2 April 2005

Rebuttal of MEA statement about Ciaran Farrell

Disablist MEA demonises and vilifies Trustee for speaking out against the illegal “sacking” & illegal practices of the MEA


Introduction

The MEA have produced a statement in response to my speaking out against their illegal “sacking” of me as a Trustee. They claim that they have not “sacked” me but that they are about to do so at a meeting on the 7th of April. A meeting that they have done all in their power to prevent me attending, so I will not be able to speak or vote against their “vote of no confidence” in me to try to remove me from the MEA Board as a Trustee of the MEA, and to remove my membership of the MEA itself. The MEA do not want any opposition to their plans, and so they have hit me with one Catch 22 after another to drive me off the MEA Board, and now to ensure that I will not be able to defend myself against their plans.

They draw a picture of me as a person that is untrue and false in an attempt to denigrate and vilify me and so hide the very real issues that are at stake.

I write this in response to the MEA’s statement which the MEA Board of Trustees have not put their collective names or signatures to. I therefore have to ask if this is the work of the Board, or is it just something that Ms. Llewellyn and Dr. Shepherd are passing off as the work of the entire Board, when the entire Board did not know of or support the so called statement?

I consider that it is also significant that the MEA statement is being sent round internet lists by a contract member of staff and not by an officer of the MEA Board, or even a Trustee. 


Background

It now emerges from that statement that I am to be dismissed from the position of Trustee at a Board meeting for the “crime” of my perceived behavior against the staff and Trustees of the MEA and that their locking me out of their electronic office / boardroom was punishment for this.

Why do the MEA Board also plan to take away my membership of the MEA away, thus punishing me 3 times for the same perceived offences?

I think the answer is that the MEA are trying to justify the unjustifiable by attempting to demonise me and so prevent me from gaining the support of the ME community for speaking out about the MEA’s illegal “sacking” of me, and locking me out of the MEA’s electronic office / boardroom.

I have not been confronted with the offences the MEA claim constitute the behavior they consider to be so offensive and the MEA has not in any way held any form of “trial” over what they perceive my behavior to have been. I have not even been asked to apologise for any “bad behavior” or for “causing offense” to the staff or Trustees of the MEA.

It simply beggars belief that the MEA would try to “sack” me by E – Mail or lock me out of their electronic office / boardroom for any form of bad behavior when the MEA have not raised the issue of my perceived “behavior” with me prior to taking the action they have and to illegally remove me from the Board of Trustees, and take away my membership of the MEA permanently without telling me that they are applying sanctions to me and why. 

I therefore cannot see matters can be as the MEA claim, but I can see that the MEA might well use the tactic of trying to defend their actions by attacking me, and trying to destroy my credibility.

Why do the MEA plan illegally changing the Memoranda and Articles of Association of the MEA to prevent non members from standing for election?

I think the answer is quite simple and it is to stop me from standing in the forthcoming MEA AGM elections once the MEA Board have voted me off their committee.

Why do the MEA want to introduce a system of forcing candidates in the MEA elections to attend interviews, so the MEA then can prevent a candidate having their names on the ballot paper? 

Also the MEA are planning to introduce a system of recommendations in elections whereby the current MEA Board will recommend their preferred candidates to the membership, and they will also recommend the membership vote against any candidate in the elections they do not approve of?

I think the answer is simple, that I was elected by the MEA membership against everything the current MEA could do to stop me, and that the MEA Board now want to get rid of me as fast as possible and prevent me, or anybody like me who would challenge the current Board from ever being elected.

The matter is about the dirty politics of the MEA Board of Trustees and it is this that is the real issue. The MEA are trying to avoid dealing with these issues which is why they are denigrating and tarring me so that I will not be listed to by the ME community.


The real issues

In the name of the ME community I have fought so hard for over the past year I ask you to please read the following points and consider them well :- 

1]
The Board and staff of the MEA have never accepted me in the role of Trustee, and they do not accept that I have ME, and they absolutely refuse to acknowledge the simple fact that I am a severely affected ME sufferer who is physically disabled. This is because the staff and trustees of the MEA never wanted me in the role of Trustee of “their” organization and so they have never accepted the results of the election in which I was elected.

