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Acknowledgment of Country

Chronic Pain Australia acknowledges the Traditional Custodians of the
lands on which we live, work, and walk. We pay our deep respects to Elders
past and present, and recognise the strength, resilience, and enduring
connection of Aboriginal and Torres Strait Islander peoples to Country,
culture, and community.

We acknowledge that pain is experienced not only physically, but also
through the intergenerational impacts of colonisation, dispossession, and
systemic disadvantage. We honour the voices of First Nations people living
with pain and commit to listening, learning, and working in partnership to
improve access to culturally safe, holistic pain care.
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Chairperson’s Foreword

Chronic Pain Australia exists to elevate the voices of people living with pain,
voices too often left unheard in health policy, education, and society. For years,
our National Pain Report has documented the realities of adults living with
chronic pain, but the experiences of children have remained largely invisible.

This Kids in Pain Report is the first of its kind in Australia. It reveals what too
many families already know: that chronic pain does not wait until adulthood,
and that children’s lives, their schooling, friendships, and sense of self are
profoundly shaped by pain. One young person told us: “I carry grief for the
childhood | lost and the life | was meant to have.”

This is not just about children’s health. It is about their future and about the
heavy toll carried by families. Parents, often mothers, step back from work and
put their own well-being aside to become full-time carers. As one parent told
us, “Please just believe them. No child chooses to miss out on their life. No
child chooses to feel isolated, different, or exhausted. And don’t underestimate
the impact on parents, many of us have lost work, support networks, and hope
while caring for a child in pain.”

This report is more than data. It is a reminder that behind every percentage is a
child navigating a reality many of their peers and families will never have to
face. We must recognise children’s pain as real, adapt our health and education
systems to respond with compassion and flexibility, and commit to building a
future where no child is left to navigate pain alone.

On behalf of Chronic Pain Australia, | extend gratitude to the children, young
people, and families who shared their stories. A special acknowledgment is
extended to the Smylie family, whose courage and advocacy were the catalyst
for this work. May this report mark the beginning of long-overdue acknowl-
edgement and action on paediatric pain.

Nicolette Ellis

Chair of Chronic Pain Australia
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Executive Summary

The 2025 Kids in Pain Report is the first national survey to
capture the voices of Australian children and families living
with chronic pain. Drawing on the experiences of 229 children,
young people, and their parents, it highlights the profound
impact of pain on childhood, schooling, family life, and the
economy.

One in five Australian children experiences chronic pain, yet
most wait years for recognition, care, and support. For many,

pain disrupts education, erodes friendships, and compounds

mental health challenges. For families, especially mothers, it -
reshapes careers and household stability, deepening the

gender equity gap and carrying significant costs for national
productivity. > -

The Kids in Pain Report is a landmark first step shining a light on : ol
children’s pain experiences, building awareness, and creating / W#

momentum for long-overdue change.

Health, education, and policy systems must now respond with
recognition, compassion, and action so that no child is left
behind.
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“Please just believe them. No child chooses

to miss out on their life.”
- Parent respondent

W/
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— 84% of children struggle with sleep,
85% are unable to participate in sport, and 83% experience significant mental
health impacts.

— 83% miss school due to pain, 81% reduce participation in
activities, and 57% fall behind academically.

— 65% wait more than three years for a diagnosis or
receive none at all. Seventy-one percent (71%) are told their pain is due to
anxiety, 54% passed off their pain as “growing pains” and 49% were told it
was “normal”.

— 83% miss school due to pain, 81% reduce participation in
activities, and 57% fall behind academically.

— 46% of parents adjust work hours, 30% take unpaid
leave, and 28% reduce working hours, and 19% resign from work entirely, with
mothers most often leaving the workforce.

— Almost three quarters (73%) of children with
chronic pain have at least 1 neurodivergent diagnosis, most commonly autism
(40%), ADHD (35%), auditory processing disorder (11%) and dyslexia (10%) which
complicates diagnosis and treatment.

