THE ME ASSOCIATION – WHERE IS IT NOW?

Have the promises been kept?  The ME Association has set its face against the government.  Has this been helpful?
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1.  ME ASSOCIATION PROPOSALS

It has become quite clear that instead of finding its feet and its way during the last six months by listening to the ME/CFS community and producing an Action Plan that will deliver the results required, the ME Association has done no such thing.  It is now in fact a tiny organisation in utter disarray with few employees.  

Issues that the ME Association needs to address as a matter of urgency are as follows:

1.  Cease the damaging and reckless promotion of the term Myalgic Encephalopathy that has the power to damage the ME/CFS community so severely for all the reasons stated below, not the least of which is the fact that this term is not recognised by the World Health Organisation or the UK Government. 

2.  Adopt the Canadian definition and clinical criteria for ME/CFS along with the Young ME Sufferers Trust (Tymes Trust) and call for these criteria to be put into common usage by doctors in the newly operational ME/CFS clinics and everywhere else.

3.  Call for a halt to the PACE and FINE trials and carry out a proactive campaign in this regard.  Insist that the Canadian criteria be used in any trials.  The Medical Research Council has already stated on the record that there is no reason that these criteria should not be used.

4.  Devise a mission statement for the ME Association that results in an Action Plan designed to relieve the plight of ME/CFS (ICD-10 G93.3) sufferers.  Conduct a proactive campaign rather than one that is merely reactive.  And when reactive comment and action is required, stay on message with the ME/CFS community and ME Association members in regard to such reactive action. 

5.  Cease this cosy relationship with the psychiatric lobby that has caused so much damage and harm to ME/CFS sufferers.

6.  Put clear blue water between the ME Association and the discredited charity AfME.

7.  Provide the ME/CFS community with the cogent information regarding the status of the ME Association that it requires and has been calling for, for six months or more.

8.  Make the Board Meeting Minutes open for scrutiny by the ME/CFS community.

9.  Announce who the 27 Medical Advisers of the ME Association are and what medical disciplines they represent.  Dr. Charles Shepherd called on the 26th September 2003 for these people to be made public, he should now deliver   

10.  Cease this secrecy cult that is killing this charity and conduct ME Association business and affairs with honesty and transparency as required by the Charity Commission of England and Wales. 

11.  Stop saying constantly what cannot be achieved and get on with the job.


1.  INTRODUCTION

Most of us know the history of the ME Association (Myalgic Encephalopathy Association) in the UK.  Most of us know of the palace revolution engineered by Dr. Charles Shepherd out on the internet subsequent to his dismissal that brought the structure of this charity down in December 2003.  Of the resignation of the Chief Executive, Val Hockey, the Chair, Anne Campbell, together with other Trustees at the last Annual General Meeting (AGM) on the 6th December 2003.  That Dr. Shepherd was appointed a Trustee to the Board, that Mr. Chris Ellis was elected as Chairman and other Trustees also took office at that time. 

But none of us really know what is currently happening with the ME Association *now*, at the present time.  We do not know because despite repeated request for this most legitimate of information, the ME Association is refusing to tell us.  Us, its members and the wider ME/CFS community UK.

Dr. Shepherd promised us much prior to his election as Trustee in December.  He promised that all ME Association dealings in the future would be conducted with honesty, accountability and transparency, as is the requirement of the Charity Commission of England and Wales. 

Nearly six months later, have these promises been kept?
2.  THE DEBACLE

What started out so promisingly for the ME Association subsequent to the AGM in December 2003, soon descended into acrimony, in-fighting, back stabbing and secret dealings amongst the Board of Trustees.

Dr. Charles Shepherd took on increasing responsibilities within the organisation plus the additional roles of Company Secretary and Medical Adviser as well as retaining his original role of Trustee. 

The ME Association secrecy culture that had literally strangled the lifeblood out of once powerful charity in the past continued to be maintained. No cogent financial information regarding the future prospects of this charity was given to its members despite repeated request and rumours began to circulate widely as to whether this charity could survive or not.  

