from a trusted source.

it would definitely have to be a trusted source, if on social media

Any information | need | usually ask on Facebook. All these Facebook groups are
very active like there would always be someone who would attend to you real
time.

| actually found out about the early childhood intervention, about what someone
wrote in a Facebook group. Someone had asked a question.

Websites also got a mention as a place families and carers go for information
The Raising Children Network is where parents are sent for online information.

Community venues were identified as another important point for information
dissemination such as hospitals, libraries, community centres and pools.

Brochures, flyers, and posters in places where families gather.
Community notice boards are helpful or online newsletters.

These brochures would be great in hospitals, libraries, councils, neighbourhood
houses, medical clinics, allied health clinics.

3.2.2 The types of information resources that families and carers want

We heard a range of suggestions about the type and style of information resources
that families and carers want.
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Make it actionable: Provide clear next steps for families who want to learn more
or access services aligned with the Framework. Include contact information,
website links, and details about how to get support.



It’'s important to provide examples because families of neurodivergent kids
particularly could include neurodivergent adults who might need less
abstract/theoretical descriptions efc.

e Visually engaging information
Posters and infographics would be great.
Supporting visuals like examples.

¢ Digital resources: videos and clips

Not just about getting a document out to people. It's using those multimodal forms
of communication that makes it so much more accessible to so many more
people in the community, whether it's videos or slides using closed captions,
those sorts of things.

For families. | think little bite size videos are really popular...a lovely idea for
people who are time poor and needing to know why something matters to them.

Video or slide format with audio and subtitles (in various languages).

e Use terminology that families and carers will readily understand. Families
might not be familiar with the terminology “early childhood intervention”.

But for a long time, | didn't know that | was even doing early childhood
intervention, like | was told, go and see the physio, or go and see the speechy.
Okay, but | wouldn't have known that | was doing early intervention.

Families actually need to know that this is designed to support families ... I'm just
going to say maybe the language is a bit of a barrier there.

e Other gaps in information. Families identified that information about how to get
a diagnosis or how to find ECI practitioners was hard to find.

Another info graphic that would be incredibly useful would be the different
paths/services for diagnosis... it's SO confusing.

3.3 Additional measures are needed for culturally and
linguistically diverse communities

ACD hosted a dedicated session for culturally and linguistically diverse (CALD)
families raising children with disability or developmental differences. These was also
broad representation of CALD families in other sessions.

Families were asked what factors needed to be considered when communicating
with culturally and linguistically diverse families about the Framework, other than
translating resources in community languages.

Key messages included:

e Shame or stigma can prevent or delay families engaging with ECI supports
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The barrier is not just access to support, but within our own community. How do
we address cultural boundaries. Some feel shameful to seek help.

Stigma of don't want to share your weakness or in terms of culturally your
children, money, extra help, things like that.

There's a lot of stigma around additional needs disability, developmental
delays...It’s more than just giving the information and expecting families to
understand and embrace it...You need to support them to actually get to a point
where they are happy to accept the supports and the therapies and so forth.

e Visa issues can also be an obstacle. There are concerns that acknowledging a
child’s disability could have adverse impacts on their family’s visa status. It can
also mean they are not eligible for supports.

¢ We need community-led education that disability is a natural human variation.

For CALD families we need to include some education (you don't know what you
don't know) that disability is natural human variation (visible and hidden), not
something to be ashamed of, and that disabled children do require a level of
support above the average child - and that it a lot of cases it may be best for the
child for BOTH parents to be involved in the care of the child.

e Building understanding of rights and inclusion in the Australian context is
important.

Relating to rights based, education [is needed] for CALD families (who may have
preconceptions themselves about disability due to their own experiences/cultures
) that here in Australia we are working towards an inclusive society and that the
family has choices, about the types of therapies available to their child, the
therapists they can use, where they can send their child to school (specialist,
mainstream, home education) - their child does not have to go to a special
school.

[Some CALD families are at risk of being] isolated for multiple reasons, not just
their racial or cultural differences but also the fact that they have a disabled child.

e Extended family can be particularly important.

| think lots of information at the moment is directed to parents, so grandparents,
aunties and uncles do not feel welcomed to attend. It would be great to have the
framework written in different perspectives (as a grandmother, aunty etc.).

e Different gender dynamics may be present.

