Response from the 25% ME GROUP; leading charity for the severely affected sufferer, to the NICE draft guidelines on CFS/ME
We are extremely concerned about these draft guidelines from NICE and the proposal that the; “Key priorities for implementation are cognitive behavioural therapy (CBT) and Graded Exercise Therapy (GET).

It is stated in the draft document that: “…the therapies of first choice should be CBT or GET because there is good evidence of benefit”

This is only true for a small number of people suffering from chronic fatigue and it is not representative of people suffering from Mylagic Encephalomyelitis, especially the severely affected sufferer. 

To date, all patient reporting compiled by the ME charities has clearly shown that these therapies have been unhelpful or even caused harm in a significant number of sufferers. This is true for ME patients right across the spectrum of the disease. Indeed, from one of our own surveys, entitled Severely Affected Analysis Report, compiled in March 2004, it was found that,  "…of the 39% of our members who had actually used Graded Exercise Therapy, a shocking 82% reported that their condition was made worse by this treatment.  On the basis of our members’ experiences we question whether GET is an appropriate approach for patients with ME.  It is worth noting that some patients were not severely affected before trying GET. Thus, it is not only people with severe ME who may be adversely affected by this form of treatment."
Also further findings from the Report referred to above showed that a massive 95% of our members found GET to be an unhelpful form of treatment for their condition and similar figures were noted for CBT, with a massive 93% who found this form of treatment unhelpful for their condition. We therefore question why these forms of treatment are still being considered as suitable for ME patients.
The other obvious and serious flaw in this draft document is the omission of the neurological nature of the condition as laid out by the World Health Organisation (ICD 10 G:93.9) and the British Government. 

We would urge all NICE stake holders and their patient representatives to respond to this CFS/ME draft consultation document, highlighting their concerns in a constructive and forthright manner.
Recognition of the true nature and seriousness of Myalgic Encephalomyelitis is essential in the final NICE CFS/ME Guidelines.