The fears of the members of the ME Association and the ME/CFS community were confirmed when on the 26th January 2004, the ME Association Chairman, Mr. Chris Ellis, issued a statement.  

See here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/MEA/Chris%20Ellis%20Statement%2026.1.04.txt
In this statement Mr. Ellis described the MEA Board of Trustees as a battleground riven with dissent, clearly illustrated the dreadful financial mess that the affairs of the ME Association are in, that it required a radical overhaul and stated that Dr. Shepherd was mooting the idea that the ME Association should join forces in some way with the discredited charity Action for ME (AfME).

Subsequently and on the 18th February 2004, Mr. Chris Ellis, the Chairman of the ME Association, resigned citing his serious financial concerns, the complete intransigence of the Board of Trustees, their inability to work together and Dr. Shepherd’s relationship with Professor Simon Wessely (psychiatrist) leader of the psychiatric lobby in the UK that has done our community so much damage, amongst his other reasons.

See the ME Association Chairman’s resignation statement here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/MEA/Chairman%20of%20MEA%20Resigns.txt
The ME/CFS community then turned to Dr. Shepherd and the rest of the Trustees for clarification of the next steps.  Instead of answering the legitimate questions and concerns raised by members of the ME Association and the ME/CFS UK community by providing the cogent information required in regard to this charity, if any response at all was given, it was mostly fact devoid pap.  

For many of the questions considered those to be most relevant, Dr. Shepherd either dissembled, avoided the issue altogether or refused to answer.  At this juncture the ME Association had an insufficient number of Trustees to operate correctly and as at the time of writing, insofar as we are aware, it still does.   

Ms. Christine Llewellyn was then appointed Chair of the ME Association.  One of the Patrons of the organisation resigned, as did the Treasurer.  Mr. Ewan Dale (a Trustee newly appointed to the Board) was appointed as acting Treasurer.  When Ms. Llewellyn, Chair of ME Association, was questioned as to what qualifications Mr. Dale had to fulfil this sensitive post as acting Treasurer as is recommended by the Charity Commission in this most difficult of financial times for this charity, she refused to answer.  

The issues of whether this charity is solvent or insolvent, trading legally or illegally, what its future structure and form is to be, where it is to be located for the foreseeable future over and above the next few months, how it will work and why, what its debts are currently and estimated to be - both in the short and long term future, the location of the research monies held (together with the amount and their safety), how it will pay for its general upkeep, how many members it has, what it stands for and how it will work, what systems it proposes to put into place and so on, have never been answered.  

It is only through the answers to these questions and many others besides that the ME Association could have positively moved forward, conducted a sustained and proactive membership drive to improve its parlous finances and hoisted the flag with a clear Mission Statement/Action Plan designed to deliver results.  In short, been honest.

This, the ME Association has singularly failed to do.  The history of failing charities and companies dictates that any organisation that behaves in this way subsequent to serious financial loss and catastrophic public relations is doomed.  Either you bring the people and/or the shareholders comprehensively and overwhelmingly with you or you fail.  

3. THE ENCEPHALOPATHY PROPAGANDA 

Any organisation is judged on the rationale, merits and efficacy of its actions. 

Instead of attending to the vital issues that had to be addressed for the ME Association to even begin to attempt to prosper and become a cogent and sustained force to represent its few existing members and the wider ME/CFS community, the ME Association elected to adopt a high profile tactic that has done nothing but cause massive dissent and damage to the cause, simultaneously ruining its own prospects. 

Under Dr. Shepherd’s medical leadership, the name of the ME Association itself was changed FROM the designation of the illness as Myalgic Encephalomyelitis used by the World Health Organisation and the UK government to one of Dr Shepherd’s own personal choosing – Myalgic Encephalopathy. 

