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“Please take this illness seriously.  Thousands of people are affected. It ruins lives, it’s ruined mine.  I used to be a happy, very active, young person with a good job and a great social life – I am now housebound (back living with my parents), with a painful debilitating condition which affects every part of my life.  More money has to go into researching this very physical condition to find a cure or if not an effective treatment.”

25% Group Member.


“In making its recommendations the Report serves the needs of the poor, sick, disadvantaged and marginalised. It has also exposed so much that can only be viewed as calculated deception or gross incompetence within the medical, scientific, commercial, and political establishments. There is much that needs urgent follow-up.”

Professor Malcolm Hooper (2006)

 
The Gibson Report is the best Report on CFS/ME to appear since the National Task Force Report in 1994; it should be acknowledged as such and its many strengths should be recognised and utilised.

Margaret William's (2006)

The 25% Group’s submission to the Gibson Inquiry  (2005) “presented shocking evidence of abuse at the hands of the psychiatric lobby. Our members have reported being locked in secure psychiatric wards or AIDS units and their lack of response to “treatment”  being taken as an indication of their misguided thinking“.


One member stated: “ This will be revealed as one of the biggest medical scandals in history.” 

In our submission to the Inquiry, 25% Group members asked for the following:-

Funding for physical research

People with WHO-defined  ME to be separated from those suffering from Chronic fatigue.

An epidemiological study

Appropriate diagnostic criteria

Correct treatment

To “sincerely and proactively promote the truth that severe ME/CFS is a profoundly disabling condition affecting multiple systems of the body and that people who have the condition are Not malingering; Not just tired; Not just not trying hard enough, and urgently require adequate and appropriate support.”


The Report’s conclusions broadly echo the call of the 25% Severe ME Group.  Here is an opportunity for change.  It must be grasped.

The Report needs to be read with awareness and insight.  It is important to emphasise that the Gibson Report is written in the scientific style of reporting information, with observation and conclusion, based “on the available evidence” (1.2).


Every comment needs to be seen in context of the Report’s overarching concerns:-

The condition does not currently have a name, or suitable diagnostic criteria that reflects its pathology (1.1)
For the severely affected  the current regime of symptomatic and psychosocial treatments are not satisfactory. (1.1),
The intention is to highlight the ongoing struggle of the ME community and to make the voice of the patient heard.  (1.2)
It is vital that much more research is conducted into causes and treatment (1.5:7)

None of these assertions lend any support to the prevailing psychiatric paradigm; which is exposed and found wanting.


The report’s contents can be broken down into three powerful campaign platforms:

Massive investment into and commissioning of  biomedical research projects.

The Group is particularly concerned that key recommendations of the CMO’s Report (2002) have been ignored, that NICE does not mention the possibility of organic causes, and that the Medical Research Council (MRC) has not funded any major biomedical research, and should do more to encourage applications for this (5.2) 

Since April 2003 the MRC has turned down 10 biomedical applications (5.2) and advocated concentrating research effort on case management and interventions rather than causes, pathogenesis or means of confirming the diagnosis (5.2)

The Group believes that more research into potential causes might lead to better diagnostic tests. (1.4) This is vital in order to ensure that people are treated appropriately.

The Oxford criteria focus very little on symptoms, are too inclusive of other fatigue conditions, and are out of date (2.5.2).

Despite the fact that Parliament has recognised ME as a physical illness since 1988 (2.2), there has been a clear historical bias towards research into the psychosocial explanations of ME (2.2), with ME currently listed, wrongly, in leading medical textbooks under the psychology section (2.5).

ME has innumerable potential causes, but not enough research has been done in order to verify any one cause.  (The great disappointment of Gibson’s Report is that there is not yet enough research evidence to validate the biomedical findings fully, which is no wonder with virtually no research money being allocated. Scientific research needs to be comprehensive and repeatable, with clear criteria in order to make any findings helpful to the ME community. Gibson is apparently backing the Canadian definition and the biomedical approach, but cannot do more because of current limited evidence.)