This has been evident from the very first when I was informed that I had to attend an unconstitutional and illegal “interview” as a means of trying to select me out of my rightful place on the ballot paper. I wanted certain points clarified, namely that whatever the result of the interview, that my name would be placed upon the ballot paper for the membership of the MEA to elect or not as it is the members who make this decision and the MEA has no legal right to take this decision away from the membership.

I also wanted to know what polices, procedures and what practical help and support I could call upon from the MEA in order to attend this “interview” should matters be so clarified. I was subjected to a campaign of bullying, mocking and provocation by Dr. Shepherd and Ms. Llewellyn and certain other MEA Trustees that I was trying to use my illness and disability as a excuse not to attend their “interview”, so they refused to answer any of my questions concerning the mechanics of how I was to get between my home and the MEA’s office, or provide me with any of the polices the MEA have concerning help and support of severely affected ME sufferers to attend either “interviews” or if elected Board meetings.

The simple answer is that there are no such polices as the MEA refuse to acknowledge the needs of the severely affected ME sufferer and both Dr. Shepherd and Ms. Llewellyn have made it plain that anybody who really is, in their opinion as ill and disabled as I claim to be ought to have no place on the MEA Board as they refuse to consider that anybody who is as ill and disabled as I am would have anything to offer the MEA at all.

2]
All the other candidates for last year’s MEA AGM elections who said they had ME were taken at their word, as they should have been, but not me. During the election campaign Ms. Llewellyn to my certain knowledge and aided and I think abetted by Dr. Shepherd conducted an illegal campaign of canvassing against me on the basis that I do not suffer from ME at all, and that I am not physically disabled at all, because their perception of me is that I fit their mould of someone who has mental health problems masquerading as an ME sufferer.

I knew of this, and that is why I offered to send the MEA a recent Consultant’s report I commissioned concerning medical evidence for my benefits appeal, and a report from a DWP doctor. I also outlined my diagnostic history on an internet list which made Dr. Shepherd recoiled from an open public challenge of my diagnosis, but he has never accepted that I have ME for his own personal political reasons. The same can be said of Ms. Llewellyn and certain other Trustees.

This is what lay behind the ominous statement from the MEA in the October issue of ME Essential that the MEA wanted to see me in connection with “anomalies in my statement” which appeared as the summary of a recent Board meeting. This summary was written by Dr. Shepherd as he refused to abide by the contents of the official minutes of the meeting. He insisted that his summary was reproduced in ME Essential as he thought it would cost me votes in the election. Dr. Shepherd took it upon himself to pursue the matter against me on an internet list. 

Even so, trying to discredit me as a mental health imposter who has a mental health problem, and not ME failed to stop me from being elected, and this is down to the good common sense of MEA members who they made up their own minds on the matter, and they did not trust what they were told by Ms. Llewellyn.

Some MEA members did however, and Ms. Llewellyn could check off the progress on her copy of the membership list to see who had voted, and who had not. Since the membership number was required to be written on the envelope containing the ballot paper, or the staff would open the letter, Ms. Llewellyn could and did check on the progress of her illegal canvassing by asking for the membership numbers that were either on the envelopes or on the reverse of the ballot papers. She could then return to pressurizing members into voting against me through illegal use of the MEA membership list to make contact with members by E – Mail, her preferred method, or by telephone.

Ms. Llewellyn stole the membership list of the message Board MEssage UK the internet message Board run by the MEA, while she was the moderator of that list, and she E – Mailed the people on this list and her own list Me to You who were members of the MEA with a list of questions that she thought I would have to answer if I was to be considered to be either an ME sufferer, or suitable to be an MEA Trustee. 

Clearly it suited Ms. Llewellyn not to want to acknowledge that I am an ME sufferer so that she could claim that I was some sort of imposter in the role, and therefore discredit me.