For the politically aware and many sufferers in the ME/CFS UK community, the term and classification of this disease was and is a particularly sensitive issue.  CFS had been deliberately and incorrectly mal classified in the UK (with ME subsumed under this umbrella term) as a mental disorder by the WHO Collaborating Centre Kings College run by the psychiatric lobby.  This was done against WHO Geneva Headquarters regulations and against international consensus worldwide.

The effect that this mal classification of this neurological disease as a mental disorder had was to escalate the denial of ME/CFS (ICD-10 G93.3) patients correct medical care, the appropriate tests, insurance payments, Benefits payments, the provision of home education required for sick ME/CFS children and so on.  This classification of ME/CFS as a mental disorder has also escalated the numbers of children suffering from an organic brain disease forcibly removed from their homes by the State and locked away from their families into psychiatric wards and labelled as deviant.  

In short, this mal classification of the neurological brain disease ME/CFS in the UK has made it very difficult for sufferers of all ages to survive at every level.   

This mal classification has now been corrected due to the sustained and continuous hard work of members of the ME/CFS community itself – not the ME Association or the AfME charities that are supposed to represent them.  It is now accepted by all that ME/CFS (ICD-10 G93-3) is the official term and the classification of the disease that is to be used throughout the UK.  This was work carried out for, by and on behalf of the ME/CFS community itself. 

See the statement of Lord Warner, Health Minister, published in Hansard on 11 March 2004 here:

http://www.publications.
parliament.uk/pa/ld199697/ldhansrd/pdvn/lds04/text/40311w05.htm

Nonetheless, despite the sensitivity of the ME/CFS disease classification in the UK and contrary to the ruling of the UK government and the best interests of the ME/CFS community, Dr. Charles Shepherd and the ME Association elected to conduct a propaganda blitz campaign to get the term and classification of ME/CFS (ICD-10 G93.3) removed and changed to that of Myalgic Encephalopathy that has no classification anywhere in the world thus stripping patients of their protection and rights.  And this is despite the fact also that other the –opathy term is disapproved of by those who truly understand the nature of ME/CFS and who continue to lecture on this. 

It is hard to conceive of a more inappropriate, destructive, divisive and damaging strategy for the ME Association to have undertaken at this time.  It is also quite extraordinary to see the ME Association set its face against the UK government in this way. The question therefore inevitably arises, why has it done this and for what possible benefit? The psychiatric lobby and AfME conjointly would doubtless have been proud of such a strategy. 

The psychiatric lobby and AfME are of course the immediate beneficiaries of this strategy. The psychiatrists would like nothing better for the term Myalgic Encephalomyelitis along with its neurological classification to exist no more.  The same applies to AfME whose entire stance, policy and workings are so clearly designed to benefit the sufferers of idiopathic chronic fatigue (mental disorder F 48) as is shown by The PACE Report that exposed the workings of this possibly fraudulent and highly unscientific psychiatric clinical trial and the AfME sanction and collusion with it.  

See full text of The PACE Report here:

http://www.theoneclickgroup.co.uk/documents/PACE/THE%20PACE%20REPORT.doc
The One Click pressure group became so concerned over the promotion of the damaging term Myalgic Encephalopathy and the consequences that this propaganda blitz being carried out by Dr. Shepherd in his attempt to force this term into common usage represented, that it sought legal advice and in March 2004, published a paper entitled STATEMENT OF PUBLIC INTEREST, Conflict of Interest : Dr Charles Shepherd, Trustee of the UK ME Association.  

This clearly shows both the legal and ethical difficulties of Dr. Shepherd’s continued promotion of the term Myalgic Encephalopathy that also happens to be the name of his charity, but that conforms neither to the World Health Organisation’s listing and classification of the illness nor to that of the UK government’s. 

