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Introduction

Chronic pain can affect your child’s health and education - two very important
aspects of their life that are bound to concern you as a parent.

So, what does a meaningful education look like for a child with chronic pain? How
can you support your child’s education and social connections while they're living
with chronic pain? What does success look like in this context?

Finding the right answers starts with asking the right questions.
In this guide, we aim to help you understand how to:

» Understand and explain chronic pain.

» Make mainstream schooling more accessible for a child with chronic pain.
- Explore alternative education options if you wish.

« Find resources about educating kids in chronic pain.

Parenting a child with chronic pain is not easy. It can be an extraordinarily
challenging task where you become your child’s carer, nurse and advocate as well as
their mum or dad. It can involve many frustrating encounters with doctors, teachers
and friends and can be tremendously disruptive to your own life. And, of course, it is
deeply distressing and demoralising to see your child struggling and have no clear
answers on how best to help.

Parenting a child with chronic pain is not easy. It can be an
extraordinarily challenging task where you become your
child’s carer, nurse and advocate as well as their mum or dad.

Download our ebook on parenting kids in pain
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https://chronicpainaustralia.org.au/kids-in-pain/

On top of all that, says Megan Gilmour, co-founder and CEO of Missing School, you
feel the emotional pressure of wondering what your child’s life will be like if they
can’t complete their education. She speaks from personal experience as her own son
missed school for over a year due to a life-threatening illness.

Indeed, you’re probably familiar with 2 different types of phone calls from school.
The first one is a call explaining that your child needs to come home - this one
knocks your plans sideways and may lead to an uncomfortable conversation with
your boss as you explain that you need to leave early again.

The second type of phone call comes when your child’s school expresses concerns
about their low attendance rate. They explain that missing so much school is
affecting your child’s academic attainment and social connections.

You're worried about that too. But you see your child feeling anxious, exhausted and
in pain when they’'ve worn themselves out trying to fit into an education system
designed for kids in rosy good health. You also see your child feeling isolated and
lonely when they’re not able to see friends and join in typical activities with other
kids their age.

Here, we hope to help you find a way to engage with your child’s school to support
their attendance. We also provide some information on the education choices you
have in Australia including distance education and homeschooling.
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https://missingschool.org.au/

Instead, try to focus on the key information relevant to your child’s schooling. That
could mean providing brief information about the reality of living with chronic pain
and the strategies that could support your child’s participation in schooling.

Key information about chronic pain

« 1in 5 children lives with chronic pain - defined as any pain lasting longer than
3 months.

« Itis linked to changes in your child’s nervous system that make it more responsive
to pain signals.

« Pain may linger after an initial injury or illness or may appear seemingly out of
nowhere with no obvious cause.

« It is different from acute pain like a broken arm.

» Chronic pain is real and very individualised - every person feels pain in their
own way.

- Unfortunately, stigma is also real and common for chronic pain. Even people who
believe you may say things that are unintentionally stigmatising.

» In chronic pain, the body and brain are reacting to a perceived threat. This
hard-wiring is meant to be protective.

» Therapy can help your child learn how to listen to their body, discern what’s
going on and calm their nervous system so they can engage in meaningful
activities more easily.
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Returning to the classroom

The information provided above can help your child’s teachers to develop a basic
understanding of chronic pain. They don’t need to become experts in the science of
chronic pain - they just need to know that it is real and understand how to help your

child when they're at school.

Pacing is important for kids in chronic pain. It may mean that they cango to a
birthday party on the weekend (and that’s important for maintaining their
friendships) but genuinely struggle to attend school on Monday. They're not skiving

- they’re managing a difficult condition.

PACE Support Card 2

I have chronic pain, which means | experience changing levels
of pain even though you can’t see anything from the outside.

This is caused by changes in my nervous system rather than
an injury you can see.

I am learning how to manage this pain and it means | might
need to do things differently to how you do them or how
1 did before.

PACE Support Card

I'd really appreciate if you could support me by:
@ « Understanding that | might need to do things differently.

« Being there for me if | ask for help.

* Not asking me too many questions as it is tricky to explain.
« Listening - | don’t need you to fix it, | just want you to listen.
« Letting me quietly shift or change position in class.

