European ME Alliance Statement
WHO Regional Committee Meeting for Europe
28-30 October 2025, Copenhagen, Denmark

Agenda Item 3: Second European Programme of Work 2026-2030

Honorable Chair, Esteemed Delegates,

The European ME Alliance (EMEA) represents people with Myalgic Encephalomyelitis, abbreviated ME,
and sometimes referred to as ME/CFS.

ME is one of Europe’s most urgent health crises. Millions suffer worldwide. And yet, it remains
largely invisible in global and national health policy.

Imagine living with fatigue so severe that you cannot feed yourself, communicate, or leave your bed. Add
disbelief, stigma, and dismissive medical care on top of that. This is the reality for patients — and our
survey of over 11,000 people confirms it is systemic across Europe.

ME patients urgently need support from healthy people to perform daily activities and administrative
tasks, in order to avoid over-exertion and progression of the disease to more severe disability levels —
because when the disease and its disabling symptoms are denied, people are left without
assistance and become increasingly disabled until they are bedbound and unable to defend, or
care for, themselves.

Including ME is not just compassionate — it aligns with WHO Europe’s Second Program of Work. It
strengthens Primary Health Care, addresses noncommunicable diseases, and harnesses data-driven
innovation to ensure equitable access to care. ME is exactly the kind of chronic, multisystem
condition the EPW2 was designed to tackle — through integrated, person-centered, community-
based care.

Inclusion of ME in WHQO'’s Global Monitoring and Surveillance System would fill the critical evidence gap
for effective public health planning and patient protection.

Applying WHO'’s Health Impact Assessment methodology would identify structural barriers — gaps in
access, training, and care — just as recent reviews have done for Long Covid and chronic pain.

Some countries are already leading. Switzerland is developing a national ME strategy. WHO Europe can
help other countries follow suit, providing guidance and coordination to scale up best practices across
the Region.

Thank you.

e EMEA: https://www.europeanmealliance.org/index.shtml

e 2020 EU Resolution on ME/CFS estimates 240 million affected worldwide: https://eur-
lex.europa.eu/legal-content/EN/TXT/?uri=0j:JOC_2021_362_R_0002

e EMEA Pan-European Patient Survey: https://www.europeanmealliance.org/emea-pan-european-
survey-pr-uk.shtmi

e NICE Guidelines on ME/CFS: https://www.nice.org.uk/quidance/ng206

o Bateman Horne Center Clinical Care Guide: Managing ME/CFS, Long COVID, and Infection-
Associated Chronic Conditions (IACCs): https:/batemanhornecenter.org/wp-
content/uploads/2025/05/Clinical-Care-Guide-First-Edition-2025-1.pdf
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European ME Alliance Statement
WHO Regional Committee Meeting for Europe
28-30 October 2025, Copenhagen, Denmark

Agenda ltem 8: A healthy start for a healthy life: a strategy for child and adolescent
health and well-being in the WHO European Region 2026-2030

Honorable Chair, Esteemed Delegates,

It's heartbreaking but true: children with Myalgic Encephalomyelitis, abbreviated ME and sometimes
referred to as ME/CFS, face relentless fatigue, severe pain, brain fog, and the main symptom of ‘post-
exertional malaise’ that means even minimal physical, mental or emotional exertion can make their bodies
and energy levels ‘crash’ and their ability to function unpredictable. They miss years of education, friends,
and critical moments in their development.

Families are left struggling, giving up jobs to care for sick children, causing financial hardship and creating
generational poverty.

Because the iliness is misunderstood, some parents are wrongly accused of child neglect or abuse.
Children have been removed from their homes and placed in foster care or psychiatric units, and
coerced to use harmful therapies, causing them enormous trauma and irreparable harm to their
health.

This exposes a critical gap in child and adolescent health systems — one the WHO strategy must urgently
fix. We call on WHO and its Member States to ensure early recognition, home-based care, tailored
education, family-centered support, and legal protection for children and adolescents with ME.

By addressing ME early, WHO Europe would not just protect children today — it would reduce
the burden of lifelong disability tomorrow, and truly deliver on the promise of healthy ageing and
well-being for all at all ages.