The (possibly working) female is expected to do all the domestics, child rearing,
and any additional medical/allied health appointments - this means that bringing
up a child with a disability is not a team effort. When the therapists, teachers,
medical professionals all put it back on the mother to implement changes in the
family that are not taken on board by fathers [this can] lead to family conflict.
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e Culturally attuned information resources are needed. Beyond community
translations of general resources for families and carers, culturally relevant
resources are needed to help address issues outlined above in easy and
engaging formats.

Use lots of photos and examples to break up text and bridge the cultural
communication gaps.

Use multiple formats to deliver information: brochures, videos, online posts,
closed captions in various languages (and showing families how to select their
own language) and audio (showing families how to select their own audio
language).

e Universal services are an important channel for providing information to CALD
families.

The community GP or Medical Centre or maternity nurse, giving them that
information will be a more private and more supportive and more discreet way of
for them to get information.

3.4 Explaining the Framework’s principles in practice

The Framework is based on four universal principles and additional key principles to
guide the way practitioners work. The full set of principles was generally well
received by families.

| really like these principles.
3.4.1 Universal principles in practice

Rights based

Original draft text:
e Builds your understanding of your child’s rights.

e Builds your capacity to advocate for your child.

e Builds your child’s capacity to make decisions and speak up for themselves.

The emphasis on child rights and voice was well received. Rights to not be
discriminated against were raised by CALD families. Some participants questioned
whether and how “rights based” also incorporates the rights of parents or families.

The rights of the parent/family as well as the rights of the child [should be
mentioned)].

Family and carers as advocates for their child attracted considerable discussion. The
need to provide information about independent organisations that support family and
carer advocacy was raised across multiple consultations, as was the need to provide
practical information about how to advocate.
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It took almost 2 years after my son's diagnosis to know that there were advocacy
service...And for me as a parent, | was in such burnout. | didn't even know how to
care for myself, let alone advocate for my son.

It's all well and good to be able to advocate, but actually finding that out? | didn't
know things like Kind and PWDA even existed.

Learning to build your advocacy is important as it is hard to know what to do, ask

etc.

So just how? Yeah, probably like a how to guide or a how to video or something
like that.

There was concern that capacity building families could mean taking time away from
therapy for their child.

Don't spend an hour of the therapy time looking after me...unless there's an
additional amount in our plan for my capacity building.

Relationship based

Original draft text:

Listens to you.

Explains things so you can understand them.
Let’s you know what you are doing well.

Helps you feel more connected with your child.

Recognises a positive connection between parent and child. as essential to
child development

Little comment was received on this description, other than positive endorsement.

| like the "listens to you".

Someone you can trust is important.

3.4.1.1 Strengths based

Original draft text:

Focuses and builds on what your child can do.

Builds on your strengths as a family.

Helps you feel positive about your child strengths and progress.
Helps you feel hopeful about the future for your child and family.

Helps you to feel confident in your ability to support your child’s
development.
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Families liked the strengths-based principle. Much of the feedback and discussion
was about practices that are seemingly at odds with this.

Having to write down a carer impact statement [is] probably the most horrific thing
that I've ever done in my life...having to write down the worst day that they were
ever having [is] extremely traumatic....Services make parents or highly
encourage parents to do this, so they can get more funding for more therapy.

“Helps parents feel positive" - often it is the parents that ARE positive and asking
practitioners to be more positive.

3.4.1.2 Ecologically (context) based

Original draft text:

e Considers your family’s circumstances, including housing, employment,
support networks.

e Tailors’ advice and support to reflect family’s situation.
e Let’s you know about other services that may help your family.

e Connects you with other families with children with developmental
concerns, delay or disability, through online groups, playgroups or support
groups.

The word “ecological” is not something families readily understand we used “context’
in our discussions.

The concept of specific and different circumstances and needs was well received.

Understanding and accounting for trauma was raised.

| think a trauma informed approach always needs to be taken when working with
Autistic families and parents.

3.4.2 Key principles in practice

3.4.2.1 Child-centred

Original draft text:
e Gets to know your child and their interests.
¢ Respects your child’s likes and dislikes.
e Gives your child a say.

e Works with your child’s energy levels and attention span.

e Provides your child with fun, play-based activities.
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e Focuses on how children learn best: lots of opportunities to practice with
their family at home, and in early learning settings and at school.

e Helps your child feel good about themselves.

e Celebrates your child’s wins

Families particularly liked the child-centred principle, including the explicit reference
to play-based approaches.