— Girls and young women are disproportionately
affected, making up nearly six in ten (57%) of children living with chronic pain,
compared with just over a third (36%) of boys. Around 1in 20 young people (6%)
identify outside the traditional male/female binary, either as non-binary (5%) or
another gender (1%).
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Childhood in Pain:
The Invisible Epidemic

’

Healthcare Fails Families

* 64% wait 3+ years for diagnosis
Often told “anxiety” or “growing pains”

Schooling Suffers

* 83% miss school
57% fall behind academically

Families Pay the Price

* 46% adjust work hours
19% resign - Mothers most affected

Life Disrupted

» 84% poor sleep
85% miss out on sport - 82% mental health impacts

Neurodivergence

» 73% have at least one diagnosis
Most common. Autism, ADHD

Gender Gap

» 57% girls & young women
6% non-binary or other gender
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For most children, childhood is
defined by play, learning, and con-
nection. But for one in five Austra-
lian children — around 877,000
young people aged 6-18 years — it is
instead shaped by chronic pain. Too
often dismissed as “growing pains,”
“stress,” or “attention-seeking,”
children’s pain has long been invisi-
ble in health and education sys-
tems.

The Kids in Pain Report is the first of
its kind in Australia. Based on survey
responses from 229 families and
young people, it brings children’s
experiences into the national con-
versation and shines a light on lives
that have been hidden for too long.

Findings show that chronic pain
profoundly disrupts childhood —
affecting education, friendships,
and mental health — and reshapes
family life, particularly for parents
who step back from careers to care
for their children.

This report demands recognition of
paediatric pain as real, inclusion in
health and education planning, and
support that enables children not
only to cope, but to thrive.

1 Australian Bureau of Statistics.

National, state and territory population:
December 2025. Canberra: ABS; 2025.
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In 2025, the Kids in Pain Survey captured the voices of children and families from
across every state and territory, with most responses coming from New South
Wales, Victoria, and Queensland. In total, 229 responses were included — 53 from
children and young people, and 176 from parents and carers — providing a valu-
able snapshot of those most affected.

The survey revealed a strikingly diverse group of children and families. Chronic
pain is universal, but it does not affect everyone equally. Gender, sexuality,
culture, and location all shape how pain is experienced and how easily support
can be accessed.

Girls and young women made up more than half of
respondents, while around one in twenty identified outside the
traditional male/female binary.

E Among adolescents, almost half identified as LGBTQIA+, far
higher than national averages.

A 6% of respondents identi-
.J fied as Aboriginal and/or Torres Strait Islander.

12% of families
'g‘ came from CALD backgrounds, highlighting language and cultural
H barriers in healthcare and schooling.

25% of respondents lived in regional
areas and 25% lived in rural and remote areas. Families outside
metropolitan areas described limited access to specialists, long travel
times, and compounded social isolation.

These findings show that while chronic pain affects children in every community,
the burden is uneven, with identity, culture, and geography shaping both experi-
ence and access to care.
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The Gender Pain Gap

Girls and young women are disproportionately represented among children living
with chronic pain, making up nearly six in ten survey respondents. Families and
clinicians alike observe that pain is often more prevalent and complex in female
adolescents.

Importantly, around 6% of respondents identified outside the binary, 5.3% as
non-binary and 0.9% as another self-described gender. Notably, no respondents
selected “not sure” and only 2 selected “prefer not to say,” underscoring both the
clarity with which young people understand their gender and the importance of
acknowledging this diversity in healthcare and schools.

For gender-diverse young people, the barriers are even greater. Families reported
that pain was sometimes dismissed as “identity stress” or misunderstood in
clinical and school settings. While a small proportion of respondents identified
outside the male/female binary, their experiences highlight how stigma and lack
of understanding compound the challenges of living with pain.

“They didn’t take my pain seriously — they said it was
probably anxiety or part of me ‘figuring myself out.’ It
made me feel invisible.”

- Young person respondent

Chronic pain does not discriminate, but gender and identity shape how seriously
children are believed, how their pain is interpreted, and whether they receive
appropriate support.

kids in pain
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Among adolescents aged 14-18 who responded to the survey, almost half (43%)
identified as LGBTQIA+ — far higher than national youth averages. A further 9%
were unsure and 6% preferred not to say.

Families reported that LGBTQIA+ young people often had their pain minimised
or attributed to their identity. Some were told their symptoms were simply
anxiety, stress, or part of “figuring themselves out.” Such responses left many
feeling unseen and invalidated.

