
THE NICE QUESTIONNAIRE CORRESPONDENCE


From: Lucy Betterton [mailto:Lucy.Betterton@nice.org.uk] 
Sent: 27 April 2006 12:26
To: The One Click Group
Subject: Request for information relating to the CFS/ME guideline

Dear Ms Bryant
Thank you for your request for information relating to the development of the guideline on CFS/ME.  All written requests for information are considered under the Freedom of Information Act.  I understand that you have already received the Full Questionnaire from the National Collaborating Centre for Primary Care so I shall restrict my reply to your request for the ratings. I confirm NICE holds this information but I consider it exempt from disclosure under Section 22 of the Act.
Section 22 relates to information which is intended for future publication.  The ratings will form part of the full guideline that will be published as part of the consultation on the draft guidance and are therefore exempt from disclosure under section 22 of the Act.  
I do not accept that it is necessary for you to see the ratings in order to complete the subset questionnaire. Furthermore, in fairness to all stakeholders I believe it is preferable to wait until this document is published on the NICE website as part of the public consultation than to send it to yourselves in advance. I understand there is considerable public interest in this guideline but I believe it is reasonable to withhold this information so that it can be made available in the context of our established procedures for publishing information on our guidelines. This process has been structured to ensure that all parties receive appropriate information at staged points at the same time to enable them to fully engage with the process.  I am therefore satisfied that the public interest in applying this exemption outweighs the public interest in disclosure.
In the meantime, if you would like a further copy of the Full Questionnaire please let me know and I will send you a copy.
I hope this helps clarify the situation but if you are unhappy with our response in relation to your request and wish to make a complaint you should write to Mark Salmon, Associate Director, Corporate Services at the address below. Following exhaustion of the complaints procedure if you are still unhappy with our decision you can refer the matter to the Information Commissioner who can be contacted at: The Information Commissioner’s Office, Wycliffe House, Water Lane, Wilmslow, Cheshire SK9 5AF.
I would like to this opportunity to thank you for your interest in our work.

Yours sincerely

Lucy Betterton 
Associate Director - Communications 
National Institute for Health and Clinical Excellence 
MidCity Place 
71 High Holborn 
London  WC1V 6NA 
Tel: 020 7067 5903 (direct dial) 
Fax: 020 7061 9803 (direct fax) 
Mobile: 07747 865 562 
****************************************************************
-----Original Message-----
From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 27 April 2006 11:38
To: Lucy Betterton Lucy.Betterton@nice.org.uk
Cc: Andrew Dillon Andrew.Dillon@nice.org.uk 

'Angela Cain' Angela.Cain@nice.org.uk
Subject: RE: THE NICE FULL QUESTIONNAIRE 
Importance: High
Dear Lucy

I have spoken to Angela Cain this morning and she assures me that you are writing.  To date nothing has been forthcoming.   In fact, nothing has been forthcoming from NICE in relation to this most legitimate request since the 11th April.   

Let us please be clear.   We require the NICE Full Questionnaire, together with GDG ratings, sent to us by email please.

As I write to you now it is the 27th April.  For over two weeks you have prevaricated over this issue and refused to say why.  The NICE Subset Questionnaire is due to be handed in to you by the 5 May.  This is just a mere eight days.  

Best wishes

Jane Bryant

Director
The One Click Group

-----Original Message-----
From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 26 April 2006 10:26
To: Lucy Betterton Lucy.Betterton@nice.org.uk
Cc: 'Andrew Dillon'; Andrew.Dillon@nice.org.uk
 'Angela Cain' Angela.Cain@nice.org.uk
Subject: RE: THE NICE FULL QUESTIONNAIRE 
Importance: High
Dear Lucy

Further to the correspondence below, I have now been told that you are dealing with this matter.  We have heard nothing.

Would you PLEASE write to me and tell me whether NICE is going to provide the NICE Full Questionnaire together with GDG ratings or not?  

The ME/CFS community is getting really fed up with this endless prevarication by NICE and we need to know.

