
2 October 2006
	More Comments - CFS/ME NICE Guidelines 

	We publish today two comments on this issue - one from Anne Thorneloe and the other from Simon Lawrence of The 25% ME Group UK charity. 

A One Click Note is to be found at the end of the comments below.

The One Click Group

**************************************************

From Anne Thorneloe 

To the One Click Group

Further to Pete Kemp's comments, it is most important that any plans made for ME/CFS persons are individual and it is very likely that for those who have been affected for years/decades that a plan could well be experienced as an imposition, when so many have been planning for themselves and managing themselves.

It is difficult also to imagine that the training mentioned in the guidelines will be anything other than training in CBT and GET, rather than training in what may possibly work in any individual case, in other words, management which is led by the patient, and with the emphasis on the patient's own needs and goals.

Many ME/CFS people have by necessity been independent of "managed care" and will not find it easy to be managed. It may be necessary to take a very long term view, as to particular goals, e.g. the goal to go back to work. It may not be easy to reconcile the professionals' desire to see goals fulfilled in a specific time frame, such as six months or a year with what may be more realistic patient goals. What happens if the goals set by the professionals are not reached? It is difficult to imagine professionals being satisfied with a goal such as sitting up and brushing one's hair when the true agenda for the guidelines is actually to get adults back to work and children to school.

Old habits die hard. Professionals like to be in charge, and are not likely to let go of the need to be prescriptive and to make decisions for the patient. This alone is damaging, before even considering what the treatments consist of.

How much training is needed for the professionals? What will it consist of? My first thought is that the training will need to be extensive indeed in order to encompass the knowledge and experience that the average ME/CFS patient or family/carer must acquire, especially over many years. I think the best training would be led by the patients and their families/carers.

The whole thrust of the guidelines seems to be to have the whole of the "CFS" problem under control. The theme seems to be that if only enough of the right mix of trained professionals is involved then the patients will progress nicely to their (the professionals') satisfaction. Unfortunately, we return to the same old problem that until it is found which are the particular causes for any individual's illness/disability, then progress is going to be very haphazard, and as much likely to due to good fortune as to systematic management, e.g. coming across the right helper or therapist, choosing the right methods of tackling symptoms, and many other factors. 

A further thought, since there estimated to be 250,000 who could be categorised as having ME/CFS, are there expected to be many more? With a certain emphasis in the guidelines on diagnosis, are the current 250,000 to remain in the CFS category? Is the emphasis on diagnosis because numbers are increasing, or expected to increase?

Since so many have had problems with diagnosis in the past, because of lack of knowledge of aetiology, the questions of diagnosis are still going to be unsatisfactory, with recently diagnosed persons with CFS (fatigue) being entirely frustrated that the rest of very debilitating symptoms are being ignored and still likely to be attributed to “psychosocial” causes.

Anne Thorneloe 

**************************************************

From Simon Lawrence

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 Myalgic 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.

25% ME Group
21 Church Street
Troon
Ayrshire
KA10 6HT

enquiry@25megroup.org 
www.25megroup.org 

*******************************

One Click Note: Very many thanks to Anne Thorneloe for her contribution. 

This statement from The 25% ME Group charity is also to be very much welcomed. We trust that this charity will be producing a great deal more than one statement over the 'CFS/ME' NICE Guidelines and will be building an awareness campaign over this key issue that will involve the media to place it out in the public domain as widely as possible. We do hope that history will not be repeating itself as per the actions of this charity, amongst others, during the pre and post production of the RCPCH Guidelines in 2004 that have damaged so many ME/CFS labelled children. This is an extremely recent issue that it is impossible to forget. 

If you wish to comment on these Guidelines, please peruse the material contained in the Draft Consultation - CFS/ME NICE Guidelines UK and write to One Click at: mail@theoneclickgroup.co.uk
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