“It felt like they thought my pain was just who |
am, not something real happening to my body.”
- Young person respondent

These findings highlight an urgent need for clinically competent,
identity-affirming healthcare and school support. Without this,
LGBTQIA+ young people risk facing not only the burden of pain itself
but also the additional weight of stigma and dismissal.
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25% of respondents lived in regional areas and
25% lived in rural and remote areas.

Children growing up with chronic pain in regional, rural, and remote areas face
unique barriers in managing pain:

Families often travelled hours, even interstate to
reach specialist services.

Multidisciplinary clinics were rarely available outside
cities, leaving GPs and emergency departments as the main provid-
ers.

Regional schools often lacked counsellors or allied
health staff.

Geographic distance compounded the social isolation
already caused by pain.

G0

“We live four hours from the nearest specialist service.
Every appointment means taking time off work, travel,
and costs we just can’t afford.”

- Parent respondent

Without better outreach, expanded telehealth, and regional service planning,
children outside metropolitan areas will continue to be left behind.

kids in pain
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CALD Families

12% of respondents came from culturally and
linguistically diverse backgrounds.

Families from culturally and linguistically diverse (CALD) backgrounds reported
additional barriers that compounded the challenges of chronic pain. Language
differences, limited cultural understanding in healthcare, and difficulty negotiat-
ing school systems left families feeling isolated and unsupported.

One parent explained that securing adjustments at school was nearly impossible
without fluent English, while another described how cultural stigma around pain
made it harder for their child to be believed.

These experiences highlight the need for services that are not only clinically
competent but also culturally responsive, ensuring that no child is excluded from
care or support because of language or cultural background.
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For most children, childhood is defined by curiosity,
connection, and growth. But for the one in five living
with chronic pain, these milestones are constantly
disrupted. Pain seeps into every corner of life — from
school attendance and friendships to whether they can
join a game at lunchtime.

Parents described missed birthdays, abandoned sports
teams, and afternoons spent in bed while friends were
at the park. Over time, pain doesn't just take away
activities; it reshapes childhood itself.

“They had to give up their dream and passion
for dance. They were being investigated to
audition for full-time programs but their body
could not cope with all the dance. This was a
crushing realisation that their body was letting
them down. This affects their mental health
and their perspective of themselves.”

- Parent respondent @ -

“My child has had to withdraw from face-to-fa-
ce schooling and enrol in distance education.
Her pain impacts her social life and community
access because she constantly has to decide
whether to save her energy for school work or
daily self-care tasks. Even basic activities like
showering are affected.”

- Parent respondent a

“It leaves her crippled in bed in pain and unable
to leave the home. She feels alienated from
peers as no one around her has the issues she
has.”

- Parent respondent

Childhood, for these young people, is defined not by
freedom and discovery but by limits, trade-offs, and
isolation.

Survey findings
confirm this
reality

84%

experience disrupted sleep.

85%

stop playing sport or reduce
activity.

79%

have lower school attendance.

82%

report mental health impacts
such as anxiety, depression, or
low self-esteem.

70%

reduce daily activity;

61%

report changes to eating habits.

66%

feel isolated;

59%

struggle to maintain
friendships.




For many families, the path to answers is long, exhausting, and often disheart-
ening. Almost two in three children wait more than three years for a diagnosis —
and some never receive one at all. Only 3% get answers within the first three
months of symptoms.

Most children first experience pain around 8-9 years of age. There is no clear
pattern in when pain begins, but the data shows that diagnosis usually takes
between one and three years, most often on the longer side. Children aged 8
and over appear more likely to receive a shorter time to diagnosis, possibly
because they are better able to communicate their pain.

Before receiving a diagnosis, many children were given explanations that
minimised or dismissed their pain:

71% were told it was anxiety

54% were told it was “growing pains”
49% were told it was “normal”

35% were told it was attention-seeking

37% were told it was to avoid going to school

These labels delayed care and eroded trust between families and the healthcare
system.
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Diagnostic Dismissal in
Childhood Pain

were told it was anxiety. were told it was “growing pains.” were told it was “normal.”

Over one-third were told it was attention-seeking or avoiding school.