Best wishes

Jane Bryant

******************************************************************
-----Original Message-----
From: The One Click Group 
Sent: 25 April 2006 13:53
To: 'Angela Cain' Angela.Cain@nice.org.uk
Subject: RE: THE NICE FULL QUESTIONNAIRE 
Thank you very much, Angela.  We very much look forward to either receiving the information that the entire ME/CFS Community needs, or if this is refused, applying for the information that we all need under the Freedom of Information Act.  The deadline for completion of the NICE Subset Questionnaire is the 5 May and time is moving on.

We very much appreciate your help in this matter and do hope that the news is positive.

Best wishes

Jane Bryant
Director

The One Click Group 

-----Original Message-----
From: Angela Cain Angela.Cain@nice.org.uk
 Sent: 25 April 2006 12:08
To: The One Click Group
Cc: Lucy Betterton Lucy.Betterton@nice.org.uk
Andrew Dillon Andrew.Dillon@nice.org.uk

Subject: RE: THE NICE FULL QUESTIONNAIRE 
Dear Jane

I have spoken with Lucy Betterton (Associate Director Communications) who is looking into this matter for you, and will be in touch with you direct.

Thank you.

Angela

Angela Cain

Executive PA to Professor Sir Michael Rawlins - Chairman

National Institute for Health & Clinical Excellence (NICE)

MidCity Place

71 High Holborn

London

WC1V 6NA

Direct Tel : 020 7067 5817

Mobile: 077 859 92796

Switchboard : 020 7067 5800

Fax: 020 7067 5801

Website: www.nice.org.uk
************************************************************************************
-----Original Message-----
From: The One Click Group 
Sent: 25 April 2006 10:36
To: 'Angela Cain'
Angela.Cain@nice.org.uk
Subject: RE: THE NICE FULL QUESTIONNAIRE 
Thank you very much, Angela.  Your assistance is very much appreciated.  

BW

Jane 
-----Original Message-----
From: Angela Cain
Angela.Cain@nice.org.uk
 Sent: 25 April 2006 10:31
To: The One Click Group
Subject: RE: THE NICE FULL QUESTIONNAIRE 
Dear Jane

Thank you for your email.  Andrew is in meetings this morning, so I am not able to check with him yet whether or not he has received your email.

However, I am making enquiries as to where I can find the information you require and will be in contact with you again asap.

In the meantime, please accept our apologies for the delay involved so far.

Best wishes,

Angela

Angela Cain

Executive PA to Professor Sir Michael Rawlins - Chairman

National Institute for Health & Clinical Excellence (NICE)

MidCity Place

71 High Holborn

London

WC1V 6NA

Direct Tel : 020 7067 5817

Mobile: 077 859 92796

Switchboard : 020 7067 5800

Fax: 020 7067 5801

Website: www.nice.org.uk
************************************************************************************
-----Original Message-----

From: The One Click Group 

Sent: 25 April 2006 09:58

To: Angela Cain

Angela.Cain@nice.org.uk
Subject: FW: THE NICE FULL QUESTIONNAIRE 

Dear Angela

Further to our conversation, please find below that email that we despatched to Andrew Dillon three days ago to which we have had no reply.

I apologise (sort of) for the tone of the email sent to Mr. Dillon but as you can appreciate, we have been passed from pillar to post by NICE over this matter since the 11th April.  Since the NICE Subset Questionnaire for the ME/CFS Guidelines is due to be handed in by the 5th May, time is pressing on all fronts.

My email address you have.  My telephone number is xxxxxxx.  I would be most grateful if you could help us.

Best wishes

Jane Bryant

Director

The One Click Group
-----Original Message-----
From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 22 April 2006 14:39
To: 'andrew.dillon@nice.org.uk'
Cc: 'ncostin@rcgp.org.uk'; '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 telephone calls in the vain attempt to obtain this most legitimate information have also transpired.  Please see The NICE Questionnaire Correspondence here: 

http://www.theoneclickgroup.co.uk/documents/ME-CFS_docs/NICE%20Questionnaire%20Correspondence.doc
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 again 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
**************************************************************************************

From: Sarita Tamber  

Sarita.Tamber@nice.org.uk
Sent: 21 April 2006 21:38

To: Jane Bryant

Subject: Out of Office AutoReply: CFS/ME Questionnaire to inform the NICE Guidelines

I am now out of the office until 27 April 2006. If you need any assistance please call the press office on 0207 067 5900.

