
31 October 2006
	Patient Representatives - NICE Guidelines Development Group 

	As a Stakeholder in the CFS/ME NICE Guidelines, The One Click Group is in the process of producing its Formal Response to these Draft Guidelines.

It is the Guidelines Development Group, together with their 'anonymous' Advisers (said to contain psychiatrists Simon Wessely, Peter White and Michael Sharpe) that have delivered these Draft Guidelines that are unfit for purpose.

As part of the One Click submission, we will be including evidence in relation to the make up of the Guidelines Development Group. We have already published material in this regard and have sought the counsel of our readers and participants in the item entitled Overt Psychiatric Bias - NICE Guidelines Development Group.

Uncomfortable and difficult as this may be, we need to also place on the record in our submission to NICE for legal purposes our concerns at the behaviour of the Patient Representatives on this Guidelines Development Group who have so comprehensively failed in their duty to ME/CFS labelled patients. 

We would ask our readers and participants to review this suggested copy below most carefully. Are we being unfair to any of these people? Is there information contained below that is incorrect? Is there information that you would like us to add?

We are requesting that these 'Patient Representatives' on the Guidelines Development Group stand down immediately before more damage is done to patients. 

Please let us have your views at: mail@theoneclickgroup.co.uk

The Patient Representatives have themselves given us no choice in this matter since they are refusing to speak. Bearing in mind what they have done to us all, this is hardly surprising. 

The One Click Group

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

DRAFT ONE
One Click Response - CFS/ME NICE Guidelines
Patient Representatives Section

The suggested copy goes like this: 

Guidelines Development Group - Patient Representatives

In addition, the three so-called Patient Representatives on the Guidelines Development Group (GDG), Mr Richard Eddleston, Ms Ute Elliot and Ms Tanya Harrison of the BRAME organisation, whose organisation is doubly represented on the Guidelines Development Group and Stakeholder Group, have failed to represent the concerns of ME/CFS patients either accurately or fairly. They have failed in their duty throughout.

We quote from the NICE Guidelines Manual, April 2006, that states: “The patient/carer members have equal status on the GDG.” 

The Guidelines Manual lists the responsibilities of the Patient Representatives on the Guidelines Development Group and it states verbatim: 

4.3 Key roles of patient/carer members

The key contributions of patient/carer members are to:

• ensure that clinical questions embrace patient as well as professional issues

• identify grey literature (for example, patient surveys) highlighting patient issues that may inform the work of the GDG

• consider the extent to which published evidence has measured and taken into account outcome measures that patients consider important

• identify areas where patient preferences and patient choice may need to be acknowledged in the guideline

• ensure that recommendations address patient issues and concerns

• ensure that the guideline as a whole, and the recommendations specifically, are sensitively worded (for example, treating patients as people not as objects of tests, investigations or treatments). 

It is perfectly clear that the Patient Representatives on the Guidelines Development Group have done none of these things correctly and with the best interests of ME/CFS labelled patients in mind. 

These Patient Representatives have fully endorsed by consensus the contents of the Draft ME/CFS NICE Guidelines that have been extensively described by charities and health advocacy organisations as ‘unfit for purpose’. We refer you to the formal Responses submitted by the Myalgic 'Encephalopathy' Association and the 25% ME Group for the Severely Affected charities that also place this matter firmly in the public domain. These are available for view in The One Click Group NICE Archives.

There have been serous concerns throughout this process as to how ME/CFS sufferers are to be represented and nowhere is this more apparent than in the arbitrary selection of these Patient Representatives to sit on the Guidelines Development Group who have consistently failed in their duty throughout. 

Key Statement: At least two-thirds of the Guidelines Development Group members have exhibited overt psychiatric bias and their support of the psychiatric paradigm on ME/CFS. This is known as politically stacking the deck and it is criminal political and medical manipulation of due process. 

The One Click Group requests that the three Patient Representatives stand down immediately from the Guidelines Development Group whilst others more familiar with the biomedical evidence of ME/CFS stand in their place so that patients may be fairly represented prior to the publication of the final version of these Guidelines.

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

One Click Note: The way that these so-called 'Patient Representatives' who sit on the Guidelines Development Group have behaved is absolutely disgraceful. It is quite clear from the regulations set out in the Guidelines Manual precisely what they *should* have done and have failed to do. Despite repeated requests and public calls for an explanation of their behaviour that has damaged so many, this has singularly failed to be forthcoming to date. 

They can be contacted here:

Richard Eddleston
M.E./C.F.S. Self Help Group - Nottingham
17 Harlech Rise
Chilwell
Nottingham NG9 5PD
United Kingdom
Tel: 0115 925 2586
E-mail: riedd@btinternet.com

Ute Elliott
Sheffield ME Group
Blades Enterprise Centre
John Street
Sheffield S2 4SU
United Kingdom 
Tel: 0114 292 2311
Email: info@sheffieldmegroup.co.uk

Tanya Harrison
BRAME
30 Winmer Avenue
Winterton-on-Sea
Great Yarmouth
Norfolk NR29 4BA
United Kingdom
Tel/Fax: 01493 393717
Email: info@brame.org

The BRAME two-person organisation whose non-registered charity financial affairs are of concern (Source: Jane Colby, TYMES Trust charity), sits on both the Guidelines Development Group and the Stakeholder Group. It has thus been very closely involved with the development of these guidelines at every stage.

We would recommend to our readers that no further money be given to this organisation until a full explanation of the role that it has played in the development of the CFS/ME NICE Draft Guidelines is placed by these people in the public domain and the concerns in relation to BRAME's financial affairs are put to rest.
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