Being your
child’s voice

A parent’s guide to
advocating for your child
in healthcare settings

www.kidsinpain.org.au

kids in pain @ Chronic




Being your child’s voice

Few things are as difficult as seeing your child’s life changed by persistent pain.
Their usual home life, hobbies, friendships and schooling can all be disrupted by
confusing, unpredictable symptoms that sap their energy, causing confusion
and distress.

It's hard for you too. Your child’'s pain doesn’t just tug at your heartstrings - it can
also affect your bank balance and your job, especially if you now regularly need time
off work to care for your child.

And since your child is just that - a child - you're usually the one advocating for their
needs. You're explaining things to friends, family, teachers and doctors.

This guide is designed to help you advocate for your child with healthcare providers.
It accompanies our existing resources for parenting kids in pain and for exploring
school options.
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Two traps to avoid when seeking
help for your child

@ Seeing the wrong person

Finding the right help can involve some frustrating dead ends and some lengthy
waiting times.

Although 1in 5 kids lives with persistent pain, many healthcare providers do not
receive enough training to be confident in making diagnoses and developing
treatment plans.

It can be immensely frustrating to find yourself with a healthcare provider who may
be well-meaning but doesn’t really grasp the complexity of persistent pain and the
many ways it impacts your child’s life (and your own).
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To avoid this:

1. Ask your GP for a referral to a specialist paediatric pain service in your state
(details below - be warned, there are few services and long waiting times).

2. Find out about other local services (your GP may not know)

» Look for public or private practitioners such as pain specialists (doctors) or allied
health professionals(e.g. physiotherapists or occupational therapists) with
expertise in chronic pain.

» Go to the peak body for the relevant professional group and search their members
for someone near you who offers pain services.

» For example, for physiotherapy, go to the Australian Physiotherapy Association
website and use their Find a Physio search. Set it to look for a titled/specialist
physiotherapist and choose ‘pain’ from the drop-down menu. If nothing comes up
in your area, select a greater distance from home.

« It’s also worth calling and asking if they can recommend other providers in your
area - titled or specialist physiotherapists often work as part of multidisciplinary
teams and may know other capable providers such as occupational therapists
or psychologists.
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Seeing the right person but with
the wrong expectations

By the time you see a pain specialist, it can feel like there’s
a lot riding on the appointment. You may be desperate for
answers, hoping this person can ‘fix’ your child and make
their pain go away.

But there often isn’t a quick fix for kids in pain. As Dr Kathleen Cooke notes, it’s

often a long process of discovering what helps your child and working with a
multidisciplinary team of professionals trained in managing persistent pain.

The goal is not necessarily to get rid of the pain but rather to help your child learn
to live well alongside it.

To learn more, download our ebook Parenting through Pain
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Which healthcare professionals
help kids in pain?
Everyone’s journey through the healthcare system is different. You might have

begun by asking your pharmacist for advice on your child’s ‘growing pains’, then
seen your GP for some tests or booked a session with your local physiotherapist.

» Provides care for all aspects
of your child’s health.

» Orders initial tests to rule
out other conditions.

» Refers to paediatric
pain service.

Helps your child to:

- Set routines for good days
and bad days.

* Re-engage with hobbies
» Improve sleep.
» Set and achieve goals.

Also liaises with school over
accommodations to reduce
fatigue and make it easier for
your child to participate.
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» Conducts a comprehensive
assessment to diagnose
persistent pain.

- Creates a tailored
management plan including
referrals to other providers.

» Prescribes medications
or other treatments
if necessary.

Helps your child to:

» Understand how their
nervous system and
musculoskeletal
system work.

« Learn to trust their
body again.

» Understand that movement
is good, even if it's
uncomfortable at first.

» Advises on medications.

 Labels on-the-shelf or
over-the-counter meds
(including dosage) for
administration at school.

Helps your child to:

- Identify and challenge
negative thoughts
about pain.

» Learn relaxation techniques
like deep breathing and
visualisation.

» Use distraction techniques
and mindfulness to reduce
pain focus.

- Set manageable goals
to stay active and
engaged in life.



Kids in pain benefit from a multidisciplinary team of knowledgeable healthcare
providers who work together to address the multifaceted impacts of persistent pain.

This can be achieved in several ways.

Ideally, every child in pain could access these publicly funded, multidisciplinary
services. However, services vary considerably around the country and sadly do not
have the capacity to help all the children who need them.

Visit the Agency for Pain management Queensland Paediatric chronic Complex pain service,
Clinical Innovation’s service, Monash Interdisciplinary  pain service, Perth Children’s
chronic pain services Children’s Hospital Paediatric Women'’s and Hospital
directory (filter by Chronic pain Persistent Pain Children’s Hospital
paediatrics) management Service
service, Royal (QIPPPS) at the
Children’s Hospital ~ Queensland
Children’s
Hospital

It’'s worth getting a referral from your GP to your state service (if there is one).
However, you'll probably face a long wait for an appointment, meaning it’s also wise
to look into alternative pathways.
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Queensland families may also choose to access Supporting
Kids in Pain (SKiP). This is a non-profit organisation providing free
community-based child and youth multidisciplinary pain management services.

SKiP’s clinical services are designed to equip young people and parents/caregivers
with the skills to manage persistent pain well.