Really love the stipulation that therapy is play based - in the past, too much of our
therapy has been compliance based.

Culture was identified as an element in child centred approaches.

Ensuring that the "getting to know your child" and "respecting likes and dislikes”
explicitly includes cultural background and preferences would be beneficial,
especially in a diverse community.

There were also questions about whether mention of a child’s wellbeing should be
included.

Should there be some sort of mention on about well-being or physical health as
well?

3.4.2.2 Family-centred

Original draft text:
¢ Recognises you as the expert on your child.
e Gets to know your family and builds on your strengths.
¢ Involves you in all decisions.
¢ Welcomes siblings.
e Empowers families.

e Takes into account what else is going on for your family and what is
possible.

e Provides time for normal family and childhood activities.

Families have long advocated for this principle. The description of it resonated well.
I love that it says helps the whole family, including siblings.
Although some felt they hadn’t yet experienced aspects of it in practice yet.

When it talks about the whole family ... I've never actually encountered that with
really any of my son's therapists. So | would just love to know what that's
supposed to actually look like.

Ensuring the wording can accommodate broader family context was raised.
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My daughter doesn't have any siblings...brought her cousin along to a therapy
session.

Some raised whether this principle should also be about therapy being delivered in a
way that supports families to be able to take part.

Supports need to be accessible, both f2f and online, maybe even at different
times of the day (as a lot of parents need to work). Currently parents need to give
up work or other family commitments to engage in therapy.

There was significant feedback from families who related experiences where they felt
their views and expertise had been disregarded — particularly families from culturally
and linguistically diverse backgrounds.

3.4.2.3 Participation

Original draft text:

e Helps your child meaningfully participate at home, in play, at early learning
and school.

e Helps your child have a sense of belonging.

e Helps your child interact and play with siblings and other children.

Meaningful participation is something families and carers universally aspire to for
their child. There were suggestions the word meaningful be added to the heading of
this key principle.

3.4.2.4 Everyday settings

Original draft text:

e Recognises that children learn best in their everyday settings where they
spend the most time — at home, at early learning or school, at the
playground.

e Supports all the important people in your child’s life — you, grandparents,
siblings, educators, teachers and other to put in place daily routines.

e Uses daily play and routines to build your child’s skills.

e Meets you and your child in everyday settings — your home, early learning
setting, playground or school.

¢ Provides equipment to support your child’s movement, communication,
safety and ability to do things themselves.

The description of this principle resonated strongly with most families. However,
significant questions were raised about how it can be put into practice, particularly
with respect to moving away from clinics as being the main venue for services.

Therapists are often not welcomed at schools.
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Unfortunately, a lot of practitioners won’t come to house or school because that
additional travel time takes them away from other clients.

| think therapists need more training on how to help families put things into
practice at home. Most of the therapists my son has seen, only provide verbal
instructions during the session, if that. | have forgotten most of it by the time | get
home.

I'm thinking about the logistics of it. Will there be travelling fees for therapists to
go to this school or go to the home?

3.4.2.5 Diversity affirming

Original draft text:
e Welcomes and respects you.
¢ Provides a non-judgemental space.
e Values your culture as a strength for your child.

e Respects and values your family, whatever it looks like. Including your
gender, religion, disability, family make up (sole parent, separated family,
rainbow family).

Feedback suggested that practitioners should invite families to share about their
culture and value this exchange.

For families and parents to be invited to speak up and share their culture. If the
practitioner encourages and welcomes us, we'd be happy to share.

Sometimes they also need to learn...In my culture, we kiss and we've been
having trouble at school. Even though I tell my daughter not to kiss, but they were
making a big deal of that.

Autistic culture was raised, particularly in the context of neuro-divergent families.

Autistic culture? Should we standardise what neuro-affirming means?

3.4.2.6 Teamwork

Original draft text:

There are often a lot of professionals involved in a child’s life, including: therapists,
paediatricians, health specialists, educators and teachers. All of these
professionals should work together as a team.

The team:
¢ Involves you as a central member of the team

e Communicates and works proactively with each other

e Shares a consistent approach and agrees priorities
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o Works to make sure there is no gaps or duplication, and your family is
supported not overwhelmed.

| think this could be significantly enhanced by more explicitly mentioning shared
goals, the value of diverse expertise, the active facilitation of community
connections, and the underlying "why" these principles mattering achieving the
best outcome for the child and family.

