
BY RECORDED DELIVERY
9 December 2005
Dr  Ian Gibson MP
House of Commons

London SW1A 0AA
Dear Dr Gibson
‘GROUP ON SCIENTIFIC RESEARCH INTO ME’
One Click is a pressure group that acts for patients suffering from the neurological disease ME/CFS, World Health Organisation classification ICD-10 G93.3. We work both out in the field and on the internet. Our information is read by the residents of over 70 countries.   In the UK and globally, our resource material is read by Ministers, MPs, the Department of Health, doctors, researchers, academics, the medical establishment, the media, patients and carers. We sit on the Committee for the development of the ME/CFS Guidelines by the National Institute for Clinical Excellence (NICE). 

Dr. Richard Taylor MP, a purported member of your Group, has written that you “will be concentrating mostly on hard scientific fact."  We ask you to clarify what are the terms of reference in regard to exactly what is to pass for ‘hard scientific fact’. This term poses an immediate problem because, for example, the research and theories carried out by proponents of the psychiatric paradigm of ME/CFS are NOT based on ‘hard scientific fact’. Indeed, most of the theory and research undertaken by proponents of the psychiatric paradigm is based on conjectures and interpretations, which appear based more on social science concepts and not on natural science principles.  Furthermore their theories cannot be verified by scientific method.

While One Click offers rigorous critiques of the psychiatric paradigm of ME/CFS, and find the evidence produced under this paradigm to be fundamentally flawed for many reasons, this is nevertheless not the primary issue that we bring to your attention in this letter. 
The issue that must be made clear is that the psychiatric paradigm and the evidence produced to support it do not follow natural science principles and therefore, by your own terms, must be excluded from your process. If, however, the emphatic term ‘hard scientific fact‘ is to become so inclusive as to include the unverifiable theory of the psychiatric paradigm, and evidence that cannot prove fact - a key aspect of the evidence provided by proponents of the psychiatric paradigm of ME/CFS - is included in the process, the Group then MUST subsequently formally consider and accept as evidence critiques of and evidence refuting the psychiatric paradigm, whether made from academic or lay perspectives. To fail in this will be an abrogation of the duty of the Group to ensure parity of treatment of evidence, and will give an appearance of bias and lack of rigour on the part of the Group, which will lead to justified outrage on the part of the ME/CFS community and its supporters, and possible further action to bring this issue to public attention, or legal action. Public confidence in the political process and the good faith of the Group will be lost. This is therefore a matter of potentially grave concern. 

Since the announcement of your ‘Group on Scientific Research into ME’, we have had many requests for information from our readers and would be grateful if you could please answer the following questions:
1.  What are the names of the people who make up this anonymous Group the participants of which have not been revealed? 
2.
Is there any connection between this group and the PRIME Project, the Sense About Science Group or the Science Media Centre?
3.
Why are ill ME/CFS patients being given less than three weeks to provide written evidence to this anonymous Group? How is this fair or in any way reasonable when very ill people are involved?
4.
Precisely who is doing the evaluation of the information submitted to this Group and how?
5.
To whom will the Report of the Inquiry be tendered?
6.
The All Party Parliamentary Groups have to declare funding. Who is the Group on Scientific Research into M.E funded by?

We very much look forward to receiving your answers with immediate effect since such very grave concern in regard to the foregoing issues has been expressed by ME/CFS patients.

Herewith details of the information that we are submitting to your Group. Many of our papers refer to the Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical Working Case Definition, Diagnostic and Treatment Protocols (The ME/CFS Canadian Guidelines) that have been produced by an expert international panel of physicians who have between them treated/diagnosed in the region of 25,000 patients worldwide. This stellar document can be found on our website here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/Canadian%20Definition%20of%20ME-CFS.pdf
The ME/CFS Canadian Guidelines formed a consensus document prepared by an Expert Consensus Panel of treating physicians, teaching faculty and researchers, chosen in turn by an Expert Subcommittee of Health Canada from a pool of nominees put forward by nominators from the realms of medicine, university, research, business, government and advocacy. The Canadian clinical case definition has the benefit of incorporating the research findings that have come from the 14-15 years of research and clinical observation. 

It is an utter scandal that the very latest research into ME/CFS has been so studiously ignored by the Medical Research Council and the Wessely school psychiatrists for absolutely no good reason except the assiduous promotion of the psychiatric paradigm.  