Please note that my email address has changed to sarita.tamber@nice.org.uk.  All email addresses at the National Institute for Health and Clinical Excellence (NICE) are now in the following format - firstname.lastname@nice.org.uk. 

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

From: Jane Bryant 

Sent: 21 April 2006 21:37

To: 'Sarita Tamber'
Sarita.Tamber@nice.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Sarita

Thank you for your email.  It seems extraordinary that you could not have said this to me when we spoke on the phone this morning.  

Are you going to give us the information that we require or do we have to invoke the Freedom of Information Act?  This situation has now gone on for several days and perhaps it is the culture of NICE where you simply seem to be unable to give a straight answer.

I will contact you on Monday, attempt to resolve this matter and publish this correspondence.

Best wishes

Jane Bryant 

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

From: Sarita Tamber

Sarita.Tamber@nice.org.uk
Sent: 21 April 2006 17:36

To: Jane Bryant

Cc: Nicola Costin;
ncostin@rcgp.org.uk
 Colette Marshal
Colette.Marshall@nice.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Jane,

Thank you for your email and phone call. 

We are currently dealing with your request and will get back to you next week.

Kind regards,

Sarita 

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

From: Jane Bryant [mailto:jane@bryantpr.co.uk] 

Sent: 13 April 2006 11:43

To: Nicola Costin;
ncostin@rcgp.org.uk
Subject: FW: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Nicola

Would it be possible please for us to obtain the information that we require today?  Good Friday is shortly upon us and we have a great deal of work to do over Easter.

Many thanks and regards

Jane Bryant 

From: Jane Bryant 

Sent: 12 April 2006 18:47

To: Nicola Costin;
ncostin@rcgp.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Nicola

Many thanks and I look forward to receiving the information required that, as we know, has already been processed by the GDG as stated.

Best wishes

Jane Bryant 

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

From: Nicola Costin;
ncostin@rcgp.org.uk
Sent: 12 April 2006 18:41

To: Jane Bryant

Cc: Sarita Tamber
Sarita.Tamber@nice.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Jane,

I can confirm that you have now received the full list of questions (statements) that have been developed. 

I am forwarding your email to a member of the NICE team who will be able to respond to you regarding your enquiries.

Best wishes,

Nicola

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

From: Jane Bryant 

Sent: 12 April 2006 18:31

To: Nicola Costin

ncostin@rcgp.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Nicola

I am afraid that I 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?

It also states in the information/instructions that: “There were originally over 500 questions or statements which were developed, discussed and rated by the GDG.”

Is what you have now sent me the full 500, please? 

I look forward to receiving the GDG rating on the original questionnaire that has obviously already been completed.

Many thanks and regards

Jane Bryant 

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

From: Nicola Costin 
ncostin@rcgp.org.uk
 Sent: 12 April 2006 18:11

To: Jane Bryant

Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Jane,

As this is still work in development, we are unable to provide those details at this stage.

Best wishes,

Nicola

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

From: Jane Bryant 

Sent: 12 April 2006 17:58

To: Nicola Costin
ncostin@rcgp.org.uk
Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

Dear Nicola 

Thank you for this.

Could you please send me the GDG ratings in the Questionnaire that you have attached, similar to the subset Questionnaire?

Many thanks and I look forward to receiving this.

Best wishes

Jane  Bryant

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

From: Nicola Costin 

mailto:ncostin@rcgp.org.uk
 Sent: 12 April 2006 17:09

To: Jane Bryant

Subject: RE: CFS/ME Questionnaire to inform the NICE Guidelines

 Dear Jane,

I think I have received all of your emails now, let me know if not.

Please find attached the documents you requested.

Best wishes,

Nicola
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