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On the 26th November 2006 the Parliamentary Group on Scientific Research into ME published its report, Inquiry into the Status of CFS/ME and Research into Causes and Treatment. The report is divided up into seven sections: Introduction, Defining the Condition, The Science, Treatment, Government Provision, Benefit Entitlement and Conclusion. Hopes had been high that even with taking into consideration the low status of the parliamentary group it would still nevertheless be able to produce an accurate document, which clearly reflected the appalling situation we are in. Unfortunately it has really failed to do that. Admittedly there are some good parts within the report, but the many areas that are extremely poor over shadow them. 

Positive points include:

2.2 ME Sufferers Bill 1988:‘In the course of our investigations, we were made aware of research that has been done internationally. In Britain, there has been a clear historical bias towards research into the psychosocial explanations of CFS/ME.'  This is despite Parliament recognising ME as a physical illness in a private members Bill, The ME Sufferers Bill, in 1988.’  

2.3 WHO Definition: ‘There is a commonly held belief circulating that the World Health Organisation (WHO) categorises CFS/ME under both neurology (i.e. disorders of the nervous system) and Neurasthenia (mental and behavioural disorders or other neurotic disorders) Indeed this is reported in medical textbooks.  The group found this assertion to be incorrect.’

2.5.2 Oxford Definition: ‘However due to the general nature of this guideline it is possible that patients with a spectrum of fatigue symptoms who are unlikely to have authentic CFS/ME will be included in research.’  There is concern that the broad spectrum of patients who may be included in these criteria may lead to inaccurate results in patient studies of CFS/ME.’  

2.6 .2 The Canadian Clinical Definition: ‘The group found that these criteria were much more detailed, including many more symptoms of CFS/ME compared with the Oxford Criteria. Their exclusions are useful as they begin to extrapolate an idea of CFS/ME separate from other related or similar illnesses.’ Also included within the report were four pages taken from the Guidelines detailing the core signs and symptoms to look for to aid diagnostic procedure.

4.4 Graded Exercise therapy: ‘Dr Vance Spence directed us towards the 25% ME groups findings that only 5% of their members found GET helpful and 95% found it unhelpful.’ ‘Given the evidence from patients and Dr White the group is concerned that the NICE guidelines are recommending these treatments without caveats.’

7.3 The Immediate Future: ‘This group believes that the MRC should be more open minded in their evaluation of proposals for biomedical research into CFS/ME and that, in order to overcome the perception of bias in their decisions, they should assign at least an equivalent amount of funding (11million) to biomedical research as they have done to psychosocial research. It can no longer be left in a state of flux and these patients or potential patients should expect a resolution of the problems which only an intense research programme can help resolve. It is an illness whose time has certainly come.’

Examples of concern:

2.4 ME in Teenagers and Children: ‘It has been thought that children could not suffer from CFS but the group accepts that CFS/ME is prevalent amongst teenagers and possibly in children. However, it is very unlikely to occur in infants and young children and so should not be confused with Munchausen by Proxy for example.’ 

This paragraph is both vague and potentially dangerous. At a guess it would appear that what is being said is that care workers should look for CFS/ME symptoms in children and teenagers, but below that age attention should focus on the mental health of parents. Yet parents are constantly advised that it is ok to be over protective. Take your child to your GP or hospital if you suspect something is wrong. Be insistent don't take no for an answer. They could not confidently do that now given the recommendations within this report.  

3.2 Other Evidence we received: ‘Professor Wessely is considered by many to be a leading expert on treating CFS/ME and the treatment centres set up by the NHS have been to his model. Many patient groups oppose these treatments because, although they are founded on the positive results of clinical trials, they are psychologically based’ 

It is not clear whether the group as a whole concur that Professor Wessely is a leading expert or not. The sentence does suggest they do, and that they also feel that the ME community is opposed to Professor Wessely’s approach merely because they are psychologically based. The simple truth is even though the positive results claimed, have resulted from clinical trials, it does not alter the reality that suffers are the ones best placed to give an opinion on their effectiveness, and after having participated, they have found that they have not worked, and even caused a further deterioration in their health, often to the point that they cannot re-attain a plateau of health they were at prior to participation. Attention has to be directed towards criticism of inclusion criteria. 

‘Wessely gave up the research side of his work possibly due to extreme harassment he received from a small fringe section of the ME community.’ It further states: ‘There is conflicting evidence available regarding Wessely’s true opinions.’ The group invited Wessely to speak at an oral hearing; however, he declined the offer and sent his colleagues Dr Trudie Chalder and Dr Anthony Cleare. ‘

It is not clear what form of (or if at all) alleged harassment has taken place, or whether that harassment was in reality extreme, or just a reflection of the frustration some sufferers feel towards psychiatry’s incorrect involvement in a neurological illness, and also the fact that it is the chief beneficiary of all government research funding. It could also be argued that high profile people have to accept certain aspects good and bad go with the territory. Its mention appears to be used to create a poor impression of ME sufferers, which is ironic, given the groups stated terms of reference. Its inclusion has thankfully backfired badly and is, instead suggestive that the some members of the group believe readers of the report will possess a certain amount of gullibility. Why would they allow such unvalidated, speculative and silly comments to be included otherwise? Especially taking into consideration: 1) They are aware that Professor Wessely is someone who is called upon to give advice on the military. A group of people who often called to serve in extremely volatile places through out the world and are acutely more aware than most of what extreme harassment really is, and the various forms it can take. 2) That there are also many people up and down the country that have no choice, (because of the nature of their work) but to deal with different types of harassment on a daily basis. My wife (all five foot of her) works as a floor manager at one of the new Labour introduced Job Centre plus offices and considers it a good day if she and her colleagues only have to deal with harassment from the public, instead of also having to deal with violence. I doubt Parliamentarians would be as sympathetic if the majority of the UK populace decided they would no longer deal with the areas of their work in which harassment may possibly arise. Whatever the agenda may have been regarding certain members, the group, as a whole should never have included these comments. Two of Professor Wessely’s colleagues did attend the hearing and they should have been more than able to reasonably ascertain from them what his true opinions really are, and the reason/s as to why he gave up ME research. Sadly it was an ideal opportunity missed. 

