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Background: Research on ME/CFS in Europe is characterised by the absence of a collaborative approach between
research centres, while at the national level research and health services provision is usually concentrated in a few
centres of competence.

Objectives; The main objective of the COST Action CA15111 “European Network on Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome (EUROMENE)” is the establishment of a sustainable network of
researchers in Europe working in diverse fields, to tackle the challenges arising from unknown aetiology, clinical
variability, lack of diagnostic biomarkers, limited treatment options, and a high associated socio-economic burden.
The initial task of the project is to harmonize the fragmented European research resources on ME/CFS by building
a biobank platform with harmonized protocols and a bioinformatics repository.

The task objectives during the runtime of the Action are:

¢ Exchange of best practice for collecting population-based data on the prevalence and other epidemiological data
of ME/CFS, to establish a synchronised European database;

¢ Promote co-operation among research groups for accessing potential ME/CFS biomarkers, by establishing
special interest groups and harmonising infrastructure efforts; ]

* Determine unified ME/CFS case definition and diagnostic criteria for clinicians and researchers, to promote case
finding, synchronisation of diagnostic criteria, prevention and treatment guidelines;

¢ Determine the social impact and assess economic consequences of ME/CFS.

Methods: The network will promote multidisciplinarity in ME/CFS research and foster of the full chain of
translational research further capable to develop the much needed treatments and prevention strategies for
improvement quality of life.

Results: 14 countries are participating in the network: Belarus, Belgium, Bulgaria, Denmark, France, Italy, Germany,
Greece, Latvia, Norway, Rumania, Serbia, Spain, and the UK. Most of the involved groups have already developed
long-term research on ME/CFS within their disciplines of interest, including epidemiology, biobanking, molecular
biology, immunology, clinical research, diagnosis, treatment and research on social aspects in ME/CFS. The Action
activities are organized in six working groups: on epidemiology; biomarkers; clinical research enablers and
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diagnostic criteria; socio-economics; conferences, seminars, and training schools; dissemination and exploitation,

patient involvement, and digitalisation.
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