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There is no need for RiME to make a detailed statement re. the policy of the All Party Parliamentary Group on ME (APPG). Excerpts from some of the letters below reflect fairly accurately what people around the country feel the APPG should be doing....

But I would make a comment on its actions, strategically. Soon after the Group was set up its Chair Tony Wright said ‘it is the aim of the APPG to raise awareness of ME... and to lobby ministers... ‘ (Sept. 1999). Well, the

‘lobbying’ aspect of Mr Wright’s pledge appears to have got lost somewhere along the way. Mr Wright is now saying ‘.... The Group was.. formed in Parliament to raise awareness of ME and the problems of ME sufferers.... ‘ (standard letter 9/12/04).

Is awareness enough?

If the APPG is currently just about awareness, is it the right kind of awareness? Many with ME say no. They don’t believe that current Govt policy which revolves essentially around the CMO/MRC processes (and is supported by the APPG Chair) with their emphases on Graded Exercise/Cognitive Behavioural Therapy... to be in their interests and don’t want this impression conveyed to MPs/Lords. And they don’t want politicians to only be made aware of one line of thinking (misleading as it is).

Since Labour has been in power (1) there has not been a national epidemiological study into ME (2) the Govt has not put a single penny into researching the underlying physical causes of ME. And there is no sign that Govt policy will change.

If you are thinking of writing to your MP about the need for research into the epidemiology/physical causes of ME, we would suggest you ask that your points are directed to the officials running the APPG (Tony Wright, Andrew Stunell, Steve McCabe, David Amess MPs), and that they are not passed on to a Health Minister; the latter would most probably elicit a useless pro forma response detailing what the Govt is doing re. the NHS Centres, PACE and FINE...

It would help, of course, if more MPs stood up to be counted and represented their constituents’ interests - showing an ability to think objectively and act compassionately and not be swayed by party politics.

Selected letters Jan - June 2005

Ref. 355 LW Hants

... I had just turned 12 when I first started to feel ill. For months I assumed it was a succession of bugs and viruses, possibly Glandular Fever, but blood tests were inconclusive on that score. When we realised that I wasn’t shaking it off, we returned to our GP who referred us to a paediatrician. In retrospect this was a big mistake. Isn’t it shocking that when ill, going to a doctor could be the worst thing you do?

After a brief physical examination I was declared physically perfectly healthy and told that all my problems were to do with stress and pressure placed upon me by my parents, the school and myself... the only way for me to return to normal was to apply pressure and force me to school...

Following her advice I struggled into school... but got worse and worse. After seeing her one more time, we were given a leaflet on ME by my school nurse. I had never heard of it before, yet the leaflet described perfectly everything I was feeling... My father contacted the charity that produced the leaflet to find out more, they gave us the name of a specialist paediatrician...

Upon entering the room the specialist looked us up and down and said “Let me guess-white, middleclass, only child, pushy parents?” He’d heard our story many times before... Upon a full history and listing of symptoms he gave me a diagnosis of ‘classic’ ME. His advice was to pace and know my limits. I could recover soon, or it could take longer, there was no way to know.

That was 6 years ago, I’m still ill, and a lot worse than I was then. I gradually had to cut back on school to the point where I couldn’t go in anymore. I had home tutors, which we had to fight the LEA for. The tutors came for a few hours a week, as I couldn’t manage much. Over 4 years I managed to complete 5 GCSEs all A-A* grade... but it was a struggle to get what I should have been given.

Over the years we have spent thousands of pounds and travelled hundreds of miles in the search of something that would help. The specialist paediatrician I saw was at the other end of the country and I travelled to Hertfordshire to see a homeopath and then a Chinese herbalist on strong recommendations. I’ve seen numerous people practicing various alternative therapies, from the scientifically based to the wacky, from doctors’ offices to peoples’ front rooms. I’ve had injections, potions, herbal drinks and pills. Nothing has helped. The best was a doctor in Southampton who did numerous blood tests (all privately and at great cost) and was able to tell me that my magnesium, zinc and vitamin B levels were very low, something which despite many blood tests the NHS had never told me.