It can be as simple as having a shared understanding of challenges and shared
goals.

Of all the description of principles in practice, Teamwork generated the most
feedback. While families embraced the notion of Teamwork, for many it represents a
significant change from the current status quo. This raised questions about how this
principle will work in practice.

I really like the idea of the allied health working together to detect and advise of
any gaps in support.

Building family-school-therapist trust, communications and relationships is vitally
important.

e How effective coordination should look is something families want to see
practically described.

Will there be some examples of what this would look like? Some ideas for
professionals on what they can do to try to coordinate between each other and
support parents in that way.

Having a google doc/online format where each team member can put their
updates/read what is happening with other team members, etc. makes it easier.

It would be so much easier to coordinate if the allied health professionals were
more willing to share their weekly notes ... so that info can be communicated
between the team members.

e Concerns were expressed about the struggle of getting different agencies to
talk to each other to ensure a child receives the support they need.

My child require additional, higher supporting chair to help concentrate in class.
There were a lot of issues about [whether] this should be covered by NDIS or
school ...all took a very long time ... the amount of admin work go back and forth
between parents to school, school to school funding people, school parents to
NDIS eftc...
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3.4.2.7 Community focussed

Original draft text:
e Helps make your child and family feel welcome in the local community.

e Connects you to local supports and opportunities for your child and family,
such as playgroups, toy libraries and playgrounds.

Helping to address challenges of being part of reqular community life was raised.

Time to do things as a family is super important, but many times as a family we
can’t access community events that other families can and as a parent of a child
with needs, many are often too exhausted to push themselves to get up and out
of the house/do family community things.

There were questions about if and where influencing the broader community fits
in the Framework.

What about educating the community to increase understanding, acceptance and
inclusion?

We can't just focus on our children and how they respond and act. It's about how
other children respond to them ... and the broader community.

A lot of the other kids are now so accepting because they're learning about
disabilities, so many more Kkids in their classes, and the kids that go there go to
daycare.

The importance of practitioners helping foster connections with families on
similar journeys, including linking to family-led organisations, was also reinforced in
discussions.

Having a community of people, you know, going through the same thing, or, you
know, in the same kind of situation. You know, it could be helpful. We could ask
questions.

3.4.2.8 Outcomes focussed

Original draft text:

e Focuses on the outcomes that matter to you as a family.

e Monitors how your child is progressing.

Families raised the importance of both shorter and longer-term goals.
Thinking both about short term and long-term goals as well.

They also discussed the value of practitioners identifying how therapy can support
realisation of goals.

Important to ask what is the purpose of the therapy?
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I do find that practitioners don't offer much guidance on what might be most
important when my child has multiple ongoing goals.

3.4.2.9 Evidence informed

Original draft text:

e Provides you with services that are based on up-to-date research and
evidence.

e Shares with you the most effective strategies.

¢ Provides you with evidence-informed information to help you make
decisions.

Families asked where does the lived experience evidentiary component of
families knowing what has (or not) worked for their child fit into this?

3.5 Answering some of the key questions families have about
the Framework

A draft general guide on the Framework for families and carers was shared for
feedback. It describes what best practice should look like for the child; parents/carer;
for the family; for the practitioner and the team. It also covers a range of frequently
asked questions from a family and carer perspective.

Feedback on the draft guide was overwhelmingly positive, with constructive
suggestions for improvements.

It would be helpful to include more real-life examples or practical steps parents
can take. Additionally, guidance on navigating challenges—such as access to
services.

First [the guide] needs to tell them why they need the framework and what it will
do for them.

Various aspects of the draft guide were the focus of different consultation sessions.
Draft text families reviewed long with feedback provided are summarised below.

3.5.1 Where to see your practitioner

Original draft text:
Children learn best in their everyday settings where they spend the most time.

It is best practice to see your practitioner at your home, at your child’s early
learning centre, at school or at the playground.

This means you and your child’s teachers get information and strategies on how
best to include your child and support their development.
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You and your child see the practitioner together. It can also be helpful to have
family-sessions without your child.

Comments on the above draft text included:

e |t may be beneficial for different family members to attend sessions at
various times.

It doesn't have to be just one parent doing the therapy all the time...you see
different dynamics with different family members...so it's good for the therapist to
have that overall view of what the child is like with different family members.

¢ Provide content about what to do if your services are delivered from a clinic
— this could be relocated from the section further below on “What if my
practitioner does not work is this way.”

