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COMET Patient and Public 
Involvement Involving People 

meeting 
• Spring 2014 

• UK public involvement 
organisations, core 
outcome set (COS) 
developers and COMET  

• Plans for facilitating 
public involvement in 
developing COS 



COMET PoPPIE Working Group 

PoPPIE - People and 
Public Participation, 
Involvement and 
Engagement 

 

To lead the PPI and 
engagement work of 
COMET  



The COMET PoPPIE Working Group 

• Rosemary Humphreys  

• Bridget Young 

• Simon Denegri 

• Jean Slutsky 

• Maarten de Witt  

• Heather Bagley  
 



Raising awareness 

• Association of 
Medical Research 
Councils 
presentation 

• Cochrane  UK 
Symposium  

• EURORDIS (Voice of 
Rare Disease 
patients) 

• Slide set developed 



Resources 

• Plain Language 
Summaries: 

–  COS (accessed by >1100 

people from 45 countries) 

– Delphi 

• Video – PPI in a core 
outcome set (MOMENT 
study)  

• Webinar for EURORDIS 



Resources 
• PPI checklist for COS 

developers  

• Making information 
accessible for patients 
and the public 

• End of study information 

• Social media guidance 

• Consensus meeting 
evaluation form example 

• Commentary article - 
issues to consider when 
including patients  

 



Associate Panel 

• Advise on resources for patients, patient 
organisations and researchers 

• Learn from patient communities in a 
diversity of countries and geographical 
areas 

• Identify gaps where further resources are 
needed 
 

Heather.bagley@livepool.ac.uk 



Next Steps 

Develop:   
–COMET website public involvement 

pages – new resources and re-
organisation 

–PPI toolkit (to use during the ‘life 
course’ of a COS study) 

–International PPI Network on COS 

–COMET PoPPIE Associate Panel 
 

 



Where to find the resources 

http://www.comet-
initiative.org/resources/Plai
nLanguageSummary 
 
 
 

http://www.comet-
initiative.org/resources/pub
licinvolvement  
 

http://www.comet-initiative.org/resources/PlainLanguageSummary
http://www.comet-initiative.org/resources/PlainLanguageSummary
http://www.comet-initiative.org/resources/PlainLanguageSummary
http://www.comet-initiative.org/resources/PlainLanguageSummary
http://www.comet-initiative.org/resources/publicinvolvement
http://www.comet-initiative.org/resources/publicinvolvement
http://www.comet-initiative.org/resources/publicinvolvement
http://www.comet-initiative.org/resources/publicinvolvement


Interesting in taking part? 
 

 

 

Study of patient and public involvement in  

design and conduct of COS studies 

Investigate experiences of patients/public with PPI roles in COS 

 

Phase 1: Telephone interviews with patients/public involved in COS 

development as partners, co-investigators, advisors or members of study 

teams.   

 

Aims to inform the development of guidelines and resources to facilitate 

improved engagement with patients as key partners in COS development.   
 

Lucy Brading 

LBrading@liverpool.ac.uk  



Interested in the Associate Panel? Email 
Heather: heather.bagley@liverpool.ac.uk 

 

Any questions? 

What resources would you find helpful? 