The Health Dept says ME is a real illness that requires further biological study, yet the recommended ‘treatment’ is CBT, an acknowledged treatment for psychological conditions, and even Graded Exercise which has been shown to be detrimental in trials and in the personal experiences of people with ME. The government has set aside £20 per person with ME for ‘ME centres’ where these ‘inappropriate’ therapies are given. These centres are recruiting staff with adverts that speak of mental and emotional problems of patients, yet lack any mention of physical problems. Someone in the health service with ME themselves has said hat if these job descriptions had been in relation to other illness there would have been uproar against the ignoring of all physical conditions and the incredible inclusion of mental and emotional problems not only by the patients and their families. He had never seen job advertisements like this before.

The only answer that has been given, when these centres have been questioned and when the inconvenient fact is pointed out that these therapies are not a cure, is that, “Well no they’re not, but they show you how to cope and change how you see yourself and situation so you can get better.” - If you believe and try hard enough they’ll work, and if they don’t it’s because you have ‘illness beliefs’ and don’t want to recover. Nice huh? ...
Whatever the consequences, I have no intention of attending one of these centres - I want research and a cure for ME, not a stop-gap and potentially harmful management measure.

Ref. 358 XY Manchester

....We were virtually ‘Wessely School’ free around here until now. However, a psychiatrist unknown to us has come from nowhere and been made head of the new ‘ME/CFS’ service. This clinical champion has all the power.  The main ME and CFS NHS specialist for the last 10 years, the person seen by many as the ‘North West expert’, ... has been made impotent.... why should we have to subject ourselves to being treated at these centres as if our illness has a psychological cause? I fear for the welfare of all ME and CFS patients who are to be sent to these

centres. Sufferers tell me that being told during CBT sessions they have a ‘fear of activity’ and ‘motivation problems’ is making them worse....

I have just found out that if you are one of the 25% of sufferers who have severe ME in the Greater Manchester area then you get a personal domiciliary visit by clinical champion, Wessely School psychiatrist Dr Longson.

If I had severe ME I think that would just about finish me off...

Ref. 360 JK Lincs

I had this letter printed in Metro newspaper, Grimsby Telegraph...

Subject:  The Scandal of ME/CFS care in the UK

For about 10 years I have been a sufferer of ME/CFS, also known as Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome/ Acute Onset Post Viral Fatigue Syndrome/ ‘yuppie flu’ and others.

Although the condition has been around since before 1948, for some strange reason in the UK, government and the Health Service have been strangely reluctant to institute any research into this illness. In almost every other country around the world funding has been made available to research this illness, but not here.

Research abroad has established that it is a physical illness with associated depression, and that there are three distinct types, 1. Viral Induced 2. Chemical Induced 3. Viral/Chemical Induced. So why do our Health Minister and Government still insist it is primarily a psychiatric condition, and not a physical one?

In 2002 the DWP, and Health Department finally recognised the condition as an illness, but still adhered to the Psychiatric diagnosis rather than the physical diagnosis. The Psychiatric establishment receives funding from Pharmaceutical Companies, and readily dishes out anti-depressants to sufferers, with very little other help available.

The Representatives of ME sufferers at a recent All Party Parliamentary Group went along with the government, and agreed to the Health Minister ploughing taxpayers money wastefully into psychologically based clinics across the country, to ‘study’ sufferers and provide treatment for an illness, for which there is no recognised treatment.

A treatment involving CBT and graded exercise, which is damaging to sufferers of the illness... Why?

Ref. 364 JW Bucks

.... From 1989-94, as secretary to the Beds/Herts Group, whose membership averaged 450-500, I met many whose career had been suspended if not ended and lives ruined by the physical consequences of ME.

From (a) listening to the experiences of members of this group (b) professional experience (NHS physiotherapist)... © personal experience of ME, I am convinced of the potentially damaging effects of exercise and/or psycho-therapeutically based management of ME.

There is ample and irrefutable evidence... of the physical basis of ME; shamefully, little of this work has been done in the UK...

... I am disappointed in the way you handled my letter. Writing to Stephen Ladyman and returning his dismal pro-forma reply was sadly pointless. I and others in SW Herts are only too aware what the party in power is doing or should one say not doing re. ME.

Would you please (1) write back to Mr Ladyman, saying that people with ME in your constituency condemn what the govt is doing. I think the info. enclosed says it all re. the scientifically flawed CMO Report.

