
Campaigning for Research into ME (RiME)

Selected Letters Oct. 2006 - April 2007

Ref: 542 Investigative writer Martin Walker (Author of Skewed)
I have read most of your report on the Gibson Report and thought that it was very good. I just wanted to tell you what I believe has happened and been accomplished by Gibson.

Gibson has managed to unite, as never before, major elements of the ME campaign, and bring them together with new elements which have a disguised psychological orientation. Now they are all united under a parliamentary banner and the ‘campaign’ to show that ME is not all in the mind will now continue from this parliamentary embedded group.

There is, however, one main difference between this campaign now and previously divided ones. In reality, the direction of the government and the MRC etc will stay exactly as before, wedded to a psychiatric psychological approach.

I have to say that following years of the psychiatric lobby trying purposefully to ‘wipe out’ each opposition group, Gibson has done a great job in nullifying them all. I don’t know whether you know but he is now doing the same thing with the mobile phone masts campaigning network, having talked the main groups round, he is now organising environmentally based meetings and trying to weld these campaigns into a parliamentary group.
In popular defence of Gibson, it is said that he was recently ‘expelled’ or ‘resigned’ from the Parliamentary Science and Technology Committee. However, casting my mind back, I can remember attending meetings in the Commons during the early nineties campaigning against organophosphate pesticides. Nothing substantial ever came of this campaign, not was any medical good offered by the medical establishment to sufferers of multiple chemical sensitivity.

I have to say that I view the journey of groups associated with radical opposition in these areas into the Commons as being one of the darkest developments in environmental politics for many years. It could be that within a few years the strategy could result in the death of all radical opposition as we now know it...

Ref: 544 North London

... I was puzzled by the early assessments of the Gibson Report. What one gets is a summary of the ‘good points’. But what about (1) the inclusion of the ‘Wesselyites’ (2) the use of work which uses inclusive criteria (3) the endorsement of the mental rehab units (4) the approval of CBT...

The Report certainly concedes ground to the Wessely School and it looks as though the likes of Chalder and Clare are permanent fixtures. All very worrying...

What troubles me here is that people might read the early assessments, accept the ‘positive spin’, and not look at the whole document and wider picture.

I will be interested to hear what RiME has to say. One would assume that RiME will review the document in its entirety and offer an honest and accurate assessment...

Ref: 546 Kent (Medaway) to MP

As an ME advocate, I was aware of the inquiry and looked forward to its findings. However, having read the report I have come to the conclusion that it holds few positive points and the negatives, if left unchallenged, will have serious repercussions for people with ME... I enclose a copy of RiME’s response... I can add nothing further to this appraisal... ME sufferers will continue to suffer gross injustice until the pivotal issue of terminology is dealt with...

Follow up to Dr Gibson: I’d like to add the following to the.. above correspondence. One of the few positive points the report makes is the recommendation that the Govt funds biomedical research into ME? ... do you have plan of action in this respect; one where Parliamentarians and ME patients could work together?

Dr Gibson 15/2/07: ... There is no specific plan of action, at the moment, to

achieve the recommendations of the report. I can do my bit by trying to persuade the Govt and Health Dept to take up the report findings. However, the pressure must also come from the ME community who can try and lobby their own MPs and the govt to affect change...
Ref: 550 Lancs

For the past twelve years there has been a CFS clinic at North Manchester General Hospital run by four specialists who believe ME is a biological illness.  The clinic has taken referrals from all over the North West of England.

When the Manchester CNCC on CFS/ME was set up two years ago a psychiatrist, unknown to me, who also works at North Manchester General got the job of Clinical Champion. The four local specialists who believe ME is a biological illness were never even told that the job of Clinical Champion was available until AFTER the post was filled. The Manchester Psychiatrist Clinical Champion is now also chair of the whole English CNCC on CFS/ME collaborative. At the launch meeting for the Manchester CNCC he quoted only the psychosocial theory of ME. I have the lecture slides to prove this. At the lecture he expressed the psychosocial dogma that doctors who believe ME is a biological illness are an obstacle to the recovery of ME sufferers. When I asked him at a committee meeting to confirm if he truly believed in this dogma he refused to answer.

I have just been told that after twelve years the CFS clinic run by the specialists who believe ME is a biological illness is to be closed and the psychiatrist is to get all the money that used to go to the running of the clinic.

People in Greater Manchester will no longer have access to an NHS specialist who believes ME is a biological illness. This is all thanks to the new CNCC on

CFS/ME set up. In future we will only have access to a service controlled by a psychiatrist who believes ME is a psychosocial illness.

