
John Sayer – 2nd Open Letter to Dr Ian Gibson MP

The ‘Gibson Inquiry’

12 January 2007
Dear Dr. Gibson,

Once again, thank you for your comments on my own on the GSRME Report, which I now respond to below.

Please bear in mind that I write simply as a long-term sufferer of myalgic encephalomyelitis. There may be wider pictures that I am unaware of or am not taking into consideration, but my priority is seeking to improve the lives of myself and fellow sufferers, and that is what I am focused on. I see this as an Equal Rights, if not also a Human Rights, issue.

I don’t ask that we be given special privileges - simply that we receive the necessary help, whether it be social, financial or medical, in order for us to have an equal opportunity to optimise our quality of life in what are extremely unpleasant circumstances.

The pat description of ‘CFS/ME’ usually employed by the media, that of “fatigue and problems with memory and concentration”, omits to mention not only the myriad of other symptoms we endure but also that on a permanent basis - not for weeks or months, but for years and even decades on end, we are very ill - and feel very ill. Having M.E. is no holiday.

At the same time, many of us are reliant on state benefits or medical insurance payments. As a direct result, we are subjected to the inevitable stresses of being susceptible to the constant worry and anxiety caused by the vagaries of the relevant systems and those who operate them. This, it goes without saying, almost inevitably serves to worsen our condition.

Also, many, if not most, of us endure stresses resulting from a lack of understanding or even doubt about the nature of our illness. We still encounter those who think that M.E. is “being tired all the time”, or “all in the mind”. When such attitudes are held by health workers, educators, employers, social workers, MPs, operatives in the DoH, NHS, DWP, MRC, NICE etc., we are subjected to even more misery, because these people have so much control over our lives, with their misguided attitudes determining how we are dealt with.

Unfortunately, this sceptical view is reinforced by repeated references in the media and relevant literature to the ‘physical/psychological debate’, which is why I was disheartened by the headline in the “Norwich Evening News” in 2005 based on an interview with yourself and Kevin Short: “I want inquiry to prove that M.E. is not just ‘yuppie flu’” (the “I”, of course, referring to Kevin and not yourself).
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I had to be neutral in comments to the press before the Inquiry had taken place and I had heard the evidence.”

In my naivety, I had presumed, when you agreed to meet with Prof. Hooper in Norwich in July 2005, that you were already more or less ‘on our side’.  Indeed, this is what Kevin Short, who had persuaded the committee of “M.E.  Support-Norfolk” to finance Prof. Hooper’s journey to Norwich and who had already been in discussion with you, led us to believe. I was most disappointed, therefore, to read your comment in the “NEN” article mentioned above: “Some say it is psychiatric and others say it is physical but it could be a bit of both”, since this brought to the forefront the ‘physical/psychological debate’ yet again.

While I take your point about having to be neutral in comments to the press, it would have been better for M.E. sufferers, in my opinion, if such a comment had not been made at all in announcing the Inquiry.
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At present it is not known whether CFS/ME is one illness with a spectrum of severity or whether the severely affected have ‘authentic ME’ and the less severely affected some sort of other, possibly even psychological, illness.  This could explain why the less affected sometimes respond well to psychosocial treatments. We have been careful not to make a judgement on this as there is evidence to support both views. However, we have said that research into potential subgroups must be a priority.”

After 14 years of looking into this, I am certain in my own mind that CFS and M.E. are, indeed, separate entities: as recognised by the World Health Organisation, myalgic encephalomyelitis is a neurological condition; it is not ‘characterised by fatigue’. The problem is, of course, that the terms “CFS” and “M.E.” are being increasingly used interchangeably, which only serves to complicate matters and lead to ongoing confusion. This would, I agree, explain why some who are labelled either with “M.E.”, “CFS” or “CFS/ME” respond to psychosocial treatments: because they are not suffering from M.E., but from chronic fatigue, with some other cause.

Although I agree that there is a need for separating out those with M.E.  from those suffering from either CFS or chronic fatigue, I do not see this as a matter of “subgrouping”, since this implies that M.E. is a subgroup of CFS, whereas M.E. is not another ‘chronic fatigue complaint’ but a separate entity.

“On occasion in your analysis you have taken some specific sentences and questioned what the exact words may imply. I hope that when the report is taken as a whole it is clear that we are not implying this illness is psychosocial, in fact we are arguing the historical imbalance in favour of that model must be addressed.”