3.5.2 What practitioners do

Original draft text:

When meeting with you and your child, practitioners use play-based activities
because this is how children learn best.

The practitioner helps you to put in place routines, structures and strategies to
support your child’s development at home every day. This is because children
learn best with lots of opportunity to practice with the people they spend the most
time with.

Practitioners recommend equipment to help you child sit, move, communicate, be
safe and do things by themselves.

Comments on the above draft text included:

e A greater emphasis on helping families learn and implement strategies is
needed.

Teaching you how to do a strategy, and then ensuring you are confident and feel
positive to do that strategy Let's just say they throw tantrums or bite.

Maybe include a recommendation for an at-home pack to be provided by
practitioners with what to practice at home ... it is hard to remember everything
when it is told verbally.

3.5.3 How much is best practice?

Original draft text:

There is no one size fits all answer on how much early childhood intervention is
best practice. It depends on your child and your family.

You and your practitioner make the decisions about how much.
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Building what you learn from your practitioner into everyday routines at home
takes practice.

Early childhood intervention needs to fit in with your family life and what else is
going on for your family.

Having time to do things as a family is just as important as early childhood
intervention. Children need time to rest, have fun and do normal childhood things.

Right through the family and carer consultations for this project, families have been
seeking information about the right mix, dosage, pacing and staging of therapies.
While understanding why there are no clear answers, suggestions regarding how to
better communicate about this were shared.

¢ Include some context and myth busting about the optimal amount of therapy,
including the shift away from the medical model, caution with practitioners
promising a ‘fix’ or ‘cure’ and the risks of too much therapy.

Some kind of context or information, because actually, when you look at it, it says
there is no best practice.

Something about families knowing that just because your child is ELIGIBLE for
something, doesn't make it the RIGHT THING for your child.

More is not always better - you need to think careful about your child's needs,
what practitioner/s are making a real difference, and how that fits into the bigger
picture of you/your child in terms of time and logistics and energy.

There is such a huge pressure on families to "use" up all the funding they have
so that they don't get funding cuts the next plan. So families are often committing
to too much therapy in those early years at the detriment of having normal
parent/child relationships and experiences.

There needs to be some ideas, examples of what might be reasonable [while
noting every family and child is different].

It is a really tricky one to cover as some children with particular conditions would
benefit from really intensive support but not be aware. Maybe a link to some
websites with best practice for CP/Stuttering/particular genetic conditions?

¢ What therapists say and how they operate their services are all important.

The responsibility of a therapist to sort of say you don't have to do everything.
This therapy might not be the best match for your child.

A lot of this is about re-educating the professionals, and | think that's a big part of
it, because | think the way you frame this towards parents makes all the
difference. And when you're discussing your child needs this therapy, that
therapy... Where is your child struggling? Where do they need the support most
right now?
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Tricky to sometimes have a break as you lose your "fortnightly session” with the
practitioner and then have to find another fortnightly slot, go on a waitlist or take
what you can get e.g. cancellation, monthly appt etc.

e Greater emphasis should be given to the importance of family time and for
children to rest, have fun and do usual childhood things.

It is very difficult to balance implementing interventions and having family
downtime.

3.5.4 How to know if ECI is working

Original draft text:

Practitioners focus on the outcomes that matter to you as a family. Together you
and your practitioner set goals.

goals.

child can do.

Practitioners update you about how your child is progressing against their goals.

It is important to celebrate your child’s progress.

Practitioners do regular assessments of how your child is progressing against their

Assessments can include: play-based activities or practitioners watching what your

While pleased to see the role of family in setting goals described, some were eager
to have a more detailed understanding of how, why and when ECI helps to achieve

goals.

This guide mentioned monitoring progress, but it doesn't explicitly state that the
intervention and activities are linked to individualized goals.

That doesn't give me an idea, do | assess that after one session do | assess it
after a year? We've done sometimes a therapy for a 2-year period, and | still go
and | don't know if it's working or not.

It would be practical to have some kind of ‘check in framework’ (like a
performance review checklist of sorts) to periodically discuss and ensure
alignment/ goal setting efc.

3.5.5 What if my practitioner does not work in this way?

Original draft text:

If your practitioner only offers sessions at their clinic, you can work together to
build a bridge to your child’s home life and education setting.

