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THE ME RESEARCH UK MEDIA CORRESPONDENCE

[The MERGE charity has recently been renamed and is currently trading under the new name of ME Research UK].

Readers should note that the media coverage over the PACE and FINE trials was originally scheduled to be published in the Guardian national newspaper.  The copy had been fully agreed, together with a publication date.  The draft copy had been shown to Kate Stewart (pseudonym Margaret Williams) prior to publication.  Just a few short days before this article was due to appear in the Guardian, the newspaper pulled the plug.  Instead, one of the most damaging articles to hit the ME/CFS scene featuring Lord Putnam who maintained that ME/CFS is a stress disorder and orchestrated by the AfME charity was published instead, on the very same day that the coverage of the PACE and FINE trials had been scheduled.  All questions as to how the AfME charity got wind of the proposed PACE and FINE trials coverage in the Guardian should be directed to Kate Stewart and ME Research UK.  It is doubtless no coincidence that at precisely this particular time, ME Research UK received a treble page spread in the AfME charity magazine, calling for funds. 
This is how the wheels turn in charity world.  The PACE and FINE trials article was subsequently published by The Independent newspaper. 
See the ME Research UK media correspondence below. 

-----Original Message-----

From:
Jane Bryant 

Sent:
19 April 2004 14:39

To:
Neil Abbot [mailto:MERGE]

Subject:
RE: The Guardian Article and The Press Release

Fabulous.  That leaves the Countess of Mar and Jane Colby then.  At least we all know where we stand.

Rushing on as well.

Jane 

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

-----Original Message-----

From:
Neil Abbot [mailto:MERGE]

Sent:
19 April 2004 14:20

To:
Jane Bryant

Subject:
RE: The Guardian Article and The Press Release

Jane, 

Vance has already said he won’t be available for comment, and I won’t be here most of tomorrow or wednesday. 

Rushing on

Neil 

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

-----Original Message-----

From:
Jane Bryant 

Sent:
19 April 2004 14:07

To:
Neil Abbot [mailto:MERGE]

Subject:
RE: The Guardian Article and The Press Release

Neil

In any media story, it is vital that the quotes in the story that are  from a credible source.  Vance is such.  Putting pressure on the MRC, the DOH and the government is mandatory.  Using the media to do it, one of the best ways that there is.  These are not bullets in other wars.  This is the war.   Responding to media queries is also necessary.   

ME Research UK needs funds.  In order to obtain them, ME Research UK needs to raise its profile, get fundraisers of good quality on board and get the monies in for the research that you want to carry out.   I have been trying to find such an individual for you.  And indeed have made considerable progress.  Please forgive me if I say that right now, I have not much of a mind to make any further progress on this issue this afternoon. 

I am sick at heart of trying to get people to stand up and be counted over a disease that matters so much to so many.  Over ME/CFS, people need to co-operate with each other in order to make progress.  That is the name of the game and that is the only game that there is in town. 

Best wishes

Jane 

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

-----Original Message-----

From:
Neil Abbot [mailto:MERGE]

Sent:
19 April 2004 11:40

To:
Jane Bryant

Subject:
RE: The Guardian Article and The Press Release

Jane,

Just got Vance on the phone - he’ll live with the press release, though heaven knows what Byrne is quoting him as saying in the Guardian article. We’ll just wait and see (though if there’s been any monkey business, we do have the fall-back of the PCC). 

Jane, both of us are a bit irritated at again being roped into things outside of ME Research UK’s strict remit. We made a decision some time ago to concentrate this fledgling little research charity on BIOMEDICAL RESEARCH, and he and I are exhausted at being bullets in other wars. [It happens all the time, actually - I had an irate guy on the phone on Friday wanting ME Research UK to write a document that he could use to further a special bugbear of his]. It just goes on and on, and both of us - Vance because he’s ill, and me because there’s so much to do trying to push this little bit of rock up a mountain to see it roll back again - are sick at heart of it. 

Best Wishes

Neil 

