MEA TRUSTEES STATEMENT - THE ONE CLICK RESPONSE

The Myalgic Encephalopathy Association (MEA) has issued a Summary of the meeting held by the Board of Trustees on the 8th June 2004.

See here: http://www.meassociation.org.uk/announce_04_07.htm
This Summary seems at first glance to be terribly encouraging.   As the ME/CFS community we would all like to think and believe that AT LAST, the MEA is getting its house in order and we are getting the charity that we need.  However, if you look at the small print of this Summary, this is clearly and unfortunately not the case. 

One Click has already received comment over this MEA Summary from MEA members and the wider ME/CFS community.  Doubtless there will be a lot more. 

At the end of this document you will see that we now call for inspection of the members’ register of this charity, as is our right.  

We now publish legitimate concerns. Let us take a close look at this MEA Summary:

1.  The Financial Situation

The fact that the MEA maintains that its bank accounts are in credit is absolutely no indication as to whether this charity is actually solvent or insolvent and trading legally or illegally. The Insolvency Test for any company/organisation is based on balance sheets, including all potential and contingent liabilities. We still have no evidence, facts or figures as to the state of this charity.  

The MEA states that the auditors have produced a detailed review together with recommendations and conclusions.  

· What are these recommendations and conclusions? 

· Why have they not been provided?

· How do they affect the running of the business?  

· How much is this review costing?  

This could well be construed as perhaps not the best use of the resources of this charity that has lost the confidence of so many of its members.  
Once again, MEA members and the wider ME/CFS community have been requested to take the entire financial viability of this charity on belief and trust.  Evidence is required and YET AGAIN, this is evidence is simply not forthcoming. 

None of the financial questions posed to the MEA have been answered in this Summary.  

2.  Staff

The MEA has stated that its bookkeeping is in order.  And yet it has no bookkeeper and is seeking to fill this position.  How can the bookkeeping be in order with no bookkeeper?  This statement is somewhat disingenuous.

3.  New Trustees

In the six months since the MEA palace revolution that was initiated and organised by Dr. Charles Shepherd on the internet that brought the structure of this charity down, it did not have the number Trustees on the Board that it required to operate correctly until extremely recently.  How did this charity manage to make decisions over the last few months without the correct number of Trustees?  What impact has this had on managerial decisions?

4.  PACE and FINE Trials

The MEA issued a statement in regard to these trials on its website.  On the one hand it has called for the PACE and FINE trials to be stopped, yet on the other it proceeded to illustrate how the PACE trial could and should work in the very same statement.  

At no stage has the MEA used the media to call for a halt to these trials, despite being given this opportunity in recent editorial in The Guardian national newspaper UK.  Why?

The MEA states that those running the trials have invited it to a meeting.  The people running these trials are Wessely, White, Sharpe and Chalder et al.  Shepherd has met with Wessely many times before, the results of these meetings we have before our very eyes this day and are self-evident.   Just precisely what good will yet another meeting with these people achieve?  The psychiatric lobby has its own vested interests and this is not going to change.  

Could this meeting not turn into an attempt to promote the discredited London criteria that have been neither validated, operationalised or put into either clinical or research use and in any case have been superseded by the Canadian ME/CFS criteria that have been produced by international consensus and that are so much better than the London criteria?  

This meeting may well turn out to be a simple attempt to subvert the justified call for the trials to be stopped.

Why does the MEA not seek a meeting with Colin Blakemore of the Medical Research Council to get these trials stopped in their entirety?  Surely this would be a more proactive use of its time and resources? 

Why does the MEA refuse to endorse and adopt the Canadian criteria for ME/CFS that represent the breakthrough that ME/CFS sufferers have been waiting for?  

WHY?
5.  ME/CFS Alliance

The ME/CFS Alliance was set up at around the time of the Task Force Report to deal with issues such as this and to respond quickly to the media et al. Action for ME (AfME) has now broken this mould in that they work with the psychiatrists and actively recommend and endorse psychiatric treatments for sufferers of an organic brain disease - ME/CFS.  

What is singular about the ME Alliance is that the organisations contained therein no longer agree on fundamental ME/CFS issues either medically, politically, ethically or morally.   What is there left to have an Alliance about?