The point here is that having used these dirty tactics to stop me being elected Ms. Llewellyn and her supporters within the MEA Board would not let the matter drop. Therefore I have been the subject of continual mocking, provoking and sneering styles of abuse from the MEA Board from day one.

3]
That the MEA Board and staff have not informed me of any of my so called crimes or the punishment they have decided to make in relation to the offences they claim that have occurred, and neither have they raised these with me.

4]
That no reason has been given for the placing of a vote of “no confidence” in me as a Trustee of the MEA, or the removal of my membership of the MEA has ever been given to me, and therefore there is no explanation for these matters to be on the agenda for the Board meeting of the 7th of April, other than the purely political.

5]
That several Trustees Ms. Llewellyn, Dr. Shepherd, Mr. Reily, and Ms. Flack have for a number of months engaged in a campaign against me by stating that they would lay down, or support a motion of “no confidence” in me as they want to see me removed from the MEA Board for political reasons and these have nothing whatsoever to do with my perceived behavior.

6]
The Trustees concerned are far too ashamed of their actions to want to put their names to the motion, but they have continually taunted me that if I do not toe their line on the Board, that they will vote me off the Board.

7]
The MEA Board never wanted me to be elected and they have done everything in their power to try to force me to resign by every possible means at their disposal fair and foul to try to force me to resign from the MEA Board, or not take up my seat on the Board. This includes trying to trick me over an official form which all trustees who are Directors of a charity company must fill out and sign, and have counter signed by a serving Trustee / Director before it is returned to Companies House. No serving Trustees would counter sign the form, and so they thought that this was a means of preventing me from taking up my place on the Board. The MEA only reluctantly agreed that they would consider dealing with the form after I contacted Companies House and the Charity Commission about the matter. I was informed by the Charity Commission that the MEA could not use this means of preventing me from taking up my seat on the Board, and if the MEA tried to do so, they would be in trouble.

8]
That the MEA tried to keep the existence of their electronic office / boardroom a secret and so deny me access to it so that I could not function as a Trustee, and therefore effectively prevent me taking up my seat on the Board. When I forced them to acknowledge the fact that this facility existed by proving its existence to them and confronting them with the fact that they were illegally denying me the tools of the trade as a Trustee, they did eventually allow me restricted access to a new facility they were setting up. This was because they deleted the old Yahoo Group they had been using as their electronic office / boardroom in order that I could not gain access to the material stored in the archives of that group.

9]
The MEA Board and staff then conducted the majority of their business with each other by back channel E – Mails between each other, thus cutting me out of the loop. One other Trustee was cut out of the loop at the same time, Diane Newman. 

10]
That I received a letter dated 30th of November from the Chairperson of the MEA Ms. Llewellyn in which she forbids me to contact the staff of the MEA or the MEA offices, and that all contact must go through her, and her alone, and that I should not deal with anybody else, including other Trustees. The letter stated that when I was too ill to use my computer to communicate via the internal electronic office / boardroom, I was to do so by fax. I only had one fax number, and this was for the MEA’s office, so I used it to try and find out from the MEA office what was going on, and to request copies of polices, Board minutes and financial documents. 

I was immediately condemned for having broken the terms of the letter, and was pilloried for having had inappropriate contact with staff, within the electronic office / boardroom. I was denied copes of documents and minutes of previous MEA Board meetings, to which I am legally entitled to have as a Trustee, and the staff and Trustees of the MEA started to do all in their power to stop me having copes of these documents. One of the documents I wanted a copy of were the minutes of the 20th of November Board meeting, and when I did eventually wrest a copy out of the MEA I could see why they did not want to let me have a copy. In the minutes, the Board had agreed to supply me with any copes of documents that I might reasonable request in order to bring me up to speed with the workings of the Board. The MEA were obviously in breach of this. The minutes also dealt with the matter of the form, and so it became clear that they had tried to use the matter of the “form” against me, to prevent me taking up my seat on the MEA Board.

Ms. Llewellyn later denied ever having ever written the letter of the 30th of November when her position became untenable on the matter, but the MEA under the specific orders of Ms. Llewellyn and supported by several other Trustees continued to deny me copies of documents that they knew very well I was legally entitled to.