Re. the centres which are currently being set up, the nearest seems to be Peter White’s clinic at Barts in London. (I enclose one horror story of a patient who attended. Please ask Mr Ladyman if he deems the treatment... to be appropriate for people with ME. We also condemn the MRC initiatives - PACE and FINE (info.  enclosed).

(2) send the same message to Tony Wright MP and Andrew Stunell MP, Chair and Vice-Chair of the APPG on ME.

(3) please give me your own opinion.

Do you think it shameful that the British Govt lags behind the world in promoting and supporting research into the physical causes of ME, so these patients have a chance to recover and resume a useful position in society...

Ref. 366 RF Streatham, S London

Thank you for your letter dated 11/5/05.

You say in your letter that the All Party Parliamentary Group on ME (APPG) has a role to lobby. Well, it is not doing this - the reason why I am writing to you on this extremely important matter.

Its Chair, Tony Wright MP, has made it clear that the APPG is about awareness and not lobbying, ‘ .... The Group was.. formed in Parliament to raise awareness of ME and the problems of ME sufferers.... ‘ (standard letter 9/12/04).  Accepting that the APPG is currently about awareness, is it the right kind of awareness? Many with ME say no. They don’t believe the CMO/MRC processes with their emphases on Graded Exercise/Cognitive Behavioural Therapy/Pacing are in their interests and don’t want this impression conveyed to MPs/Lords. And they don’t want politicians to only be made aware of one line of thinking (misleading as it is).

Since Labour has been in power (1) there has not been a national epidemiological study into ME (2) the Govt has not put a single penny into researching the underlying physical causes of ME; instead money is being squandered on psychiatric models of treatment.

I ask you, again, please as our democratically elected representative to write to Mr Wright and ask why he has not been more active in calling for research into the physical causes of ME. He seems to use the independence of the MRC as an excuse for inaction.

Specifically: Why aren’t Mr Wright and the APPG lobbying the Health Dept to put ring-fenced money into researching the aetiology/pathogenesis of ME?

If I was to write to him, direct, he would probably hide behind parliamentary protocol.

Could you please put this question, too, to the Vice-Chair of the Group - Andrew Stunell MP.

There is a meeting of the APPG on July 6 apparently. Could you attend and raise these questions for us in person, please? ...

PS Please do not write to a Health Minister. One would simply get back a useless pro forma from Stephen Ladyman, detailing psychiatric models of treatment.  People with or associated with ME condemn his standard replies.

Ref. 370 HJ Essex

Dear Professor Blakemore (MRC),

... On 14.3.2005 I sent you a 2-page letter setting out my concerns over serious problems in respect of MRC-funded research into ME/CFS and your own role in this and related issues. I enclosed a copy of a 6-page document entitled ‘Problems and Solutions?’ by E Marshall and M Williams.

I am astonished to find that to date I have received not even an acknowledgement from you, leave alone a detailed response, which I feel is called for considering the gravity of the situation.

In the meantime the concerns of patients over the impending trials, the new clinics and in particular the methods of referral, as well as the management / treatment approaches to be recommended and applied at these centres, have continued to be aired on the Internet and elsewhere. E Marshall et al have documented in more detail exactly why GET, one of the main approaches in the PACE Trials, is potentially harmful to a significant number of ME/CFS patients in ‘Profits before Patients?’ dated 15.4.2005 (copy enclosed). That document has been released on the Internet and has been welcomed by patients around the world.

Following the release on the Internet of a reply dated 15.4.2005 from Simon Burden of the MRC to Mr Neil Brown, the same team released a further document on the Internet on 21.4.2005: ‘High Standards at the MRC?’ - again a copy is enclosed. This raises serious questions on further aspects of these trials, in particular in respect of financial inducements to be given to GPs for identifying new patients and referring them to the new clinics, the term ‘myalgic encephalitis’ used in the FINE trial literature (as opposed to ‘myalgic encephalomyelitis’, the correct term) and it requested assurances from Simon Burden that as part of the MRC’s requirements for “high standards”, all entrants into the PACE trials and attendees at the new Centres would first be screened by means of impedance cardiography to eliminate this real risk of deterioration by virtue of compulsory aerobic exercise.

Also a second RiME petition comprising 1,777 signatures was presented to the Committee on Standards in Public Life at 35 Great Smith Street, London, on 1.4.2005. Amongst other issues, this asked “Is the All Party Parliamentary Group on ME being objective, open and accountable”?