Services are based in Brisbane with outreach to regional centres throughout the
year. Telehealth is also available to support families living in remote areas or those
who cannot travel.

This project supports clinicians working with kids in pain. GPs or allied health
providers can call in and speak with an expert panel for advice on managing their
patient. It's a good way to upskill your local treatment team.

Some kids in pain receive NDIS funding for co-existing conditions. It may be possible
to use your NDIS funding towards services that help manage your child’s pain.

Many families find they need to create a clinical team for their child using private
providers. Ideally, this should include:

A paediatrician or other doctor who can confidently diagnose and manage your
child’s condition.

« A multidisciplinary, integrated allied health team - that means a combination of
providers with relevant skills who work together to help your child.

It may not be easy to find a good team but it’s definitely possible!
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Preparing for appointments

Being well-prepared for medical appointments can help you advocate for your child
and get the most out of your time with healthcare professionals.

Here are some tailored tips to help you and your child have productive consultations
and feel heard and supported:

1. Gather and organise essential documents

» Bring any relevant scans, reports, and a current list of medications.
» Have your Medicare and concession cards ready.

2. Prepare and prioritise your questions

» Write down any queries or concerns you have, prioritising them to address the
most pressing issues first - bring your notebook and pen with you so you can
keep track of everything.

» Note any challenges or progress related to previous recommendations to
discuss during the appointment.

3. Consider your child’s comfort

« Bring along any cushions or aids your child needs.
» Bring things to help pass the time - books, games or devices.

4. Help your child describe the nature of their pain

» Consider its frequency and intensity.

* Describe its location.

» Explain what it feels like, e.g. throbbing, aching, stabbing or tingling.

- Identify any patterns - is it better or worse at certain times of day or after
certain activities?

5. Help your child describe the impact of their pain

» How does it affect their education, friendships, family relationships, hobbies,
mood or sleep, for example?
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6. Communicate openly during the appointment

» Be prepared for some frustration - pain assessments can involve countless
questions. Some might seem irrelevant but pain is a whole-of-life issue, and pain
clinicians may be trying to gain a broad understanding of its impact on your child
and your family.

« If something is unclear, ask the healthcare professional to explain further or
explain it in a different way.

» Let them know if your child needs to adjust positions or take a break.

» Ask the healthcare professional to write down their recommendations for you.

7. Consider bringing support

» Having another family member or friend can provide emotional support and
help you remember information discussed.

8. Include your child

 This is their appointment. Particularly as they get into their teens, help your child
lead the conversation.

« If your child is capable, let them answer first - you can then add anything they've
missed out.

9. Ask for a written summary

» To ensure everyone’s on the same page, ask the healthcare professional to
provide you with a written summary that includes:
« What was discussed during the appointment.
- Dates for follow-up appointments.
» Next steps in the treatment plan.
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Finding the right fit

As its name suggests, persistent pain may affect your child for some time. That
means the healthcare professionals involved in your child’s care are more like a
long-term partner than a one-off date.

If you're seeing a healthcare professional who isn’'t a good fit for you or your child,
then don’t be afraid to look for someone else. You heed someone who listens to you
and your child, recognises the impact of persistent pain and provides trustworthy
advice. Article 7 of The Rights of the Child in Healthcare states that children are
always entitled to a second opinion.

What's the outlook for kids in pain?

As a parent, you may be understandably worried about your child’s future, given the
impact that persistent pain is having on their life right now. Will they finish school?
Will they qualify in their chosen field? Will they be able to get a job?

Making a specific prognosis for each child isn’t easy but there is hope. The pain may
not completely disappear but the strategies and support you're putting in place for
your child now can help them minimise its impact on their life and build a good
future for themselves.

Don’'t be discouraged. You're doing an excellent job of advocating for your child and
helping them get the support they need.
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One patient had terrible complex regional pain syndrome as a
teenager and was at risk of dropping out of school. She worked with
us for several years and she made it through Year 12 and started
university. | saw her again recently and she’s in her 30s how, working
as an occupational therapist and running her own business. She still
gets occasional pain flare-ups but she knows how to manage them.

And that’s the story of young people. They're amazingly tough.
We just equip them with skills - and a key one is not to see their pain
as disabling.

Dr Kathleen Cooke
Anaesthetist and pain medicine physician
Founder and medical director of SKiP (Supporting Kids in Pain)
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You're not alone - Our support services

Advocating for your child in healthcare settings can be exhausting, isolating, and at times
overwhelming - but you do not have to do it alone.

Chronic Pain Australia offers free, peer-led support services where you can connect with
other parents and carers who understand the unique challenges of raising a child in pain.
These safe spaces are designed to help you feel supported, informed, and less alone on
the journey.

Our Parents & Carers of Kids in Pain Support Group meets online, making it accessible no
matter where you live in Australia. It's a place to share your experiences, learn practical
tips, and draw strength from others walking a similar path. Together, we celebrate small
wins, navigate challenges, and remind each other that there’s no single “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, offering understanding,
empathy, and guidance. Whether you're seeking information, emotional support, or
simply a listening ear, Painlink can help you feel heard and supported in the moment.

For more details on these peer-led services and how to join,
visit: www.chronicpainaustralia.org.au/support-services
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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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