
22 October 2006

	Awaiting NICE Statements 

	Time is not on our side...

Just an international aide memoir to note that the UK ME/CFS community and ME/CFS labelled patients around the world are awaiting *full* public statements from the following Stakeholders on the CFS/ME NICE Guidelines that have been pronounced as unfit for purpose: 

* 25% M.E. Group.
* Action for ME (AfME).
* Association of Young People with Myalgic 'Encephalopathy' (AYME).
* BRAME - Blue Ribbon for the Awareness of ME. (BRAME has representation on both the Guideline Development Group and the Stakeholder Group.
* MERGE - Now trading under the title of ME Research.
* The Young ME Sufferers Trust (TYMES Trust).

*To its credit, the Myalgic 'Encephalopathy' Association (MEA) charity has already produced full Notes of a meeting held by NICE on 5 October 2006; the MEA has also produced a full Statement over these Guidelines and placed it in the public domain. * 

Patient Representatives - Guideline Development Group 

* Mr Richard Eddleston, Patient Representative, Nottingham.

* Ms Ute Elliot, Patient Representative, Sheffield.

* Ms Tanya Harrison, Patient Representative, Norfolk. (The BRAME two person organisation that Tanya Harrison represents also sits on the Stakeholder Committee).

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

Time is not on our side...

We particularly require Statements from the Patient Representatives above who sit on the Guideline Development Group. There has been a complete lack of transparency over this Guidelines process as is formally recorded in the One Click NICE Archives. 80% of the material in these Guidelines has been rated and placed there as a fait accomplit by a very small group of people - the Guideline Development Group. 

It is quite clear from the content of these Guidelines that: 

* NICE has ignored the large body of international biomedical evidence that ME/CFS is a neurological illness, in favour of a fundamentally flawed psychiatric paradigm of ME/CFS.

* NICE has employed arbitrary exclusionary strategies that it has purposefully put in place with regard to which evidence is to be considered. 

* NICE has conducted inappropriate exclusion of essential evidence.

* In October 2005, NICE published its Literature Review on ME/CFS. In this Literature Review produced by Bagnall et al, NICE has to all intents and purposes deliberately ignored the vast amount of research and clinical literature, spanning over fifty years, documenting multi-system physiological abnormalities present in ME/ICD-10 CFS patients, at the level of laboratory, radiological and clinical investigation. 

* NICE has ignored and refused to record Stakeholder Submissions that provide the evidence in relation to the neurological and biomedical basis of ME/CFS. This is what has occurred with The One Click Group formal submissions delivered by due process to NICE in regard to the development of these Guidelines. 

* The Assumptions that Stakeholder's were asked to make in the Subset Questionnaire during the so-called 'consultation' period were unsafe due to the fact that NICE was withholding 80% of the information needed to inform response. 

* Knowledge of 80% of the data on which these Guidelines are based was denied to Stakeholders, despite formal request for this information recorded by The One Click Group with the assistance of their solicitors. 

* The Stakeholder Group was denied all knowledge of the ratified and graded Assumptions made by the Guideline Development Group that represents these Guidelines during the so-called 'consultation' process. Had we been given this completely germane and legitimate knowledge as requested, the answers that we were asked to provide in the Subset Questionnaire would have been phrased very differently by us with this knowledge in mind. 

We have now clearly identified and recorded the step by step progression of these Guidelines and what has been done by the Guidelines Development Group, whose work this is. 

We require these Statements, particularly from the three Patient Representatives who sit on the Guideline Development Group, to progress to the next legal level.

It is unconscionable to do otherwise than to provide these Statements with immediate effect. 

Anyone may use any of our words as they wish (or not) to inform their Submissions/Statements over these Guidelines. Please refer to the > Documents > NICE Archives Section of the website for full information. 

Whether you are an official Stakeholder in this Guidelines process or not, you have every right to make your views known if you have a medical, moral or ethical stake in this issue. You can put your views forward to the following:

Professor Sir Michael Rawlins
Chairman
National Institute for Health and Clinical Excellence
National Institute for Clinical Excellence 
MidCity Place
71 High Holborn
London WC1V 6NA
United Kingdom
Email: michael.rawlins@nice.org.uk

You should not trust the charities to exclusively put forward your views, for all the evidenced reasons that include vast swathes of the material that resides in the One Click Archives and everywhere else around the world. Remember that the charity Action for ME, as just *one* issue with this charity, sells those very same CBT/GET treatments upon which these Guidelines are based, direct to the public. 

Until we hear from the Patient Representatives, we are not yet fully informed as to the precise level of unethical data manipulation - and even possibly evidential corruption - that has ensued with this document. 

Time is not on our side. 

The One Click Group
Stakeholder on the CFS/ME NICE Guidelines

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

See NICE Overview - May 2006

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