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	NICE Guidelines - UK ME/CFS Charities et al 

	It has become abundantly clear that the Draft Consultation 'CFS/ME' NICE Guidelines is causing massive patient concern, both in the United Kingdom and around the world.

It is essential that the UK ME/CFS charities and others nail their colours to the mast, publish their formal objections in relation to the guidelines and place them in the public domain.

These are the following:

From the Guideline Development Group

Ms Tanya Harrison
Patient Representative, Norfolk

From the Stakeholders Committee

* 25% M.E. Group

* Action for M.E (AfME)

* Association of Young People with ME (AYME)

* BRAME - Blue Ribbon for the Awareness of ME

* Myalgic Encephalomyelitis Research Group for Education and Support (MERGE)

* The ME Association (MEA)

*The Young ME Sufferers Trust (TYMES Trust)

One Click has been asked by our readers to raise in public one particular anomaly over the development of these guidelines in relation to BRAME (Blue Ribbon for the Awareness of ME).

Run by Christine and Tanya Harrison, BRAME is not a charity and does not have charitable status. Nonetheless, it raises funds and handles money. Jane Colby, CEO of The Young ME Sufferers Trust (TYMES Trust) charity has raised serious concerns over this issue in the past. 

Tanya Harrison of BRAME sits on the Guidelines Development Group - the Group that is charged with overseeing the 'CFS/ME' NICE Guidelines development process. BRAME, a two person organisation, also sits on the Stakeholder Committee.

Our readers have stated that they look forward to the BRAME objections to these guidelines being placed in the public domain with immediate effect, bearing in mind the dual responsibilities that this organisation has over the development of the 'CFS/ME' NICE Guidelines. Some of the BRAME activities in the past have not been politically well perceived and received. 

It is the case that during the production of the Chief Medical Officer's Working Group Report in 2002, the 25% ME Group was the only UK ME/CFS charity that refused to sign due to the flawed contents of this report, much to their extensive credit. The other charities signed, hence placing UK ME/CFS labelled patients in the invidious and devastating position that they find themselves today. 

With the CFS/ME' NICE Guidelines, we are all about to witness how these charities and relevant others now act over these guidelines. Let us all hope that we will be sincerely and happily surprised. Squeaky clean and supportive behaviour is essential over these guidelines that will not only impact on every single ME/CFS labelled patient in Britain, but will have a domino effect on ME/CFS labelled patients around the world.

We all look forward to seeing the charity and relevant others submissions to NICE in relation to these guidelines being placed in the public domain, no later than the 24 November 2006, the deadline due date for submissions to NICE. There is absolutely no excuse not to provide this information. 

The One Click Group
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