4.3 Cognitive Behavioural Therapy: ‘The most effective psychological therapy, which has been shown as such in controlled clinical trials, is Cognitive Behavioural Therapy (CBT). This treatment has shown to be effective in patients with many long-term illnesses for example cancer. Professor Chalder’s Presented to the group on this treatment. Professor Chalder’s results were impressive. This treatment certainly has a role to play in treating CFS/ME.  Although in other illnesses this treatment is provided as an adjunct to treatment for the organic illness.’ 

It is strange that the group did not produce a more tempered statement on the usefulness of CBT, even if it meant further re-examining the evidence. It could not have evaded their attention as to why CBT is considered and promoted to have more than an adjunctive role for ME. Especially given the available evidence that must have been sent to the group from its critics; most of whom I should imagine are by now having read the report more than a little incredulous at the statement further into the same paragraph which states: 

‘Professor Chalder’s suggested that CBT has a biological effect on the body. The group would like to see further research into what this effect is as it may open avenues of investigation into biomedical causes.’

5.1 Treatment Centres: ‘The group is extremely pleased with the advent of these centres and we hope they will be maintained and indeed rolled out.  It then further states: ‘The existing treatment centres would be ideal places to undertake or initiate large sale epidemiological research studies of the type the group feel are vital in this field. Providing they were conducted according to an acceptable criteria.’ 

This paragraph excuses and gives the impression that the group believe the government may have been a little naive in not realising that they could utilised the centres in this way. Sufferers have condemned these centres as useless and consistently raised concern with MP’s that part of the reason for this, is that the correct criteria and epidemiological study were not put in place from the outset of these clinics.

7.1The groups Response: ‘The group was very interested in the international evidence submitted and concerned as to why this evidence has not been seriously examined in the UK. The group calls for a further Inquiry into the scientific evidence for ME CFS by the appropriately qualified professionals. This Inquiry should be commissioned by the government undertaken by an independent panel of scientific and medical experts.’ The group recognises that fatigue may have many causes, indeed chronic fatigue may also be symptom of other illnesses. As such, it may react well to psychological treatments however, severe cases of CFS/ME do not respond so well to psychological treatment and this must be investigated further.’ 

Given that this group was formed out of alleged concern, and that was a reason why they viewed the international evidence, it would have been expected that by the time of writing this report, they would be expressing more than concern at the fact that the international evidence has been seriously overlooked, and therefore produced an accurate critical analysis of it, instead of calling on others to do something they appear not to have been prepared to do.

‘There is a great deal of frustration amongst the CFS/ME community that the progress made in the last 1980’s and early 1990’s towards regarding CFS/ME as a physical illness has been marginalised by the psychological school of thought. It is clear that the CFS/ME community is extremely hostile to the psychiatrists involved.’

 It should also be clear to Parliamentarians that that they bear a great proportion of responsibility for that hostility. It is after all peoples lives that are being wrecked by this dreadful condition, and as sufferers have rightly recognised that psychiatry does not offer them anything, they have every right to be hostile towards treatments they feel are dangerous to their already severely compromised well being, just as cancer sufferers would be if they were offered CBT instead of radiotherapy. MP’s have failed in their responsibility throughout the last two decades. Sufferers have continually contacted them over that time period with their concerns, and found that even if they have taken their concerns seriously they have not been prepared to do anything constructive.

‘The group does not intend to criticise the motivations or actions of any one group our aim is to build consensus from this point forward.  Indeed the group wishes to avoid being distracted by debates centring on semantics in this difficult and contentious field’ 

There would seem little point in the existence of this parliamentary group if it is not prepared to criticise, and even less point if it genuinely believes a consensus can be built between those who are supportive of a Biopsychosocial model for ME, and those who rightly follow the Biomedical model.

Overall conclusion is that the report whilst it does contain some good points there are however, parts of it which are at best sloppy and at worst extremely damaging and dangerous to ME patients. It is quite clear the bar needs to be raised if influential people are to be persuaded of the validity of our grievances. Prejudices and general lack of knowledge have, along with unsubstantiated opinions and speculation been mixed together with facts. It is appreciated and welcomed that Parliamentarians are taking an interest in the plight of sufferers but that appreciation and gratitude, is not permission for them to take such a laxed approach. I doubt Parliamentarians would have considered it acceptable had they produced a similar standard report concerning AIDS, MS or Cancer? If this group is serious about representing ME sufferers it is clearly not instilling confidence. The fact that there are areas that are extremely poor raises the question as to why it is that a group of Parliamentarians weren’t astute enough to realise the absurdity and potential dangers of allowing them to be included. It is quite clear the group’s membership may need to be examined if it cannot function in the best interest of its stated aims. Especially as sections within the report are suggestive of the fact that there may be certain members who view themselves as somewhat superior and detached from the society the are paid to represent, and further believe others of their choice, should not be subjected to the same pressures as everyone else. My opinion is that any impetus that could have been gained, had they just produced a first-class report along with a robust plan of action, may now have already been lost. Time, however, will be the ultimate judge. In the meantime the sad reality is that the excellent research undertaken by Myalgic Encephalomyelitis Research UK and the Chronic Fatigue Syndrome Research Foundation (which is solely supported from charitable donations) still desperately struggles for funding despite having previously approached the MRC.
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