The final death of the modus operandi of the 30th November letter which restricted me to contact only with Ms. Llewellyn came when Ms. Briody became Company Secretary and so the MEA Board could not prevent me from having dealings with the MEA office as a Trustee. I took the view that since Ms. Llewellyn had denied writing the 30th of November letter that I therefore could not be held to the contents of that letter. One of the points of this letter was that it stated that all Trustees had received a copy of the letter and that it was expected of each and every Trustee only to have contact with Ms. Llewellyn and no other person. This was not in fact the case as only I had received the letter, and it became quite clear that this letter was designed as a tool to shut me up and shut me down in my dealings with the MEA as a Trustee.

Ms. Llewellyn and Dr. Shepherd then decided that they would try to drive me off the MEA Board by ganging up on me with several other Trustees to wind me up and to provoke me over each and every issue so that they could claim that I was always at variance to the rest of the Board and that I should respect the wishes of the Board and either shut up or leave, since nobody else shared my outlook on anything. 

These are just a few examples of the way in which I have been cut out of matters, and treated as a pariah since my election to the MEA Board.

The MEA in disability denial

I am a severely affected ME sufferer, and when I make a long journey, it has to be planned out so that I may be able to work around the things I cannot do with help from another person, or I have to find an alternative means of achieving the same ends for myself by alternative means. Because I am a severely affected ME sufferer, I have needs as a disabled person, because I am disabled. When I can walk, which is on the minority of days, I do so with great pain and difficulty with the aid of a walking stick. My balance and coordination is so poor that I am unable to use crutches, so I am dependant on a stick.

Most of the time I live on an inflatable mattress on the floor of my living room because I cannot get into or out of my proper bed. I get no help from Social Services, and an elderly neighbour does some shopping for me. I am known to my local hospital, police and ambulance service as well as council caretakers for my frequent collapses on the street or on the estate where I live, as I am forced by circumstances to go out to collect my benefits, pay bills and do what shopping I can.

At the entrance to the block of flats where I live is a heavy iron gate I do not have the strength to open, so I am dependant upon neighbours and passers by to open this gate for me. These people see me for what I obviously am, a severely disabled person, as this can be seen quite easily from the difficult and painful way in which I walk, and the fact that I am out of breath and look like death. They see me as disabled as they know nothing of ME, and when some of them have asked what is wrong with me and why I do not get any help, they are shocked and shaken that there are problems getting the system to recognize ME, because of the perception that “ME is all in the mind”. They do not see that this could apply to me, as I am obviously physically disabled, and they cannot comprehend that this could be the result of a mental illness due to the obvious and striking severity of my physical disability.

The MEA staff and Trustees have done their level best to try to question and undermine the fact that I have an ME diagnosis, and that I am a severely affected ME sufferer, and that as a result I have needs as a disabled person which they absolutely refuse to acknowledge.  

They have therefore demanded that I attend meetings and shut down communications with me, so that I am unable to communicate with them about the problems I would have in making my own way unaided to Board meetings under my own steam, whilst not even informing me of the basic information I would need to plan the journey, for example the time the Board meetings start.

The MEA staff and Trustees refuse to accept that I cannot get into or out of a mini cab without help, and that I cannot use a public telephone box to call a cab, and worst of all, they simply refuse to accept that I cannot climb stairs at all. I cannot get into a train from the platform without help.

The MEA have denied all these things and done their best to shut down all lines of communication with me so that I cannot communicate to them any of the problems or difficulties I would have making my own way to a Board meeting, so that they can then deny that I have any form of needs or requirements.

In addition, they have refused to accept that I collapsed just before the AGM and was unable to attend the Board meeting immediately after it or the following meeting in January. Dr. Shepherd then wrote a continual steam of E – Mails mocking me and the level of my disability and saying how he did not believe that I could not have attended the meeting, if only I had wanted to. He considered that the reason I did not show up, was simply because I did not want to, and that I had let the side down by not taking my duties as a Trustee seriously.

