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biomedical research on Myalgic Encephalomyelitis

Response by Evelien van den Brink to the reply of the European Commission

First of all I would like to thank the European Commission for its reply received by the Committee on
Petitions on 30 August 2019.

I am glad to read that the Commission recognises the importance of research on myalgic encephalomyelitis/
chronic fatigue syndrome (ME/CFS) and acknowledges that this is an underserved population of patients.

It is encouraging to see that the Commission has recently made a start with funding research into ME by
making funds available for a project aimed at correcting the gut microflora disbalance under the SME
Instrument funding mechanism in April 2019.

However, as the Commission states, the cause of ME is not yet known. Imbalance of gut microflora,
damaged gut barrier functions and dysfunctional immune responses are one possible hypothesis. I would like
to emphasise that there are many more interesting biomedical hypotheses that deserve to be investigated. (1)
This is an extremely complex disease and a structural commitment to funding biomedical research is needed,
which will allow researchers to attack the problem from all possible biomedical sides.

I believe equitable funding is warranted, given the large number of patients, the disease burden and the
economic impact. At least 25% of ME/CFS patients are home- or bed-bound at some point in their lives. (2)
Many are unemployed or have reduced productivity. (3, 4)

People with ME/CFS have a lower quality of life (5) and more functional impairment (6) than those with
other disabling illnesses such as multiple sclerosis, heart disease, and end-stage renal disease.

I understand that no specific projects have been funded that could lead to the development of a biomedical
diagnostic test. This is however a very important part of the research into ME that could lead to a better
understanding of the disease and improvements in the situation of patients. Moreover, this is now technically
possible. There are many promising potential diagnostic tests under development. (7, 8)

The Commission’s response mentions that the current EU Framework Programme for Research and
Innovation continues to provide opportunities for research funding on ME/CFS, fibromyalgia, as well as
other neuro-immunological disorders, including better diagnostics and care. It is my understanding from
various contacts with ME researchers that their grant proposals, that have been submitted since 2007, have
all been turned down under these general calls, which is extremely unfortunate. Correspondence with ME
researchers indicates that ME often loses out in competition with other more established diseases that are
already better researched and understood. They strongly believe that more specific calls for ME, for research
into the development of a biomedical diagnostic test for ME and biomedical treatments for ME, would be
very helpful to advance the field. Another option would be to include researchers with specific biomedical
knowledge of ME in the general Horizon Europe grant evaluations panels.

Scientifically the goals of developing a biomedical diagnostic test and biomedical treatments are achievable
and yet scientists from respected ME research groups cannot access the necessary funding under Horizon
2020/Horizon Europe. This understandably leads to frustration among both scientists and patients and their
families. Funding the establishment of Centres of Excellence, following the example of the NIH in the USA
(9), would be an option to solve these issues successfully in a comprehensive way and provide researchers
with the infrastructure they need to make headway.

I strongly believe that unless the Commission introduces specific measures to ensure funding of biomedical
research into ME that properly reflects the disease burden, then the current underfunding will continue.

I hope together we will be able to develop a strategy to create the best conditions under which major
scientific progress will be achieved in the shortest possible time.

Thank you very much.

Evelien van den Brink
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