For full text of the Conflict of Interest paper, see here:

http://listserv.nodak.edu/scripts/wa.exe?A2=ind0403B&L=co-cure&P=R3466
Despite the danger that the promotion of the term Myalgic Encephalopathy represents, medically, socially, legally, morally and ethically, yet still the ME Association continues to employ this extremely damaging strategy that will benefit above all the psychiatric lobby.   The latest encephalopathy promotion initiative was rolled out further in the Guardian national UK newspaper by Dr. Shepherd as short a time ago as 28th May 2004, three days ago. 

4.  THE PACE TRIAL

In April 2004, The One Click Group published The PACE Report that exposed the biggest and most outrageous medical scandal to be seen in the UK for some time involving millions upon millions of pounds of wasted British taxpayers money. This scandal represents the highly unscientific and possibly fraudulent psychiatric PACE clinical trial put forward by the psychiatrists and formally approved by the Medical Research Council.  Excellent media coverage worldwide was obtained in this regard.  

Dr. Charles Shepherd as Medical Adviser of the ME Association and with his close relationship with Professor Simon Wessely who will direct the management of the PACE trial, has been privy to details of this trial from the very beginning.  At no stage until publication of the PACE Report has Dr. Shepherd made any criticism of this trial, so far as One Click is aware.  

Forced into comment over these psychosocial trials by overwhelming ME/CFS community disquiet, the ME Association issued a statement, some of which was simply excellent.

See here:  http://www.meassociation.org.uk/fwhats_new.htm
The best part read: “We therefore believe that work on this trial should be brought to an immediate close and that the money should be held in reserve for research that is likely to be of real benefit to people with ME/CFS.”

Instead of expanding on this theme and categorically and unequivocally stating that the PACE and FINE trials should be brought to a halt, the ME Association then proceeded to sit stake-like on the fence in the most painful of pointed fashions.  On the one hand it called for these trials to be stopped, but proceeded to illustrate in part how these disreputable trials could and should work in terms of criteria.  The ME Association went on to say: “we believe there may actually be some advantage in using the Oxford criteria for selection of patients.” 

Moreover it continued that the Canadian criteria of ME/CFS had been designed for clinical research, not for clinical trials.  The Medical Research Council itself has said that there is no reason why the Canadian criteria cannot be used in the future.  If this is the case, why not now?   The Canadian criteria were published over a year ago, and have been demonstrably tested in the field by the treatment/diagnosis of over 20,000 ME/CFS sufferers worldwide

Why are millions of pounds of British taxpayers money being wasted on a trial that s using the Oxford criteria that:

a.   Were written and produced by the very same psychiatrists involved in running the PACE trial.

b.   Are outdated and no longer in use by international consensus

c.   By exclusion definition exclude those from entry to the trial with an organic brain      disease such as ME/CFS (ICD-10 G93.3), the very group of patients that this trial is supposed to be studying.

There are many other flaws in this MEA statement.  As has been asked elsewhere on the internet, have the London criteria mentioned therein ever been used in research and published?  And if they have not, why are they being promoted and touted by the ME Association, AfME and the Medical Research Council?  This issue bears close further scrutiny.   Is this amateur night?

These psychosocial management regimes and treatments to be trialled by PACE have been shown to be at best ineffective and in many cases seriously damaging to ME/CFS sufferers.   And further, the very charity that the psychiatrists have worked with over these disreputable trials – AfME – has from its very own survey, evidence that these treatments make severely affected ME/CFS sufferers considerably worse, causing a great deal of harm.

The ME Association seems to be comprehensively missing the point that these psychosocial regimes and treatments do not help ME/CFS (ICD-10 G93.3) patients and have actively damaged many, no matter what criteria are to be used, using the Oxford criteria as flawed entry notwithstanding.  Simply put, these trials are not a good thing.    

Why does the ME Association perpetually maintain what it is *not* possible to do and achieve on behalf of the ME/CFS community rather than proactively striving to get results and show what can and should be done? 