Alongside research into causes it is just as important to research potential new therapies (4.0)

CBT, GET, Pacing are recognised as potential symptomatic treatments and not cures, GET in particular is recognised as potentially dangerous (4.6) and evidence from the 25% Group is used to show this.

The group supports the new ME/CFS treatment centres currently under development stating that they would be ideal places to undertake large-scale epidemiological research, however they may need to change their focus and their treatment (5.0).

2.
The establishment of an independent panel made up of virologists, immunologists, biochemists, endocrinologists, geneticists to review the international and UK biomedical evidence to identify areas for further research. (3.0 and 7.0)
Specifically this “panel should exclude psychiatrists and psychologists and be independent of the existing CFS/ME debate.” (Dr Gibson’s letter to the Chief Medical Officer)

3.
The highly unsatisfactory NICE and DWP guidelines on CFS/ME
There is a blatant conflict of interests with numerous advisors to the DWP having consultancy roles in medical insurance companies. There should be a full investigation of this by the appropriate standards body (6.3).

NICE must urge research into causation, therapeutic interventions and models of care (5.0).

At present ME / CFS is defined as a psychosocial illness by the DWP and medical insurance companies, which could be in both their financial interests (6.0).  Not one representative who appeared at the Oral hearings proposed that ME/CFS was entirely psychosocial (7.2.3). Yet this is the only “treatment" on offer. The need to offer appropriate treatment is urgent, as one of our members commented in the 25% Group’s Submission to the Inquiry: “To go through so much and to have so little understanding or even sympathy is really indescribable. My nightmare is far from over. I would gladly have chosen death, and may yet have to. I do not suffer from clinical depression, nor have I ever. I was a happy, social young woman, (working as a nurse) when I first became ill. My life has been ruined now beyond repair.”

The group feels that ME sufferers should be offered high rate DLA and that the sooner there is a biomedical model of assessment for this illness the better (6.1).

At the moment patients are at a major disadvantage because of the controversy surrounding the cause of their illness and suggestion that it might be psychosomatic (6.2). This means that ME sufferers have to live with the double burden of fighting for their health and their benefits (6.2) and the new benefits policy may still be discriminatory (6.3). This must be addressed and put right.

The Challenge

“The challenge facing us is to learn to perceive and ride the waves of change or else risk sinking in an over-populated pool of confused, dispirited and frantic  people.” Greg Crowhurst (1993)

The Report does not just ask for more funding, it clearly exposes why, it shows the danger of not having a clearly identifiable disease entity, it exposes how easily the ME illness can be confused with other illnesses without tighter criteria and it exposes the DWP, the MRC and NICE.

Parts of the report are controversial, especially the  assertion that “ME is very unlikely to occur in infants and young children” (2.4) and the seeming legitimacy given to the unproved construct of MSBP (F11) -       Munchausen Syndrome By Proxy.

As we emphasised at the beginning though, Gibson’s  Report is a review of scientific evidence, not a debate. It can only concern itself with the evidence that is presented to it and evaluate that evidence from an objective, scientific perspective.


Unfortunately, “the positive aspects of the Report have been criticised and the reviewers have been verbally abused, often forcefully.” (William's 2006). It is extremely important not to let criticism of the report deflect from this, the best chance of some change the ME community has had for many years.


Conclusion

The three potential campaign platforms indicated in this Report:-

· lobbying the MRC to fund  biomedical research,

· advocating for the establishment of a medical review panel, that specifically excludes psychiatrists and   psychologists,

· tackling NICE and the DWP head-on,  by calling for a Standard’s Body investigation of the DWP and urging NICE to recommend research into causation, therapeutic interventions and models of care, offer enormous potential to meet the expectations and demand of members  that  services are moved away from the inappropriate involvement of the  psychiatric lobby, and for  proper treatment and even a cure. 

They must be realised.