Finally, I understand that a demonstration is planned by some ME/CFS activists outside the MRC offices on 12.5.2005 - ME Awareness Day - as well as outside the DoH in Whitehall.

You will agree that patients with these controversial and potentially serious diseases, their representatives and carers, deserve the detailed and credible explanation which I requested in my letter of 14.3.2005. I look forward to hearing from you soon now.

Ref. 372 SW Hants

Thank you for taking up our concerns with the Department of Health (DoH) before the election. Following the reply from Stephen Ladyman MP, dated 6/4/05 2005...you suggested that we should return to the topic after the General Election and indeed we are keen so to do.

We wish to make he following points relating to:

a.
The need for epidemiology studies;

b.
Adoption of clear definitions by the government, preferably the

Canadian Guidelines; and,

c.
The imbalance in funding types of study (palliative versus causative)

and the obtaining of funding and political support for biomedical research.

We feel that the responses given by Mr Ladyman are of a “format” that is “churned out time and again” to people across the country asking the very same questions that we do.

His suggestion at the end of his letter that we approach our local PCT for statistics is disingenuous, to say the least. He must, or should, know that PCTs do not collate such information unless instructed to do so by the DoH, which we know has not been requested in Hampshire. We have a reply from the PCT to that effect, dated March 2005.

We would be grateful if you could press the DoH to collate the national statistics relating to sufferers of ME, using the Neurological Canadian Guidelines, which are currently the best available, and include severely affected housebound ME patients. This would provide a starting point in the collection and analysis of epidemiology data.

We also would like to request an unambiguous statement that the Government acknowledges the 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 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.

Well documented evidence of outbreaks of ME go back to the 1930s.

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). These are potentially harmful to anyone with classical neurological ME, 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. Although it is interesting to note that the majority of people on the MRC Steering committee have an inherent psychiatric bias, it would be interesting to question was there any bias against non-psychological based research.

There are a few respected medical researchers doing small-scale studies into the causes of ME, who are reliant on ME 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.

We would also like to ask that you raise the above matters with Dr Tony Wright MP and Mr Andrew Stunnell MP, Chair and Vice Chair, respectively, of the All-Party Parliamentary Group (APPG) on ME....

Ref. 375 AH Dyfed

I return RiME Petition 2 with some signatures. I think this is the right way to go. People with neurological Canadian ME are not being represented at Westminster. We all hoped, following ForT’s initiatives in 1998, that the APPG on ME would become a forum through which grass-roots ME interests would be heard. RiME’s Report on the APPG which I have just downloaded from your website (www.erythos.com/RiME) makes miserable reading but I am grateful to you for alerting us to what is going on. It is better that people are kept in touch with reality than being fed false hope - what one gets from the national charities’ magazines.

More do seem to be slowly and painfully waking up to the fact that the new NHS Clinics, PACE and FINE are a load of ******** but will they actually pick up a pen and do something about it? Talk is cheap....

It is all too clear from your Report and my own experiences... as to what TW Chair is doing. He is giving access and communicating only with those parties who sign govt reports and ‘toe the party line’. Anyone who writes to him nowadays, critically, - even through their MPs - does not get the courtesy of a reply. Shameful... He represents everything which is bad about parliamentary democracy today... If other MPs were doing their jobs, of course, he wouldn’t get away with it. But the large majority are nothing more than paper-pushers... and make little, if any attempt, to represent the disadvantaged and vulnerable... No wonder more and more are turning off from electoral politics and trying desperately to find other ways to get their message across...

Please do take the APPG issue to the Parliamentary Commissioner and let me know how I can help....

Ref. 377 RR Kent
Re:  KENT ‘CFS/ME’ SERVICES

I have ME myself, and my son has been bedridden with ME since August 2000 after several years of trying to continue his studies whilst struggling with ill health. He gradually had to cut down his days at college from five, to four, to three, to two, and finally to one day a week before he collapsed completely. He is in a lot of pain for much of the time. He is struggling to get his life back and knows how much ‘exercise’ he can manage at any given time. It varies from hour to hour, day to day, week to week. He often has to choose between a bath, or ten minutes on the computer as his activity for the day. He is not depressed, though at times fed up. A sense of humour helps, but it’s never easy. Early diagnosis would have been a help. We need research to find a diagnostic test, thus saving thousands from struggling on in the early stages when rest is so imperative.

