Invest in M.E.
 

Dear Friend,
 

We are writing to you to voice our growing concern over the imminent 
arrival of the new "M.E. Clinic" in Hampshire.
You may be wondering why anyone should be unhappy, given the total lack of resources devoted to M.E. sufferers up to now.  Well, let's begin with the lack of research funding for discovering the incidence of M.E. in Hampshire and the UK, the causes of M.E. and subsequent possible treatment.
There are a few respected medical researchers doing studies into the causes of M.E., who are reliant on M.E. patients sending donations from their benefits and private resources, to allow the important research to continue.  These scientists are routinely turned down for research grants whilst "research" into what, at best, can only be described as palliative care, is generously funded.
The majority of people on the MRC Steering Committee have an inherent psychiatric bias and it is hard to imagine that there is no bias against non-psychological based research.
The "Pacing, Activity and CBT: A Randomised Evaluation" (PACE) and the "Fatigue Intervention by Nurses Evaluation" (FINE) trials are both psychological/psychiatrically-led trials involving Graded Exercise Treatment (GET) and Cognitive Behaviour Therapy (CBT) which apply specifically to M.E.  These are potentially harmful to anyone with classical neurological M.E., as defined by the Canadian Criteria, since forced exercise can exacerbate cardiovascular problems.  Bio-medical research grants have not been awarded whilst the psychiatric-based interventions have had government funding to the amount of £8.5 million for establishing NHS Regional Clinics and £2.6 million for the PACE and FINE trials.
So what does this have to do with the Clinic, apart from the waste of money which, in our opinion, could have been more usefully spent?
The job specifications for clinics, in other parts of the country, have included the following to explain how an M.E. sufferer may present:
· CFS patients are said to exhibit "perpetuating illness behaviour";
· Therapists will be required to modify patients? "predisposing personality style";
· CFS patients have "complex psychological problems" and "experience barriers to understanding";
· There can be "significant barriers to accepting the changes needed in behaviour, which have to be overcome in therapy";
· Therapists can be required to work frequently in an emotive and demanding environment and patients may be "verbally aggressive";
· "Medical intervention is no longer appropriate"; the aim of therapy is to "reduce healthcare usage";
· The service is extended to patients who have mental health problems; and,
· The post-holder is expected to "implement a range of psychological interventions with individuals, couples and families" and to work with other members of the multi-disciplinary team to "raise awareness of the approach adopted by the new centres to GPs and other local service providers".
When the job advert for an Occupational Therapist for the Hampshire Clinic appeared, it was one of the last and lessons had been learned; it was very bland.  The training and ethos, however, will be standardised across the country.  This was not denied by the clinical Network Co-ordinator at a meeting we attended in early July 2005.  Do you really want to be "treated" by a clinic offering management techniques of a psychological nature, which could be potentially harmful?  If you do, and you don't get better, will you be labelled, as some patients have been, as having "faulty illness beliefs"?  This would possibly be a clinical opinion by an OT (not a clinician) which can never be removed from your medical records.
This clinic is operated by the Hampshire Partnership NHS Trust which deals solely with the "needs and preferences of people with mental health problems ... in most areas of Hampshire."  The service is being overseen by a psychiatrist, 
Professor Peveler, whose main interest is "in the application of behavioural science to the management of chronic health problems."  The service is based in a Mental Health Service building where other "clients" include Offenders, Troubled Teenagers and Drug Needle Exchangers.  Your GP will have received notice of the new M.E. clinic on notepaper with the Mental Health Trust logo.  What will this do to reinforce some GPs belief that M.E. is a psychiatric disorder?
The lady we met with said that the terminology M.E. or CSF was not important and that they mainly used the Fukuda Criteria.  M.E. is a serious neurological illness as classified by the World Health Organisation.  We want the DoH to collate the national statistics relating to sufferers of M.E., using the Neurological Canadian Guidelines, which are currently the best available, and include severely affected housebound M.E. patients.  This would provide a starting point in the collection and analysis of epidemiology data.  Well documented evidence of outbreaks of M.E. goes back to the 1930s.  The CFS (Fukuda) definition was developed for research purposes and has been proven to be inadequate for clinical purposes.  The ever-broadening definition of CFS selects a mixed patient population and the focus on fatigue makes it difficult to distinguish the pathological fatigue of Myalgic Encephalomyelitis from ordinary fatigue or other fatiguing conditions.  "Treatment" is based on CBT/Pacing.  As CBT has been found to be harmful to most people with "classic" M.E. and there is no money available for outreach work, we can see no benefit for M.E. sufferers, and possibly lots of harm.
We have to ask whether this ties-in nicely with Mr Blunkett's aim to get claimants off incapacity benefits.  The week after the General Election he made a "Pathways to Work" speech, backed up by Tony Blair on the 15th June, in which they praised CBT and said that anyone who complies with treatment has nothing to fear with regard to benefits!
This clinic is a smokescreen to hide the lack of research and treatment for M.E.  It bases its work on the Fukuda criteria which is not specific and includes many fatigue states whilst not distinguishing "classic" M.E.  CBT may help some people who are merely fatigued but it can be positively harmful to people with Myalgic Encephalomyelitis.
We want an unambiguous statement that the Government acknowledges the World Health Organisation (WHO) classification of Myalgic Encephalomyelitis (ICD-10-G93.3) as an organic (physical) illness.  The WHO is unequivocal; and we think that it is not unreasonable that the Department of Health and our local Primary Care Trusts and Health Authorities in Hampshire should concur.  We understand that responses from the DoH to previous questions of this type have been obfuscated to avoid distinction between the Neurological (G93.3) and the Psychological (F48) definitions within the ICD.
Hampshire Friends with M.E. (HFwME) have worked hard to try to establish a clinic and their agreement was necessary before the funding was released.  Since then, however, they seem not to have been kept fully informed of the clinic's remit or agenda. 
No criticism is intended of HFwME because all the committee members are ill and are volunteers with the best of intentions, trying to help fellow sufferers.  Our proposal, however, is that HFwME should withdraw support from the clinic in this form  and should not help in perpetuating the myth, so firmly established by a group of influential psychiatrists, that M.E./CFS is a somatoform disorder. We would urge you to boycott this clinic and approach the committee of HFwME to represent your views.
We would have no problem with the Mental Health Team setting up an illness management service for people suffering unexplained fatigue - but to call this an M.E. Clinic would be disingenuous, to say the least.
For more information please contact:
Kathleen McCall
Sue Waddle
