
RiME - Campaigning for Research into Myalgic Encephalomyelitis

Letter for MPs re. NHS ‘CFS/ME’ Clinics

If you would prefer to see public money spent on biomedical ME research as opposed to the NHS ‘CFS/ME’ Clinics, then why not write to your MP? RiME is sending the letter below to members of the APPG on ME. Feel free to use it, if you want assistance. It can be used either as a guide or as it is. If the latter, it should run off on a single sheet of A4.

Following the letter is a collation of material in which ME Groups and individuals express their opposition and concerns re. the clinics. If you want to use it, it should run off on two sides of A4.

“You can fool all of the people some of the time... some of the people all of the time...but you can’t fool all of the people all of the time” - Winston Churchill

Dear

You may have recently been sent a flier requesting your support in trying to stop the closure of the new ‘Chronic Fatigue Syndrome/ME’ Centres. I ask you to consider (if you have been sent this propaganda) whether you are being fooled into believing these  ‘fatigue units’ are really addressing the needs of  patients with Myalgic Encephalomyelitis (ME). ME is defined by the World Health Organisation as a neurological illness and is accurately described by the Canadian Criteria (see http://www.erythos.com/RiME Newsletter 7 Spring 2006);  yet, it is being both deliberately and cleverly confused by the Govt with a whole range of conditions. Without proper investigation, people with ME are being funnelled with others into ‘CFS/ME’ centres which offer psychiatric/psychological models of treatment. Not only are these ‘mental rehab units’ unhelpful to people with ME, some of the treatments they offer have the potential to make their condition worse.

ME patients concerns are well documented - see RiME Website, Ibid, Letters section - Jan. - June 2006 and Sept. 2006; also Newsletters 6 + 7. One of the letters Sept. 2006 says: ‘Running a clinic using a purely or predominantly psychosocial approach for people with a neurological illness is wholly unacceptable and no other group of neurologically ill people would put up with it. The treatments offered at these clinics are based on... flawed research, and if ME patients as opposed to fatigued/depressed/burnt out patients were listened  to, then it would be clear that these ‘treatments’ are  ineffective at best, and more worryingly have been  reported to be harmful... I would advocate the closure of the clinics with the funding being directed towards good quality biomedical research.... ‘

In short, the NHS Clinics as far as ME is concerned are a waste of public money. They were introduced without the approval or consultation of (1) a body of genuine ME experts (2) the vast majority of ME patients. They have nothing to offer re. finding out what causes and perpetuates a chronic neuro-immune-endocrine-vascular disease. Effective treatment for ME can only come about through proper research. A recent study estimates ME is costing the country £6.4B pa. It is both irresponsible and shameful that the Govt is not funding ME research so patients have the chance to recover and take up/resume a useful role in society. Accordingly, would you please write to the Secretary of State for Health and ask that (1) funding for the ‘CFS/ME’ clinics ceases (2) the money be redirected into ME biomedical research.

Info. collated by RiME re. NHS ‘CFS/ME’ Clinics

Maidstone Newsletter Feb. 2006 - ‘Saying No can be Positive’:

‘Saying No Can Be Positive’ by CA is a paper.. designed to support ME sufferers who choose not to attend the.. Chronic fatigue clinics... across the country. These clinics have been based upon the 2002 CMO’s report which did not acknowledge ME an organic condition... The treatments offered by the clinics are predominantly psychological therapies. The paper may also support ME patients who refuse to participate in the psychologically based PACE + FINE Trials set up by the MRC. Bed and housebound sufferers who are advised to have these therapies via domiciliary visits may.. find it helpful.

Kent:

The NHS clinics that are currently being set up, with the blessing of the former Chair of the APPG on ME, will not be admitting people who fit the Canadian definition of neurological ME (enclosed) but with a range of illnesses and conditions, some of which might respond to GE and CBT regimes.  In Kent, ME patients are being referred to CBT clinics. I condemn this type of treatment, as does everyone else I know in Kent, and I am personally leading a delegation of the 25% ME Group against it. It is disingenuous of the Government to hail these clinics as centres for the treatment of ME when clearly they have nothing to offer the sufferers of this condition...

Sussex:

... my daughter has been chronically affected with ME and bed-ridden for fourteen years now. These new clinics have nothing to offer people like her.  We would much prefer that public money was spent on biomedical research into ME ...

Chair of Winchester and Eastleigh ME Group:

...I endorse everything Sue (IiME condemned the Southampton Clinic - ed.) has said. What makes me laugh is that to our face they call this the ME/CFS Clinic when in reality it’s the Hants and IOW Chronic Fatigue Service.... We are meant to be reassured by the fact that the Southampton Clinic is modelled on the Wareham Clinic in Dorset. From correspondence I’ve received from PWME who’ve attended the Wareham Clinic, I’m not reassured at all, as Wareham seems to show a strong psychiatric bias of its own. One ME patient at Wareham was told she was having treatment based on physical strategies for dealing with ME; they then wrote to her GP saying treatment was focused on ‘identifying and challenging negative thought processes that could have hindered her recovery... ‘ What PWME primarily want is proper research into their condition...

