
28 April 2006
Professor Sir Michael Rawlins

Chairman

National Institute for Clinical Excellence 
MidCity Place

71 High Holborn

London WC1V 6NA

Dear Sir Michael

THE CFS/ME NICE GUIDELINES

The One Click Group sits on the Stakeholder Committee for the development of the CFS/ME NICE Guidelines. We have been requested by NICE to complete the NICE Subset Questionnaire by 5 May 2006.  We are writing to you formally today to request an extension for our completion of the NICE Subset Questionnaire that is currently set for 5 May 2006 as stated for the reasons set out below.  

Much email correspondence and many telephone calls with NICE have ensued over our request to obtain a copy of the Guideline Development Group Ratings of the NICE Full Questionnaire with, for example, Ms. Nicola Costin, Ms. Sarita Tamber, Mr. Andrew Dillon, Ms. Lucy Betterton and latterly your own PA Angela Cain.  Much prevarication and obfuscation has ensued whilst the date of completion for the NICE Subset Questionnaire got closer and closer with no explanation from NICE as to what was transpiring and, of course, no information.  Ms. Costin even stated in writing at one point that this information was not available when NICE itself had already stated in writing that it was.  When this was brought to Ms. Costin’s attention, she immediately went on leave. Precisely the same situation occurred with Ms. Tamber as soon as this question was posed.   

Since the 11 April 2006, we have been attempting to get this most legitimate information whilst NICE has inexplicably been dragging its heels.  We require this information in order for us to be able to complete the NICE Subset Questionnaire.  Failing to be given the full picture in relation to the development of the CFS/ME NICE Guidelines is analogous to being given only half of the script.  In light of the prejudicial treatment of ME/CFS sufferers that has been identified, we know that the assumptions that we were asked to make with the Subset Questionnaire are unsafe. We need to know the assumptions and Ratings made by the GDG in relation to the NICE Full Questionnaire because these will inform any answers that we may provide.  The questions in the NICE Subset Questionnaire appear designed to lead to answers that we might not give if phrased differently.  Obviously, it is a given that how the GDG has rated the NICE Full Questionnaire has immediate impact on how the Stakeholder Committee will complete the questions posed in the NICE Subset Questionnaire.

Finally and after this inordinate length of time, we received an email from Ms. Lucy Betterton, NICE Associate Director of Communications yesterday stating that NICE is refusing to provide the GDG Ratings for the NICE Full Questionnaire, even though NICE has this information in its possession.  The reason being given for this refusal by Ms. Betterton is that these GDG Ratings are intended for future publication and that therefore the provision of this most legitimate information can be refused under Section 22 of the Freedom of Information Act that relates to information which is intended for future publication.  

This is really quite an extraordinary departure and completely incomprehensible since the GDG Ratings over the NICE Subset Questionnaire have already been provided, even though they too are destined for future publication.  The question therefore arises, why is NICE refusing to provide the GDG Ratings for the NICE Full Questionnaire and for what purpose, since the GDG Ratings for the NICE Subset Questionnaire are already in the public domain?  Merely to state that the CFS/ME NICE Guidelines can be held back for future publication gives no merit to taking that position. The effect of your delay in refusing to provided the GDG Ratings for the NICE Full Questionnaire until now is clearly done to prevent our submissions taking them into account.  

The Stakeholder Group is being requested to complete a form that will have severe impact on the lives of every single person diagnosed with ME/CFS in the United Kingdom. To do this correctly for patients we require the information that NICE now finally and at last admits that it has but is refusing to provide.  

We have endured inordinate delays from NICE in regard to this issue. Had we been immediately informed that NICE was proposing to refuse to provide this information, we could have set the process in train for attempting to get this information far sooner under the terms of the Freedom for Information Act.  Instead, we have been stonewalled by your organisation for an inordinate length of time that has refused again and again to answer, one way or the other. 

NICE is supposed to be responsible for providing national guidance on the health of the entire nation and preventing and treating ill health and for providing full consultation in this regard. 

The CFS/ME NICE Guidelines are not scheduled to be published until April 2007.  Because The One Click Group as a Stakeholder has been refused this GDG Ratings information in regard to the NICE Full Questionnaire, we will be unable to complete the NICE Subset Questionnaire by your deadline of the 5 May 2006 whilst we apply for the information needed under the Freedom of Information Act with the help of our solicitors.  

We would therefore ask you please for an extension of the deadline of 5 May 2006 for completion of the NICE Subset Questionnaire whilst this process is underway. 

We look forward to hearing from you by return with an indication of the extension of the deadline whilst we process the paperwork necessary to attempt to obtain this most legitimate information that the ME/CFS community requires under the Freedom of Information Act.

Yours sincerely

Jane Bryant
Angela Kennedy
The One Click Group

Cc.
Angela Cain


Andrew Dillon


Lucy Betterton


Sarita Tamber


Nicola Costin


Collette Marshall
            Sarah Dunsdon

Saunders Solicitors LLP  









THE ONE CLICK GROUP


� HYPERLINK "http://www.theoneclickgroup.co.uk" ��www.theoneclickgroup.co.uk�


Email  mail@theoneclickgroup.co.uk