I am horrified that the Chair of the CNCC on CFS/ME Collaborative for the whole of England is a psychiatrist who believes ME is a psychosocial illness and is opposed to doctors who believe ME is a biological illness.

The Chair of the Collaborative is in charge of training and education for all the CNCCs on CFS/ME.

Ref: 551 Norfolk

... My own personal concern is that those who currently have influence over policy-making (in the NHS, DWP, DoH etc.) will seize on those parts of the report (Gibson) which suit their own agendas. On the thorny subject of CBT and

GET, and whether ME is physical, for example, the report states... :

“The Group was interested by the concept of a ‘biopsychosocial’ model of illness as long as one aspect is not given particular prevalence over the other, both approaches must be considered at the same time.” (p12)

“Psychosocial methods of treatment do have a role to play as the relation between mind and body in disease is complex.” (p24)

“The most effective psychological therapy, which has been shown as such in controlled clinical trials, is Cognitive Behaviour Therapy (CBT).” (p24)

“Prof. Trudie Chalder presented to the group on this treatment. Prof. Chalder’s results were impressive. This treatment certainly has a role to play in treating CFS/ME...in CFS/ME this, and GET...are the only available treatments which have been shown to be effective in several controlled trials.” (p24)

“It seems probable that, as with most other diseases, there is likely to be a physical element and a psychological element to the illness...For some doctors to deny the existence of a physical part of the illness is as equally unhelpful as the claim by some patient groups that there is no psychological element to the disease.” (p26)

I don’t see how these comments do us any favours at all...

Ref: 553 Lanarks to MP (Cabinet Member)

... Would you please... read through the enclosed paper - a summary and most

up-to-date account of the wonderful Biomedical Research Evidence of the disease

ME (Florida Conference notes)...

The work is being produced in just about ever other important ‘world-power’ and really does make the UK Govt appear FOOLISH and BACKWARD in their understanding of the illness’ origins. It also raises very serious questions about the duplicitous reasons for such an approach by the UK Govt.

Once you have read the paper, could I ask you to take it PERSONALLY to Mr Blair ie hand it to him and to ask on my behalf why his Govt continues to IGNORE such vital evidence to the detriment of the UK citizens lives and well being....

The UK Govt must establish its own Biomedical Research centres and provide funding for Biomedical Research immediately...

Ref: 556 Sussex

Brilliant Rime response to Gibson, thanks for doing that. I appreciated Rime’s strong stance on it... Rime’s response sounds very clear and strong and stands well, it is necessary to state what is terribly wrong with the report and state what is good and needs to be built on. But the Gibson Report is so vague, the wording is very dodgy. And language is central to all the policies and legislation, and the big factor in the psychosocialising of ME...

Ref: 558 Grampian

... Thank you for the latest newsletter. The leading article on the Gibson Report was excellent. RiME has succeeded in producing an honest and accurate assessment of the report and the current political situation.

I agree that the report will add weight to the case for biomedical research but it will not persuade Government to drop the flawed biopyschosocial model of ME because it is not in their financial interest to do so. The Government is not interested in medical truth with regard to ME. For this reason I think that legal avenues will have to be sought in the near future.

As for the Gibson team hoping that the biomedical camp and the biopsychosocial camp can find common ground is simply ridiculous. Even more ridiculous is the belief that we can all move forward and work together. Genuine ME sufferers and medical specialists can never join forces and work together with the Wessely School because the philosophy behind the biopsychosocial model of ME is flawed and built on nonsense. No other neurological illness is treated in this way.

How can the Gibson Report lend weight to the biomedical model of ME in a

positive way. For example:-

The WHO definition...

The Canadian Guidelines

Graded exercise

The MRC and its approach to research

But then they undo all that positive and accurate comments by reinforcing all the old nonsense about the Wessely School and the bio psychosocial model of ME.

For example:-

Praising Wesley’s colleague, Prof. Chalder. (CBT has a biological effect on the body- what nonsense is this?)

Supporting Wessely’s model of the CNCC centres and satellites. (Is this a green light to these “mental” clinics to continue to select any fatigued person, wrongly label them as neurological ME patients and then to use these fatigued patients as “evidence” that CBT and GET work for neurological ME?)

I have been too unwell to write to Dr. Gibson as yet but I intend to do so by next week...

Ref: 561 Essex

... I am writing to express my dismay at many aspects of the Gibson Report.  While, like the Curate’s egg, this Report is ‘good in parts’, there are many problems with the Report in its present state, which have could have potentially disastrous repercussions for those diagnosed with ME/CFS.