The MEA claims to understand that its Trustees have ME and that as a consequence MEA Trustees are unable to attend board meetings and that this will be understood and not held against the Trustee concerned. This is simply not true, and I have been subject to a continual campaign from the ruling clique of the MEA Board that I am simply too lazy and not prepared to try or to put myself out in any way whatsoever to attend Board meetings. They have completely ignored and they refuse to accept that I am a severely affected ME sufferer.

Other Trustees are entitled to stay in hotels the day before and the day after the meeting in order to recoup and recover because as Ms. Llewellyn has put it so eloquently, “they are a bit tired, and we have to do everything for them as they are volunteers, and have so little by way of perks for all their hard work”. This is a “privilege” that the MEA have done their best to avoid me from sharing in. They have to book the hotel concerned and they must approve it for the purpose, and agree to the expense of hiring the hotel. 

This might appear to be just routine procedure, however they have refused to tell me the name of the hotel, so I cannot contact the hotel to see if my needs as a disabled person could be catered for. In addition, I have been told by Ms. Llewellyn that any form of additional expense would lead the MEA to refuse to pay for the entire hotel bill, or my entire expenses for the entire trip. Again this might appear to be reasonable, but if I cannot negotiate how my needs are to be met either through the MEA or directly, then how can I ensure that I will not be left high and dry even if I were to get to the unnamed hotel without any check in details for a meeting on a given day, but without a specified time?

In terms of how to claim expenses, I have not been issued with any expenses forms which I was told do not exist, however one Trustee has told me they actually do exist. My expense claims must be tendered to the correct person on the correct day with the correct amount on them for the MEA to approve them, but without knowing who the person is, or what the deadline is or what they will or will not pay for it is clearly an impossible task.

It took me a number of weeks just to wrest some kind of policy out of the MEA to say what they might pay for in general terms, but I was told that each expense claim had to be subjected to “special scrutiny” since there was a “spending moratorium” on and that “you are nobody’s priority, so you can wait until hell freezes over as far as I am concerned”.

I was given the name of one hotel the MEA use some of the time for some of the Trustees, and after I spoke with the staff at the hotel both I and the hotel manager realized that they could not cater for a person with my level of disability.  

It is clear from the attitudes and obfuscation of both the staff and Trustees that in order to attend an MEA Board meeting I would have to :-

Use my own ‘phone to call a mini cab that I would have to meet on the street as they will not come onto the estate where I live. Somehow get through the heavy Iron Gate on the main entrance to the block of flats in which I live although it is too heavy for me to open.

Get into the cab without the help I require to do so, and that my personal experience establishes cabbies will not render, in order to get to the station. Then purchase a ticket, and negotiate the stairs within the London station depending on the platform the train will arrive at, or at the other end, or any change that might be required mid route, when I simply cannot climb stairs.

Then when I arrive at the other end I would need to use a public telephone to call a mini cab, without knowing the number of any mini cabs firms in the area, and then go to an unspecified hotel in order to book into a hotel that I do not know is expecting me, wherever it may be. That is if the hotel has a room on the ground floor for me, so that I might actually stay in the room. I might need to take a shower or use the toilet, but I need to use a disability toilet as I cannot sit down on a toilet or get up from it without the use of wall bars, even on a good day, and the end of a long journey I would not be able to do this. The hotel that I contacted does not have a disability toilet on site, and access is gained to the chalet style rooms and the pub / restaurant by several steps and there are no handrails. Likewise there are no handrails over any of the toilets or in any of the showers, and they are the type that require one to negotiate a step up into the shower cubicle, which I cannot do, and there is no handrail.

I could then look forward to a rest before the Board meeting the next day, but when am I supposed to show up at the MEA office for the Board meeting when the MEA refuses to give me even the time of the meeting?

In any event, I would require a cab journey from the hotel to the MEA’s offices, and back again. 

The MEA have refused to answer my questions about what their toilet facilities are, and I can only think that they would not be the sort I would be able to avail myself of.

After a Board meeting I would be faced by the prospect of repeating the entire impossible process. 

