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Richard Eddleston
M.E./C.F.S. Self Help Group - Nottingham
17 Harlech Rise
Chilwell
Nottingham NG9 5PD
Ute Elliott
Sheffield ME Group
Blades Enterprise Centre
John Street
Sheffield S2 4SU

Tanya Harrison
BRAME
30 Winmer Avenue
Winterton-on-Sea
Great Yarmouth
Norfolk NR29 4BA
Dear CFS/ME NICE Guidelines ‘Patient Representatives’

As you are doubtless aware, it is the intention to explore the possibility of a Judicial Review challenge to the CFS/ME NICE Guidelines over whose development you are an integral part and which have been deemed as ‘unfit for purpose’.   

We wait to hear from our 'Patient Representatives' on the CFS/ME NICE Guidelines with this most legitimate information as delineated attached. We trust that this information will be forthcoming with immediate effect and placed in the public domain to benefit all.  The time to speak up is now, please. The lawyers need to know, as do we all.  

We look forward to hearing further from you at your earliest convenience.  Many thanks for your anticipated assistance that we are sure you will agree is your duty to provide. 

Many thanks and regards.
Yours sincerely

The One Click Group
Cc. Saunders Solicitors LLP
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	NICE Medically Castrated - Childhood UTI Guidelines 

	CFS/ME NICE Guidelines 'Patient Representatives' Questioned

Another set of NICE Guidelines is currently being castigated in the British Medical Journal below by a Consultant Paediatric Nephrologist.

We request that the so-called ‘Patient Representatives' on the CFS/ME NICE Guidelines inform patients as to the NICE secrecy process employed during these Guidelines, if any. See below. 

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

British Medical Journal 
Nasty processes produce nasty guidelines

The guideline from the National Institute for Health and Clinical Excellence (NICE) on urinary tract infections (UTI) in childhood1 was welcomed by the BMJ.2 3 Most readers will assume it was based on evidence correctly analysed by medical statisticians, robustly peer reviewed, and openly debated. As this is a controversial subject, dependent more on small studies than randomised controlled trials, many will imagine that it represented consensus following wide consultation, as stated.1 Sadly, all these assumptions are wrong.

The NICE guideline committee signed highly restrictive secrecy agreements, and its two paediatric nephrologists did not consult with the British Association for Paediatric Nephrology, whose members hold diverse views. I was a peer reviewer but was not treated as one. My first draft review identified major flaws, was supported by the association, and delayed publication by six months. However, I was allowed to see the committee's adjustments only after strong insistence, signing . . . [Full text of this article]

Malcolm G Coulthard, consultant paediatric nephrologist
Royal Victoria Infirmary, Newcastle NE1 4LP

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

The question arises: Did the CFS/ME Guidelines Development Group (GDG) sign restrictive secrecy agreements, just as such now outed in the BMJ over the UTI Guidelines? If so, what did these consist of? Perhaps any of the three 'Patient Representatives' that sat on the GDG for a period of years might care to impart this information whilst the process of challenge by Judicial Review is being explored by the lawyers?

Here are the GDG 'Patient Representatives' contact details: 

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

Harrison has finally resigned from the Guidelines Development Group. See resignation statement. 

One of the points upon which any potential Judicial Review will hang is the NICE failure to follow its own rules, ethically, morally and medically. 

This question is particularly appropriate because during the life (1998-2002) of the Chief Medical Officer’s Working Group on ME/CFS, members were ordered not to discuss the deliberations and were threatened with the Official Secrets Act. Did equally restrictive secrecy contracts apply to the development of the CFS/ME NICE Guidelines we ask?

Just as the draconian, damaging secrecy of the UK Family Courts is finally being put in the constant spotlight, so now, bit by bit, the awful medical secrecy and wheeler dealing that affects millions is being questioned too. Medical quangos such as NICE must operate in an honest, open and transparent manner in conjunction with patients if they wish to survive. 

We wait to hear from the 'Patient Representatives' on the CFS/ME NICE Guidelines with this most legitimate information. We trust that this information will be forthcoming with immediate effect and placed in the public domain to benefit all. The lawyers need to know, as do we all.

The One Click Group

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

For further information:

CFS/ME NICE Guidelines - Legal Action Explored.
The One Click Group Response - CFS/ME Draft NICE Guidelines. This is the expert patient and health advocacy evidence that NICE is attempting to suppress with its lawyers. See the dedicated NICE Section of The One Click Group website.

CDC Suppresses Chronic Fatigue Syndrome Data
See the dedicated CDC Section of The One Click Group website. 

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