
22 April 2006
	More NICE Fun And Games 

	You really could not make this NICE saga up if you tried. It is at the hands of these people that medical clinical guidelines are being applied to patients and life saving treatments and supposedly efficacious drugs are being rationed or refused. Your bits in their mitts takes on a whole new meaning when one reviews the not so NICE behaviour to date in relation to patients suffering from the neurological disease ME/CFS, World Health Organisation classification ICD-10 G93.3. 

There are two Questionnaires that are being produced by the National Institute for Clinical Excellence (NICE) in relation to the production of the 'CFS/ME' Guidelines by this organisation.

The NICE Full Questionnaire containing some 500 questions has already been completed by the Guidelines Development Group. 

The NICE Subset Questionnaire that is considerably smaller is to be completed by the Stakeholder Group and delivered to NICE on 5 May 2006.

It is impossible for members of the Stakeholder Group to complete the NICE Subset Questionnaire without being privy to the NICE Full Questionnaire together with the Guidelines Development Group ratings on same. This is analogous to being given only half the script whilst 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. 

The NICE Subset Questionnaire contains many pitfalls. It is abundantly clear that the objective of this exercise is to obtain the preconceived answers that are being sought by the vested interests concerned with which the ME/CFS community are only too familiar. See The One Click Presentation to the Gibson ME/CFS 'Inquiry'. 

The One Click Group alerts the ME/CFS community and members of the Stakeholder Group that they are being given only a fraction of the information that they need to fill in this NICE Subset Questionnaire as we highlighted in the item published on The One Click Group website dated 19 April 2006 and entitled NICE Fun And Games With The CFS/ME Guidelines.

We publish today the NICE Full Questionnaire on which NICE itself is currently refusing to provide the information that we need on how the Guidelines Development Group have rated these questions. This information is key. 

Every time that One Click requests this most legitimate information from NICE Guidelines personnel, unbelievably the individuals concerned immediately go 'on leave'. 

Today, One Click also publishes the NICE Questionnaire Correspondence with Ms. Costin, Project Manager of the National Collaborating Centre for Primary Care and Ms. Tamber, Press Officer for NICE, the two aforementioned departed 'on leave' individuals. 

As just one small sample of this controversy that is occurring over the development of these 'CFS/ME' NICE Guidelines, please One Click: 

One Click Submission to NICE

One Click Response to NICE - Literature Review

NICE Literature Review Critique

Today, One Click writes to Mr. Andrew Dillon, Executive lead of the NICE project team in the hope that he will not immediately elect to go on leave also but will actually provide the most legitimate information that we all seek in relation to these 'CFS/ME' NICE Guidelines over which there has already been such massive controversy, as previously stated.

Why is NICE behaving like this and in the case of NICE Press Officer Ms. Sarita Tamber and her telephonic manner, downright rude fashion? Why is NICE making such a meal out of providing this information? What has it got to hide and why?

If the Guidelines Development Group ratings are not provided for this NICE Full Questionnaire since this information is very clearly available as NICE has stated in writing itself, One Click will be invoking the Freedom of Information Act and passing all details on to our solicitors without delay.

The One Click Group


**************************************************

One Click Email to Mr. Andrew Dillon, Executive lead, NICE project team

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

From: The One Click Group 

Sent: 22 April 2006 14:39

To: Andrew Dillon
andrew.dillon@nice.org.uk

Cc: Sarita Tamber
Sarita.Tamber@nice.org.uk
Nicola Costin
ncostin@rcgp.org.uk
Colette Marshall
Colette.Marshall@nice.org.uk

Subject: THE NICE FULL QUESTIONNAIRE 


Dear Mr. Dillon

The One Click Group sits on the Stakeholder Group for the development of the NICE 'CFS/ME' Guidelines. We are writing to you today in your role as Executive lead of the NICE Project team. 

One Click requires a copy of the NICE Full Questionnaire, together with the ratings provided by same from the Guidelines Development Group (GDG) before we can complete the NICE Subset Questionnaire, scheduled to be delivered to you by the deadline of the 5 May 2006.

It would be safe to say that we have been given the colloquial interpretation of the bums rush over this most legitimate request for information by NICE. We delineate this saga below and would ask you please to intervene and expedite this matter. 

Many emails and telephone calls in the vain attempt to obtain this most legitimate information have also transpired. Please One Click The NICE Questionnaire Correspondence. 

The saga goes like this: 

On the 11 April 2006 One Click contacted Project Manager Nicola Costin and asked to be provided with a copy of the NICE *FULL* Questionnaire that has been developed for the production of these 'CFS/ME' Guidelines and that has been rated by the Guidelines Development Group (GDG). Ms. Costin duly provided us with the NICE Full Questionnaire itself, but most unfortunately omitted to send us the Guideline Development Group ratings that pertain to same. Obviously, this is key information that we require and we are not prepared to complete the NICE Subset Questionnaire without it. 

We wrote to Ms. Costin again and requested the GDG ratings on the NICE Full Questionnaire. Ms. Costin responded: "We are unable to provide those details at this stage."

This is not true. It clearly states in the Information and Instructions document sent to us for filling in the NICE Subset Questionnaire that: “There were originally over 500 questions or statements which were developed, discussed and rated by the GDG.” 

When challenged with what NICE itself had written, Ms. Costin announced that she was forwarding our query to another member of the NICE team. Days passed with no information provided. When we contacted Ms. Costin once more, it transpired that she had gone on leave and was unavailable.

One Click then contacted Ms. Sarita Tamber, the NICE Press Officer, in order to obtain this most legitimate information. Ms. Tamber in turn was obfuscatory and evasive, not to say downright rude on the telephone. 

After a series of telephone calls and emails, Ms. Tamber announced that she was "dealing with your request and will get back to you next week." Bearing in mind that the NICE Subset Questionnaire has a completion deadline of 5th May attached, this leaves very little time. One Click therefore contacted Ms. Tamber again over this issue only to discover that she has also now gone on leave.

Mr. Dillon, the nub of the matter is this. Is NICE going to provide a copy of the NICE Full Questionnaire together with GDG ratings or will The One Click Group be forced to invoke the Freedom of Information Act to obtain it? If we are forced to do this and bearing in mind the time it will take, obviously we will be unable to complete the NICE Subset Questionnaire by the 5 May as requested.

Perhaps during your response, you would also be so good as to explain as to precisely why NICE seems to be making such an evasive and obfuscatory meal in regard to the provision of this most legitimate information required by a member of your Stakeholder Group and everybody else for that matter?

We wait to hear from you.

Many thanks and regards


Jane Bryant
Director
The One Click Group

Cc. Saunders Solicitors LLP

	Sat, April 22nd, 2006. 02:03 pm 
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