
"Caught between systems"
The journey of families raising children 

living with disability and/or chronic conditions
This journey map aims to represent the struggles and strengths of families caring for children 
living with disability, developmental delay, autism, genetic, rare, undiagnosed and/or chronic 
conditions who have to navigate complex service systems to access supports for their 
children. These diverse stories are illustrated here in the story of Max and his family.

Max's family are 'personas', semi-fictional characters based on the stories that we heard. Their 
journey is typical of the journeys that families shared with us; it's neither the hardest or the 
easiest one. While it doesn't represent all families' experiences, the journey displayed here 
highlights some common challenges encountered by families as they seek support for their 
children, and the impact of those challenges on their lives and wellbeing.

Reading the journey map:

This journey map has been built in several layers: as you read about this family’s story, you’re 
also encouraged to discover the insights gathered through this project about systems 
challenges and impact for families, and get inspired by the opportunities for change 
associated with different moments in the journey.

Health NDIS Education

The icons below help to pinpoint the role of specific systems and key impacts for families:

The story

I knew something 
was going on I was told not to worry No one else could see 

the whole picture
I went down the 

Google rabbit hole Nobody would listen I didn't know where to go anymore: 
there was no availability anywhere

My friend knew just the 
right person to go to

Dr Smith squeezed us in 
for an appointment

The letter from the hospital came 
in the mail: we had no choice

The specialist gave us the 
diagnosis in such a blunt way

We had no idea what kind of 
supports were out there

The NDIS application 
was overwhelming

Having to constantly 
justify myself was exhausting Dr Smith knew the right words I had a full time job, and that was Max The appointments were 

all over the place
No one would take responsibility 

to cover specific supports
I arranged a meeting with 

the school principal
Max missed out on learning 

opportunities and school trips
We had to look for another 

school; it was expensive
Nico had had enough of 

me fighting for everything Being a single mum is tough We've found our footing now

Max's birth was tough. The 
pregnancy had gone 

relatively well overall but he 
was premature and I was in 
labour for a long time. It was 

a relief to finally welcome 
him into the world. But as 
soon as I got to hold him, I 

could see that he was 
different. He was a beautiful 
boy, but some of his features 
seemed really unusual. He 
really struggled to feed as 

well which was so different 
to Olivia who'd had no 
trouble with it at all. I 

couldn't put my finger on it, 
but I knew something was 

going on.

When I pointed this out 
to the obstetrician, he 
told me not to worry. 

He put it down to Max 
being premature, and 

said these features 
should recede as he 

developed. I also tried 
to ask the nurses on the 
ward but they told me 

that my anxiety was 
probably heightened 

because of the 
exhaustion of the 

labour, and that I would 
feel better after some 

rest.

A few weeks after we got 
Max home, things still felt 
off, and he was really hard 
to settle. When the Child 

Health Nurse came around, 
I tried to explain some of 

the symptoms and 
behaviours I was seeing, 

but she couldn't see them 
for herself, and said that 

nothing seemed too 
unusual from what she'd 

observed. She told me that 
if I was really worried, I 

would need to make an 
appointment with a 

paediatrician.

No one else seemed to think 
there was an issue, but I knew 

something was up with Max, so 
I started to look into it myself. I 
went down the Google rabbit 

hole and was researching at all 
hours at night. I found the 

name of a particular condition, 
and the more I read about it, 

the more convinced I was that 
this is what Max had.

I tried to share my research with 
Nico, but he wouldn't have a bar 

of it. He kept saying I should 
just trust the doctors, that Max 
being different to Olivia didn't 

mean that anything was wrong.

I took Max to the GP to try to get a 
referral or at least a professional 

opinion, but he ended up making 
the conversation about me, not 

Max. He talked about the stress of 
parenthood and about some of 

the mental health conditions that 
mothers can develop, and it felt 
like he was suggesting I was just 

being paranoid.

I took Max to two other doctors, 
but they just had a quick look and 
told me I was worrying too much. 
By this point I was getting really 

frustrated that nobody would 
listen.