If patient support groups are to be included in the Alliance, then naturally The One Click Group should be invited to join as we are a national support and pressure group as is clearly evinced by the support that we receive from the ME/CFS community and endorsed by the British Medical Journal and the national media amongst others.  We look forward to receiving our invitation to join shortly, as do other groups, if this type of Alliance formation comes to pass. 

6.  Research

Does the MEA know precisely what research funds it has available?  At the last count, the research funds were sloshing around in the current bank account.  This situation still remains entirely unclear since the legitimate information in this regard that has been called for over and over again is still not forthcoming. 

The ME/CFS community welcomes all biomedical research initiatives for this disease and if the MEA is to survive, it should make this area a number one priority action issue. 

7.   2004 Annual General Meeting

The MEA states that its next Annual General Meeting will be restricted to only business and administrative matters.  Does this mean that the future form, policy and direction of this charity that has failed so many of its members is not permitted to be discussed?  Why has this restriction been put into place?  Why is this AGM being held in Bristol?  Is it being held in Bristol to minimise the numbers who can get there?

8.  The ME Petition

What has been the result of the hard work done by the ME/CFS community in relation to the signatures gathered for this Petition?  How is this work to be moved forward, by whom, when and how?

9.  Definition and Classification of ME/CFS

Does the Myalgic Encephalopathy Association adhere to the term and classification of ME/CFS (ICD-10 G93.3) that is used by both the World Health Organisation and the UK government as announced by Health Minister, Lord Warner?  If not, why not?  If it does, why is this charity called The Myalgic Encephalopathy Association?   

Is the Myalgic Encephalopathy Association going to continue its campaign to strip ME/CFS patients of their protection and rights that this neurological classification endows or is it prepared to cease this damaging and devastating activity that has done so much damage both to the MEA and its prospects and to the wider ME/CFS community?

10.  Administrative Issues

What are the changes and recommendations made by the report from the IT Consultant in regard to the MEA computer systems?   Why can we not see this report and the results for ourselves?

How long is the short lease negotiated on the premises in Buckingham and what are the future plans? 

Because MEA members and the wider ME/CFS community have not been given the legitimate information that we require once more, we now bring these issues to the attention of the Board of Trustees:

CLASSIFICATION OF OFFENCES UNDER THE COMPANIES ACT 1985 AND ASSOCIATED LEGISLATION

458. Fraudulent trading.  Seven years imprisonment or a fine or both (summary: six months; fine of stat max. or both.) Every person who was knowingly a party.

221(5) or 222(4) Failure to keep accounting records. Two years imprisonment (six

months summary) and/or fine (limited to stat. max if summary). Every officer in default.

389A(2) Knowingly or recklessly making false, misleading or deceptive statement to auditors. Two years imprisonment (six months summary) and/or fine (limited to stat. max if summary). An officer.

356(5) Refusal of inspection of members’ register; failure to send copy on requisition

Fine: 1/5 stat. max. Company and every officer in default.  s.356(5) provides that if a person is refused inspection, the court may order immediate inspection.

We do not know if items 458, 251 (5), 222(4) and 389A(2) apply to the MEA or not because we have not been given the information, we merely bring these items to the attention of the Trustees.   

Item number 356(5) however does apply. 

A formal request for an inspection of the Myalgic Encephalopathy’s members’ register as per item 363(5) will be made forthwith to Ms. Christine Llewellyn, Chair of the MEA.

The MEA Summary poses far more questions than it answers. 

On the 1st June 2004, the paper entitled ‘THE MEA QUESTIONS’ was published.

See here:

http://www.theoneclickgroup.co.uk/documents/ME-CFS_char/MEA/THE%20MEA%20QUESTIONS%201%20June%202004.doc
The Board of Trustees of this charity has answered NONE of the fifteen questions raised in this paper.  Just what kind of arrogance is this on the part of the Board of Trustees of the MEA to hold a meeting such as this and yet refuse to answer one single question legitimately posed by MEA members and the wider ME/CFS community?

Until the answers are given to these questions, the prospects of the Myalgic Encephalopathy Association look very bleak indeed.
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