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Illegal operation at the heart of the MEA ; Statement by Ciaran Farrell, Trustee in exile of the MEA

On the 22 February I wrote an official letter to the Company Secretary of the MEA setting out various legal and procedural points about the unconstitutional operation of the MEA, and the MEA’s over reliance on unsuitable means of electronic communication via the MEA’s electronic office/ boardroom to substitute for proper constitutional decision making.

This method is not sanctioned by the MEA’s constitution, its Mem & Arts and it is specifically warned against by the National Council for Voluntary Organisations, the NCVO and the Charity Commission, as it is against the law.

My letter also contained an official request for a number of key sets of documents that I was entitled to as an MEA Trustee, but which the MEA were illegally denying me access to.

I took this action in order to attempt to get the MEA to address a number of very serious legal and procedural issues concerning the lack of proper and legal governance at and within the MEA. I also wanted the MEA to address the growing financial crisis that would only broaden and deepen if action were not taken. The most important matter concerning this is that the membership of the MEA needed to be informed as to the scale of the crisis and the reasons for it, and hopefully set out some form of action plan for the recovery of the MEA to be laid before the membership.

In order to analyse the situation to prepare for this it was necessary for me to formally request the documents I required to be able to do this and put a report before the MEA Board.

In response, the MEA responded by intensifying their campaign against me of vilifying me and of questioning my level of disability and my reason for being a member of the Board of Trustees, as well as my ME diagnosis. They then came up with the idea that if they were to hold a single legal Board meeting that they could use this to vote me off the Board, and out of membership of the MEA, and a draft agenda was prepared to do this. They subsequently added the changes they wanted to push through the MEA at an EGM or an AGM, in order that they have complete control over the election process to ensure that neither I nor anyone like me could stand for election to the MEA Board and challenge them.

The effort of organising a single legal meeting was too great for them, and they did not produce a list of reasons or charges against me before they took the decision to vote me off the Board, and out of membership. The MEA locked me out of their electronic office / boardroom and severed all lines of communication with me, thus preventing me from informing them that I was far too ill to attend the meeting.

The MEA do not have the equipment or facilities to hold a proper telephone conference, whereby all participants can speak and listen simultaneously.

The Chairperson informed me on a number of occasions that she would only ring me herself from the meeting after the decisions had been taken to ask me what I thought about that. In other words I was only to be allowed to comment after the event, and not to have any part in proceedings that would shape events, so I would not be able to speak or vote against the “votes”the MEA were determined to hold.

Here again, the MEA are completely wrong as the results of any telephone conference would be subject to ratification at the next board meeting, thus any decisions made at the meeting of the 7th of April could only have been provisional and subject to later ratification. This was never accepted by the Chairperson of the MEA who had no intention of disposing of me in any legal way, as she made clear to me on a large number of occasions, but of simply “I want to kick you off my board, and I will do it as soon as I can, any way I can”.

A day or so after the fateful Board meeting of the 7 April I received two letters from the MEA sent by Special Delivery. One letter informed me that I had been voted off the MEA Board. The other that my membership had been suspended with a view to it being terminated, and my membership fee returned for a proportion of the year that assumed that I was no longer a member of the MEA.

My response to this is set out in the letter below :-

For the attention of:

The Company Secretary

Mrs. Gill Briody

The MEA

4 Top Angel

Buckingham Industrial Park

Buckingham MK18 1TH.

Date :
26th  of April 2005

Re :
Ultra Vires removal from the Board of Trustees and removal from membership of the ME Association

Dear Mrs. Briody,

You may take this letter to be a letter of appeal against the suspension of my membership of the ME Association ( MEA ), and you may also take it as a formal objection to the unconstitutional way in which I was “removed” from the Board of Trustees. Further you may take this as a letter formally objecting to the untrue and incorrect statements that were made concerning me on the MEA’s blog.

In addition, I write to formally request certain documents under the Freedom of Information Act, and to again formally request that I be provided with a copy of the MEA’s membership list which the MEA has illegally denied me.