By now I'd started making notes of 
Max' symptoms and developmental 
progress, and even taking videos of 

some of his behaviours so that I could 
make my case for a diagnosis. But 

when I finally managed to get a 
referral from a GP for a paediatrician, I 
found out that there was an 18 month 
waitlist to see someone in the public 
system. There was just no availability 
anywhere. I knew I couldn't wait that 
long. Max wasn't getting any better 

despite what the doctors and nurses 
had told me, and I'd read that early 

intervention was critical for the 
condition I thought he had. I just 

didn't know where to go anymore.

Just when I was feeling so stuck, I 
happened to bump into an old 
friend who knew just the right 
person to go to. What were the 

odds! Lauren and I used to 
regularly catch up at the park 

before Max was born, but I hadn't 
seen her in ages. With all the 

stress, I pretty much wasn't going 
out anymore. We got talking, and 

she told me about an amazing 
private paediatrician, Dr Smith, 

who was a friend of hers and had 
done wonders for her daughter. 

She said she could put me in 
contact, and I jumped at the 

chance.

Dr Smith squeezed us in 
for an appointment at 
the end of her day the 

following week. It was a 
relief that someone was 
finally willing to listen to 
me, and we talked about 
Max's whole story up to 
that point. Although it 

wasn't cheap, the advice 
we got was worth it. She 
told me about the kind of 
testing we needed to get 

done for Max, and 
referred us to the 

specialist hospital team.

Having to wait for another 
appointment brought on a fresh 
round of anxiety. We still didn't 

have answers and we didn't know 
when we would get them, and 
Max's behaviour was getting 
harder and harder for me to 
manage. The letter from the 

hospital came in the mail: Max 
would be seen in 2 months, on the 

3rd of August at 11am. No choice 
given. We would just have to make 
that appointment work, as it was 

too important for Max.

After having to wait another 6 
months for the test results, we 

finally had an appointment with 
the specialist to discuss Max' 

diagnosis. I had all these 
questions I wanted to ask him, 
but the appointment was so 

quick. He told us the name of the 
condition (confirming what I 
already thought), and talked 

about what it would mean for 
Max in such a blunt way. I can 

still remember him listing all the 
things Max wouldn't be able to 

do. I was distraught. This was our 
baby we were talking about, not 

statistics.

When we got out of the office, I 
realised I didn't even know what was 
supposed to happen now. Sure, we 

finally knew what Max had now, but 
we had no idea what kind of supports 
were out there for him. I didn't know 
where to start, so I did what I do best. 
Researching, again! I don't know what 
I would have done without internet. I 

found a few Facebook groups for 
parents in similar situations. It was 

good to see I wasn't alone: people on 
there seemed supportive, and there 

were some good tips and advice.

One of the parents I connected with 
suggested I should apply for the NDIS 

to get more support with Max. 
I started the application but I didn't 
really know what I was doing. It was 
overwhelming; there was so much 

paperwork, and I was on my own to 
do it since Nico was so busy with 

work. I felt a bit guilty not spending 
more time with the kids, but they 

didn’t mind playing with the cat or 
sitting on their screens, and it gave 
me some time to focus on the NDIS 

stuff. I just couldn't figure out 
whether Max' condition would be 

recognised as eligible for NDIS 
funding.

A while after I'd lodged the 
application, I got a call from 

someone from the NDIS out of 
the blue. They told me the 

evidence I'd provided wasn't 
sufficient and they needed to 
further assess our application. 
It was right after one of Max's 
outbursts and I was already 

exhausted, and now I felt put 
on the spot and interrogated, 
like they didn't really believe 

me. Having to constantly justify 
myself every single step of the 
way was getting exhausting.

Thankfully, I went back to Dr Smith 
and she helped me provide the 
evidence required for the NDIS 

which helped us get the funding. 
She knew the right words to use in 
her reports. We hadn't asked her 

to, but she was also kind enough to 
recommend a few occupational 
therapists she knew were good, 

which was so helpful. Trying to find 
supports had been incredibly 
difficult, and it was so hard to 

know who would be a good fit for 
Max.