I have read the leaflet entitled, ‘West Kent Chronic Fatigue Service’, and am wondering if the people running it know enough about ME as opposed to Chronic Fatigue generally. I feel so strongly about this. ME is a well chronicled neurological illness. Why are we being offered psychiatric modes of help? Why is it lumped in with other chronic fatigue states?

The question of nomenclature is all-important and I support, in this respect, the representations of the 25% Group. I don’t believe the Kent Health Authority should proceed any further until this pivotal issue has been properly discussed and resolved. Can you tell me please why the 25% Group is only being heard at fringe meetings whilst the Sussex Group has been awarded a place on the steering committee? The Sussex representatives do not appear well-informed, and with their blind adherence to CBT modes of treatment, are not representative of ME patients in Kent (certainly not the ones I know).

Ref. 380 Birmingham:

JG: ‘....As patient reps for the new NHS services we have found the constant delays and moving of goalposts since the inception of the project nearly two years ago, frustrating and exhausting. It is disheartening to find that, after all this time, we have the feeling that we are still no nearer to clinics specifically for PWME than we were when we started....’

IM, ‘....The fact that ME is not being treated exclusively, and is being subsumed under fatigue illnesses, means that one approach is likely to be taken regarding the type of treatment offered in the Midlands, ie CBT/GET... without the government ensuring ring-fenced funding for biomedical research, and the national adoption of the Canadian Criteria, the centres can never offer the correct investigations and treatments PWME desperately need....’

Ref. 383 JE Lancs

The Lib Dems position on ME, which was approved by Paul Burstow on the 12th of November 2004...

The Lib Dems welcomed the publication of the CMO’s Report in 2002, which concluded that ME should be approached and managed clinically like any other chronic illness. We support the recognition of ME as a chronic illness and welcome the provisions laid out in the report to deal with it as such. That is, that ME can be managed by drawing on evidence and knowledge of treatments to determine what is most effective for a particular group of patients, then using generic clinical skills for assessment, therapy and care, adapted to the circumstances of individual patients....

Paul Burstow... is endorsing the very types of treatment which he condemned in The House of Commons May 12 1999:

In 1992, the World Health Organisation listed ME as a neurological brain disorder, but many have expressed concern—outrage, even—at the 1996 Report from the Royal College of Physicians. That attempted to define ME out of existence by lumping it in with the more generic term, Chronic Fatigue Syndrome... The Lancet was critical of the report, on the ground that it was too ready to dismiss viral causes of... The Lancet concluded that the report... was biased and inconclusive.

That report has... caused further misconception. As a consequence, severe ME sufferers have been offered inappropriate treatments. They include CBT... and Graded Exercise....

In a letter to a Sutton constituent dated 9/8/04, Mr Burstow described the new CFS/ME clinic for Sutton and Cheam as ‘great news’. The job description for the CFS Service at Sutton Hospital (one of the 12 NHS CFS/ME Centres) appeared recently on AfME’s website:

The position is for a clinical psychologist who will work as part of a multidisciplinary team for people with persistent fatigue and for whom medical intervention is no longer appropriate....Patients referred to the service often present with complex medical and psychological problems, are highly distressed and may have difficulty accepting and be hostile to the rationale for adopting a cbt approach to the management of their fatigue....

The first thing which needs saying, here, is that people with ME do not support the new NHS Centres or the way they were set up (info. enclosed).... In short, people do not want more psychiatric modes of treatment - Graded Exercise, CBT... Instead, they want the Govt to fund research into the underlying physical causes of ME - not a penny has been invested in this area, to date.

Would you please take these issues up with Steve Webb, the new LD Health spokesperson. The LDs are not listening to ME patients/carers; I advise they do; then change their policy, accordingly.

Please also refer these issues to neighbouring MP Andrew Stunell (Vice-Chair of the APPG on ME). Please inform Mr Stunell that people with ME have no confidence in the current APPG on ME, following its endorsement of the ill-constructed NHS Centres and PACE and FINE Trials. Why hasn’t the APPG been lobbying the Govt to put ring-fenced funding into the physical causes of ME?
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