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NOTICE TO MEMBERS

Subject: Petition No 0204/2019 by Evelien Van Den Brink (Dutch) on a request for 
funding for biomedical research on Myalgic Encephalomyelitis

1. Summary of petition

The petitioner refers to her poor health conditions, as she suffers from Myalgic 
Encephalomyelitis (ME). Such disease, sometimes called Chronic Fatigue Syndrome, is a 
devastating chronic disease that causes dysfunction of the neurological, immune, endocrine 
and metabolism systems. The petitioner states that ME affects approximately two million EU 
citizens, with huge economic and societal costs, thus representing a hidden public health 
crisis. The petitioner calls on the European institutions to make sufficient funds available for 
biomedical research into ME, in order to deliver a diagnostic test, clinical trials and effective 
treatments for this disabling disease.

2. Admissibility

Declared admissible on 14 June 2019. Information requested from Commission under Rule 
227(6).

3. Commission reply, received on 24 March 2022

The EU has supported projects in the Myalgic Encephalomyelitis (ME)/ Chronic Fatigue 
Syndrome (CFS) area (some €7.2 million), or relevant to the ME/CFS area (more than €50 
million), with the aim to promote research and innovation to underpin the development of 
diagnostic and therapeutic options. During the Committee on Petitions meeting, the 
Commission services provided examples of EU-funded projects covering the spectrum from 
promoting biomedical research to improving the networking of researchers, and accelerating 
innovation by supporting small and medium-sized enterprises (SMEs).

The written response of the European ME Coalition (EMEC) in relation to the Commission’s 
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contribution at the Committee on Petitions meeting appears to dismiss some of the funded 
projects as irrelevant. It should however be noted that research on other conditions with a 
shared/similar pathophysiology (mechanism, biomarkers…) or symptoms, as is expected with 
studies on long COVID-19, or research focusing on basic biological processes such as chronic 
inflammation, could also advance the ME/CFS field.

It should be underscored that the scoping study is intended to identify and better characterise a 
number of high-burden medical conditions that are relatively under-researched, and is therefore 
not exclusively directed to ME/CFS. The study will engage a variety of stakeholders including 
patient organisations to define the type of research and/or research priorities to better address 
the needs of patients in the future. The Commission understands that EMEC would like the 
scoping study to be started as soon as possible. This is what the Commission is aiming at, while 
respecting the procedures in place for financial support.

Pursuant to Article 168(7) of the Treaty on the Functioning of the European Union1, EU action 
in the field of public health must fully respect the responsibilities of the Member States for the 
organisation and delivery of health services and medical care. Thus, screening, diagnosis and 
treatment of ME/CFS fall within the responsibility of Member States.

Conclusion

The scoping study, expected for launch in the first half of 2022, will help identify high-burden 
medical conditions like ME/CFS that remain under-researched. As such, it will help define 
the type of research and/or research priorities for better addressing needs of patients affected 
by these conditions. In this way, the under-representation of certain medical conditions in EU-
funded research projects could be addressed, and the development of much needed diagnostic 
and therapeutic options promoted. 

1 http://eur-lex.europa.eu/legal-content/EN/TXT/HTML/?uri=CELEX:12012E/TXT&from=EN
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