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for Myalgic Encephalomyelitis 

 

[Stockholm, 7 April 2024] 

 

The European ME Alliance (EMEA) today releases the findings of a comprehensive 

survey shedding light on the distressing state of Myalgic Encephalomyelitis (ME, 

sometimes referred to as ME/CFS in some countries *) patients across Europe. 

 

The survey, conducted among more than 11,000 people with ME/CFS in Europe, 

presents a stark indictment of European and national policies for neglecting the ongoing 

and protracted suffering of millions of patients and their families impacted by this 

inadequately studied disease. Therefore, we call on governments, healthcare providers, 

research agencies, healthcare policymakers, healthcare ministers, politicians, and 

European organisations to work with EMEA and take action to address the unmet needs 

of people with ME/CFS. 

 

The results from the survey underscore a concerning lack of recognition and support for 

individuals grappling with this debilitating disease and paints a stark picture of the 

overwhelming challenges faced by people with ME/CFS in Europe. 

 

The survey reveals that healthcare systems are failing them, with three out of four 

patients (74%) feeling that they received little or no health care support, while only 1 out 

of 8 (12%) had good or very good support. 

 

Key findings from the survey reveal profound disability levels and unmet needs among 

ME/CFS patients, highlighting the urgent necessity for healthcare systems to 

acknowledge ME/CFS as a severe physical illness and enhance medical care, financial 

support, and social services and pursue a fully funded long-term strategy of biomedical 

research into this disease. 

 

Furthermore, the survey revealed significant disparities in access to medical care and 

social support across Europe, with varying approaches by national health authorities 

influencing the course of illness and disease outcomes. 

http://www.euro-me.org/
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The failure of healthcare systems to address adequately the needs of ME/CFS patients 

has serious consequences, as highlighted by the survey results. 

While no objective diagnostic tests for ME/CFS, verified biomarkers, curative medications 

or treatments for ME/CFS exist, healthcare support nevertheless matters for the 

management of the symptoms and the improvement of functional capacity, and thus the 

course of illness. Early diagnosis, activity management (pacing) and avoidance of over-

exertion (Post-exertional malaise (PEM)) are key to reducing the risk of progression to 

severe disease.  

 

The survey found that keeping activity levels within the energy envelope - commonly 

known as pacing - emerged as the most beneficial strategy for managing the condition. 

Conversely, activity-based therapies were found to exacerbate symptoms, with almost 

half of respondents reporting a deteriorating course of illness as a result. 

 

The survey strongly refutes the Biopsychosocial (BPS) model, labelling it as a failed and 

harmful approach to ME/CFS. Therapies involving fixed increases in activity were shown 

to worsen symptoms, emphasising the importance of pacing and avoidance of over-

exertion. 

 

Persistent myths exist about ME/CFS being an illness that gradually ‘burns out’ and that 

patients recover over time. Though some patients may indeed improve over time, most 

do not. Symptoms are severe and can last a lifetime. 

 

A lack of recognition of the disease as a serious physical illness in many countries denies 

patients a timely diagnosis and access to adequate social and welfare benefits necessary 

for basic survival, violating their basic human right to the best available health. 

The survey reveals that long delays in the diagnosis from disease onset are common, 

averaging 6.8 years across Europe with large variations across countries 

 

ME/CFS must be viewed as a chronic condition as this perception has major implications 

for welfare benefits and other services provided. 

Early diagnosis, activity management (pacing) and avoidance of over-exertion are key to 

help preventing progression to severe disease. 

 

As high-quality prospective studies on typical courses of illness are lacking, large patient 

surveys such as this one may provide the best information available. 

 

The dire situation for most ME/CFS patients across Europe is, in part, the result of both 

ignorance and lack of knowledge among health professionals, social workers, and policy 

makers. Yet ME/CFS has been recognised as a disease of the nervous system by the 

World Health Organisation since 1969. 

 

Lack of funding biomedical research contributes to ME/CFS being categorised as a high 

burden under prioritised disease that urgently requires a dedicated EU strategy. 
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European governments must step up to fund existing, and develop new, Centres of 

Excellence for ME/CFS to perform a joined-up pan-European strategy of coordinated, 

collaborative translational biomedical research across Europe that will focus on 

establishing a full understanding of the disease and the development of treatments to 

mitigate or cure it. 

 

EMEA has already led the way by establishing collaborative European groups for 

researchers, clinicians and young/early career researchers and, of course, patients. By 

collaborating across Europe, we can harness the best talents from the best institutions 

who are intent on working together. 

This will assist in building the capacity of research resources within Europe that is 

necessary for major discovery about this disease to take place. 

Importantly, it allows the continuation of research and creates the foundations for making 

progress in establishing European fundamental research into ME/CFS. 

Now European governments must act. 

 

EMEA also urges that a specialist discipline for ME be created in all European countries 

with at least one specialist clinical centre, attached to centres of excellence in each 

country, along with the development and implementation of a standardised diagnostic 

and treatment protocol. 