To make matters worse I have been told time and time again by Ms. Llewellyn that I am not entitled to have anybody to accompany me in order that I receive any help and support from another person in the role of carer as “I might communicate confidential information about the MEA to them, and the MEA certainly would not pay the expenses of a spy, and if you try this one, I will personally make sure you will never receive a penny in expense from the MEA”. This was the argument that Ms. Llewellyn used to stop me having any form of carer to help me to meetings “as they might see MEA Board meeting papers, and I could not be trusted to keep confidential matters confidential”.

This same argument was wheeled out against any discussion that I might be able to have someone help me in the role of amanuensis either at a meeting, or in general with any form of MEA work, when I am unable to use my computer as I often am not due to being too ill and that I cannot stand let alone walk which makes it very difficult to sit in a chair opposite my computer and respond to endless E – Mails designed to make me want to pack in being an MEA Trustee.

Time and time again I have been asked by the staff and Trustees of the MEA why I would have a problem” jumping into cabs or onto trains, and just getting there”. I have spelt out the above, and yet again they ask and again and again, until it is quite plain that they simply will not accept that there is any problem that they will acknowledge. Then it became worse, since I had not told them why I could not simply get myself to meetings, they started to presume that I simply refused to do so.

I have sent the Board a copy of a medical report showing my considerable level of disability which confirms that I am so debilitated and disabled by ME that I am only able to stand up on a minority of days. This was ignored and treated as an insult by Trustees who then started to claim that although they had never been as disabled as I claimed to be, that they were more ill than I was, or could ever be, and they had no problems getting to meetings. 

The staff and Trustees of the MEA then refused to see that anyone with ME could or should have any of the problems I had raised, and this meant that “people with ME can climb stairs, they just get a bit tired afterwards”, and “I have never heard the like of anybody with ME claiming that they cannot use a public ‘phone’”.

Neither the staff nor the Board of the MEA accept that I have times when I cannot stand let alone walk, despite the medical evidence from the DWP that this is frequently the case. The MEA therefore refuse to accept that I could possibly be in such a condition which is why they have not in effect accepted my apologies for not attending Board meetings they did everything in their power to prevent me attending, even when I was far too ill to do so. 

The reason for this rather contradictory approach is that the MEA Board has never accepted that I am a Trustee like any one of them, or that I have ME, and therefore they refuse to allow the understanding about a Trustee with ME to be too ill to attend Board meetings to apply to me.

It has been put to me time and time again by Ms. Llewellyn that the very fact that all the other Trustees can get to meetings means that I should not consider myself in any way different or special and that she will not give me any form of special treatment, because I must do what all the other Trustees do, or resign.

This includes trying to cope with 70 or so E – Mails a day, even when I am in no fit state to use my computer, and it also means that I must communicate by E – Mail when I am unfit to do so.

It is because of these considerations that Ms. Llewellyn has always prevented Board meetings taking place via telephone conference, and on grounds of cost. In terms of cost, I reckon that it would in fact be much cheaper than putting up the Trustees including Ms. Llewellyn in hotels for a couple of nights each for every Board meeting.

Ms. Llewellyn only agreed to look into the practicalities of having a telephone conference on 2 occasions, the first was the so called “interview” in which she considered it to be impractical, and this was just after I informed her that I would be recording the proceeds of any so called “interview”. My keeping such a record of the “interview” was abhorrent to her.

The only other occasion was when she demanded my vote in an vote of no confidence against Dr. Shepherd, and she assured me that she had 2 other votes beside her own at her beck and call. This would be a majority if only one Trustee could be persuaded not to attend, and was not told of the use of a telephone link up to secure my vote. She bragged that, “I am the Chairman, and I have a casting vote in all things”.

I tried to inform her that she did not in this particular instance, however she was not in listening mood, I was either for her in which case she would let me stay on “her” Board, or not, and if not, she would make an alliance with DR. Shepherd to have me voted off.