Like many, I am gravely concerned with the misinformation contained in the section on children, particularly with regard to Munchausen Syndrome by Proxy.  The ad hoc medical advice given in the report contained errors, and was outside the remit of the Inquiry. The only research actually promoted appears to be that intended to support some of the more outlandish mind-over-matter claims of proponents of the psychiatric paradigm. The Report misrepresents advocate concerns as being somehow mere personal hostility towards certain doctors: this is inaccurate and the language used is inflammatory. New promising areas of study (the ostensible terms of reference for this Inquiry) were ignored (such as the borreliosis link). The Committee allowed unsubstantiated allegations against patients made by SW to appear unchallenged in the report. The psychiatrically biased ‘CFS/ME’ were actually endorsed- despite the reams of evidence available about their inadequacies in treating the disease.

While the call for more money on biomedical research is to be welcomed - the lack of any tangible plan of action to achieve this or any other redress of the current injustices facing the community is demoralising, to say the least. Dr Gibson’s lack of commitment to full consultation and co-operation with all members of the community throughout has been an unfortunate feature of this Inquiry...

Ref: 563 Warwicks

... I see WM CNCC going the same way as many others - very short of funding and not much on offer in the way of anything except diagnosis.

Our members’ view is mostly the same as your contacts - nothing in it for them and certainly not what they wanted. We asked the members who had been to rate the clinic out of five and we had a lot of zeros! ...
Ref: 566 Surrey to members of Gibson Group

... It is clear that a considerable amount of work went into producing the Gibson Report. But this fact should not preclude people with or associated with ME from being critical if they feel that it is flawed. Please look at an extract of the job description for the CFS Service at Sutton Hospital Surrey (one of the 12 NHS CFS/ME Centres):

.... The position is for a clinical psychologist who will work as part of a multidisciplinary team for people with persistent fatigue and for whom medical intervention is no longer appropriate. ....Patients referred to the service often present with complex medical and psychological problems, are highly distressed and may have difficulty accepting and be hostile to the rationale for adopting a cognitive-behavioural approach to the management of their fatigue.

Engaging these patients in the service requires sensitive discussion and skilled multidisciplinary management. The CFS service aims to help people with chronic fatigue to improve their quality of life, reduce distress and health care usage and where possible, return to work through a multidisciplinary cognitive-behavioural program.

The CFS Service aims to develop both group and individual multidisciplinary programs to extend services to those individual patients who have challenging presentations including high levels of distress and disability, interpersonal difficulties and co-morbid and mental health problems that mean that a group management program is not suitable....

... Do you not think that you may have been a little hasty in endorsing the NHS Centres? (Literature pertaining to other clinics is not dissimilar). Might it not have been prudent to have deferred on this issue (while you listened to ME patients’ views), and stuck to the central research issue?

ME patients say, ‘what has the above got to do with neurological ICD-ME?’ Here lies the rub. Your paper initiates a discussion on the pivotal issue of nomenclature (names and definitions), but leaves it open-ended. No-one knows, therefore, what the Group really deems ME to be. Consequently the Report, like others before it, gets skewed and moves on to subject-matter not relevant to ME as described by the World Health Organisation and the Canadian Criteria.

I would be grateful if, rather than a ‘we welcome opinion and feedback’ reply, you would address this one question. Do you think the above ad. is really about ME? ME patients feel that people are playing politics with their lives and are not comfortable with that situation...
Ref: 558 Kent (Orpington) to Dr Gibson

I am writing to you as Secretary to the APPG Group on ME. You attended the Nov.  16 2006 APPG Meeting. At that meeting, it was announced that the APPG supports the World Health Organisation’s classification of Myalgic Encephalomyelitis as a neurological illness - ICD 10 G93.3.

Are you aware that ME patients in Kent should be excluded from attending the new NHS ‘CFS/ME’ Clinics on that basis. Please look at the enclosed referral criteria, specifically 5.4. ‘No clinical evidence of other causes of fatigue’ - ‘major neurological diseases’. Your comments please.

I wonder also how you feel about patients being advised per se to take exercise.  A leaflet entitled ‘The Chronic Fatigue Service’ published by the West Kent Health Authority refers patients to Trudie Chalder’s book, ‘Coping with Chronic Fatigue’. Here are extracts:

Chapter 2 - ‘The effects of inactivity’ - ... A reduction in your normal physical activity results in a deconditioning of the neuro-muscular system.... aily activity is essential... Two to three hours of daily standing and walking seems to prevent problems of disuse....

