
19 April 2006

	NICE Fun And Games With The CFS/ME Guidelines 

	We bring to the attention of the ME/CFS community today the most extraordinary difficulties that are developing over provision of information in relation to the 'CFS/ME' NICE Guidelines.

There are two current items being produced by the National Institute for Clinical Excellence (NICE) in relation to the Guidelines being developed for ME/CFS. 

The first item is the NICE Subset Questionnaire to be filled in by members of the NICE Stakeholder Committee such as The One Click Group. This item was published by One Click on the 11 April 2006.

The second and far more important item is the full NICE Questionnaire that has been completed by the Members of the Guidelines Development Group (GDG). It is impossible to understand the full picture and complete the Subset Questionnaire by members of the NICE Stakeholder Committee without being given information in relation to the full Questionnaire as most legitimately required. 

Foolishly anticipating no difficulties, One Click therefore wrote to Nicola Costin, Project Manager for the NICE Guidelines from the Royal College of General Practioners and requested a copy of the full NICE Questionnaire. This we were duly provided with as it states in the Information and Instructions for filling out the 'CFS/ME' Subset Questionnaire that: "If you would like to see a full set of statements, please email cfs_me@nccpc.org.uk and they will be sent to you." 

However and most surprisingly and unfortunately, the key information required in relation to this full Questionnaire was not just the questions themselves but the GDG assessment and ratings that were deliberately omitted. This Ms. Costin failed to send. The GDG assessment and ratings of the Subset Questionnaire are available for all to see, but not with this key and vital document, the full Questionnaire. 

And so then the NICE fun and games began. 

Somewhat taken aback by this blatant omission of information, One Click wrote to Costin and asked for it. Costin responded: "As this [the full Questionnaire] is still work in development, we are unable to provide those details at this stage."

Really? This is actually and blatantly not the case and it is most unfortunate that such dissembling tactics are currently being employed by NICE over these 'CFS/ME' Guidelines when rumbling these tactics merely requires perusal of the written record. 

One Click therefore responded to Costin: "I am afraid that we do not understand this. In the Information/Instructions for the subset Questionnaire, it states: “It contains all of the statements on which the GDG did not reach consensus as well as a random sample of 20% of the statements where the GDG reached a consensus. There were originally over 500 questions or statements which were developed, discussed and rated by the GDG.” It is therefore quite clear that indeed, the GDG has processed the information. Since this is the case, why can we not have the information, please?"

Dear Oh Dear. 

At this point Costin elected to back down and stated: "I am forwarding your email to a member of the NICE team who will be able to respond to you regarding your enquiries."

When after several further days this information failed to be forthcoming in any way shape or form, One Click contacted Costin AGAIN to ask for this most legitimate information only to be told that Costin is now on leave.

More Dear Oh Dear. 

Today, we therefore contacted Sarita Tamber of the NICE Press Office and asked for a copy of the full NICE Questionnaire, together with the ratings and assessment done by the GDG. Ms. Tamber appeared hesitant and is now escalating this query up the NICE food chain.

It is quite simply extraordinary that a request for this most legitimate of information - a copy of the full NICE Questionnaire together with GDG ratings - is proving so extremely difficult to obtain. What has NICE got to hide?

Surely NICE must realise that it is extremely difficult for members of the Stakeholder Committee such as One Click to complete the Subset NICE Questionnaire without being given the opportunity to see the full Questionnaire and the way in which the GDG is working over these ME/CFS Guidelines? WHY is NICE placing such obstacles in the way? WHY are we not being allowed to see the full picture?

One Click, as a Stakeholder on the Committee for development of the NICE Guidelines, will unfortunately not be able to complete the NICE subset Questionnaire by the deadline of May 5 unless the full Questionnaire, together with GDG ratings, is provided. We find it simply extraordinary that obtaining this information is proving to be so very difficult. 

Failure to provide this information by NICE will lead to One Click invoking the Freedom of Information Act and all the publicity that will result from this. 

If you too would like to obtain a copy of the full NICE Questionnaire together with GDG ratings, we suggest that you contact Ms. Tamber in the Press Office of NICE at sarita.tamber@nice.nhs.uk. Sooner or later this information must be forthcoming. With the deadline for completing the NICE Subset Questionnaire of the 5th May looming, it is far better that this is achieved without further delay. 

One must question as to why NICE is making such a meal out of this and what it appears to be trying to hide. Perhaps NICE would be so good as to give the ME/CFS community the most legitimate information that it seeks without further obfuscation and delay and provide us with the full NICE Questionnaire, together with the GDG ratings that pertain to this, so that a modicum of good faith may be restored? 

As previously stated, there are serious legal ramifications with regard to the formulation of the 'CFS/ME' NICE Guidelines. These latest NICE fun and games do not bode well and are now a matter of public written record.

The One Click Group
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