Before long, our calendar was completely full 
with appointments. Between meetings with 

specialists at the hospital and weekly 
appointments with the OT and everyone 

else, I was constantly on the go. Nico 
couldn't help much because he was always 
at the office. I'd been planning to go back to 

work around that time, but it was just not 
possible. I already had a full time job, and 

that was Max.

To make things worse, all 
the appointments were in 

different places and on 
different days. It was so 

hard to keep track and try 
to coordinate it all. Some 
OTs said they could come 
to the house but I didn't 

want to use NDIS funding 
for travel costs, so I was 

always driving everywhere. 
I'd come back home 

exhausted and not have 
much time for Olivia; I felt 
bad that she often had to 
do homework by herself.

On top of that, I was spending a 
lot of time on the phone to 
agencies to get funding for 

specific supports. Max needed 
extra support to help with his 
reading at school, but no one 

between NDIS, health, and 
education would take 

responsibility to cover it. I think 
every time I got in touch I spoke 
to a different person, and it felt 

like I was going around in circles.

I arranged a meeting with 
the principal to review Max' 
support at school. I'd picked 

up a part-time job just for 
one day a week, but I kept 
getting calls to tell me Max 

had been excluded from 
class again, and I felt his 

needs weren't being met. 
The principal explained that 

the teacher was following 
their standard procedures, 
even though I'd told them 

before that those 
approaches didn't work for 

Max because of his 
condition.

In the meantime, Max was missing 
out on learning opportunities and 
school trips. He very much needed 
that 1:1 support to fully engage in 

activities. I'll always remember that 
time when he missed out on the 

day trip to the zoo and I just lost it 
with the teacher. It wasn't entirely 
her fault but I was just at my wits' 
end. I could see some of the other 
mums watching and judging me, 

so I pulled myself together and just 
took Max home.

After so many meetings trying to 
advocate for better support at 
school for Max and not getting 

anywhere, I knew we had to look 
for another school. A friend 

recommended a private school 
that was good for kids with 
additional needs, but it was 

expensive and on the other side 
of the river.

Nico was always worried that I spent too 
much time and energy on Max, and this 
time he thought I was taking things too 

far. He didn't agree with changing 
schools, with Olivia doing so well there. 

He'd had enough of me fighting for 
everything. If I wanted to continue on 
that path, it would have to be without 

him. These disagreements weren't 
anything new, but this was the straw 

that broke the camel's back. We'd 
already drifted apart so much… there 

was no coming back.

Nico left, and we ended up moving to be 
closer to the new school. Changing schools 
hasn't been easy for Olivia but it's made a 
massive difference for Max. The school is 

more flexible and Max is finally getting the 
1:1 support he needs. Being a single mum is 
tough and it's taken a financial toll on our 

lives, but my friends keep me going.

Our lives are busy and we still 
have to juggle all these 

appointments, but we've found 
our footing now. We've got a big 

camping trip coming up with 
other families that the kids and I 
have been really looking forward 
to. It takes a lot of planning, but 
travelling together as a family is 
our favourite thing. I would do 
anything to see Max have fun 

just like any other kid!

Insights on 
systems 

challenges 
& impact 

for families

The parents we spoke to often 
had a sense that their child 

might need extra support from a 
very early age but many had 
their concerns dismissed by 
professionals, and found it 

difficult to access information 
about their child’s condition or 

about the services and supports 
that might be available.

The parents we spoke to felt that 
professionals' assessments often 

have a narrow focus, and besides the 
parent “there’s no one really [seeing] 
that whole picture”. Parents reported 

that each new professional would 
seem to make decisions based on 
brief assessments with a narrow 
focus, rather than working with 

parents to understand the broader 
context and history of what their 

child has been and is experiencing.

Whether it’s about symptoms, diagnoses, 
or services and supports, the parents we 

spoke to are consistently having to do “an 
awful lot of research” to find information 

that could have been provided by the 
services and professionals they were 

engaging with.

