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Using an experience-based co-design 
approach to create a pain management 
patient information leaflet

Situation
Opioids are a highly effective class of analgesics and, when used judiciously, are of great benefit to many people living with pain. 

However, in the case of ‘chronic non-cancer pain’, when the source of long-term pain does not have a cause that can be treated, 

opioids can do more harm than good, particularly when used at higher doses. 

Greater Manchester has one of the highest opioid prescribing rates in England, with opioid use (as defined daily dose/1000 GP

registrants/day) of 53.1 compared to 13.9 in London and 36.9 nationally. In addition, opioid-related deaths and harms, such as 

dependency and addiction, have become increasingly prominent in the UK. 

There is existing information about pain management, which has been produced by clinical specialists, to inform and support 

people living with chronic pain. We wanted to understand what information experts by experience would include in patient 

information and what they felt where key messages to share with others.

Action 
We recruited four people living with chronic pain to join an experience-based co-design group. The aim of this group was to 

create a patient information leaflet based on what information those experts by experience wanted to share with others who 

may be facing the same challenges. 

To create the patient information leaflet, the working group took the following steps:

• Review of a draft patient information leaflet developed by a pharmacist

• Group co-design sessions facilitated by the programme team to share experiences and ideas  

• Group co-design sessions facilitated by the programme team to agree the content and look of the patient information leaflet

• Accessibility checks completed and a review from the Health Innovation Manchester Communications & Engagement Team

• Review of the final version for final thoughts and tweaks 

Result 
The Patient Information Leaflet has been successfully co-designed by 

people living with chronic pain. 

The leaflet is available on Greater Manchester Pain Management 

Resources Hub and has been shared widely with Greater Manchester 

stakeholders. It has lots of useful content including: 

• Factors that affect chronic pain 

• Why don’t my painkillers work? 

• Long term effects of opioid medication

• Reviewing your pain medication 

• Where to go for support 

Read about Debra's experience of working with Health Innovation 

Manchester to develop the patient information leaflet.

“I like it very much. The 

colours are striking and 

the images are good. It is 

well ordered, neat and 

understandable.”

“Wow. Great piece of work. 

Looks very good indeed and 

is very informative along 

with being factual!”

Feedback from the lived experience working 

group on the final patient information leaflet:

https://healthinnovationmanchester.com/wp-content/uploads/2024/03/PIL-Final.pdf
https://padlet.com/PatientSafetyTeamHInM/greater-manchester-pain-management-resources-hub-uf9wj95w1pfmutn8
https://padlet.com/PatientSafetyTeamHInM/greater-manchester-pain-management-resources-hub-uf9wj95w1pfmutn8
https://healthinnovationmanchester.com/empowering-chronic-pain-management-a-patient-advocates-journey-with-health-innovation-manchester/
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