
     Ask about how pain impacts other areas of life, such 
as mood, school, movement, relationships with family or 
friends, and ability to engage in enjoyed activities.

     Use visual aids or assistive technology to improve 
pain assessment and treatment. Use plain language, 
familiar terms, action-based descriptors, storyboards, 
social stories, or other visual aids (such as pictures). 

     Tailor pain care to each child’s needs and abilities. 
No two youth with neurodisability are alike and their pain 
care must also be individualized and flexible. 

     Use multimodal strategies to manage all pain for 
youth with neurodisability. This means combining 
psychosocial supports (such as relaxation or distraction), 
physical strategies (such as comfort positioning or 
movement), and medications, when indicated. 

     Take an equity-oriented approach to address pain in 
youth with neurodisability. Children who are Indigenous, 
racialized, have mental illness, girls, 2SLGBTQIA+, 
newcomers and immigrants are more likely to experience 
pain and face inequities in care.
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Pain in Children and Youth with Neurodisability

     Neurodisability impacts up to 17% of children and 
youth. Examples include autism, intellectual disability, 
Cerebral Palsy, ADHD, FASD, and Down, Tourette, 
Fragile X, Rett, and Angelman syndromes, among 
others, although not all children have diagnosis.

     Pain can last a short time (called acute pain) or 
can last for months or even years (called chronic 
pain). Pain can happen from medical procedures 
(such as needles), spasticity, surgery, injuries, 
everyday pains (such as constipation or 
menstruation), stomach aches, headaches, or other 
illness.

     Chronic pain is more common in children with 
neurodisability. While chronic pain a�ects 1 in 5 
children, it is more common for those with 
neurodisabilty. Many youth also experience pain from 
co-occuring conditions. 

You play an 
important role in 
making sure that 
pain in children 
and youth is 
recognized and 
managed in 
e�ective ways that 
respond to each 
child’s needs.
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Helpful information for youth, caregivers, and professionals

Children with neurodisability often feel pain or discomfort, but it is frequently missed or not treated properly.

What to Know
     Ask about the pain experiences and needs of youth 
with neurodisability. These youth often feel 
misunderstood when accessing treatment for pain which 
can negatively impact their opportunities to benefit. 

     Treat the child as the expert of their own pain 
experience. Research shows di�erential responses to 
pain in youth with neurodisability as compared to 
neurotypical peers. This means we cannot assume how 
much pain they are experiencing. 

     Use familiar language and behavioural cues to 
assess and understand a child’s pain. Many children use 
words like ‘hurt’ or ‘discomfort’. Children with 
neurodisability may also use nonverbal cues, such as 
facial expressions, vocalizations, body movements, or 
other behaviours. Withdrawal or changes in routine 
behaviour or mood can also be signs of pain. 

     Use simple, proven tools to assess pain in children 
who do not communicate verbally such as the FLACC 
Behavioral Pain Assessment Scale or the 
Non-Communicating Children’s Pain Checklist Revised 
available in English, French, and other languages. 

     Address anxiety, depression, and sleep problems. 
These are common for youth with neurodisability, as 
well youth experiencing pain. Interventions that help 
with mental health and sleep - such as 
Cognitive-Behavioural Therapy (CBT) - are also 
recommended for pain.

     Support caregivers as knowledgeable partners in 
pain care for children with neurodisability. 
Caregivers play a vital role in recognizing pain. They 
are essential interpreters of subtle or atypical changes 
in the behaviours or mood that can indicate pain, and 
are a key support when managing pain.

     Learn about pain in children with neurodisability. 
Caregivers, health professionals and support workers 
should receive training about pain management, 
including for children with neurodisability. 
Organizations should ensure that workers have 
the time, resources, policies, and supports 
needed to deliver quality pain care.
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How to Help



     Ask about how pain impacts other areas of life, such 
as mood, school, movement, relationships with family or 
friends, and ability to engage in enjoyed activities.

     Use visual aids or assistive technology to improve 
pain assessment and treatment. Use plain language, 
familiar terms, action-based descriptors, storyboards, 
social stories, or other visual aids (such as pictures). 

     Tailor pain care to each child’s needs and abilities. 
No two youth with neurodisability are alike and their pain 
care must also be individualized and flexible. 

     Use multimodal strategies to manage all pain for 
youth with neurodisability. This means combining 
psychosocial supports (such as relaxation or distraction), 
physical strategies (such as comfort positioning or 
movement), and medications, when indicated. 

     Take an equity-oriented approach to address pain in 
youth with neurodisability. Children who are Indigenous, 
racialized, have mental illness, girls, 2SLGBTQIA+, 
newcomers and immigrants are more likely to experience 
pain and face inequities in care.

How to Help (cont.)
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     Neurodisability impacts up to 17% of children and 
youth. Examples include autism, intellectual disability, 
Cerebral Palsy, ADHD, FASD, and Down, Tourette, 
Fragile X, Rett, and Angelman syndromes, among 
others, although not all children have diagnosis.

     Pain can last a short time (called acute pain) or 
can last for months or even years (called chronic 
pain). Pain can happen from medical procedures 
(such as needles), spasticity, surgery, injuries, 
everyday pains (such as constipation or 
menstruation), stomach aches, headaches, or other 
illness.

     Chronic pain is more common in children with 
neurodisability. While chronic pain a�ects 1 in 5 
children, it is more common for those with 
neurodisabilty. Many youth also experience pain from 
co-occuring conditions. 9
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     Ask about the pain experiences and needs of youth 
with neurodisability. These youth often feel 
misunderstood when accessing treatment for pain which 
can negatively impact their opportunities to benefit. 

     Treat the child as the expert of their own pain 
experience. Research shows di�erential responses to 
pain in youth with neurodisability as compared to 
neurotypical peers. This means we cannot assume how 
much pain they are experiencing. 

     Use familiar language and behavioural cues to 
assess and understand a child’s pain. Many children use 
words like ‘hurt’ or ‘discomfort’. Children with 
neurodisability may also use nonverbal cues, such as 
facial expressions, vocalizations, body movements, or 
other behaviours. Withdrawal or changes in routine 
behaviour or mood can also be signs of pain. 

     Use simple, proven tools to assess pain in children 
who do not communicate verbally such as the FLACC 
Behavioral Pain Assessment Scale or the 
Non-Communicating Children’s Pain Checklist Revised 
available in English, French, and other languages. 

     Address anxiety, depression, and sleep problems. 
These are common for youth with neurodisability, as 
well youth experiencing pain. Interventions that help 
with mental health and sleep - such as 
Cognitive-Behavioural Therapy (CBT) - are also 
recommended for pain.

     Support caregivers as knowledgeable partners in 
pain care for children with neurodisability. 
Caregivers play a vital role in recognizing pain. They 
are essential interpreters of subtle or atypical changes 
in the behaviours or mood that can indicate pain, and 
are a key support when managing pain.

     Learn about pain in children with neurodisability. 
Caregivers, health professionals and support workers 
should receive training about pain management, 
including for children with neurodisability. 
Organizations should ensure that workers have 
the time, resources, policies, and supports 
needed to deliver quality pain care.

Pain in Children and Youth with Neurodisability
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Where to find 
more resources 
and support...
Visit kidsinpain.ca or 
@kidsinpain for resources 
and guidance for families, 
caregivers, health 
professionals, and others.

Access the Pediatric Pain 
Management National Health 
Standard to learn more about 
delivery of quality, equitable 
pain care for children and 
youth in hospitals.

Read Health Canada’s Action 
Plan for Pain in Canada that 
identifies children and those 
with disabilities as 
disproportionately impacted 
by pain. 
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