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Dr Des Turner MP
                                                                              3 November 2006

House of Commons

London SW1A 0AA

Dear Dr Turner

APPG - 16 November 2006

We are writing to you in your role as Chairman of the All Party Parliamentary Group on ME (APPG). 

The charity Action for ME (AfME) with which you are closely associated has announced that the APPG will be in session on the 16 November 2006. It has been stated that Stakeholders will be asked to report on the CFS/ME Draft NICE Guidelines during this meeting.  
Unfortunately, One Click representatives will not be able to attend the APPG on that date due to prior commitments, but we are sending you copies of the Stakeholder evidence that we have submitted to NICE as a registered Stakeholder instead. We would ask you please, in your role as Chairman of the APPG, to place the One Click Stakeholder evidence on to the records of the Minutes of the APPG, so that this material can be fully and publicly acknowledged in said Minutes. 
This record keeping is particularly important because although NICE states in its very own Guidelines Manual that: “If the GDG [Guidelines Development Group] decides not to use a piece of evidence, the reason should be made explicit”, it is unfortunately the case that not only have we been given no explicit reason as to why our evidence has not been considered, but it has also gone unacknowledged, unrecorded and unpublished by NICE.  Most unfortunately this is against NICE’s very own regulations.  It is therefore up to the APPG to record this biomedical evidence to benefit the ME/CFS community, as we are sure you will agree. 
Please find attached a copy of the One Click Stakeholder comments that are utterly germane to these Guidelines.  We will be producing a full report by the Consultation deadline of 24 November 2006.  We would ask you please to acknowledge and formally record receipt of this evidence in Minutes of the APPG, as it is your duty as MP and Chairman of the APPG to do.  We look forward to hearing further from you and many thanks for your cooperation.

With best wishes

The One Click Group

www.theoneclickgroup.co.uk
Cc. Saunders Solicitors LLP

Encs. 1 – Stakeholder Evidence
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