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P R E S S     R E L E A S E

The 25% ME Group 

Faces the Facts & Figures them out

· The 25% ME Group represents the most severely affected people with M.E.  All have extreme exhaustion beyond normal fatigue, abiding muscle pain in all limbs and cognitive difficulties of thinking, memory & concentration.  Some can’t walk or talk at all, need to be tube-fed and intensively cared for, sometimes in hospital.

· Myalgic Encephalomyelitis is classified, by the World Health Organisation, as a complex neurological, not psychiatric, illness.  The Chief Medical Officer reported that its long-term effects on health could be considered alongside MS and Motor Neurone Disease.
· Lynn Gilderdale, the public face on our poster, courageously and gracefully manages to retain some of her privacy and all of her dignity in generously and selflessly representing an estimated 50,000 people in the UK, who remain largely invisible and isolated because of this dreadfully debilitating illness.
From the responses to our questionnaire

 “Essential services for severely affected M.E. sufferers”

The 25% ME Group

  

The 25% ME Group

figures are:

figures that:

State Benefits



59% turned down, first time.


The Benefits System needs to 

                                      


85% successful, on appeal.


get it right, first time,  every time,          

                            









to save money and anxiety.

Social Services


(Community Care  


61% inadequate care package.


M.E. sufferers need a simple 

                                                                                                                  



procedure and assistance in

                                                                                                                  



obtaining suitable care for their             

                                                                                                                   



long-term disabling illness.

(Homecare support


Over 70% need help with  


Service providers should focus 






domestic care, meals/shopping 


on these greatest needs to 

                



& mobility.




satisfy basic requirements & 












supply mobility aids to reduce












social isolation. 


Health Services


(GP home visits


91% insufficiently attended


Primary care GP support vital.

             

at home.




Adequately trained multi-

(53% never; 38% if requested)


-disciplinary teams required

                                            







for domiciliary visits and to












treat in hospital.

Treatments



Over 90% found the two most


Graded Exercise treatment is 






recommended treatments, cognitive

inappropriate for all M.E. 






behaviour therapy & graded exercise

patients and may make less 






unhelpful.  A shocking 82% reported

severely affected sufferers 






their condition made worse by GET.

Worse. There is an urgent need 

for research into the organic basis of M.E.

Recognition



74%  rated sympathetic treatment/

Recognition & understanding of 






acceptance of condition highest of all.

severity of M.E. paramount.

Carers




87% of carers did not feel valued by

If we don’t look after the carers, 




society.





the carers can’t take care of the 












sufferers.

The 25% Group is always aware of the other 75% less severely affected M.E. sufferers, to whom some of these recommendations also apply.
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