5.  THE ME PETITION

The one proactive activity with which the ME Association has been involved since December 2003 is the ME Petition.  Intrinsically good in itself and of itself, what the ME Petition has sufficed to do is to raise awareness of the disease amongst some – no more and no less.  Moreover, this was not an ME initiative carried out by the ME Association, but by the ME/CFS community itself.  The ME Association did not carry out the work required over this activity.  The ME/CFS community did.  Unfortunately it is the case that the history of Petitions in relation to ME/CFS is handed in to government and there the matter generally rests. 

It could well be construed that the promotion of the recent ME Petition was merely a displacement activity on the part of the ME Association to enable it to look busy whilst refusing to address the vital medical, political, organisational and structural issues to hand.

7.  POINTS OF RECOMMENDATION

The ME Association is largely reactive rather than proactive.  Good letters are occasionally sent, rebuttals to articles that have appeared in the media and so on.  No more and no less than actions carried out by individuals within the ME/CFS community and on many occasions, considerably less.  

As an example of reactive ME Association action, herewith Dr. Shepherd’s efforts in The Guardian national UK newspaper in rebuttal to adverse coverage on ME/CFS in regard to research in the British Medical Journal.

See here:

http://society.guardian.co.uk/health/story/0,7890,1227016,00.html
Indeed, Dr. Shepherd says, “that more needed to be done to challenge existing prejudices around the illness” in this Guardian editorial.  What is so remarkable about this article in The Guardian is not what Dr. Shepherd says about research already published in the BMJ (reactive), but what he has omitted to say to the journalist (proactive) in regard to PACE and FINE.   Dr. Shepherd singularly and startlingly fails to mention the damaging PACE and FINE psychosocial trials in this national media organ.  The very trials over which the ME/CFS community has called for an Injunction to be placed subsequent to the outcome of a Public Inquiry.

If the ME Association was in any way sincere in its belief that these trials should be stopped WHY did Dr. Shepherd not take this opportunity to say so loud and clear to the national media?  This issue is as relevant to the thrust of the article as it is possible to get.  Instead, absolutely no mention was made.  This is known as feeding highly selective information to the media.  Not only does Dr. Shepherd fail to do this, he then goes further and promotes the term Myalgic Encephalopathy that is the name of his charity but that has no illness category or recognition given by the WHO or the UK government. The incorrect use of the term Myalgic Encephalopathy in relation to the disease ME/CFS (ICD-10 G93.3) has been brought to the attention of the Editor The Guardian newspaper as it will be to every Editor in the land if correction is needed again. 

The fact that Dr. Shepherd has continued his encephalopathy propaganda blitz in this fashion despite clear evidence of his Conflict of Interest is a scandal and displays the overwhelming arrogance for which the ME Association has become nationally notorious. 

I really do wish that different far more positive copy could have been produced for this paper, but these are the facts.  As the ME/CFS community we desperately need an alternative to the discredited charity AfME, but the ME Association is this is? 

7.  THE FUTURE CHARITY – FOR YOUR CONSIDERATION

On the 2nd May 2004, The One Click Group published the document entitled ‘The Future Charity – For Your Consideration’.   We now re-publish this paper. 

This document is available online at:

http://www.bryantpr.plus.com/THE%20FUTURE%20CHARITY.pdf
THE FUTURE CHARITY – FOR YOUR CONSIDERATION

The  (ICD.10 G93.3) community UK badly needs a national adult patient focussed organisation to represent our interests.

What we had hoped subsequent to the Myalgic ‘Encephalopathy’ Association (MEA) Annual General Meeting in December 2003 is that the MEA would be it.  That they would deliver their strategy vision of what we need in the UK.  That there would be clear blue water evinced between the roundly discredited psychosocial charity Action for ME (AfME) and the MEA. Not only has this strategic vision failed to be delivered by the MEA, but also double-dealings behind the scenes are clearly as rampant as ever. As a community we need to focus on our needs, what we require and what we are prepared to pay for.