Moreover, I formally write to advise you that I have been in contact with the Disability Rights Commission, DRC, and I have to formally advise you that the MEA has not made proper or adequate adjustment to the policies, working practices and procedures of the MEA in order to permit a person with disabilities to participate in the work of the MEA and its Board of Trustees. This is also contrary to the official Charity Commission guidance, and other guidance from other regulatory and official bodies on the inclusion of people with disabilities.

In relation to the above I am taking the preparatory steps prior to taking legal action against the MEA in respect of these matters, and my first step in doing so is to so advise you of this.

In respect of the “votes” taken to remove me from the Board of Trustees and from membership of the MEA, the following matters pertain :-

1]         The meeting concerned was not properly convened.

2]         The motions concerned were not properly framed, or put.

3]         The vote to remove me from the Board of Trustees was not

conducted in accordance with the cited clauses of the MEA Memorandum and Articles of Association, ( Mem & Arts ).

4]         The list of reason / charges supplied by you was not

contemporaneous with the MEA’s actions, and does not in any way attempt to address the three levels of action taken against me by the MEA, the locking out from the MEAX* electronic office / boardroom, the removal as a Trustee and the removal of my membership. In addition, the charges / reasons do not list a proper or current unresolved grievance at the time at which the MEA acted against me by locking me out of the electronic office / boardroom.

5]         That I was not given the chance to answer these charges or

reasons prior to the event of the “votes” being taken against me. Nor had I the means by which I might communicate with the MEA, since the MEA had shut down all communications with me.

6]         That as a result of being prevented from participating in the

meeting concerned in a proper and constitutional way, I was not given the opportunity to speak and vote against the proposed motions, or to challenge their validity, or the basis upon which they were put.

7]         That the act of shutting me out of the MEAX electronic office /

boardroom was an act of which in itself was unwarranted, and without reason or foundation, and served as the backdrop to the severing of communications with me. In this regard, this act was presumptuous and dripping with bias and deeply prejudicial of matters to come.

8]         That in the same vein the returning of my membership fee is in

the same way both biased and prejudicial in the matter of my suspension from membership.

9]         That there is no justification given by the MEA for the three

separate levels of action taken against me in respect of the same set of non contemporaneous charges / reasons. In other words, I have been punished three times for the same set of “crimes” without any proper or due process involving any form of proportionate response by the MEA to my perceived wrongdoing. This is contrary to natural justice.

10]       That the Board did not consider its modus operandi as I set out it

should before embarking on a course of action it was not equipped to take in relation to the points I raised in my letter of the 22nd of February.

11]       The MEA gave no thought or recognition to my state of health at

the time of the meeting, and whether it would be reasonable to expect me to participate in the Board meeting of the 7th of April due to the state of my health, which again shows bias, prejudice and discrimination.

12]       That the MEA have sought at all levels to prevent my being able to

take up my duties as Trustee of the MEA, as a result of the MEA refusing to accept the election result of the 2004 MEA AGM that elected me. This has led to the MEA refusing to cede to me my legal rights as a Trustee, and a battle of wills by the MEA against me, so that I would resign, and leave the MEA both as a Trustee and as a member. This has resulted in the MEA using my health and disabilities against me as a political tool to prevent me functioning in the post I was elected to by the membership.

In order that I prepare a more detailed case, I will require a copy of the minutes of the 7th of April Board meeting, and I will require a copy of the E - Mails sent to MEAX which serves as the MEA’s electronic office / boardroom, and the E - Mails sent back channel** from this list concerning the above, which I formally request under the Freedom of Information Act.

I also formally request all documents both electronic and paper relating to the 2004 MEA AGM and the MEA AGM elections, under the freedom of Information Act, as well of those of the 2003 MEA AGM.

I also formally request a copy of the MEA Viability Study produced by Unica Ltd in March 2003, which is referred to in my letter of the 22nd of February

2005 under the Freedom of information Act, as well as the correspondence between the MEA and the Charity Commission and Companies House in relation to this matter, and to the financial status of the MEA.

I formally request yet again a copy of the MEA’s membership list under company law, so that I may make my case concerning the above to the membership.

Last but by no means least I wish to formally lodge an objection to the way I have been treated by you and the MEA concerning the biased and prejudicial treatment I have received at the hands of the MEA, and particularly its Chairperson and Medical Advisor in that they, and the rest of the MEA, have refused to accept that I am a disabled person as the result of suffering from severe Myalgic Encephalomyelitis ( ME ), who has needs, and rights as disabled person due to ME.

