ALL THE MAJOR M.E. CHARITIES  DEMAND AN OVERHAUL

OF THE NICE GUIDELINE ON CFS/ME

In an unprecedented move, all 8 major ME charities unite to condemn the National Institute for Health and Clinical Excellence (NICE) and call for them to rewrite its draft guideline on the clinical assessment, treatment and management of M.E. 

In support of the statement from the 8 major charities, the 25% ME Group for the Severely Affected, BRAME (Blue Ribbon for the Awareness of ME) and The Young ME Sufferers Trust, who represent the two most vulnerable groups - children and the severely affected - are providing this additional information.

Jane Colby, a former severe sufferer who now runs The Young ME Sufferers Trust said: “My figures suggest that up to 8000 children could be damaged by the NICE guidance. We have seen terrible results where children are forced to school, forced to exercise and refused other support. Young people have ended up in wheelchairs or having to be fed by tube. One young man, who had not recovered from the treatment 11 years later, told me ‘They must be stopped’. That is our aim.”


Patient organisations feel that the guidelines as they stand are going to make people worse; firstly through the misdiagnosis of Myalgic Encephalomyelitis and then by mismanagement of this neurological condition. 

Simon Lawrence from the 25% ME Group, which represents the most severely affected said; "Patient experience of this serious neurological illness, which affects up to 240,000 people in the UK has been all but ignored in favour of a psychological approach. The illness affects many body systems and their functions, and an estimated 60,000 develop M.E. so severely they become bed or house bound, with others needing to be tube fed.

Christine Harrison from BRAME, said “Direct patient experience is not given the credibility it deserves. This is an appalling omission at a time when the Government’s own guiding principle for the NHS is that it must be patient-led.”

Colby is co-author of the largest study of ME worldwide, which found that M.E. is the biggest cause of long term sickness absence from school. It is more disabling than many more well known illnesses. It is far more severe than ‘chronic fatigue’ but has become trapped under that label. Colby maintains that doctors do need guidance, but says this guidance is wrong for M.E.


Other key criticisms include:

•  The limited research available does not support NICE’s choice of cognitive behaviour therapy (CBT) and graded exercise therapy (GET) as treatments of first choice for everyone with M.E.

In four patient surveys carried out for the Chief Medical Officer’s Working Group on CFS/ME (a total of 3074 patients) CBT was reported as making no difference in 55% of 423 patients and 22% reported that it had made them worse.  

Demonstrating evidence for harm from Graded Exercise Therapy, 48% of 1467 patients said it made them worse, and another 16% said it made no difference. 

The overall conclusions reached from these results were that:

    The most helpful strategies were: Rest/bed rest, pacing, and Diet.

    The least effective strategy was Cognitive Behaviour Therapy

    Most harmful was Graded Exercise Therapy

•  The guideline’s definition of the illness is so wide that it includes almost everyone with unexplained chronic fatigue, not M.E.

•  The guidelines do not acknowledge the urgent need for research into the underlying physical cause of ME.

•  The guidelines provide inadequate advice for those with severe M.E.

The charities conclude that these guidelines need a complete rewrite, with greater involvement of health professionals who do understand the physical nature of the illness, as well as patient representatives – whose evidence so far has been sidelined.

ENDS

Notes to Newsdesks:

1.  An estimated 25,000 children have M.E., the biggest cause of long-term sickness absence from school.

2. M.E. can affect any one, at any age, and from any ethnic group.

3. 25% of all ME sufferers (60,000), are severely affected i.e. house and bedbound

Spokespeople are available as follows.

The Young ME Sufferers Trust, Jane Colby 
web: www.tymestrust.org
The 25% ME Group, National Charity for Severe ME Sufferers, Simon Lawrence, tel: 01292 318611; enquiry@25megroup.org: website: www.25megroup.org 
Blue Ribbon Awareness of ME (BRAME), email: brame@brame.org 
