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Epidemiology of ME/CFS in Europe: 
where we are and where we need to go  



Background on ME/CFS prevalence 

in children/adolescents and adults 



WG1 – Epidemiology of 
ME/CFS across EU countries 

     Aim: Establishment of joint open epidemiological 
platform for action deliverables 

 
 1- Document on ME/CFS prevalence in E.U. countries  
 2- Information via web on existing ME/CFS biobanks, 

usage availability and restrictions 
 3- Guidelines on ME/CFS biobank management and 

maintenance 



~4 millions suffer 
from ME/CFS but 

> 80% are  
undiagnosed 

        Survey data  
        received 
        Survey data   
        not received 

ME/CFS epidemiology survey  
from EUROMENE countries  



Existing ME/CFS biobanks  

in Europe via web 

ME/CFS-centre  

The UK ME/CFS Biobank 



Landscape on prevalence of ME/CFS  
across E.U. countries 

EUROMENE pathways to ME/CFS research in Europe 
Moving towards novel strategies to collect population-based data on the ME/CFS prevalence  

The EUROMENE will seek to identify research gaps on 

ME/CFS and future research priorities across E.U. 

ME/CFS affects both 

children/adolescents (aged 

16-18 yrs) and adults (aged 

30-50 yrs) 

Women are affected by ME/CFS  

more often than men 

~ 4 M 
patients could 

be affected  

by ME/CFS 

in Europe 

No clinically established 

lab tests exist 

ME/CFS is a complex, 

multisystem, chronic medical 

condition characterized by 

extreme fatigue and other 

symptoms that do not improve 

with rest and may even worsen 

with physical and mental activity. 

No known specific cause 

No universally FDA-approved 

drugs are available 