The case against the MEA for being institutionally disablist

As a disabled person I have received a great deal of kindness and consideration from strangers that I have asked for help, which they have given, because they only see a disabled person, and they are not blinded by some notion or other about the nature of the cause of a physical disability.

The MEA on the other hand has never accepted that I am physically disabled, an observation that can and is made by strangers in a simple way as it is obvious to their eyes.

The MEA on the other hand refuse to see or acknowledge the physical debility and disability caused by ME for their own selfish political reasons because the MEA does not believe in the physical debility and disability produced by ME as a result of the individual attitudes those who make up the MEA hold. That is, those within the MEA do not believe that ME is a real and serious physical medical condition which produces real and serious physical debility and disability. Therefore those concerned must believe that ME is caused, or maintained in whole, or in part by psychological or psychiatric factors in that they see ME to be a psychogenic or psychosomatic illness incapable of producing real and serious physical debility and disability.

This attitude is evident from the bullying I have received at the hands of individuals at all levels at and within the MEA who do not believe that I am simply unable to jump into or out of cars, trains and climb stairs without problems, or to use public telephones when I am unable to do so. Or indeed to deal with 70 or so E - Mails a day when I am unable to access my computer because I am so debilitated and disabled by ME that I cannot lever myself up into my chair in front of my computer. When I am in this condition, as I quite frequently am, I must crawl on hands and knees between rooms in my small flat to get to food and water. Due to this very problem I live on an inflatable mattress on the floor of my living room as I cannot access my proper bed. I have given the MEA a medical report from a DWP doctor in support of this as evidence of it, but none at or within the MEA were prepared to accept or believe its contents.

I have of course other medical reports including one from one of the foremost medical experts in the country in the field of ME that also establishes this, and confirms the fact that I do not have a mental health problem. He considers that my high level of debility and physical disability is entirely genuine and is the result of ME and that this is in accordance with the scale of severity in the Chief Medical officers report. He does not consider that I suffer from any form of psychological / psychosomatic component to my illness and he does not see that there is another primary diagnosis in my case, as none other than ME is required to account for my physical debility and disability.

It therefore follows that the badgering and bullying attitudes of staff and Trustees do not arise from a lack of disability awareness as might be expected from mere members of the public, it comes from a view about the nature of ME itself, and the way in which individuals with ME ought to be treated for their own good, as a result of these views. The prejudicial views concerned being that individuals with ME consider that they cannot do things for themselves as the result of poor, wrong or misguided mental attitudes and illness behaviour based upon poor wrong or misguided illness beliefs on the part of the person with ME.

This set of views and attitudes has resulted in the governance of the MEA’s affairs by staff and Trustees in a pejorative, patronizing and autocratic way that militates against all forms of democracy and participation by the membership in the running, management and governance of the MEA since the view of how to treat people with ME is that they do not know what is good for them. Therefore the staff and Trustees of the MEA must shoulder this burden alone, in their view, and not permit those who do not know what is good for them the ability to participate in such matters as this will ruin what they are trying to do. This has been made abundantly clear to me in all my dealings with the MEA.

These views and attitudes pervade the entire MEA from top to bottom, and they represent the management of the “ill” by the “well” or “recovered” who consider themselves to be above, beyond, or in some way insulated by their status or self-perceived specialist medical knowledge to be wise to the wily ways of the psychological / psychogenic / psychosomatic causing and maintaining factors they perceive are being exhibited, or acted out, by the “sick” who “lack insight” into their medical condition as far more psychological / psychiatric and psychosomatic than physical.

The result of this is that the MEA both at the level of the individuals that compose the institution of the MEA, its staff and Trustees, and its institutional, or corporate views of ME are based on these misperceptions and erroneous beliefs of people with ME as those who do not have a physical disability and do not suffer any real or significant level of debility because, they have basically what they perceive to be a psychosomatic illness.

Thus statements from severely affected sufferers like me that I cannot do certain things are interpreted by the MEA as being statements that I will not do certain things, and that my thinking, views and attitudes towards my ME must be challenged and changed for my own good, and for the good of the MEA, as they see it.