4 )

In searching for help, families
accessed a wide range of services

« GPs (64%),
« Specialists (46%),
+ Physiotherapy (59%),
« Psychology (48%),
66 « Pain medications (50%),
“I V\{is:h someone had believe.d me earlier. «  Occupational therapy (35%),
Waiting years made everything worse —

school, friends, even just believing in myself.”
- Young person respondent

« Paediatric pain services (35%),
« and even Emergency departments
(40%).

But the quality of this care varied
dramatically. Some described
life-changing multidisciplinary teams,
while others experienced dismissal,
prejudice, or even harm.

- J
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Most Common Chronic Pain
Condition for Kids

Layering onto this challenge is the complexity of conditions. Children with pain
frequently live with multiple overlapping conditions — migraine with abdominal
pain, musculoskeletal and neuropathic pain, or scoliosis-related pain alongside

connective tissue disorders. The most common conditions included:

Musculoskeletal pain (joints, back, widespread)

Headaches & migraine

Abdominal / gastrointestinal pain

Connective tissue disorder
Neuropathic pain
Pelvic pain

CRPS

Others included, fibromyalgia, endometriosis and scoliosis-related pain.

This complexity often left families feeling that each specialist treated “one
piece of the puzzle” without looking at the child as a whole person.

kids in pain"

by Chronic Pain Australia 18



For children with chronic pain, education is often one of the first and most signif-
icant casualties. Two in three miss school because of pain (68%), and almost as
many (65%) reduce their participation in school activities.

The main reasons for absence were pain (83%), fatigue (76%), and medical
appointments (73%). In the classroom, children struggled to concentrate, fell
behind academically, and withdrew from social connections. More than half
required adjustments, but support was inconsistent.

§é

“It’s a living nightmare. Our active, happy little boy stopped being able to
walk ... The school system’s response is traumatising as they continue to
declare his absences unjustified, despite high levels of documentation.”
- Parent respondent

GG “Existing in a dark bedroom with no stimulation. No education. No
relationships with friends or family ... She went from a straight A

student with zest for life to a shell of herself.”
- Parent respondent

Survey results reinforce these lived experiences:

83% found it hard to focus or learn.
57% fell behind academically.

60% withdrew socially at school.
55% required learning adjustments.
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Families shared that the school’s response can make or break a child’s educa-
tional journey. While some teachers adapt and support, others question the
legitimacy of absences or fail to provide accommodations.

“She copped stigma from school ‘friends’ and teachers. Having an expla-

nation finally helped with the stigma — and learning how to balance
activities improved both pain and mood.”

- Parent respondent

The school environment can either be a bridge back into learning or another
barrier that deepens the isolation and loss of childhood.
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The Cost of Pain & Impact on
National Productivity

Chronic pain in children is not only a health issue — it is an economic one. Its
impact ripples through families, workplaces, and the wider economy. In most
cases, it is mothers who step back from paid employment to become full-time
carers, sacrificing career progression, financial security, and often their own
well-being.

Survey findings reveal the scale of disruption:

19% of parents resigned from work; 5% lost their jobs.

Nearly half (46%) adjusted their work hours, while 28% reduced hours and 30%
took unpaid leave.

Parents described becoming “full-time carers” almost overnight, unable to return
to the workforce or forced to reduce hours from full-time to part-time. Even
those who remained employed often relied on flexible work-from-home arrange-
ments and repeated carer’s leave.

Some parents described working from hospital bedsides for months just to hold
onto employment. The toll is financial, emotional, and social — and it falls over-
whelmingly on women.
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Based on these rates, a conservative estimate suggests that parents leaving,
reducing, or changing work due to their child’s pain costs Australia around
$15 billion in lost productivity each year. The real figure is likely higher,
potentially $27 billion or more, once you factor in long-term wage loss,
superannuation, and compounding impacts over years of caregiving.

Care Replaces Careers

e O
of parents resigned from their job. lost their job due to the demands
of caring.

(53 28% ® 30%

reduced their working hours. took unpaid leave.

n 46% 51 37%

adjusted work hours to worked from home more often.
accommodate care needs.