We heard many stories of parents 
spending sleepless nights looking up 

conditions that could explain their child’s 
symptoms, or seeking out services and 

supports to meet their child’s needs. Not 
only does this take time, but it also takes a 
significant physical and emotional toll on 

parents.

We saw a worrying trend that mums who 
had concerns about their children and 

sought help routinely had their concerns 
dismissed, and were sometimes even 

pathologised by the professionals they 
engaged with. One mum described her 
experience as “medical gaslighting” and 

others were diagnosed with Munchausen 
Syndrome by Proxy and other mental health 

conditions, or threatened with involuntary 
admission to a psychiatric facility, on the 

basis of their concerns and advocacy for their 
children, who turned out to have very real 

disabilities and chronic conditions.

Parents experience a lot of ‘wrong doors’ on their 
journey to accessing supports for their children, as 

well as long wait lists (up to several years) to see 
health specialists to get their children assessed. 

While parents are waiting for appointments with 
specialists, they’re missing crucial early 

intervention windows for their children, which 
comes at a cost for their children's wellbeing, but 
also for the systems that will need to deliver more 

support for those children in the future.

         Researching, gathering evidence, and 
advocating to get support is exhausting for carers. 

Parents told us about their frustration of feeling 
repeatedly let down and rejected, and talked 

about their disappointment of finding providers 
only to discover that they didn’t have availability. 

In an inconsistent and disconnected service 
environment, crucial connections that 

enabled parents to access supports often 
happened by pure chance. Multiple parents 

told us stories of an unlikely chance 
encounter that changed everything for them. 

Often these were casual conversations with 
friends or medical professionals they 

happened to run into, who told them about 
another child with similar symptoms or 
characteristics to theirs, or offhandedly 

suggested looking into a particular diagnosis 
or service that turned out to be crucially 

important.

In many cases, connecting parents 
with the support they needed 

required professionals to go 
“above and beyond”, including 

finding loopholes or ‘bending the 
rules’ to work around parts of the 

system that got in the way. 
Examples included professionals 

who attended appointments with 
parents to advocate on their 

behalf, supported parents to write 
applications for access to supports 

(e.g., NDIS), or went out of their 
way to use their personal and 
professional networks to find 

appropriate supports for families.

The health system, which is already a site of 
trauma for many of the families we spoke to, 

can become even more challenging for 
parents to navigate when their engagement 

with the system is dictated to them in 
inflexible and impersonal ways. Parents told 

us that they are typically informed about 
their many appointments by mail, with no 

say in when those appointments are set, and 
many families have to travel long distances 

frequently to get to appointments. 
Additionally, carers pointed out that many 

health system spaces (especially in hospitals) 
can feel impersonal and are not well set up 

for children with additional needs.

The way professionals in these systems talk 
to parents about their children is important, 

especially at crucial times like at the point 
of diagnosis. After a long and frustrating 
“fight” to get a diagnosis, many parents 

were extremely upset by the ‘blunt’ way in 
which their child’s diagnosis was delivered 

and the lack of information, support, or 
referrals provided. Moments like these 

become turning points in the lives of these 
families, and the way they’re handled is 
crucial for enabling families to process 

life-changing news, and for setting them up 
with the knowledge and supports they 

need to thrive.

For many parents, being able to connect with 
other carers in similar situations to them was one 

of the highlights of their journey. Meeting with 
others who can understand and empathise with 
them, but also share information and advice, was 

seen as an incredibly valuable resource. When 
asked about the most helpful supports along the 
way, most parents mentioned parent groups or 

online forums (e.g. Facebook groups). 
Unfortunately, some parents simply don’t have 

the time or mental space to enjoy these 
opportunities, while others can find it isolating to 
have their social connections limited to parents in 

similar situations to them.

Accessing NDIS funding is often a crucial step for 
families, but we heard that this step is much 

more difficult for children with the kind of 
diagnosis that doesn’t fit neatly into the NDIS 

system’s ‘boxes’. Some conditions are not 
recognised or understood by the NDIS (e.g. rare 
and genetic conditions), while some conditions 

are excluded from the NDIS, such as ADHD. 

