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PLAIN LANGUAGE SUMMARY: UNDERSTANDING HOW CHILDREN AND YOUNG PEOPLE WITH CHRONIC

Plain language summary

hronic pain lasting 3 months or more affects at least 8% of children in the UK. It causes difficulties

with many aspects of children’s lives including relationships, school attendance and use of National
Health Services. In the UK, there are few specialist services and a lack of high-quality research for
managing children’s chronic pain.

Our study aimed to locate and pull together existing research on the experiences and views of children
with chronic pain and their families. We wanted to find out how they think about and live with chronic
pain, and their views and experiences of services and treatments, and what they want to achieve from

them.

We conducted this study alongside children with chronic pain and their families, charities, healthcare
professionals and academic experts. They helped us to conduct the study and to ensure our findings are
relevant to children, families and the National Health Service.

We pulled together data from 43 studies that best answered our questions. We found that moderate
and severe children’s chronic pain that was not well managed affected the whole family, including their
relationships and social lives. Families found it difficult to get help and a diagnosis from health services.
Most families wanted a medical cure for pain. Families had long waits for answers and treatment but
gradually realised there may be no cure, so they focused on living well with pain or gave up hope.
Children and families from ethnic minority groups or with a learning disability experienced
discrimination. Few studies focused on children under 5 years old, children with learning disabilities or
experiences of services. Families need a pain management approach tailored to the whole family’s needs
involving schools, social care and health services. Our findings could improve treatment guidelines,
training of health and social care professionals and service design and treatments.
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