Share photos and videos of your child at home so they can see your child in real-
life situations. Involve your practitioner in meetings with their educators and
teachers.
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If you have concerns about how your practitioner is working, there are steps you
can take:

e Compare what they are doing with what best practice looks like
e Talk about your concerns with your practitioner

¢ Raise your concerns with a trusted healthcare professional

e Change practitioners.

If you have concerns about the quality or safety of your practitioner, you can
contact:

e NDIS Quality & Safeguarding Commission (for NDIS funded services)

e Health Ombudsman in your state or territory

This section of the draft guide attracted significant interest. Potential improvements
suggested by families and carers included:

e Having a way to know if providers believe they are following the ECI
Framework.

Having a way to know if providers are aware of them and following them. To
ensure we can make informed decisions.

e Directing families and carers to supports and resources to build their
capacity and confidence if they feel hesitant or unsure about raising concerns
with their practitioner.

What will | do if | can't confront the practitioner?

The parent really has to feel sure of themselves and empowered, and that they
know what how to bring that to the discussion.

e Letting families know they may be able to escalate concerns to the person
leading/managing a service.

| gave feedback to the owner and gave them an opportunity to come up with a
solution. And then she actually decided to switch our OT. And it's been the best
thing ever.

e Providing clear information about the professional supervising bodies and
what role they might play in addressing concerns

Is there a supervising body that i can raise my concerns to regarding my
practitioner?

e Acknowledging that changing practitioners can be hard, but sometimes it’s
the best thing to do.

It's very easy for a parent to get stuck in a feeling of they can't leave their
therapist even when they're not working.

Review of Best Practice in ECI | Findings from the ACD Consultation



3.5.6 Other comments on the guide: further questions families and

carers have

Families and carers expressed they would like to have information on a range of
related topics which may be outside the immediate scope of the ECI project. These
included:

A roadmap of supports

Have information to show what each professional can do for your child, explain
how each service works i.e. a speech pathologist is not just for language issues.

LOTS more information, support and direction backed by clear evidence so that
we could feel confident about the therapy we use and how it would help. We've
always been stabbing in the dark.

Guidance on how to find services

Straight forward steps to take to get my child the help she needed which would
have reduced parental stress significantly.

Therapy hubs would be so good - a one stop shop when your child is thoroughly
assessed and detailed therapy plan provided.

It would be good if there was some coordination for parents on where to start,
what therapies might be helpful, organisations they should know about, help and
support available for them; especially if it was made more personal by including
local information.

How to know if a practitioner is committed to following the Framework.

A flow chart of getting a diagnosis.

3.6 Describing how families can best support their child’s

development

Draft guidance on “how families can support their child’s development” was shared
with families and carers that took part in the consultation sessions. Families and
carers told us:

Acknowledge that things will likely be harder and different for families raising a
child with disability.

Make it hopeful, expressing that things can be better than you might think.

Tell families that there are so many options, there are so many supports. There
are so many people out there, there are people. You're not alone!
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Discussions focussed on particularly aspects of the draft information resource, set
out below.

Original draft text:
Play, laugh, connect

Connecting with your child is the most important thing you can do to support their
development. The time you spend playing, laughing and talking to your child helps
their brains and bodies grow.

Build on your child’s strengths

New skills are like building blocks. When you start with what your child can do,
you can build on their strengths and add new skills.

Focusing on your child’s strengths helps your child feel good about themselves.
Lots of communication

Talking to children about everyday things that are around them and how they might
be feeling helps them learn to communicate.

Communication is a two-way process. Responding to your child when they talk,
point, laugh, cry, make a noise, helps them feel understood and helps them to
keep communicating.

Reactions to the above text included:

e Provide relevant examples of what connection might look like.

Giving parents the alternatives that still qualify as connection, communication etc
when you have a child that can't (yet) do the examples you have currently listed.
Many of these parents are already feeling failures with terms like "failure to thrive
etc and it is a new world where everything is scary. Giving some basic easily
accomplished examples would help. For example, connection for parents with
disabled kids can be just hugging.

e Emphasise that communicating is more than talking.

[the section on] Communication could start with communication is more than just
talking... There are so many ways to do that that you may have never thought of
like making it more hopeful for families, because we don't know what we don't
know. Link to materials such as the Hannan program for families that want to
learn more about how to communicate with their child.

e Highlight the importance of the whole family being focused on strengths,
while also acknowledging that understanding and communicating about strengths
can be hard when your child is not meeting milestones.

