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1. Describe the key skills and 
qualities the next generation of 
patient advocates bring or need

2. Identify the main  barriers and 
enablers to attracting and 
retaining younger advocates in 
patient associations

3. Leave with at least 1 practical 
action  to support new advocate 
recruitment and retention

WORKSHOP
OBJECTIVES



“Most of us joined because a diagnosis 
forced us to. The next generation is 
also finding us for different reasons, 
and if we don't understand those 
reasons, we'll lose them .”



WHO DO WE MEAN?

EULAR Young PARE already connects rheumatology patient 
advocates aged 18 –40 years across Europe… proof some of 

this generation is reachable now, not just hypothetical



WHAT 
DO 
THEY 
BRING?



WHAT 
DO 
THEY 
NEED?



WHAT 
ARE THE 
BARRIERS?



YOUNG ADVOCATES 
BRANDED “SICKFLUENCERS”

SPOTLIGHT

Associations Newer and younger  advocates

may be slow to trust a highly online active 
younger advocate

may hold back from visible advocacy or 
getting involved in broader advocacy 
circles to avoid being ‘labelled’

Recent, largely negative media coverage of young people turning 
chronic illness into a ‘lifestyle trend’ has sparked swift backlash across 
the online chronic illness community



WHAT ARE SOME 
KEY ENABLERS?





HEADLINE 
MESSAGES 
FOR PLENARY



THANK YOU!
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