Watch kids in pain explain
what does and doesn’t
help them at school.
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Your child’s ambassador

Ambassadors are skilled diplomats who help their country build a good relationship
with another country. They focus on improving understanding, forging partnerships
and building stronger ties.

It’s a helpful image to remember when tempted to launch into full ‘Mamma bear’
mode on your child’s school. When you're frustrated and they’re defensive, the
relationship becomes adversarial and very little is achieved.

Instead, try to engage with the school as a partner, not a problem. That could mean:

 Creating a standard email that you send to any new teachers or relief teachers to
briefly explain your child’s needs and what may help them at school.

- Keeping track of what’s working and what is not so that plans can be adjusted as
your child’s needs change - it's worth setting up a folder!
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That said, it's helpful to know that schools are required to cater to the needs of children
with disabilities and chronic health needs. There is already a framework in place to help
children in pain.

The Disability Standards for Education sit under the Disability Discrimination Act 1992.
This is Commonwealth law that applies to every school in Australia from Coolgardie to
Coolangatta, whether primary or secondary, public or private, notes Megan Gilmour
from Missing School.

The Standards can be assumed to cover kids with chronic pain as the Act’s definition of
disability includes a malfunction in part of the body (in this case, the nervous system).
A formal diagnosis is not necessary - the standards cover children with symptoms as
well as those with known conditions.

The Standards require education providers to:

» Consult with you and your child about changes they need to make to help your child
joinin and learn.

» Make reasonable adjustments to achieve that goal. This is often through an
Individual Education Plan and can include access to communication devices such
as Missing School's telepresence robots.

 Prevent your child from being mistreated due to their disability - they should not be
victimised or excluded, for example.

These Standards provide a formal base for engaging with your school.
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An individual education plan (IEP) is a document that describes a student’s goals, needs
and adjustments so they can participate in school and reach their potential.

Leasa Ashton has helped many kids in pain to transition back to mainstream schooling.
She is a senior teacher for the government School of Special Education Needs: Medical
and Mental Health (SSEN: MMH) based at Perth Children’s Hospital.

Leasa encourages parents, students and schools to collaborate on an IEP that:

 Affirms your child’s pain is real.

« Allows your child to pace themselves.

 Enables your child to use other self-management strategies to handle
their pain at school.

» Encourages your child to build their capacity.

- Demedicalises your child’s life.

Often, the best way to begin this document is at a meeting. The right people to include
will vary from school to school, but it's worth beginning with the relevant deputy
principal so that information can be circulated to everyone involved in your child’s
education. That may include their year coordinator, inclusion team and (in primary
school) the classroom teacher.

Leasa encourages your child to attend this meeting - even if they just come in at the
end if that's more age-appropriate. She often asks one of the teachers to explain what's
been discussed and what they've learned about chronic pain as well as what's been
agreed on to help the student participate in school.

Throughout, teachers can demonstrate empathy by saying things like:

* “We know the painis real and it's hard to handle at times.”

« “You can use your pass as often as you need to help you pace yourself.”
 “There’ll be good days and bad days and we're here for you on all of them.”
* “I know you're in pain and it takes a lot of effort to be here.”

“It's great to have you back.”
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Mon, Weds, Fri for
4 weeks

Then add Tues and
Thurs mornings

Use a passcard to leave
lessons when needed and
go to the library or student
services.

Complete 2 of the
5 assessments
this term.

Comfort kit kept at
student services or school
office, which could include
sensory toy, photo of a
pet, art supplies, journal,
aromatherapy oil etc.

Chronic pain may
co-exist with anxiety,
neurodiversity or other
conditions that are aided
by sensory-soothing
activities.

The initial goal is regular, sustainable
attendance, even
if not full-time.

This helps parents too by creating a
more predictable routine, where
professional responsibilities can also
be met.

School to make clear the child can use
this many times during the day with no
judgement. Should not go to the nurse’s
station as goal is rest not medication.

Academic attainment is not the goal
right now - kids often catch up later.

A selection of items that your child
finds helpful in dialing down their pain
so they can re-engage in class.

Chronic pain may co-exist with anxiety,
neurodiversity or other conditions that
are aided by sensory-soothing activities.