Chapter 5 ‘Negative thinking’ - .... The first step in overcoming negative thinking is to identify it. Once you can identify your thoughts easily, you can begin to examine and critically evaluate them, and then look for more helpful alternatives. Below are some examples of negative thinking: ‘If I do the shopping today, then tomorrow I’ll feel more tired’, ‘My muscles ache today - that must mean there’s something physically wrong with them’ ....

Chapter 6 ‘Setbacks and maintaining improvement’ - .... it is important that you maintain an equilibrium. Days should be balanced as far as possible in terms of work, enjoyment and rest. Help yourself! Exercise regularly: three times a week, half an hour of exercise. Make sure it is something you enjoy. A brisk walk in the country is enough....

Do you support the above methods of treatment?

Please answer the above questions. I would prefer not to get ‘a thank you for your letter, your comments have been noted’ reply...
Ref: 560 Worcs

I doubt most people already aware of the politics which have gained control of our illness, were surprised to see such a poor substandard report from the GSRME. Those that are not aware were no doubt left devastated and disappointed at its contents.

Why was such a complicated messy report produced when there is nothing complicated about a neurological illness desperately requiring funds to be allocated to it for research to be undertaken? The politicians role was simple: it just required them to view the biomedical evidence. The complicated task is the research, and we have researchers to do that. They are more than up to the job if only they were given the funds to do so!

Instead of producing a factual based report, the politicians produced one full of bias, prejudice and speculative opinion; and then when faced with deserved criticism from the public offered up poor excuses such as not being medical experts but politicians. Yet when that well informed public asks for better accountability from them, and also the right to have an active role alongside them in order to ensure valid concerns are correctly addressed, the politicians do nothing other than ignore their pleas and continue on their merry way.

One example of this is the numerous requests from the public asking for the rules governing Parliamentary groups to be tightened. The standard reply given is that groups such as the GSRME are too informal and therefore it is not necessary and would in any case be far too prescriptive; yet it is quite clear there is a need given that a Parliamentary group is able to take a decision to produce a report which can have the potential to be more influential than its actual status.

As it is we are now left with a situation in which the ME community cannot successfully challenge the poor work of these politicians and bring them to account for their actions. It is clear to us - and should be clear to them - that because parts of this are wrong, damaging and misleading the errors should be corrected. The question I keep asking myself is whether the shockingly low standard of this report was deliberate. I believe it was. A decision was taken to obfuscate further the fact that millions of pounds of public money have already been wasted on PACE and FINE. However, at the same time I am happily to reassure myself with that thought; to think otherwise would mean contemplating and having to accept that our politicians may not be of the calibre that we assume and expect them to be.

Ref: 563 South London

... I liked the recent piece by JA:

Patients around the world can empower themselves by putting their national and state organisations on notice that they are failing to present a strong united advocacy campaign for governments and medical organisations to publicly acknowledge the historically documented and internationally recognised neurological disease ME-itis... Too many of these groups are operating under various names such as CFS, CFIDS or CFS/ME and using outdated and unscientific Fukuda et al definitions... Patients can empower themselves by demanding that these organisations stop hiding behind the obfuscation of CFS,CFIDS and CFS/ME, demonstrate that they represent strictly defined ME-itis and take action....

People with neurological-ICD ME in the UK have been terribly let down. The MEA and AfME’s stance on nomenclature has always been imprecise and cavalier, resulting in skewed, inadequate and misrepresentative policies:

a.
when the ‘Wesselyites’, who use inclusive criteria, rose to the fore in the ‘80’s + ‘90’s they didn’t even raise a whimper.

b.
they have recognised and signed Govt Reports which were never about strictly defined ME, notably the Royal Colleges Report on CFS 1996, and the CMO Report on FS/ME 2002.

c.
have accepted money from the Health Dept (which deliberately confuses ME with loosely defined CFS), raising the question - are they compromised?

d.
have supported the NHS mental rehab units in England, which are not about strictly defined ME.

e.
in the case of AfME, supported PACE + FINE which are based on Oxford + Fukuda and Oxford, respectively....

JA continues, If these organisations will not rise to the challenge, patients and exert their considerable collective power by withdrawing their financial support and diverting their... donations to organisations that will work to restore our basic human rights...
Quite. It is encouraging to see that more and more are leaving the MEA + AfME.

It is good to see that RiME does draw lines in the sand, and will not cross them... You did well getting the APPG opened up; other ME parties can now go to Westminster and have their say...

Ends
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