I have, indeed, questioned what certain words may imply, and rightly so in an analysis. But I have not taken any sentences out of context in that analysis, and my purpose was to take the Report as a whole. While the Report might not imply that M.E. is psychosocial, it does clearly imply that it is partly psychological [emphases added]:

(4.6) “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.”
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The report clearly states patients become depressed as a result of their illness. I appreciate the next sentence may be open to misinterpretation on its own, but not when the previous sentence is considered. CFS/ME may lead to depression and treating that depression may help the sufferer. I do not feel we are implying depression is part of CFS/ME.”

I beg to differ here; the paragraph in question (1.4.5) reads:

“Although there is strong resistance to the idea that CFS/ME is a ‘mental’ illness, some patients become depressed as a result of their illness and sometimes treatment of this depression is helpful for at least that part of their illness.”

The phrase “that part of their illness” refers to “depression”, which therefore implies that depression is a part of ‘CFS/ME’. (Perhaps section 1.4.5 should have been phrased more precisely.)

“In the WHO section, we clearly support and accept the WHO definition and criticise text books for misrepresenting it. Therefore it follows we are not questioning it.”

Again, I beg to differ; the final paragraph of 2.3 reads:

“The WHO in Geneva holds an internationally recognised classification that ME is a neurological disease. The Group feels that these definitional difficulties have only served to confuse the picture and will not be resolved unless further research is done to clarify the nature of the disease.”

The phrase “will not be resolved unless further research is done to clarify the nature of the disease” indicates that the Group does not support or accept the WHO classification - otherwise why suggest the need for further research and clarification in the face of it?

“The Group believes Munchausen Syndrome or FII does exist and is a serious problem for paediatricians. However, it only exists in children less than 5 or infants, whilst according to the evidence we received ME only occurs in children over 5. Therefore they should not be confused. We intended to express our concern and sympathy to parents of older children who had been mislabelled as Munchausen. We do believe that older children and teenagers get ME and it should not be mislabelled Munchausen.”

My understanding of so-called Munchausen Syndrome, or FII, is that it is a label for people who pretend (or imagine themselves) to be ill. I therefore find it difficult to understand how it can be that “it only exists in children less than 5 or infants” - unless what is really meant here is (so-called) Munchausen Syndrome by Proxy, whereby a parent, say, is deemed to be fabricating/imagining illness in a child.

I am also surprised to learn that among the evidence submitted to the Inquiry is the claim that “ME only occurs in children over 5”.

Can you clarify, please, which evidence you refer to?

“You criticise the use of the word ‘only’. However, we cannot deny psychological therapies to those less severe sufferers who find them of benefit. Again, this brings us to the question of a possible spectrum of disease vs separate illnesses.”

I stand by that criticism; the relevant section of 2.5.1. reads:

“While CFS/ME remains only in the Psychological section of medical discourse, there can be little chance of progress.”

I repeat my original comment that the use of the word “only” here indicates that the GSRME believes ‘CFS/ME’ should be classed as both psychological and physical, otherwise the sentence would have read:

“While CFS/ME remains in the Psychological section of medical discourse, there can be little chance of progress” - which sends a different message altogether.

“The area is contentious. One need only look at the recent patient response to the NICE draft guidelines on treatment. There is overwhelming opposition to the established treatments.”

The reasons for the opposition are fair enough: psychological treatments, like Cognitive Behaviour Therapy, address only the distress associated with chronic illness and are not treatments for illness itself. Graded Exercise Therapy may, indeed, help some ill people who have become sedentary and deconditioned, but in the case of M.E., whatever the level of severity, it can be positively harmful. Neither ‘treatment’ is a substitute for proper medical care.

And to make matters worse, benefits and insurance claimants, as well as those applying for ill-health retirement, are being increasingly denied their rights unless they comply with being subjected to these ‘treatments’.  This is an absolutely unacceptable state of affairs.

“We make it clear that we want virologists, immunologists, biochemists etc rather than psychologists to participate in further research. We want to see biomedical research and make this clear on a number of occasions.”

This is to be welcomed. My concern, however, is who these researchers will be.

“The report clearly states Wessely is 
considered by many 
to be a leading expert. This is a reference to his status in the medical community. The Group does not endorse him as a leading expert.”

Nevertheless, the Report does lend its support to the ‘CFS/ME centres’:

(5.1) “The Group is extremely pleased with the advent of these centres and we hope they will be maintained and indeed rolled out.”

(3.2) “Professor Wessely is considered by many to be the leading expert on treating CFS/ME and the CFS/ME treatment centres set up by the NHS have been to his model.”

Taken together, these two statements indicate that the GSRME endorses Prof.  Wessely’s role as architect of the ‘treatment centres’ - which therefore amounts to endorsing him as at least “the leading expert on treating CFS/ME”.
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I am surprised you dispute Wessely’s role as a key figure in this debate.

