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The Query

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

From:
Jane Bryant

Sent:
22 December 2004 00:50

To:
MERGE (The MERGE charity has been renamed and is now currently trading under the name of ME Research UK) NCAbbot,vaspence

Subject: RCPCH Guidelines

Hi Vance & Neil

Kate rang me early this morning but I haven’t had the chance to contact you until now because I have been out all day and only just returned home.

Kate said that she thought that ME Research UK had produced (or was about to produce) something over the horrific RCPCH Guidelines for ME/CFS children. As I am sure you both know, Kate has been having a dreadful time of late xxxxxxxx, so she also said that because she has been knocked sideways by this, she wasn’t absolutely sure about an ME Research UK paper/contribution, but that she thought this was the case. I have looked on your website but cannot find it.

Are you doing something over these please? Or is this just a case of my not being able to find it on the website? Or that it hasn’t happened yet? I know that I speak for many - if not all - parents of ME/CFS children in the UK when I say that it would be really great if ME Research UK could do something to help us. When Kate rang me and told me this, I nearly cried. We need al the help that we can get over these Guidelines.

A Merry Christmas and a Happy New Year to you both.

Regards

Jane

The Response

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

From:
Vance Spence

Sent:
22 December 2004 10:58

To:
‘Jane Bryant’

Subject:
RE: RCPCH Guidelines

Well

This is an interesting tactic. Kate rang HER to tell HER about the Guidelines? Now why would Kate have done that when Kate phoned me up to ask if MERGE (One Click note:  The MERGE charity is now currently trading under the new name of ME Research UK) had penned a reply to the RCPCH Guidelines as HER had heard we had. Then there is the statement at the end, “When Kate rang me and told me this, I nearly cried. We need all the help that we can get over these Guidelines”. Blackmail.

She doesn’t speak for “many - if not all - parents” no more than we speak for all ME patients.

This is a craftily constructed piece to draw us out but, as you say, does it matter? We have nothing to hide EXCEPT being used as fodder, once again, in other people’s wars. I think that the only problem we have is not with Bryant but with the RCPCH and other official bodies who trusted us with information and to keep it out of the public domain at least until the thing is officially published.

What we could say is that we are waiting for the RCPCH to get back to us with their response to our queries and/or for the document to be published. Otherwise, just give her what she wants.

Vance
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