Make a difference
Action for M.E. works to end the ignorance, injustice
and neglect faced by children, families and adults
with M.E.
We meet need now by providing targeted
information, sharing support and reducing isolation
to improve the lives of people affected by M.E.
We take action to secure change for the future by
increasing the knowledge and understanding of
primary healthcare professionals, engaging with
decision-makers at a local and national level to
improve services, and driving collaboration and
investment in M.E. research.

“I want to say a big thank you for all the
support and information you have given me
over years. I would always recommend you
as a source of reliable information to
anybody who contacted me, and it is so
comforting to know that Action for M.E. is
banging a drum for us who are unable to do
it ourselves.”
Carol, local M.E. support group member

Find out how you can make a difference at
www.actionforme.org.uk/make-a-difference

“I got M.E. as a young teenager in the early
1990s and, thanks to Action for M.E. and
their campaigning, I am glad that people
don’t have to go through what I and others
did at that time. Reading your Facebook
page, I finally feel that I can admit to having
M.E. and I have found that people are
sympathetic and helpful.”
Rebecca, on Facebook
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Don’t ignore
M.E.

What is M.E.?

Living with M.E.

You are not alone

Myalgic Encephalomyelitis (M.E.) is a long-term,
fluctuating, neurological condition that affects an
estimated 250,000 men, women and children in the
UK, and around 17 million people worldwide.

“I have been struggling to find hope in my
new diagnosis. With information from Action
for M.E. and the new friends I have met, I am
beginning to believe there is hope out there
to have a fulfilling life with M.E.”

If you or your family is affected by M.E., help and
support is available.

People with M.E. experience severe, persistent
fatigue associated with post-exertional malaise, the
body’s inability to recover after expending even small
amounts of energy, leading to a flare-up in symptoms
that can include chronic pain, sleep disturbance,
cognitive difficulties, digestive problems and
sensitivity to light and sound.
Around one in four people with M.E. – including
children – are so severely affected by the condition
that they are left house or bed bound, unable to
properly care for themselves or even wash properly,
sometimes for years at a time.

“M.E. feels like having glandular fever, taking
your glandular fever on an all-night drinking
binge, then taking your glandular fever and
your hangover and doing a 30km forced
march over the Brecon Beacons. The way
you would feel at the end of that is how it
feels to have M.E. every day. It is like being
on a carousel: you have ups and downs but
you can never get off.”
Sam, who was diagnosed with M.E. in 2002 after
being ill for five years.

Vicky, on Facebook
People with M.E. can vary enormously in their
experience of the illness, and also how long their
symptoms last. With careful management and
appropriate support from experienced professionals,
children and young people can significantly improve
their lives, even to the point where they are
completely better.
Some adults also make good progress, while others
can remain ill for a number of years. Some find that
they don’t go back completely to the way they felt
before they became ill, but they do recover
sufficiently to lead happy and fulfilling lives (this is
similar to many other chronic illnesses).
However, even in its mildest form, M.E. can have a
significant impact on your life, and not just on your
health. Many people with M.E. face isolation as
friends and family struggle to understand its true
impact, and a lack of understanding and awareness
can lead to disbelief, and even discrimination, from
teachers, employers, colleagues and health and
social care professionals.

Action for M.E. offers a range of services and
support to help you make informed choices about
living with M.E. and accessing appropriate care that
works for you.
Visit our Online M.E. Centre or contact us to find out
more about:
• diagnosis and symptom management
• accessing health and social care
• applying for welfare benefits for you or your child
with M.E.
• staying in, going back to or leaving work
• you or your child’s education
• talking to family and friends about M.E.
• coping as a carer
• finding your local M.E. support group
• joining one of our friendly, peer-support forums
for children or adults affected by M.E.
• raising awareness and understanding of M.E.
• what you can do to make a difference to the lives
of people with M.E.

“This is a really friendly and supportive
forum. It’s a great place to find help and
advice and a place to vent your feelings if
you need to. It’s been a lifeline to me in
the worst of times and has really helped
me through.”
Julie, on Action for M.E.’s M.E. Friends Online forum