In most cases, mothers were the ones to take on 
the caring responsibilities for their child and carry 
the workload associated with navigating systems, 

while fathers were often described as the 
“breadwinners”. Women talked about feeling 

alone throughout the journey and having to carry 
the mental load on their own.

Many parents reported that their 
experience trying to access NDIS supports 

was difficult and impersonal. We heard 
stories of negative experiences due to 
poor communication and unchecked 

assumptions from NDIS staff, 
bureaucratic delays, and supports being 
changed or revoked without sufficient 

explanation. Staff turnover amplifies these 
issues, making relationship building 

extremely difficult: one parent reported 
having spoken to 16 different planners 

over 15 meetings in their 3.5 years 
accessing the NDIS.

Parents told us that NDIS applications and 
reviews demand a lot of onerous preparation 
work from them, and that you need to know 

and use the specific language the system 
expects and prefers (“all those words that 

NDIS like”) to access funding. Parents 
reported that they were more successful in 

getting their plan and funding requests 
approved when they were coached by a 

professional or friend who could speak the 
“NDIS preferred language” than when they 

advocated for themselves in their own words.

Because of the complexity of their children’s needs and 
the fragmented nature of the systems around them, 

families are often accessing a large number of supports 
at once; one family, for example, described having 14 

different professionals or teams supporting their child, 
and attending regular appointments across three 

different hospitals. Many carers explained that the care 
role is 24 hours a day, 7 days a week, with some parents 
reporting spending at least 80 hours a week caring for 

and managing care for their child.

All but one of the mothers we spoke to had to leave their 
job, let go of career opportunities, or reduce work hours 

during their journey, due to the significant care and 
navigation load demanded of them. The constant stress 
of navigating systems was an important factor leading 
parents to stop work, with many of them feeling “burnt 
out” and having to take a break from work to be able to 

manage all their responsibilities.

While some parents opt for 
appointments to take place at home 
to save time, many parents end up 

driving to appointments, sometimes 
with the goal of minimising travel 

costs charged by NDIS providers so 
they can maximise the amount of 

funding going towards direct support 
time for their child.

The time spent on travel to attend 
appointments comes at the expense 
of time spent with family or caring for 

their own needs. The travel is even 
more challenging for families living 

regionally, who often have to come to 
Perth for specific supports.

       Children with disabilities and chronic 
conditions often require support from 

multiple systems at different times to meet 
their different needs, but we heard many 

stories of these systems appearing to be in a 
“tug of war” as to who should fund which 

aspects of a child’s care.

        Managing NDIS funding was noted as 
being particularly time-consuming and 

stressful for carers, with some spending half 
a day to a day per week to manage it. This is 
a significant draw on parents’ limited time, 

and it also adds to their emotional load, with 
several parents reporting concerns of being 

“overcharged” by service providers, or feeling 
stressed about being audited by the NDIS.

Many parents find themselves having 
to spend a lot of time and energy 

advocating for their child’s needs to be 
met at school, which can fracture 

relationships with teachers and other 
parents. Parents described having to 

request regular meetings with 
teachers and school leaders, or even 

write their child’s Individual Education 
Plan to provide to teachers. We heard 
repeatedly that ‘mainstream’ public 

schools are often unwilling to be 
flexible in supporting children with 

disabilities, or under-resourced to be 
flexible when they are willing.

We heard many stories about a lack of 
flexibility from the NDIS, schools, and others, 

leading to children being excluded from 
learning and recreational opportunities. 

When systems don’t provide children with the 
adjustments and/or additional funds they 
need to enable their full participation in 

school or recreational activities, they miss out 
on opportunities that are crucial for their 

healthy development and general wellbeing.

Many carers described how they felt judged 
about their parenting and how they’d lost 
friendships, been excluded from events, or 
had to restrict their social circle because of 

their child’s complex behaviours.

Carers reported difficulties accessing 
consistent and high quality services for their 
children across various systems. Many have 

to travel a long way to access quality 
supports, especially if they live regionally - 
and in some cases families even relocate 

their entire lives to access better supports.