If everyone in the extended family was to focus on strengths of our children, we
can make them feel stronger and more confident in themselves and gain more
opportunities for growth.

It is hard to know your child’s strengths- who can you ask to help you see them?
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Original draft text:
Benefit of routines

Routines help children feel safe and comfortable. Routines can help children
sleep, eat, play and learn. Routines can be different for each family.

Routines include time to practice communication and new skills.
Find the right balance

Having time to do things as a family is just as important as early childhood
intervention.

Children need time to rest, have fun and do normal childhood things.

Reactions to the above text included:
e Make family time front and centre

Family time is just important as any intervention, and that is very, very true, and it's
great to have that front and centre there. | think that point could be made stronger
because our children do need to be allowed to just be children that has to come first.

Original draft text:
Look after yourself

Finding out that your child has a developmental delay or disability can be
emotional and challenging for families.

Sometimes each parent can react differently. You might feel overwhelmed and not
know how best to support your child. You might be worried about siblings are
missing out.

It is important to look after yourself.

Talking with someone about how you are feeling can help. Carer Gateway offers
free counselling for families across Australia.

Reactions to the above draft text included:

e Provide some context about the importance and value of self-care.

Because we are the ones that go through the whole emotional roller coaster the
whole situation with our kids. And we need to make sure that we're mentally able
to, you know. Further, be strong for our children.

Knowing it is a marathon for life, not a short-term sprint so don't get burnt out.

e Acknowledge it can be very hard to look after yourself. Self-compassion is
important.

| felt terrified of appearing | wasn't coping to the outside world. That is so true. |
think we need to. There's something about compassion in there.
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| hate hearing look after yourself. It adds another extra pressure to my lifestyle. If
you don't manage to look after yourself, you're failing somehow.

Soften this like it is important to look after yourself when or if resources allow you
to, because some of us just don't get the extra time or have the money.

e Give information about where families and carers really can access support
for their wellbeing.

A lot of these supports always refer to carer gateway - but these avenues do not
support carers or families or don’t have the capacity. | know carer gateway is
very hard to access support from.

Emotional support ... one of the most important things.

Starting over...crucially, I'd remember to prioritise self-care and never hesitate to
ask for help when needed.

Original draft text:
Connect with other families

Many families say connecting with other families in similar situations is the most
important support for their child and family.

There are lots of different options including online and face to face groups. Some
are for specific diagnosis; others include all different types of developmental delay
and disability.

Reactions to the above draft text included:
e Provide links to trusted family-led organisations and parent networks.

Early on, | would have benefited from connecting with other parents who have
similar experiences, as their insights and advice would have helped me feel less
alone and more empowered.

e Not all parent forums are equal or safe.

Some groups can make you feel worse and more disconnected. And | think we
need to acknowledge that point

3.7 Things families wish they knew when they were just starting
out on the journey

Families completing ACD’s targetted survey were asked to share a pearl of wisdom
that they wish they’d known when starting out. A sample of responses are
reproduced below.

Therapy is important but it's not everything. You can change therapists if you
want to. Everyone is on their own path, stick to yours.
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"Run your own race". It was from Bluey, but it's a good message. Kids do things
in their own time and you should celebrate the wins.

To enjoy my baby first.
That some therapies could be provided in school.

We're still early in the intervention, but most importantly at this early stage our
family is feeling less isolated and better resourced.

ECI changed how we approached certain obstacles.
Do what you can with what you have or can get.
Ensuring there is enough time for just being a family and doing ordinary things.

Suggestion to look for clinics that have multiple therapy types so therapists can
coordinate with each other. Consider lower cost options such as support worker
or allied health assistant involvement to reinforce/speed up therapy progress.

Connecting with others earlier. Having other families with similar experiences is
so helpful and makes a world of difference.

Don’t persist with therapy if your kid is distressed.

Ask GP to refer us to Royal Children Hospital geneticist and other specialists
sooner.

Therapists are just a small part of the week - there are so many opportunities to
learn through the family and school/kinder.

Be realistic about what therapies/early intervention will achieve - hopefully they
will be helpful, hopefully they will make your child’s path a bit easier but they are
not magic.

Starting over, I'd prioritise connecting with other parents for support. Trust my
instincts, celebrate small wins, and document everything. Crucially, I'd remember
to prioritise self-care and never hesitate to ask for help when needed.
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