 

EMEA calls on governments to perform a pan-European epidemiological study, using the 

most up-to-date diagnostic criteria, to determine the prevalence and cost burden of ME in 

Europe. 

As EMEA has previously demonstrated in its ‘ME/CFS in Europe’ webinars it is entirely 

possible for all European countries to implement SNOMED criteria to ascertain the 

correct prevalence figures. 

 

EMEA urges policymakers and healthcare stakeholders across Europe to heed the 

findings from the EMEA Pan-European ME Survey and take urgent action to improve the 

lives of ME patients. 

As we celebrate World Health Day 2024, under the slogan ‘My health, my right’ this first-

ever Pan-European survey underscores the urgent priority for healthcare systems to 

recognise ME/CFS as a serious physical illness and provide better medical care, financial 

support, and social services, as well as a fully funded long term strategy of biomedical 

research into this disease. 

 

Ignorance, apathy and a lack of research toward myalgic encephalomyelitis in Europe 

must not be allowed to continue. Failure to act decisively now will perpetuate 

unnecessary suffering and neglect of people with ME/CFS – a clear abuse violation of 

human rights for these citizens, who should not be left behind as the world works towards 

achieving Universal Health Coverage to achieve the 2030 United Nations Sustainable 

Development Goals. 
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Further Information: 

Read the full survey report, EMEA survey of ME/CFS patients in Europe: Same 

disease, different approaches and experiences including country profiles on how 

access to medical care and social support varies across Europe, and how different 

approaches taken by national health authorities affects the course of illness and disease 

outcomes, with serious consequences for patients. 

 

For interviews with the study authors, representatives of EMEA or leading researchers or 

clinicians please contact: info@europeanmealliance.org 

 

Web site: https://www.europeanmealliance.org/emea-pan-european-survey-UK.shtml 

 

About Myalgic Encephalomyelitis 

* Myalgic encephalomyelitis should be referred to as ME. In some countries and with 

some organisations the acronym ME/CFS is used. In order to simplify terminology 

ME/CFS is used on this occasion, referring to ME. 

 

ME/CFS is a debilitating neurological illness classified as such by the World Health 

Organisation under ICD-10 G93.3 and ICD-11 8E49. 

 

Post Exertional Malaise (PEM) is a hallmark symptom of ME/CFS, whereby symptoms 

worsen upon even the slightest physical or mental exertion. 

 

About EMEA: 

https://europeanmealliance.org/aboutus.shtml 

The European ME Alliance is a grouping of European organisations who are involved in 

supporting patients suffering from myalgic encephalomyelitis (ME or ME/CFS) and are 

campaigning for funding for biomedical research to provide treatments and cures for this 

disease. 

The Alliance was formed in 2008 by national charities and organisations in Europe. The 

Alliance currently has representatives from Belgium, Croatia, Denmark, Finland, France, 

Germany, Iceland, Ireland, Italy, Lithuania, Netherlands, Norway, Serbia, Slovenia, Spain, 

Sweden, Switzerland and the UK and is open to all European groups sharing the same 

ethos and objectives for ME. 

EMEA’S aim is to campaign for appropriate funding of biomedical research into ME/CFS 

to establish an understanding of the aetiology, pathogenesis and epidemiology of the 

disease. This should lead to the development of treatments to cure or alleviate the effects 

of the illness, as well as a correct and consistent view of ME/CFS by healthcare 

organisations, healthcare professionals, government organisations, the media, patients, 

and the public. 

 

About the European ME Research Group (EMERG) 

https://www.emerg.eu/em-aboutus.shtml  

https://www.europeanmealliance.org/documents/emeaeusurvey/EMEAMEsurveyreport2024.pdf
https://www.europeanmealliance.org/documents/emeaeusurvey/EMEAMEsurveyreport2024.pdf
https://www.europeanmealliance.org/emea-pan-european-survey-UK.shtml
https://europeanmealliance.org/aboutus.shtml
https://www.emerg.eu/em-aboutus.shtml
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EMERG was formed in 2015 to create a vision of collaborative research in Europe in 

order to increase biomedical research into myalgic encephalomyelitis, bring together the 

limited research capacity in Europe, and apply it in a collaborative environment. It brings 

together the foremost European ME researchers, and others, in order to establish an 

understanding of the aetiology, pathogenesis and epidemiology of ME. 

The European ME Clinicians Council (EMECC) - https://www.emerg.eu/ec-home.shtml 

was created from the urgent need to build a network of clinicians in Europe with 

experience and expertise in treating and diagnosing patients with myalgic 

encephalomyeltis (ME) who could support each other, work together, and share 

knowledge with researchers. EMECC clinicians are now embedded in EMERG and 

supported by the European ME Alliance (EMEA). 

 

About Young EMERG: 

https://www.youngemerg.com  

The European ME Research Group for Early Career Researchers - Young EMERG - 

brings together the new wave of researchers to form a European support base which can 

facilitate collaboration with early career investigators throughout Europe, and also in other 

continents. 

 

[End of Press Release] 

https://www.youngemerg.com/