We are submitting information for your Group that we delineate below.

1.
THE PACE REPORT
http://www.theoneclickgroup.co.uk/documents/PACE/THE%20PACE%20REPORT.doc
The PACE Report includes the PACE Trial Identifier written by the psychiatrists to obtain funding for the PACE clinical trial from the Medical Research Council.   We wrote to you, Dr Gibson, and sent you a copy of The PACE Report by recorded delivery at the House of Commons on the 17 May 2004 and on the 17 June 2004.  We received no acknowledgement or reply from either you or from the Clerk of the Science and Technology Committee of which you were Chair at that time. We attach copies of these letters once more that outline the concerns of the ME/CFS community in relation to the PACE trial and this key research issue. 
2.  A Summary of the Inherent Theoretical, Methodological and Ethical Flaws in
     The PACE Trial
http://www.theoneclickgroup.co.uk/documents/ME-CFS_res/A%20Summary%20of%20the%20Inherent%20Flaws%20-%20PACE%20Trial.doc 

This document presents the methodological, theoretical and ethical flaws inherent specifically in the PACE trial, as identified by various members of the ME/CFS patient advocacy community, which includes patients, carers, research methodologists, and clinicians.

3.
A SHORT SUMMARY OF THE PSYCHIATRIC PARADIGM OF ME/CFS
http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/THE%20PSYCHIATRIC%20PARADIGM.pdf
This document provides a brief, critical overview of identified themes within the approaches to ME/CFS, that have been promoted extensively by a vociferous group of doctors and others known colloquially as the ‘Wessely School‘, after Simon Wessely, a psychiatrist who has had a key role in facilitating the emergence of the notion that ME/CFS is a psychological disorder (Hansard, cited in Marshall et al, 2001). 
4.
THE ONE CLICK SUBMISSION TO NICE

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/ONE%20CLICK%20SUBMISSION%20TO%20NICE%20(UK).doc
This document deals with key research issues in relation to ME/CFS and the development of the ME/CFS Guidelines being prepared by NICE.  As previously stated, One Click sits on this committee. 

5.
THE AfME DOSSIER 

http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/AFME/THE%20AFME%20DOSSIER%202004.doc
This document illustrates the doings of this Action for ME (AfME) charity that without mandate to do so since it has not held an Annual General Meeting that involves its members/subscribers for the last nine years, speaks erroneously on behalf of patients to government with no consent.  AfME is receiving government money regarding trials of further psychosocial interventions, which have been recommended by the Medical Research Council in conjunction with Professor Wessely.  These are the management regimes that have been consistently shown in major surveys to make many people worse.

The inclusion of the AfME Dossier illustrates how the patient population is being manipulated by this charity for research purposes.  AfME’s involvement in the PACE Trial is evidenced in the PACE Trial Identifier, that begins at page 10 of The PACE Report. 
6.
THE LORD WARNER STATEMENT
http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/LORD%20WARNER%20STATEMENT.doc
There has been a concerted effort by the psychiatric lobby and their followers to strip patients of the neurological classification of Myalgic Encephalomyelitis provided by the World Health Organisation under ICD-10 G93.3.  Health Minister Lord Warner stated on the 11 March 2004 as referenced in Hansard: “There is much medical literature tied to the current name, and a change of name should wait at least until an accepted biological marker is found. Until a new name for this illness is agreed internationally we will have to continue to use Chronic Fatigue Syndrome/Myalgic Encephalomyelitis to describe it.”
We have noted in recent research papers in the United Kingdom that the term ‘Myalgic Encephalopathy’ has been used that has no classification anywhere in the world and is not accepted by the UK government. As a signatory to the World Health Organisation and as Lord Warner has stated, Myalgic Encephalomyelitis is the term that must be used for all research projects and in common usage.  Your Group must adhere to this in all your deliberations and in your final Report. 

7. ME/CFS RESEARCH - A WISH LIST

http://www.theoneclickgroup.co.uk/documents/ME-CFS_res/ME%20CFS%20Research%20-%20Wish%20List.doc
This document indicates what all 240,000 ME/CFS patients would like to see done in relation to scientific research of this illness. 

We hope that the information provided will assist your Group.  We would ask please for answers to the questions posed in this letter and a receipt for the information that we have provided.

We look forward to hearing from you at your earliest convenience.  

Yours sincerely

Jane Bryant

The One Click Group
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