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NICE Clinical Guideline on Chronic fatigue syndrome/Myalgic encephalomyelitis (CFS/ME) – survey of patients and healthcare professionals

Thank you for your interest in contributing to the development of the clinical guideline on CFS/ME in adults and children. 

The National Collaborating Centre for Primary Care (NCC-PC) is doing the detailed work of developing this clinical guideline on behalf of the National Institute for Health and Clinical Excellence (NICE) and has set up a Guideline Development Group (including people with CFS/ME, healthcare professionals and researchers) for this purpose.  

The guideline development process involves consultation with national patient/carer organisations that have registered with NICE as ‘stakeholders’.  In addition, the NCC-PC intends to survey a wider group of patients and healthcare professionals nominated by the registered stakeholders who have an interest in CFS/ME.  This survey is not part of standard NICE guideline development methods and is being piloted on this guideline to support the Guideline Development Group in reaching their decisions - in view of the limitations of existing published research evidence. 

.  

The NCC-PC is asking stakeholder organisations to identify people who would be interested in assisting the guideline developers by:  

1 Reading the summary of evidence resulting from a systematic review of published research.  

2 Rating various options (called clinical scenarios) for investigation and treatment of CFS/ME, after reading the Guideline Development Group’s ratings.  

The NCC-PC plans to send the questionnaire to participants by email in December or January (the exact date will be confirmed directly with participants) and they estimate that it should take 2-3 hours to do this work.  

If you are interested in taking part in this survey, please contact one of the registered patient/carer stakeholder organisations (see attached list).  Each stakeholder organisation has been invited to put forward up to 50 people by 30th July.

Further information about the CFS/ME guideline is available on the NICE website at http://www.nice.org.uk/page.aspx?o=111636 .  

Once again, thank you for your interest in this work.

Yours sincerely

Jane Cowl

Project Manager

Patient & Public Involvement Programme
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