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Letter to Richard Taylor MP re "hard, scientific fact'

The letter below is being sent to Richard Taylor, MP for Wyre Forest 
and apparently a member of the 'Scientific Group on ME/CFS'. It is in response to his comments made to a Local Group representative.

We will keep people informed of developments

Angela Kennedy
The One Click Group

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

Dr R. Taylor MP
House of Commons
London SW1A 0AA

4th December 2005


Dear Doctor Taylor,

Proposed `Scientific Group on ME/CFS' Inquiry

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 people in over 70 countries 
worldwide and our website receives in excess of 4,000 hits per day. 
In the UK and globally, our resource material is read by Ministers, 
MPs, the Department of Health, doctors, the medical establishment, 
the media, patients and carers. 

We are writing to you with regard to the proposed `Scientific Group 
on ME/CFS Inquiry' with which, we have been given to understand, you are involved, and with specific reference to the comments you made in a communication to Jill Piggott of the Worcester ME Group:

"I hope you will understand that although patient groups will be 
clamouring to give evidence, I believe that we 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.

We are also writing to inform you that other very grave concerns, in 
regard to the `Scientific Group on ME/CFS`, have been expressed by 
many ME/CFS patients and advocates to the One Click Group. Concerns 
thus expressed include:

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 Group 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 are also writing to your colleague Ian Gibson on these very 
issues, and we include them for your information. A copy of this 
letter is also being displayed on the One Click Website:
http://www.theoneclickgroup.co.uk

It is important to emphasise to the members of this proposed Group 
the strength of feeling in the ME/CFS community with regard to the 
concerns stated above, and that if the Group intends to be working 
in the public interest, it remains the uncontested duty of the 
members to act in a transparent manner, and to take the legitimate 
concerns of the ME/CFS community, UK citizens, seriously. We trust 
that this important issue, and our legitimate concerns, expressed in 
good faith, are understood and accepted as such by the Group members.

Yours sincerely

Angela Kennedy
The One Click Group

Cc Ian Gibson MP
Saunders Solicitors LLP
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