His name was mentioned repeatedly in patients’ submissions to the Inquiry.”

I wasn’t actually disputing Prof. Wessely’s role in the debate about whether M.E. is psychological or physical; he clearly is “a key figure” in that context. What I do dispute is that he or other ‘Wessely-ites’ should have their views taken into account in a scientific inquiry, since psychiatry is not a science.

“The third paragraph on this page is rather speculative. The Group states that patient groups oppose the psychological treatments, we then state that some people went further and victimised Wessely. Not all patients oppose his treatments and no Groups victimised him, to my knowledge. We do not see this as contradictory. It was not our intention to imply that patient groups do not represent the views of patients nor that fringe elements should not be taken seriously. I do not follow your conclusions here.”

Taking the Report as a whole, I do get the impression that the GSRME accords special status to “patient groups” (whatever is meant by that term) as opposed to patients in general. Other than that, I think we may be at cross purposes, as I don’t quite follow your own line of thought here, so can’t comment further.

“If the debate is settled in the UK then we would not have needed an Inquiry. The Inquiry took place because despite international biomedical evidence the UK does not have a satisfactory research or treatment programme.”

I take it you refer here to the ‘psychological/physical debate’, which is not restricted to any particular geographical boundaries, as the second sentence in the above paragraph acknowledges.

If I read this paragraph correctly, it would seem that the purpose of the

Inquiry was to question why there is no satisfactory research or treatment

programme in the UK despite the international biomedical evidence. The

Report, however, seems to have gone substantially beyond this term of

reference.

“The ‘fatigue is very common sentence’ should be taken in conjunction with the rest of the paragraph.”

I do realise this, but the point I was making was that by beginning the section (3.3) on “Potential Causes of CFS/ME” with this particular sentence, undue prominence was once again being given to ‘fatigue’ as a symptom.

“It was necessary for us to temper our references to biomedical investigations because some of the evidence we included was not peer reviewed. We wanted to include the research despite this so had to identify the need for further confirmation.”

I find this difficult to reconcile this with your previous comment, “The Inquiry took place because despite international biomedical evidence the UK does not have a satisfactory research or treatment programme.” The Report seems to have referenced only that research which needs further confirmation.
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There may well be several illnesses currently being lumped together as CFS/ME each with their own trigger. We must research sub groups.”

I’m sure in my own mind that this lumping together is occurring but not, as I say above, that it is a matter of “subgrouping” within CFS, since M.E. is not a ‘chronic fatigue complaint’.

“The evidence is not there for us to state categorically that Lyme’s or organophosphate poisoning are CFS/ME, although people with those afflictions may be diagnosed as having  CFS/ME.”

I wasn’t either claiming or implying that Lyme’s or organophosphate poisoning are ‘CFS/ME’, or that the Report should have said so.

My comments were: “The Report states that ‘while those with Lyme Borreliosis exhibit many similar symptoms to CFS/ME the Group believes they are two separate afflictions’, but without stating the reason for this conclusion, other than giving mention of unspecified ‘discussions with the Health Protection Agency’” “...the Group believes that organophosphate poisoning and M.E. are (as with Lyme Borrelliosis) two separate afflictions.”

“Holistic treatments are extremely useful in all long-term illnesses, including Cancer. This does not imply that we think CFS/ME is psychosocial.”

While acknowledging the usefulness of holistic treatment does not imply acceptance of a psychosocial model of an illness, it does imply that the illness has a psychological component and this implication for M.E. is clear in the GSRME Report.

“Looking at which beneficial biomedical changes are caused by CBT in CFS/ME patients may open areas for research into the pathology of the illness. The Group is categorically not implying ME is “caused by thoughts”. It was in fact our intention to expose some of the flaws and inaccuracies inherent within that model.”

I didn’t state that the GSRME is implying that ME is “caused by thoughts”, but pointed out that this is, however, an implication of accepting the claim that CBT can cause biomedical changes and consequently considering that this (4.3) “may open avenues of investigation into biomedical causes”.  If it was the Group’s “intention to expose some of the flaws and inaccuracies inherent within that model”, this is unfortunately not clear from the Report.
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You state that not only severe sufferers find GET worsens their condition.  And you are right to state that GET can make patients worse. We agree and say this in the report. However, some less affected sufferers find GET beneficial. This again may imply that there are two separate illnesses.”

This, of course, highlights the problem with continuing use of the term ‘CFS/ME’: if it is the case that some ‘CFS/ME’ patients, labelled “less affected”, actually derive benefit from GET, then the implication is that they do not have M.E. in the first place but are experiencing chronic fatigue with some other cause.