Families with less resources are the most 
impacted by this inconsistency. Whether in 

the health, mental health, or education 
system, parents who had more financial 

resources had more choices of support, and 
shorter waiting periods through opting for 

private services.

The demands of care and systems navigation, and 
the uneven gendered impacts of the workload they 

create, often put a considerable strain on 
relationships. This can lead to relationship 

breakdowns, which was the case for almost half of 
the families we spoke to. Women talked about the 

compounding impact of feeling alone in their 
journey and not being on the same page as their 

partner regarding their child’s condition or 
parenting approaches. The stress of navigating 
systems, especially financial stress, was seen as 

adding significant pressure on relationships.

One of the biggest negative impacts described by 
carers is the social isolation they experience. Their care 

and navigation load means they have little time to meet 
up with family or friends, date, or engage in hobbies. In 
addition, parents feel that the reality of their lives is not 
well understood by others, including friends and family 

members, and they find it difficult to maintain 
relationships or build new ones. Having a strong 

support network, including family and friends who can 
offer both practical and emotional support, was noted 

as an important factor in families’ journeys to help 
alleviate the significant load carried by carers.

Despite the struggles experienced by 
families as they navigated systems to get 
support, the stories we heard consistently 
highlighted the resilience and strength of 

carers and children as they became 
advocates for themselves and for others. 

Many support groups are set up by parents 
who want to connect with and support 
others, and parents told us they’d made 

lifelong friendships through these 
connections, with benefits for them and for 

their children.

Many carers and children are already 
involved in individual advocacy, and there is 

enormous potential in mobilising and 
empowering families to lead change in 

these systems.

How much hardship (and 
resource) could be saved in 

these systems by minimising the 
time from when carers first seek 
support, to when they receive it?

Is there a need for a ‘single source 
of truth’, accessible to multiple 

professionals and controlled 
by the family, which tells the 

child’s whole story?

How might we provide parents with 
timely, accessible, and trustworthy 

information to help them understand 
what’s going on for their children and 

where they could find help?

How might we shift the mindsets and 
practice of professionals, and support 

them to acknowledge and tap into 
parents’ significant knowledge and 

expertise?

How might we streamline pathways to 
diagnosis, to enable early interventions which 
lead to better results for children and reduced 

pressure on systems?

If ‘chance encounters’ often lead to 
breakthroughs for families, how could we 

deliberately create the conditions for more 
of these encounters to take place?

How could ‘positive deviance’ in 
these systems (exceptions to the 
rule which lead to better results) 

inspire new and better 
approaches for all families?

How might we help services and 
professionals to better understand 

the lived experience of families, and 
to design person-centred supports 

around their needs?

What would it mean for carers to 
be cared for in their journeys 

through these systems?

How might we offer parents and carers 
‘navigation’ support to help them find and 

coordinate the services they need? What could 
be the role of other carers with lived experience 

in providing this kind of support?

What interventions could address the 
uneven gendered impacts of care and 
navigation, and support men to take a 

stronger role in this work?

How could we provide families with 
greater stability in the relationships 
they hold with the professionals and 

support providers around them?

How might we ensure all families have 
the same opportunities to access 

crucial systems like the NDIS?

How might we create space for women to maintain 
and return to their career aspirations even while caring 

for their children? Are there ways we could better 
recognise, value, and resource the extensive care work 

women undertake?

What spaces, platforms, tools, or 
processes could enable multiple 

services and professionals to deliver 
coordinated support with children 

and family at the centre?

How might we create spaces to negotiate 
and address funding disagreements and 

gaps, to ensure families aren’t falling 
through the cracks?

What would an education offering 
look like that could achieve both 
wellbeing and academic results?

Is there room for interventions that 
decrease the social isolation and  

judgement that families experience?

What will it take to reduce inequities 
in access to services between people 
with different resources or who live 

in different places?

What interventions could address the uneven 
gendered impacts of care and navigation, and 

support men to take a stronger role in this work?

How might we build inclusive, accessible opportunities 
for social support and community for parents?

How might we leverage the voices of 
families for systemic advocacy?
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