
2 January 2005
	The MEA Trustee Writes - Again 

	

	Neil Riley's High Horse On Death Row 

One Click has had yet further unsolicited correspondence from Neil Riley, Myalgic 'Encephalopathy' Association Trustee. Please see below. 

We must ask at this juncture - what proactive policies has the MEA got, except its overt collusion with the psychiatrists and its belligerent construction of its critics as evil?

The MEA is colluding in the PACE trial, has recently sold 40,000 ME/CFS child sufferers down the river in terms of the RCPCH Guidelines and is currently attempting to strip patients of the neurological disease classification that the World Health Organisation provides. And let us not forget the MEA’s refusal to in any way engage with the ME/CFS Canadian Guidelines that represent the breakthrough that patients worldwide have been waiting for. 

Riley's metaphorical high horse under these circumstances, should, in fact, be shot. 

The British charities have allowed the situation for ME/CFS sufferers to become intolerable. 

Please see the latest correspondence from this man. Riley wanted his email published in full, together with his public slagging off of one of his co-trustees? His wish has been granted. 

My goodness, don't the Board of Trustees of the MEA get on so well! They get on so well, that Riley writes to the One Click pressure group to rubbish one of his co-workers, Mr. Ciaran Farrell, elected by the MEA membership, in public. 

We realise that selected of the most vociferous MEA Trustees currently have a wee problem in communicating their views in public because their Webmaster has just left because he could stand it no more and they have been thrown off the MEAUK internet list for bad behaviour. No matter. One Click will be delighted to provide the public service required and publish all correspondence. Any time, Mr. Riley, any time. One Click will be happy to help. :0)

The One Click Group 
--------------------------------------------------------------------------------------

Angela Kennedy's response

From: Angela Kennedy
To: Neil Riley neilhriley@talk21.com
Subject: NEWS ON ONE CLICK


Dear Neil,

We have recently become aware just how much certain of the ME/CFS charities (including the MEA) are betraying sufferers by their actions (and those betrayed include my daughter, Jane's son, Suzy Chapman's child, and Ciaran Farrell himself, interesting that you insult a fellow trustee in this way).

Isn't it funny that, any time anybody expresses grave concern about the
conduct of the MEA, any sort of legitimate criticism, representatives of
the MEA such as yourself and Christine Llewellyn and Charles Shepherd,
insult us and try to construct us as unreasonable? Your mail below is yet
another example of this sort of thing to add to the latest burnt offerings
from Llewellyn on Co-Cure yesterday.

If only the MEA could be belligerent (in the ways you always are towards
sufferers and their supporters) towards the psychiatric lobby instead, and
those government bodies and others pushing the psychiatric paradigm,
instead of sitting on various work parties like little lambs, and quiet
little secretive ones at that, while ludicrous and criminally negligent
'guidelines' such as the RCPCH documents (and now it looks like the NICE
guidelines) are produced with your tacit support.

You might believe 'antagonistic criticism is counter-productive'. Well yes,
you would. Counter-productive to the comfortable little rut the MEA are
still stuck in, which brings all sorts of benefits to Charles Shepherd and
Christine Llewellyn and god knows who else, but means that sufferers like
my daughter remain abused by the machinations of the psychiatric lobby,
their ludicrous paradigm, and the role of charities like the MEA in
allowing that to continue by their collusion and lack of courage.

You may have gathered, we don't take kindly to bullying, especially when
the bullies claim a moral high ground they have no right to. The charities
WILL have to become accountable to the ME/CFS community if they are to
survive. I'm sorry if that makes you uncomfortable, but I suggest you get
used to it and try not to keep jumping on your high horse: the poor thing
is in imminent danger of collapsing under the strain.

By the way: the Radio Times deals with ALL TV channels, and has a bigger
circulation than the TV Times et al. Jane and I always do our homework. 

Angela Kennedy
The One Click Group 

-------------------------------------------------------------------------

The (second) Riley email

From: neil riley neilhriley@talk21.com
Date: Sun, 2 Jan 2005 10:33:38 +0000 (GMT)
To: The One Click Group, angela.kennedy
Subject: RE: NEWS ON ONE CLICK


Dear Jane,

I appreciate the passion with which you express your views. My life has
been torn apart by ME and I have passion too. 

I believe passionately that ME is a physical disease. I see no room for the
psychiatrists in the search for a cure. 

I believe passionately that a rigorous evaluation of the policies espoused
by all the ME Groups is essential if we are to put forward the best case
for PWME.

I believe passionately that antagonistic criticism is counter productive.
Open debate is fine; accepting that others have different views is
essential. But, vitriolicly attacking other ME organisations reveals a
bitterness that blinds reason.

I passionately believed that when I became a trustee of the MEA I could use the limited amount of energy I have for the benefit of PWME. It came as a huge shock to find that there is such an amount of ill-will directed
towards the ME Charities. I believed that all the ME organisations would be
working together, supported by the whole ME Community. Instead, many
believe that only they know the true way forward for ME and have no time
for others. Such a huge waste of the talent of so many gifted people is
regretable.

So I shall leave you all to it. Carry on with the personal infighting and
squabbles. It is too negative for me. With the limited energy that each day
brings I want to be positive. I will continue to go out and speak in public
to raise money for PWME. 

In the meantime I am happy to leave behind the special Web World of 
yourself, Angela Suzy and Ciaran. It is a world that that I never imagined
existed. A world that I believe is counter productive to many with ME. I
leave it sadder but wiser.

Neil Riley

PS. the temptation for you to put your own spin on this email will be
great. Please don't.

This email may only be reposted in full.
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