Devon:

.... These local Groups are infuriating. Welcoming the set-up of these CBT/GET ME clinics as a ‘huge breakthrough’ and advising everyone to fight to get a place in them stating that it doesn’t matter that they’re run by psychiatrists and only offer CBT/GET as, hoorah, hoorah, ‘they’re doing something for us as last!’ Every time I read or hear them I think to myself ‘* !! @ ***!’ How can so many human beings be so ****** stupid?! Beggars belief....

London:

... the CNCC will be PW’s clinic at Barts. ME is treated there as primarily as a psychological problem.. and patients offered GE programs... I don’t understand why W was invited to address the x Group in North London. When asked its co-ordinator, apparently, said something about ‘choice’ - more GE, CBT... choice?? The co-ordinator also said something, apparently, about anything being better than nothing. I couldn’t disagree more. Evidence eg articles from the Network MESH show the harm done to ME patients... overall, these clinics will work to the disadvantage of ME patients.

Surrey:

... enclosed letters to Edward Davey, Ian Gibson, Anne Milton, Julie Morgan MPs

... In May you asked the Secretary of State for Health a question about the new NHS ‘CFS/ME’ centres which are being developed in England. The nearest one to me is at Sutton. The job description for the CFS Service at Sutton Hospital (one of the 12 NHS CFS/ME Centres) appeared on AfME’s website, last year .... (see www.erythos.com/RiME Spring 2005 Newsletter for précis).

Do you really think that the above service will help people with the neurological illness Myalgic Encephalomyelitis (ME), and that it is worth saving? Do you not think that ME might be being confused with something else? One wonders if politicians are paying sufficient attention to the crucial issue of nomenclature.

I believe it to be in the best interests of people with ME that funding for the mental rehab clinic at Sutton does run out. And I might well write to the authorities, there, telling them so.

If you want to help people with ME , could I suggest that your next PQ is about why the Govt is not researching the underlying physical causes of ME: in particular, why the Health Dept’s Research and Devt Fund is not being used for that purpose. Effective treatment for people with ME will only come with good bio-medical research...

Dr S Myhill, Shrops Newsletter Feb. 2006:

... it is impossible for me to continue in a clinical role with Shropshire Enablement Team in their new venture offering services for patients with CFS. The fundamental problem is that I have not been given the clinical freedoms that I need in order to he able to treat patients effectively.

Not only do I not have any prescribing rights, but the clinical tests which I would like done have been refused funding. Furthermore, many of the very standard and very successful interventions that I routinely recommend for patients I am not allowed to recommend to GPs.

So, for example, a very standard work up for any patient with CFS would include tests for mitochondrial function, hormone studies, together with recommendations for nutritional supplements (many of which are on NHS prescription), B12 and magnesium injections, desensitisation treatments and so on. But none of these am I allowed to implement, nor even recommend to GPs. This has made it extremely frustrating for both me and for patients, because I can tell them exactly the interventions they need to put in place, but I do not have the power to do them. Worse than that, when patients ask me how they can go about putting these things in place themselves, I am not even allowed to tell them that because this would result in a conflict between my NHS practice and my private practice...

Chair of Birmingham Solihull Group:

“The members wish to express their deep concern that the patients’ rep’s...  are clearly being excluded form any meaningful dialogue in the development of the new services for ME/CFS at the B’ham and WM CNCC and the S B’ham LMDT. Assurances were given that, although the B’ham + Solihull Mental Health trust was chosen to ‘site’ the bid, the new ME/CFS services would operate independently from the psychiatric service. This is not the case....  Accordingly Solihull and S B’ham Support group have advised their patient rep’s to disengage from any further participation... “

Leics:

... I don’t think the East Midlands CNCC will help people with neurological ICD ME. It will be same old, same old... I hope the funding does run out; it could be better spent elsewhere.

One person to do with the local Group has said, apparently, re. local clinics, ‘but people need to go somewhere to be diagnosed’. Diagnosed with what exactly?...

The issue is black and white - we want proper research into ME, not more GE,CBT....

Manchester:

... everything about the Manchester CNCC suggests a stitch-up. The leading figure in the process is a psychiatrist Dr L. He appears to promote a psychosocial model of ME which fits in nicely with govt guidelines. Once again ME patients, those who suffer 24/7, are neglected and sidelined. Well done to the new Manchester Group for challenging what is happening here ...

Yorks:

... I will be delighted if the money for the Leeds mental rehab clinic runs out. And I hope the same happens around the country. They are death-traps for people with ME.. PWME who have attended have got worse....
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