Your child’s needs will change over time. Any plan you make will need to be reviewed
and adjusted - that’s fine.
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Tip from Megan Gilmour, Missing School

Get yourself a notebook or folder (and an electronic equivalent) to record your
interactions with school.

This will reduce your mental load significantly because you’ll know where to find
information.

Note down things like:

*» Who you met with and when.

« What was decided.

» Your observations of how these adjustments are helping (or not helping) your child.
- Ideas for amending the plan as time goes on.

Kids in pain ™
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Distance education and

homeschooling

For some families, returning to a traditional school setting works — and when it
works well for the child and there’s a strong support system in place, it can be

a positive option.

But, it is important to know that traditional schooling isn’t the only path to a quality
education. The options of distance education and homeschooling are valid and legal
choices, which may suit a child living with chronic pain or complex health needs.

These pathways can offer flexibility, and a tailored approach to learning that honours
both the child’s wellbeing and their academic potential.

Your child is enrolled in a distance education
school. It's similar to mainstream school
except they learn from home.

Qualified teachers provide the learning
program, often through videos or webinars.

Learning can be:

» Synchronous (everyone joins the lesson at
a set time) or

» Asynchronous (your child completes
lessons at a time of their choice, e.g.
when they feel most alert).

Your child can complete the end-of-school
certificate (HSC, VCE, QCE etc) and can
receive an ATAR for university entrance.

Teachers teach, parents supervise.

kids in pain

You register with your state’s education
department and become legally responsible
for educating your child.

Each state and territory has different
requirements. You must plan your child’s
education around these requirements.

You set your child’s schedule so can plan their
day as you think best. This may be with a group
or independently.

Homeschooled students can start university as
young as 13 through alternative pathways
offered by most Australian Universities.

Learning takes place in many forms.
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As Megan Gilmour notes, there are pros and cons to alternative education options.
On the one hand, they offer wonderful flexibility, which can be a huge relief to
families who've found it difficult to fit into a school schedule. This alone sidesteps
some of the difficulties kids in pain face at school, allowing them to pace themselves
without worrying about missing work and catching up.

In addition, self-paced learning can create a sense of momentum, which can feel
empowering and may help your child rediscover what they love about learning.

A parent’s perspective:
homeschooling while living with pain

When your child lives with chronic pain, you start to see education differently.

When Cooper was first diagnosed with complex regional pain syndrome, we
tried to make traditional school work. But between the flares, fatigue, and
emotional toll, it became clear that we needed to do things differently.

For us, that meant moving to homeschooling — finding balance in a way that
allowed Cooper to keep learning while also learning how to live with persistent
pain. Homeschooling gave us the flexibility to build in rest, remove pressure,
and focus on growth in all its forms, not just academic.

We discovered new ways to learn through
life skills, creativity, curiosity, and

passion. Learning happens in so

many places outside of a classroom,

and for Cooper, that's where he

started to thrive again.

To any parent facing the same
decisions: trust your gut. You know
your child better than anyone. And
there is no wrong way when it
comes to pain or learning.

kids in pain
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Building a healthy identity

As they grow - and particularly during adolescence - children and young people are
developing a sense of who they are and where they fit in. They're forming their own sense
of identity and that’s important to their development into well-rounded adults.

This is harder for kids in pain. Their life has been different to their peers’ but it’'s not helpful

for them to identify as ‘the sick kid'.

After all, your child is far more than that. Chronic pain is certainly part of their story but it’s
not the only meaningful thing about them. Your child may be an artist, a joker, a dreamer, a
problem-solver, a singer, a gamer, a Lego-master, a lifelong learner and all kinds of other

wonderful things that will make the world a better place.

As a parent, you can help shape the
narrative of your child’s life by the way you
explain situations. If you're changing
schools, for example, try to avoid saying,
“We have to leave your school because
you're too sick for them.” Reframe it to,
“We've chosen this new form of schooling
because we think it'll give you the best
opportunity for you to become who you
want to be and realise your dreams.”

As Megan Gilmour notes, so often kids in
pain feel like they've lost everything that
mattered to them. They feel defined and
limited by their condition. So we must do
everything we can do to position them as
someone with power and agency whose
hopes and dreams are worth fighting for,
holding out hope for a bright future. They're
not to blame for their health and shouldn’t feel
ashamed of their story - but they're also so
much more than this part of their life.

kids in pain

Cooper: Finding my future

Learning with pain isn’'t easy. Some days I'm
okay. Other days, | can barely move.

