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NICE have finally published their Guidance document on ME/CFS. During this process NICE gave the impression that they had been listening to patients and professionals. It became obvious when the draft document was released that this was not the case and in the main this is apparent in the Final Report that has now been released by NICE

Many individuals and patient organisation presented detailed submissions to NICE in order to help them to produce a Guidance document that would be informative and useful to patients and those working in relevant professionals fields associated with caring for and supporting those with ME/CFS

The 25% ME Group is the only ME charity specifically supporting severely affected sufferers of ME (ICD10: G93.3). We represent the interests of severely ill ME patients, many of whom are so ill that they are totally bedridden, some of whom are wholly dependent on carers for the basic functions of daily living and others who are able to leave home in a wheelchair occasionally.

We are very disturbed that the “core therapeutic strategy” recommended by NICE for the severely affected is that they “should” be offered an “Activity Management Programme “, combining elements of CBT and GET. An “activity-management programme” is not an appropriate ‘treatment’ recommendation for this severe neurological disease, as it is not a treatment, but merely a management strategy.

Biopsychosocial CBT/GET approaches may be appropriate for patients suffering from idiopathic fatigue  (WHO ICD -10-f.48), however they are inappropriate at best and contra-indicated for ME patients (WHO :ICD 10 - G93.3).

ME/CFS is not cured by CBT, and many patient surveys show that CBT, especially if used alongside GET, can be potentially harmful to those who have neurological ME.  Even the MRC neuro-ethics committee has expressed concerns over the use of CBT.

The NICE guidelines as a whole more accurately describe patients suffering from idiopathic fatigue, as outlined by the WHO at ICD-10-f48: this endangers the lives of extremely ill and severelydisabled.people whose disease demands a biomedical approach.

Using vague and minimal criteria to diagnose patients with this illness trivialises’ the serious nature of ME and focuses attention on fatigue - a symptom that many people with severe ME may not even notice in the vast range of troublesome and disabling symptoms they experience. Whilst these NICE guidelines are in use, patients with ME will continue to be misidentified, misrepresented and completely side-lined, particularly if their neurological symptoms are severe. Any service recommended then, with a biopsychosocial emphasis, is likely to be dangerous and inappropriate in helping them to deal with their illness. 

These guidelines, in not following the WHO classification that this is a neurological disease, are shockingly inadequate. They create a wholly inaccurate picture of this serious disabling neurological and multi-system dysfunction disease and will surely lead to poor and incorrect treatment, continuing isolation and a potential worsening of disability: even people who are mild and moderately affected, after using CBT and GET, may find themselves joining those of us, who are severely affected.

The NICE guidelines as they are should be condemned and abandoned before any harm comes to this already vulnerable and extremely marginalised group of people.  The 25% Group cannot support or condone these guidelines, because with our members the disease in question is neurological Myalgic Encephalomyelitis and requires a biomedical response.
The 25% ME GROUP demand that NICE immediately instigate a major rewrite of the guideline. There must be much greater involvement of health care professionals who accept the physical nature of the illness and informed representatives of the patient community. The patients have this illness, their carers and physicians see its debilitating effects, and yet their evidence has been largely ignored. This is contrary to those very principles which NICE agreed to follow.
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