
PPI in the COB-
MS Trial
AN EMBEDDED PATIENT RESEARCHERS 
EXPERIENCE



The Foundation

• Setup to Succeed
• MS Society of Ireland
• PPI Ignite
• HRB

• Building Blocks
• Trial Steering Committee
• Trial Management Group
• PPI Advisory Panel
• Embedded Patient Researcher



Patient impact on the Study

• Scripting and recording videos for both participants and occupational therapists delivering the 
program. 

• Developing a Participant Information Sheet that will be used as part of a sub-study (SWAT) to assess 
whether a patient-designed information sheet works better than a researcher-designed one.

• Reducing and selecting outcome measures used in the trial. 

• Helping train occupational therapists and research assistants on the needs of the patient. 

• Developing a “Top tips” for occupational therapists who are delivering groups with people with MS. 

• Presenting 5 Positive Outcomes of PPI at Public Health and Health Services Research Alliance Meeting. 

• Advising on best locations to recruit participants and how to access some more difficult to recruit 
areas. 

• Being actively involved in the recruitment of participants with MS, including interviews with national 
and local print media and radio. 



Patient impact on the Study

• Supporting development of the COB-MS participant manual. 

• Contacting participants regrading delivery method change to online from face-to-face, in light of
COVID-19. 

• Developing a bi-monthly COB-MS Newsletter for program participants.  

• Providing support with respect to interpreting qualitative data from program participants. 

• Developing non-traditional means of dissemination to lay communities. 

• Interviewing participants who completed the program with respect to its feasibility and acceptability, 
as well as their experience of the program. 

• Writing Open Letter to HRB Open about reflections of PPI to promote PPI to researchers and 
encourage others to get involved in PPI. 



Patient Information Sheet



Patient Information Sheet



Recruitment



Participant Manual



Study Impact on the Patient

• Using a negative to create a positive
• Courage
• Optimism



The
Team
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