The matter of the consideration of any form of telephone conference was instantly withdrawn never to make an appearance again because it was back to the same old routine, I had no special needs or disabilities or any reason to be absent from a board meeting. Therefore there was no need for me to have a telephone link up to the Board meeting as I was quite capable of getting to meetings, if only I wanted to.

When a number of Trustees were informed of the impending motion of no confidence in Dr. Shepherd, they threatened to resign, and that they would plunge the MEA Board into chaos. I knew that it would not be long before Dr. Shepherd would use this opportunity against me on a “him or me” basis, which he did.

This is the real origin of the vote of  “no confidence” in me, and it is entirely political, and for political reasons.

Conclusions

Each stranger that I ask to open the heavy entrance gate for me, or each neighbour of mine who does so, in order that I might pass through the gate has shown me more compassion, more humanity and more respect for me as a disabled person, then I have ever received at the hands of a charity that claims it is for PWME, their carers and their families. 

My neighbours and strangers see only with their eyes that I am physically disabled, and in pain, and I see pity in their eyes which I find hard to take, but they accept me as they see me, without knowing much, if indeed anything about ME.

This is the complete opposite of the attitudes I have met at and within the MEA who consider that I am lazy or crazy or both, because they see me through the political mind’s eye of their politics, so they refuse to accept the evidence of their eyes and ears, for political reasons.

It is clear to me from the experiences that I have related above and many many more that the staff and Trustees of the MEA consider that they can use the who they acknowledge to have an ME diagnosis or who they acknowledge to be ill, or disabled, or too ill to attend a meeting as political tools against me in a very dirty fight in an equally dirty circus.

I believe that these things should not be the subject of dirty interpersonal politics, because the ME charities are there, or at least ought to be there to stop this kind of thing happening to ME sufferers, their carers and their families. That the MEA have sought to use such tactics against me is completely unacceptable.

I can only say that I do not believe that the MEA can really believe in ME as a serious, debilitating and disabling illness if they are so prepared to give the status of ‘sufferer’ to those they personally like, or who politically they agree with, and withhold it from those they do not like or agree with.

To play politics with ME like this is to cheapen and tarnish those involved, as the issues are very emotive. I believe the MEA have deliberately set out to provoke, humiliate and denigrate me in such a way and for so long that it would try the patience of a saint. I am no saint, and upon occasion the sparks have flown, but I have to say that matters are not as the MEA have pained them. 

In an institution where some are given a status and others are denied it for what are overtly political reasons, one has to ask, does this say something about the institution. 

I believe it does. I believe it says that the MEA are an intuitionally disablist organization. I also believe that the MEA is being run by the lightly walking wounded for the lightly walking wounded, to the exclusion of the moderately and severely affected ME sufferers their carers and their families because the MEA are simply not able to appreciate the real and serious debility and disability that ME produces due to their gulf of experience between themselves and the moderately and severely affected.

I no longer consider that the MEA can be turned around as the MEA as an institution prefers nasty interpersonal politics about who is ill, and who is not, and who is disabled, and who is no, and who has ME, and who has not to operating as an open honest, transparent and democratic charity for the good of the ME community. The kind of sectionalist and sectarian politics practiced by the MEA against me is not what the ME community wants, and it is this sectionalist and sectarianism that will prevent the ME community rising from its knees and achieving great things.

I feel very strongly that a charity that purports to be for ME suffers, their carers and their families should not use the unacceptable tools and tactics of ME and disability denial against an individual, as the MEA has done against me. This in my view is completely unacceptable for an ME charity to do, and I call for the resignation of the entire Board of the MEA. I also call upon the staff of the MEA to consider their positions as well, as I do not accept that what they have done against me can be justified on the basis of wanting to please their political masters.

I believe that the MEA is so overdrawn at the bank of credibility that I no longer consider that the MEA can ever be part of the solution to the problems faced by PWME, their carers and their families, it is part of the problem, and it must be completely reformed to make it fit to represent the ME community, or swept away by the ME community to make way for a charity that will.

Ciaran Farrell

MEA Trustee, elected by the membership

To serve the membership and the ME community
2 April 2005
