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Dear Sir or Madam,

NICE DRAFT GUIDELINES on ME/CFS

I am writing to you as a person diagnosed with ME/CFS, now found to be suffering from borreliosis. I was one of the legitimate respondents to the questionnaire given to stakeholders (in my case the One Click Group) by yourselves regarding the above issue.

I have seen a copy of the latest Draft Guidelines as above. I am writing to inform you that, in light of their many flaws (which I understand have been drawn to your attention before in the consultation process) I find them wholly unfit for purpose, and if kept in their present state they will endanger patients such as myself. In this respect I concur broadly with the critiques of these Draft Guidelines that will have been submitted to you by, among others, the One Click Group, Invest in ME, and the 25% Group, by your deadline of 24th November.

The content of the CFS/ME Draft NICE Guidelines must be thoroughly overhauled, fundamentally altered and completely rewritten to include the biomedical evidence on ME/CFS. It must also include the views of patients and the evidence that the One Click Group and other organisations that work in this field have provided to NICE for the last eighteen months or more through due process. This forms part of your own stated remit.

The concerns expressed by the One Click Group, Invest in ME, the 25% Group, and others in their responses to your Draft Guideline must be openly acknowledged, and the flaws in the Draft Guidelines that these groups have identified must be seen to be rectified. If this is not achieved, you will be abrogating your legal duty towards patient safety.

I am particularly concerned that you have been seen to be very unreasonably obstructive in particular towards the evidence submitted by the One Click Group, for example making the unreasonable demand that a 72 page document (the response to the latest Draft Guidelines) be somehow submitted on an online pro-forma, which is just not practically or logistically suitable for making detailed critique of the unfortunate omissions of these latest Draft Guidelines. Yet evidence submitted by some other parties has not been subject to the same absurd constraints. The evidence submitted by the One Click Group must be taken into full consideration because it identifies fundamental flaws in the latest Draft Guidelines which, if not rectified, will endanger patients.

I also have witnessed many examples of NICE being unreasonably obstructive towards patient and patient representatives such as One Click throughout the production of the NICE Guidelines process. On a number of occasions, NICE have acted irrationally in the production of these guidelines, even against your own remit.

If you do not take the necessary steps to ensure the safety of patients, I, and no doubt others, intend to seek legal redress in due course.

A formal paper letter form of this email has been despatched to you by recorded/guaranteed overnight delivery this morning.

Yours sincerely

STEPHANIE KENNEDY
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