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Background + Methodology 
• The European Community Advisory Board (ECAB) – 15 years in 

the forefront of patient advocacy and scientific research.  
• ECAB established in 1997 – forum for confidential interaction 

about drug development between PLHIV and industry. 
• Objective: To support the organisation’s work in promotion of 

biomedical research & pharmaceutical development in HIV/AIDS 
and related co-infections.  

• Mixed-method quantitative and qualitative research was 
conducted with organisation members, stakeholders, and 
pharmaceutical industry representatives.  

• Members of the organisation (n=36) and industry 
representatives (n=13) polled through questionnaires. SWOT 
analysis of functioning of ECAB followed up by semi-structured 
interviews with members (n=27). Interviews analysed for 
meaning and key concepts, contrasted against the 
questionnaires.  
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RECOMMENDATIONS 
•ECAB working model transferable 
to PO, civil sector - knowledge 
transfer methodologies  
•Mapping, monitoring member 
skills, knowledge 
•T & E programme for ECAB 
members 
•‘School of excellence’ concept for 
HIV patients proposed 
•Discovery, institutionalisation 
informal existing knowledge 
•Proactive new member 
recruitment (special skills)  
 

KEY FINDINGS 
•ECAB = model for meaningful 
& useful interaction across all 
stakeholders. 
•Peculiar dynamics, roots in 
activism call for forward looking 
management  & clear vision. 
•Anger based activism no longer 
suffices – strength in knowledge 
base and member 
commitment. 
•ECAB = tool of innovation, 
vehicle of patient 
empowerment.  
 