< 18% M $15 Billion*

changed jobs entirely. estimated in lost productivity

*Estimate based on conservative economic modelling using workforce participation impacts reported in the Kids in Pain Report
and an average annual wage of $50,000. This figure has not been formally validated through an economic study and is likely
conservative, with the true cost expected to be higher when long-term and compounding impacts are included.
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The Kids in Pain Survey highlights a strong overlap
between chronic pain and neurodivergence. Almost
three-quarters (73%) of children with chronic pain
have at least one neurodivergent diagnosis.

The most common were:

(40%) Autism

(35%) ADHD

(11%) Auditory processing disorder
(10%) Dyslexia

(5%) Tourette’s/tic disorders

(3%) Intellectual disability

Families described how health professionals often
struggled to distinguish pain behaviours from
neurodivergent traits. Too often, pain was dismissed
as “just part of autism” or “attention-seeking.”

10%

66 “The pain clinic was not great. Because he also has ASD and ADHD, they
seemed to find it tricky to find out what strategies would help. It was very
medical model and rigid in the approach. In the end it didn’t help and he
didn’t want to go anymore.”

- Parent respondent

“Some have been supportive but the majority have been awful ...
There is a glaring lack of education, understanding or empathy in the

medical and associated professions when dealing with a child with
complex chronic conditions.”
- Parent respondent

Neurodivergence complicates both diagnosis and treatment, making it essential
that health and education systems respond with greater flexibility, empathy, and
understanding.

kids in pain
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Chronic Pain &
Neurodivergence

73% of children with chronic pain have
at least one neurodivergent diagnosis:

35% ADHD

40% Autism

40% Autism

35% ADHD

11% Auditory processing disorder
10% Dyslexia

5% Tourette’s/tic disorders

3% Intellectual disability

11% Auditory
.| processing disorder

b 3% Intellectual
disability

5% Tourette’s
tic disorders

0% Dyslexia

In addition to neurodivergence, many children live with overlapping medical and
developmental conditions that further complicate their care.

Dysautonomia was reported by around 25% of children. This disorder of the auto-
nomic nervous system affects heart rate, blood pressure, digestion, and tempera-
ture regulation. While not considered a neurodivergent condition, it frequently
co-occurs with autism, ADHD, and chronic pain. Families described how symptoms
such as dizziness, fatigue, and brain fog added further daily challenges.

The overlap of chronic pain, neurodivergence, and other medical conditions creates
a complex picture that health and education systems are rarely equipped to
manage. Families consistently emphasised the need for integrated care that sees
the whole child, not just a set of separate diagnoses.
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At the end of the survey, young people were asked what they most wanted
others to understand about living with chronic pain. Their responses were raw,
urgent, and deeply human.

Together, they form a powerful reminder that behind every statistic is a child
navigating a reality most of their peers will never know.

Pain is real. Young people wanted it made clear that chronic pain is not imagined,
not an excuse, and not something that can be wished away.

“It’s not just in our heads. We’re not lazy or making excuses.”

“Believe us when we say we are in pain, even if you can’t see it.”

Daily life is a battle. They spoke about the relentless toll of pain on everyday
activities, from school and friendships to the simplest routines.

“I want people to know how much effort it takes just to get out
of bed some days.”

“Pain doesn’t stop when the bell rings at school, it follows us
home, to bed, and into the next day.”
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Mental health matters. Anxiety, depression, and isolation were recurring themes.

“It’'s exhausting, not just physically but mentally.”

“Sometimes the worst part isn’t the pain, it’s the
loneliness that comes with it.”

Understanding and support. Above all, young people asked for compassion, patience,
and to be believed.

“We don’t want pity. We want understanding.”

“Please listen when we say we can’t do something and
don’t punish us for it.”

These voices cut through statistics and systems. They show that what young people need
most is not pity, but belief, flexibility, and a willingness to listen.

pain"
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The voices of children and families in this report echo the urgent calls of Chronic
Pain Australia’s White Paper. Chronic pain remains invisible in our system — still
coded as a symptom, missing from national datasets, and therefore absent from
service planning and investment.

To create real change, we recommend:

1. Recognise chronic pain as a condition in its own right

. Update coding and data systems so chronic pain is recognised as a distinct
condition, in line with World Health Organization standards.

