
ONE CLICK LETTER TO PANEL MEMBERS – GIBSON ME/CFS INQUIRY
Despatched to:

Dr. Ian Gibson MP
Dr. Richard Taylor
David Taylor MP
Des Turner MP

Ann Cryer MP
Michael Meacher MP
Baroness Cumberlege
The Countess of Mar
Lord Turnberg
23 April 2006
Dear....

It has been brought to our attention that Professor Malcolm Hooper, present at the first Oral Evidence Hearing of the Gibson ME/CFS Inquiry although not submitting evidence, has published Notes that have unfortunately misrepresented The One Click Presentation, a copy of which has already been despatched to you by Royal Mail Recorded Delivery.  A copy of The One Click Presentation is also available on our website at:
http://www.theoneclickgroup.co.uk/documents/ME-CFS_pol/One%20Click%20Speech%20-%20Gibson%20Inquiry.doc
Enclosed is a copy of our corrections to the statements made by Professor Hooper for your edification.

It is extremely important that factual accuracy is maintained about all submissions to the Inquiry, so that groups such as ourselves are not misrepresented, as this would have gravely adverse implications for the ME/CFS community and for those groups who submitted evidence.  To this end, we are sending you a copy of our corrections made to Professor Hooper's published Notes so that absolutely no confusion over this matter can ensue. 

Yours sincerely

Jane Bryant & Angela Kennedy

The One Click Group 

HOOPER REPORT ON GIBSON INQUIRY - CORRECTIONS

The report on Day 1 of the Gibson ` Inquiry' made by Professor Malcolm Hooper and published by the Co-Cure internet list on 22 April 2006, contains a number of crucial factual errors and omissions about The One Click Presentation.

These are:

1. NEITHER myself nor Jane Bryant stated that our children "were ill with ME". In fact, we stated that our children were found to have Borreliosis. The presentation was too short to bring up the issue that ALL the criteria in use, including the Canadian criteria, state that if a bacterial infection is present, as it is with our children having tested positive for Borreliosis, this excludes a diagnosis of ME/CFS.

2. We did NOT claim that "95% of ME patients [are] positive for borrelia antibodies." We actually stated, "One particular Borreliosis Specialist in the UK has stated that some 95% of his ME/CFS patients have tested positive for Borreliosis." We did not mention borrelia antibody testing at all.

3. We did not claim that Borreliosis "was a major player" in Gulf War Syndrome in any way.

4. Whilst we highlighted the fact that psychiatrists had walked out of the CMO's Working Group, we did NOT state that "it was only they who had benefited from any implementation of that report".

5. We did NOT state that "ME is an organic multi-system illness that has been ignored by NICE." We actually stated that the large amount of international RESEARCH EVIDENCE of organic disease and multi-system physiological abnormalities within this disease entity had been consistently ignored in various reviews, including the Bagnall et al NICE Literature Review and the CMO's Working Group.

6. We did NOT state that "The pacing, CBT and GET studies were part of a cultivated ignorance towards ME. The research in this field was highly flawed in a manner that amounted to fraud."

Firstly, we stated that proponents of the psychiatric paradigm illogically and incorrectly describe ME/CFS as `Medically Unexplained', and that ironically, they then promote a state of `cultivated ignorance' about the illness by discouraging all but the most limited of biomedical investigations/treatments for ME/CFS sufferers. We did NOT claim that pacing, CBT and GET studies themselves were part of a cultivated ignorance towards ME.

Secondly, we did NOT claim that the research per se in CBT and GET amounted to `fraud`.

7. We did NOT condemn the TREATMENTS being used in the PACE trial as `fraudulent'.

8. We did not claim that the Fukuda criteria, or indeed the London criteria, were `contributing to the fraud'.

THIS is what we asserted:

"The enormous irony and scientific fraudulence of the PACE trial is the way that it has been deliberately structured using the outdated and superseded Oxford criteria for patient inclusion into this trial purely to enhance the numbers recruited and to include patients suffering from Idiopathic Chronic Fatigue, a mental disorder classified under F 48 that is entirely different from ME/CFS. The Oxford criteria specifically exclude patients suffering from a neurological disorder that ME/CFS is as defined by many experts and the World Health Organisation. How has it come about that millions of pounds of British taxpayers money, agreed by the Medical Research Council, are being spent on a trial that is actually excluding the very patient population that it is supposed to be studying by use of the Oxford criteria for entry to the PACE trial? ME/CFS must be the only illness in the world where the most severe sufferers are never properly studied.

There is also massive controversy surrounding the bolt on inclusion of the Fukuda and London criteria in the PACE trial. The so called London criteria have never been peer reviewed, published, operationalised or validated. This makes these criteria unusable in any clinical trial and that, together with the use of the aforementioned Oxford criteria, makes the structure of the PACE trial a scientific nonsense from the outset."

We reiterated this when questioned on the issue of scientific fraudulence by David Taylor MP.

9. We did NOT claim that "Suicide was an aspect of ME that needs to be recognised and investigated." We listed the adverse impact on quality of life to such a degree that some ME/CFS sufferers have committed suicide as ONE of a number of documented iatrogenic effects of the psychiatric paradigm. We did NOT call for more recognition of or investigation into suicide in ME/CFS sufferers.

10. We did NOT claim that "many children were ill with ME".

11. We did NOT assert that the failure of AfME to hold an Annual General Meeting "placed it outside the legal processes governing a charity." We actually stated that the charity Action for ME has no mandate or remit to act for ME/CFS patients at government level or any other since it has not held an Annual General Meeting that involved its members/subscribers for the last ten years. This is an entirely different point.

12. We did NOT state that One Click is only a pressure group “against the psychiatric diagnosis of ME". We stated that One Click is a pressure group that provides opposition to the psychiatric paradigm for patients suffering from diseases such as Gulf War Syndrome, Lyme disease/Borreliosis and ME/CFS.

13. Dr Gibson did indeed call for respect for the views being expressed even if these were forcefully opposed by others in the meeting - everyone would have their say. However, Professor Hooper's statement that, "It is to the credit of all participants that these requests were honoured throughout the meeting" is incorrect. Trish Taylor, AfME Chair, was witnessed laughing loudly in a derisory fashion when we stated the fact that AfME has not held an Annual General Meeting that involved its members/subscribers for the last ten years. As her group was next to us we heard and saw this quite distinctly.

14. It is true that Dr Richard Taylor commented that Lyme disease should be readily diagnosed by a GP from available tests. Having looked at our notes and listened to the tape, we can now confirm that in answer to this we informed him that neither of our children had been investigated for Lyme disease by their GPs.

For verification of our statement please refer to The One Click Presentation to the Gibson ME/CFS Inquiry, that was published on this website on Wednesday 19th April 2006, the day after the Inquiry took place.

We will be sending copies of these corrections to all members of the Gibson Panel. It is extremely important that factual accuracy is maintained about all submissions to the Inquiry, so that groups such as ourselves are not misrepresented, as this would have gravely adverse implications for the ME/CFS community and for those groups who submitted evidence.

Angela Kennedy

Jane Bryant

The One Click Group
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