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The Research

• 14 semi-structured interviews were conducted with a mix of 
clinicians asking about current experiences of Community 
Representative (CR) involvement.

• Purposive sampling  of England – based professionals. 

• Analysis using pre-set and emergent codes.

• Limitation – only clinicians and not community representatives. 



Findings
• Most common benefit – CRs bring lived experience and a whole 

pathway perspective. 
• Bring issues directly from the HIV community.
• Ensure responsive research focused on community priorities rather 

than that of funders, professionals or academics. 
• Ensure robust research – face-to-face community perspectives 

inform study design and methods. 
• Support all stages of research-design, recruitment, analysis, patient 

information, presenting at conferences and co-publishing. 
• Advocacy skills, patient-centred, non-clinical approaches, empathy 

and mentoring.



Quotes
• “We are often talking about things that are just one element of the HIV 

pathway  …and actually, in terms of getting a holistic view of the HIV pathway; 
the only people that can really do that are the people living with the 
condition.” CONSULTANT

• “The study wouldn’t have gone ahead … without community ensuring the 
design was reasonable and we were strongly encouraged from the start by the 
community telling us it’s an important question for them.” EPIDEMIOLOGIST

• “… the [CR] said ‘I know what you have written, there is the science, but you 
have lost the humanity in it’ and … what came out of it is a very good 
document.” CONSULTANT



More Quotes
• “That [domain in the HIV Quality Dashboard] did not come from the clinician 

group, that came from the community.” CONSULTANT 

• “I wouldn’t have achieved that on my own it was really down to the hard work 
and experience of the peer researchers/community.” CONSULTANT

• “Our clinic rep is very influential, when we were given wards he went and 
looked around and it dictated our strategy.” CONSULTANT

• “ One thing I have learned is about language and HIV…….. I don’t think I really 
understood the power of language [before]”. CONSULTANT



Challenges
• Funding main challenge. CRs as volunteers, unsustainable model. 
• Researchers/funders with no experience/awareness of CI may not understand 

its place/ value and competing priorities may exist. 
• Differing CR knowledge levels. 
• Representation - CRs ability to bring a range of views from the HIV community; 

existing feedback systems; viewpoints of some groups unheard; newly 
diagnosed may have different needs from those with a long-term diagnosis. 

• CRs regular support and training to manage systems they are involved with. 
• Sustainability - experienced CR phasing out with little or no replacement.



Recommendation

• Include funding for CI as a good practice standard in all research applications. 
• Research bodies/organisations that benefit from community input should 

support the contribution of new CRs by facilitating observer roles, inductions, 
shadowing, mentorship and debriefing.

• All stakeholders  work in partnership to  increase CRs knowledge and skills; eg. 
short courses on clinical trial design, research methodologies and peer research. 

• UK-CAB promote/profile its work around community representation, develop 
tailored guidelines on CR expectations, role description and representation. 

• UK-CAB to build on this research study with a community representatives’ arm. 



What is needed? Collaboration!
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