This has been the clash that has occurred between myself and the MEA, as I have challenged the MEA’s challenge that I am not a severely affected ME sufferer who is severely debilitated and disabled as the result of having severe ME.

The response from the MEA has been that if what I claim is true, then I cannot have ME, and therefore I should have no place being a Trustee, or a member of the MEA. Alternatively, if I do suffer from ME, I must accept their view of ME as a primarily psychological / psychosomatic condition and stop claiming to be severely disabled and debilitated by ME.

The MEA is run by staff and a Board of Trustees who either are, or place themselves in the category of being well, or at most lightly walking wounded by ME as it were, and who refuse to see those who are more severely affected by ME as suffering from the same medical condition due to the above considerations.

In this they are not only wrong, but they have by their actions resulting from the views and attitudes they hold, disenfranchised all those who are moderately or severely affected by ME from the MEA. Far worse than this has been the betrayal of the members of the MEA who rightly believe that ME is a real, serious and physical medical condition which can and does produce real, serious and physical debility and disability, as their views are simply not catered for by the MEA.

The MEA has however made a display of appearing to represent the views of members that ME is physical for fear that if they did not, there would be an impact on membership subscriptions and donations, which they cannot afford for purely financial reasons. The MEA has conducted these matters as a matter of public relations, and this is why the MEA has no policy on the matter, so that it can continue to act publicly with one face, and deal behind the scenes with another very different countenance.

This explains why the MEA at any and all levels do not want to develop any form of policy portfolio concerning the nature of ME and to open out the matter of the construction and decision making to the membership, as the membership have a right to expect. This again accounts for the MEA’s refusal to put to the membership questions like the adoption of the Canadian Guidelines, or the review and change of the use of the term “Encephalopathy”

in the organisation’s title. Or indeed to conduct the affairs of the MEA in relation to the stated objects of the MEA as set out in the MEA’s Mem & Arts due to these factors and considerations. The MEA, and its Board of Trustees have failed to run and manage the MEA in accordance with the Mem & Arts on many issues due to the above considerations and factors.

I have championed the cause of those like myself who know that ME is a physical thing, as I am a severe ME sufferer, and I know, and believe my illness is real, serious and physical, and that I have been severely physically disabled as a result. I, therefore like the members of the MEA itself, have real and serious needs as a disabled person, which the MEA refuse to acknowledge due to their perceptions of ME basically as a psychosomatic medical condition incapable of producing real, physical or serious levels of debility and disability.

In conclusion, the MEA is institutionally disablist as the result of all pervasive views and attitudes concerning the nature of ME which are wrong, and damaging, and therefore prejudicial. The MEA’s position is best summed up with reference to the Wessley school of psychiatrists who consider that ME is little more than a psychological belief system and that as such individuals who make claims on the MEA in terms of being disabled are treated as if they were psychologically unwell, as opposed to actually being physically disabled.

In view of the above I seriously suggest that the MEA Board review and reverse its previous decision to remove me from the board of Trustees and from membership of the MEA, as well as from MEAX.

I look forward to hearing from you in relation to the information I have formally requested under the Freedom of Information Act, and company law.

Yours Sincerely,

Ciaran Farrell

[* A Yahoo Groups internet message board used exclusively by the MEA Board of Trustees and members of staff for discussion and decision making, in between face to face board meetings.

** Sent via email directly to all Trustees and members of staff or to selected Trustees and members of staff as opposed to communication between all Trustees and members of staff via the use of the  MEA’s Yahoo Group message board, MEAX.]

I was elected by the membership to serve the membership of the MEA and the wider ME community and the MEA have unconstitutionally and illegally continued with a modus operandi for running and managing the MEA which is of itself unconstitutional and illegal. They were not even able to organize one single meeting and conduct their business in a proper or legal way in order to remove me from the MEA Board, and their removal of my membership is frankly farcical as it owes nothing to any form of due process and procedure and is a completely political and vindictive act on the part of those who never wanted me to be an MEA Trustee in the first place.

I shall continue to fight for the rights of MEA members to be properly represented by the MEA, and for the ME community who elected me to the position that the MEA have illegally removed me from.

Ciaran Farrell