. Require government agencies to collect, analyse and report on chronic pain,
ensuring it is visible in all health, education, disability, and workforce policy
frameworks.

« Recognition will ensure children and families are no longer “coded out” of
planning, investment, and workforce protections.

2. Strengthen primary care and fund paediatric pain services
. Provide dedicated funding to Primary Health Networks (PHNs) to commission
paediatric pain services.
. Expand access to multidisciplinary care, including allied health, psychology,
and peer support.
. Address geographic inequity; with only nine paediatric pain clinics nation-
wide, many states and territories currently have no services at all.

3. Improve paediatric pain education across health and schools
. Embed paediatric pain education across the health workforce , from GPs to
specialists, so children are recognised, diagnosed, and supported early.
. Ensure schools receive training, guidance, and resources to understand
chronic pain, make adjustments, and reduce stigma.
. Support teachers to keep children engaged in learning, reducing the
long-term education and productivity losses highlighted in this report.

Recognition, data, services, and education. These are the pillars of reform
Australia needs. Chronic pain must be counted as a condition in its own right,
supported by proper data, service planning, and investment. Only then will
children and families receive the care they deserve, parents be able to stay in
work, and Australia reduce the long-term productivity losses caused by
paediatric chronic pain.
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The 2025 Kids in Pain National Pain Survey (Kids NPS) was an anonymous online
survey designed to capture the experiences of Australian children, adolescents,
and their families. Two surveys were available: one for parents/carers of children
aged 6-18, and one for adolescents aged 14-18. Both were open from 11th July to
29 August 2025.

The survey covered demographics, chronic pain experience, healthcare use,
school impacts, and costs. Recruitment occurred via the CPA website, social
media, and partnerships with relevant organisations. A total of 305 responses
were received; 229 met inclusion criteria. While this is <0.05% of the national
population, it exceeds the expected survey response rate of 10% and provides
valuable insights. Responses were analysed using descriptive statistics and
thematic analysis of qualitative comments.

The 2025 Kids in Pain National Pain Survey (Kids NPS) is an anonymous online
cross-sectional survey which aims to explore and describe the experiences of
Australian children, adolescents experiencing pain and their parents. The Kids
National Pain Survey has ethics approval from the University of Newcastle’s
Human Research Ethics Committee (H-2025-0169).

The Kids NPS was developed by CPA in collaboration with key stakeholders via a
series of workshops and online voting to determine the final set of questions
which focused on demographics, chronic pain experience, healthcare use and
experience, impact on school and costs associated with pain management.

Two surveys were publicly available from 11th July to 29th August 2025. One
survey targeted parents and carers (aged 18 years and above) of Australian
children or adolescents, aged 6 - 18 years who experience chronic pain. Respon-
dents to this survey provided informed consent, interpreted as completion of
the survey. The second survey targeted Australian adolescents aged 14 -18
years who experience chronic pain.

Respondents to this survey had to read and complete an assent form before
proceeding to the survey. Each survey took approximately 15 minutes to com-
plete. Various channels, including the CPA website, social media, email and
collaborations with relevant organisations were utilised for participant recruit-
ment.
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The collected data, comprising both quantitative and qualitative information,
were securely stored using the online survey management software, REDCap.
For analysis purposes, data were extracted into Excel, where it was cleaned to
obtain eligible responses. N= 71 responses were excluded because they were
blank responses (n=23 who did not progress from the consent, n=28 from par-
ents and carers and n=20 from the young persons survey). N= 76 responses (n=
53 from parents and carers and n=23 from young persons) were excluded from
analysis as the age of the child was calculated to be outside the inclusion crite-
ria or not provided. Quantitative data analysis was undertaken using descriptive
statistics such as frequencies, percentages and means. Bar charts, row charts,
pie charts and tree map charts were also generated to present the data visual-
Ily[KB3] . Qualitative data were analysed descriptively, with qualitative respons-
es summarised and quotes extracted.

Limitations: Findings are not representative of the whole population. Results
should be interpreted as indicative, highlighting areas needing urgent attention.
selected quotes. While the survey offers rich insights, the response rate
represents less than 0.05% of the population, and findings should be interpreted
with caution.
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