Parenting a child or young person with
chronic pain
This leaflet is for parents of children and young people with chronic pain. We’ll look at some of the
challenges and how you can face them with top tips from parents, healthcare professionals and
young people

What is chronic pain?
Chronic pain is pain that has lasted for more than three months or pain that has lasted beyond the
time the body would usually heal or recover. Chronic pain can develop after an illness or injury or for
no obvious reason. Chronic pain is caused by changes to the nervous system which mean that the
brain produces pain even when there is no harm to the body. Scientists are learning more about why
this happens. The medicines available often cannot relieve all of the pain.1

How will pain affect my child?
Chronic pain can affect your child’s emotional wellbeing and cause difficulties for them in school and
their other activities. These impacts can be reduced if their pain is well managed. Each child or young
person will have a different experience depending on their age, personality and other factors as well
as the treatment and support they receive.

What can I do as a parent or guardian?
Parents of a child or young person who has chronic pain often feel
stressed, powerless and overwhelmed at times. However, there
are things you can do to help your child. Here are some tipsfrom
parents and healthcare professionals to help you.

‘THE PROFESSIONALS KNOW A LOT
ABOUT PAIN BUT THEY DON’T KNOW
YOUR CHILD OR WHAT THE PAIN IS
DOING TO THEIR LIFE OR TO FAMILY
LIFE; SO MAKE SURE THEY LISTEN

(MOTHER)

1

‘YOU MAY FEEL LIKE YOU ARE
HITTING AGAINST A BRICK
WALL BUT KEEP FIGHTING.

DETERMINATION!’ (PARENT)

Healthcare appointments and
pain treatment
Visits to the GP and to hospital clinics can be
stressful and difficult for you and your child.
Parents may feel they have to struggle to have
their child’s pain be adequately treated, and
communication can be a problem.

Scottish National Clinical Guideline (Management of Chronic Pain in Children and Young People),
https://www.sign.ac.uk/assets/chronic_pain_in_children.pdf.pdf.

Tips
1. Tell the healthcare professionals about the pain and its
impact on your child’s life. Bepersistent!
2. Ensure your child understands about their pain and their
treatment. You and theirhealthcare professionals can help
explain this.

‘MUM

AND I TALK THINGS

THROUGH BEFORE THE
APPOINTMENT AND HAVE A
PLAN. THAT WAY WE CAN BE

3. Support and encourage your child to stick to the
treatment plan.

SURE THAT THE PROFESSIONALS

4. Support your child to be involved in decisions about their
care. This is especially important asthey get older.

LISTEN AND KNOW WHAT’S

HAPPENING WITH PAIN.’

(YOUNG PERSON)

5. Be realistic about pain relief – 100% pain free is unlikely.

School
‘EVEN WITH SCHOOL… THEY WEREN’T
UNDERSTANDING WHAT WAS GOING ON.
THEN THE PAIN NURSE SWEPT IN THERE.
AFTERWARDS IT WAS AS IF WE HAD GONE
TO A DIFFERENT PLACE.’ (PARENT)

Keeping up with school work while in
pain can be a challenge. Teachers and
classmates may not really understand
chronic pain and the impact it can
have. Some children and young people
can experience bullying because of
their chronic pain.

Tips
1. Ask the pain specialist nurse to visit your child’s school to inform staff and classmates
2. Arrange for adaptations to help your child get the most out of school. These might include:
o permission to leave lessons early when necessary
o permission to use lifts on the school site
o cushions, specially adapted desk furniture
o lockers for their books so they have less to carry around
o using an iPad/adapted laptop rather than pen and paper
o a ‘buddy’ system with other classmates to help them catch up with their work.

Family
Chronic pain affects everyone in the family, not just
the child or young person who has the pain. Chronic
pain disrupts family activities and everyday routine
and can lead to emotional and financialstrain.

‘I DON’T LIKE MY SIBLINGS
TO SEE ME AT MY WORST
BUT AT THE SAME TIME I
NEED THEM THERE
BECAUSE I CAN’T COPE BY
MYSELF.’ (YOUNG
PERSON)

Tips
1. DO try to keep the whole family in the loop about what is going on. For example,
you could take their brothers and sisters along to a routine hospital appointment
2. DO speak to other parents in the same situation.
3. DO try to keep a sense of humour and have as much fun as possible
4. DO NOT overprotect your child with chronic pain. Encourage them to participate in
activities
5. DO NOT focus attention on your child with pain at the expense of their brothers and
sisters

Support for parents and families
Pain Concern’s helpline volunteers have been trained to give information and support to parents
with children living in pain. Call 0300 123 0789 or email help@painconcern.org.uk.
Many parents we spoke to valued sharing experiences with other families. You could try:
•

Attending sessions at pain management programmes for families to meet others in the same
situation

•

Finding a local support group for people in pain. Most groups welcome carers

•

Using Contact a Family to get in touch with local families with a child living with a disability

•

Reaching out to others online through Pain Concern’s HealthUnlocked community or on
Facebook

Family therapists can help you to find ways of teaming up on the pain together. To find therapists
specialising in chronic illness visit aft.org.uk

More information
Visit painconcern.org.uk/families for links to more resources and to listen to podcasts featuring
children’s pain and the needs of family and carers.
Pain Concern would like to thank the young people, parents and healthcare professionals who
helped us in producing this information
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