Thank you.

e European ME Alliance: https://www.europeanmealliance.org/index.shtml

e World Patient Safety Day: https://www.europeanmealliance.org/news-Q32025-006wpsd.shtml

e The Netherlands: Parents clash with authorities over harmful therapies:
https://www.europeanmealliance.org/news-Q22025-003-NL-news.shtml

¢ NICE Guidelines on ME/CFS includes diagnosis and management of children and adolescents:
https://www.nice.org.uk/quidance/ng206

e Medical Neglect and Abuse of Patients with ME/CFS: https://me-
pedia.org/wiki/Medical_neglect_and_abuse
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European ME Alliance Statement
WHO Regional Committee Meeting for Europe
28-30 October 2025, Copenhagen, Denmark

Agenda Item 9: A strategy on harnessing innovation for public health in the WHO European
Region 2025-2030

Honorable Chair, Esteemed Delegates,
Myalgic Encephalomyelitis, known as ME and sometimes referred to as ME/CFS, devastates lives.

Many patients spend years in darkened rooms, too weak to sit up, completely dependent on others for
survival. They are invisible — unseen, unheard — living in silence because social and health systems
are not equipped to help them — and the United Nations Convention on the Rights of Persons with
Disabilities is notimplemented in a way that legally protects them. This leaves millions of lives diminished,
families broken and impoverished, and an epidemic of preventable suffering.

The WHO strategy on innovation in public health offers a turning point.
Myalgic Encephalomyelitis is exactly where innovation is most needed.

Digital health and telemedicine can reach those who cannot leave their beds.
Home-based care and personal assistance can prevent over-exertion and worsening disability levels.

We call for investment in a coordinated, collaborative European strategy of biomedical research to
produce an infrastructure with the capacity to understand the disease, support patients, and develop
effective treatments.

To include ME is to turn neglect into leadership. It is not only sound policy — it is a moral and
scientific imperative. It embodies the values of this strategy: equity, inclusion, and the right to
health for all.

The European ME Alliance will be pleased to work with WHO Europe Member States in establishing
collaborative Centres of Excellence for ME throughout Europe.

Thank you.

o EMEA: https://www.europeanmealliance.org/index.shtml
e EMEA-supported ME/CFS Center of Excellence in the UK: htips://quadram.ac.uk/targets/me-cfs/
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European ME Alliance Statement
WHO Regional Committee Meeting for Europe
28-30 October 2025, Copenhagen, Denmark

Agenda Item 10: Ageing is living: a strategy for promoting a lifetime of health and well-being in
the WHO European Region 2026-2030

Honorable Chair, Esteemed Delegates,

The WHO Europe strategy ‘Ageing is Living’ is about living with dignity, independence, and purpose at
every age. But to make that vision real, it must include people living with Myalgic Encephalomyelitis,
known as ME and sometimes referred to as ME/CFS - people whose disability is severe, chronic, and
overlooked.

ME is devastating. It affects people of all ages, including older adults, who face even greater vulnerability.
For many, life is so limited that requests for euthanasia are far higher than the general population. This
is because suffering, isolation, stigma, and lack of support make life unbearable.

Instead of helping people to die, we must help them to live - to live with dignity, better quality of
life, and hope.

Right now, too many patients are bedbound, unable to care for themselves, and denied support that could
help maintain basic functioning and avoid the risk of progression to greater levels of disability. This is not
ageing with dignity — it is preventable suffering caused by societal neglect.

We do not know of any other disease where people experience such harmful neglect and disbelief.
And we do not understand how this has become morally acceptable in our culture.

We call on WHO and its Member States to ensure ME patients have access to social support, care at
home, telemedicine, dedicated hospital rooms, and rehabilitation.

To leave ME out is to accept injustice. To include it is to send a clear, undeniable message: these
patients exist, their suffering matters, and society will finally act to support their health,
independence, and quality of life — no matter their age.

Thank you.

e European ME Alliance: https://www.europeanmealliance.org/index.shtml

e World Suicide Prevention Day: https://www.europeanmealliance.org/news-Q32025-004.shtml

e There is no help - final message of woman with ME:
https://www.bbc.com/news/articles/c51y7zq4pgno

e |dentifying and Managing Suicidality in Myalgic Encephalomyelitis/Chronic Fatigue Syndrome:
https://pmc.ncbi.nim.nih.gov/articles/PMC8227525/
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