Here is an agenda that we set out for your consideration.  We would ask other members of the ME/CFS community to make comment. To add items that you consider to be important. To delete others that you consider not relevant.  Here are our suggestions in no particular order of importance.

We need a charity that:

·
Adheres to and promotes the term and classification of Myalgic Encephalomyelitis /Chronic Fatigue Syndrome as a neurological disease as classified under ICD-10 G93.3 by the World Health Organisation, Geneva.

·
Adopts the Canadian Guidelines, Treatments and Protocols as produced by an international expert panel of eleven physicians that have between them treated/diagnosed over 20,000 sufferers worldwide.

·
Produces a sustained and orchestrated campaign to deliver the message to the Government, to the Department of Health, to the National Health Service, to the Medical Research Council, to the psychiatric lobby, to Social Services, to the Education Authorities, to the media and all opinion formers that ME/CFS is not a mental disorder/somatization disorder or erroneous belief system as propounded by the psychiatric lobby for years on end, but a neurological illness.

·
Prioritises the need for aetiological and biomedical research to be undertaken in regard to this disease; research to attempt to ascertain the multi-factoral causes thus leading to diagnostic bio- markers, a soundly researched care path to follow and in time, we hope, a cure.

·
Lobbies the Government in relation to ease of provision of the Benefits that so many sufferers of this neurological illness need to survive and provides practical help to sufferers in relation to the obtaining of same.

·
Refuses to collude with the psychiatric lobby that has done so much harm to sufferers of the neurological disease ME/CFS for years without number.

·
Works towards the provision of domiciliary care and support for sufferers.

·
Mounts a sustained information campaign regarding this disease such that diagnosis is definitively obtained within three months for children and within six months for adults. (NB. For my son who contracted ME at the age of 10, this process took eighteen months and it was sheer agony to obtain that diagnosis. If I had obtained that diagnosis in the first three months of the onset of this disease, I would have done things differently and things might not be as they are with us today).

·
Focuses on those sufferers most severely afflicted by ME/CFS and attempts to meet their needs that are so often ridiculed and ignored by the very professionals charged with a duty of care for them; and ensures that those most severely afflicted are included as a matter of priority into all research studies of this disease.

·
Works with other organisations in the field so that the incidences of children being forcibly removed from their families because they have the neurological illness ME/CFS are completely eradicated.

·
Conducts a strategic, proactive, co-ordinated and targeted media campaign that highlights the suffering caused by the neurological illness ME/CFS and what needs to be done for sufferers in terms of care, research and understanding; and is swift in cogent rebuttal of damaging stories on this disease as and when they occur; a media campaign that speaks with one voice and changes hearts and minds.

·
Liaises with government and the health service at the highest levels to promote the interests of ME/CFS sufferers.

·
Works closely with Local ME Groups around the UK and provides support in terms of collaboration, information and, in time, possibly finance.

·
Liaises with other charities and organisations in the field such as Tymes Trust, MERGE, RiME, the 25% Group et al such that common cause is made for sufferers of all ages, nationwide.

·
Liaises with international organisations worldwide in terms of research being undertaken in other countries and treatment programmes.

·
Retains a Medical Adviser/Advisers who adhere to the core beliefs of this organisation and act and behave accordingly.

·
Is accountable and transparent in all its dealing with its members and the ME/CFS community in general.

8.  CONCLUSION

Doubtless there are items that could be added and we leave it up to you as the ME/CFS community to comment.

This is the type of charity activity that we would like to see. The above is not rocket science. It is pure common sense. Moreover, this is the way in which reputable disease charities generally strive to work.

It is a complete and utter scandal that selected of the charities that currently take the money of adult sufferers in the UK have not adhered to the principles set out above. That secrecy, lack of transparency and double-dealings has been their watchwords.

THE ME/CFS COMMUNITY UK NEEDS TO FIND ITS VOICE AND USE IT!

Jane Bryant

THE ONE CLICK GROUP

http://www.theoneclickgroup.co.uk
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