The classroom didn’t work for me, not just
because of the pain, but because no one
understood what CRPS was like. When I'm in a
flare, even a light touch feels like fire. But at
home, | can learn when | feel okay and rest
when | don't.

Learning isn’'t only about school - it's in the
things that light you up. For me, that’s fishing.

That's how | started Fysh Lur - my own brand.
It's how | taught myself to design, plan,
promote, and grow something | care about -
and | did it all around my pain.

It's about finding something | can do, even on
hard days. It reminds me of who | am, not just
what I'm going through.
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Friendships and peers

Kids in pain are still social beings who need friendships with other kids their age.

Schools may often try to facilitate this by nominating some buddies or encouraging
your child’s friends to stay in touch. That can be really helpful but, as Megan Gilmour
emphasises, it's important that this is framed in an empowering way about the value
of the child in pain.

Friends shouldn’t be made to feel responsible for rescuing someone nor should they
be positioned as heroes benevolently reaching down to lift up your child.

Instead, just create opportunities for kids to be kids together. Megan Gilmour has
noticed most success when kids were simply given the opportunity to make
connections and play, do something funny, tell a silly joke, whatever it is that your
child and their friends would normally do together.

Vulnerability can deepen some relationships. Your child’s friends have vulnerabilities,
just as your child does. If the conversation turns to how your child is doing, they may
feel able to say, “I miss you all” or “It's great to hang out with you.”

As noted above, managing chronic pain involves pacing activities to manage energy
levels. Social and emotional well-being matters every bit as much as school learning.
Sometimes, it may be quite appropriate for your child to prioritise sleep and rest in
order to save their energy for a social occasion that really matters to them.

kids in pain
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You're not alone - Our support services

Parenting a child with chronic pain can feel isolating, exhausting, and overwhelming
- but you don’t have to face it alone. Chronic Pain Australia offers free, safe spaces
where you can connect with other parents and carers who truly understand what
you're going through.

Our Parents & Carers of Kids in Pain Support Group meets online so you can join from
anywhere in Australia. It's a place to share experiences, exchange practical tips, and
draw strength from people walking a similar path. Together, we can celebrate small
wins, navigate challenges, and remind each other that there’s no one “right way” to
support a child in pain - only the way that works best for your family.

If you need to talk, our Painlink Helpline is here to listen. This free, confidential
service is staffed by volunteers with lived experience of chronic pain, who can offer
understanding, empathy, and guidance. Whether you're looking for information,
emotional support, or just a listening ear, Painlink can help you feel less alone in
the moment.

For more details on these peer-led

support services and how to join, visit:
www.chronicpainaustralia.org.au/
support-services

kids in pain
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Resources

Chronic Pain Australia - Kids in pain

Videos from the Women and Children’s Hospital, Adelaide

« Chronic pain chats: student and parent perspectives - an excellent video where
students explain what being in class is like, how pain affects energy levels and
relationships and parents discuss what they’'ve learnt and what they’'d do differently
now.

» Chronic pain chats: teacher perspective - teachers reflect on supporting students
in chronic pain, liaising with parents and working with health teams.

Missing School

» National advocacy
» Teacher training

» Teleprescence ‘seen and heard’ robots to enable sick kids to participate in
normal lessons

» Resources

» Live and Learn podcast

Live&Learn by MissingSchool Ep. 6: Chronic Pain Australia

www.kidsinpain.org.au
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About Chronic Pain Australia

Chronic Pain Australia is the national peak body representing Australians living with
chronic pain. We advocate for better awareness, policies, and services, and provide
peer-led programs like Pain Support Groups, the Painlink Helpline, and educational
resources to help people live well with pain.

About the Kids in Pain Initiative

Chronic Pain Australia’s Kids in Pain initiative shines a light on the 1in 5 Australian
children living with chronic pain. Through research, awareness campaigns, tailored
resources, and peer support, we're working to ensure every child is heard,
supported, and given the opportunity to thrive.

www.kidsinpain.org.au

All information is general and not intended as a substitute for professional advice.
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