If patients choose to try GET then that is their prerogative, but what is

of serious concern is the enforcement of this ‘treatment’ (by, for example,

pensions, benefits and insurance agencies) on patients who will be harmed

by it.

“Although treatment centres may be less than satisfactory at present, the fact that there is an infrastructure in place is a positive thing. The Group hopes that these centres can be harnessed to provide care and treatment when more is known about the illness and how to treat it.”

The GSRME doesn’t appear to be aware of the widespread disillusionment with and opposition to the ‘CFS/ME centres’ (RiME, for example, are collating evidence for this). I’m afraid I don’t share the Group’s optimism for how these centres might be put to use: they appear to be part of the psychologisers’ propaganda campaign to have M.E. accepted as psychosocial and it doesn’t seem as if funding will continue anyway in many cases. The infrastructure itself, moreover, would appear to be tailored to the delivery of psychosocial treatments.
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You say parts of our report lend support to the psychological school of thought. That was certainly not what we intended. I hope that when the report is taken in its full context that will not be anyone’s interpretation.”

“CBT is useful in many long-term illnesses, including cancer. People with CFS/ME do sometimes find it to be a useful coping mechanism. However, we make the point that this is usually as well as organic treatment and that it is unsatisfactory to only offer psychological treatment to CFS/ME sufferers.”

It may not have been the Group’s intention to lend support to the psychological school of thought, but this is unfortunately the clear impression given by the Report [my emphases]:

(2.5.1) “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.”

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

(4.3) “Prof. Trudy Chalder presented to the Group on [CBT]. Prof. Chalder’s results were impressive. This treatment certainly has a role to play in treating CFS/ME...”

(4.6) “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.”
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You say the ME community finds some of our statements self-evident. Unfortunately that is not necessarily the case for the medical establishment. That is why we were lobbied by members of the ME community to do this Inquiry. We intended to highlight the patients’ views and this meant occasionally stating things the ME community finds only too obvious. I hope that having these points stated in a report like ours will be helpful to CFS/ME patients.”

I’m interested to learn that (presumably prior to your meeting in Norwich with Prof. Hooper in July 2005) you were lobbied by members of the ME community to conduct the Inquiry, and that the reason, from what you say here, was to inform the medical community of what is self evident to the M.E. community.

This being the case, may I ask what steps have been taken to achieve this?

I’m not sure to what extent “patients’ views” were solicited by the Inquiry, since the GSRME press release of last December states that submissions were invited from “...leading medical experts and government officials on the progress of scientific research on the condition. The group has also written to both leading medical experts and charity organisations requesting written evidence on this subject.”

There is no mention of patients’ views here.
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We list appropriately qualified professionals as virologists, immunologists, biochemists. We will also include geneticists and endocrinologists in our letters to the relevant bodies.”

I’m not medically knowledgeable enough to comment on which particular areas of expertise should have priority in a study of M.E. but I do hope that more attention will be paid to the suggested links with vaccination, of which the Report is somewhat dismissive (3.3.4):

“Vaccination is often blamed for unexplained outbreaks of illness and regularly appears in the media accused of such. The Group found that there is no strong evidence to link CFS/ME to vaccination and it is unlikely to be a cause. However this is a possible area for further investigation.”

This is an area of particular interest to me personally, since I became ill immediately following a routine tetanus booster vaccination in 1993. As I understand it, no ‘yellow card’ was raised when I suffered what was clearly an adverse reaction, and if this non-reporting is widespread it might explain why the GSRME considers there to be a lack of “strong evidence to link CFS/ME to vaccination”. (As the saying goes, absence of evidence does not necessarily mean evidence of absence.)

My own submission to the Inquiry was on this very subject, with the inclusion of an article by Dr. Charles Shepherd, medical advisor to the ME Association, and I supplied the Group with details of the date, location and vaccine batch number in question.

Did the Inquiry look into this kind of issue?
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You feel that we were not critical enough of the MRC. I hope that you can recognise the vital need to have the MRC on side if we are going to make changes in this field. The MRC are the ones with the money for research. To vilify them in the report could jeopardise the possibility for further action.”

I’m not a politician, but, while I do not expect the MRC to be vilified, neither do I believe that soft-pedalling with them, given their track record so far, will achieve very much for M.E. sufferers.

“The Report naturally cannot be to everyone’s specification. However I believe it is a strong step forward in the debate and that the glass is at least half full.”

I do appreciate the GSRME putting their time and effort into the Inquiry and Report (and your own response to “Half Empty or Half Full?”) but on your final point, I guess that for now, anyway, we’ll just have to agree to disagree.

Yours sincerely,

John Sayer
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