Myalgic encephalomyelitis (or encephalopathy)/chronic fatigue syndrome: diagnosis and management (Oct 2020)
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Consultation on draft scope – deadline for comments by 5pm on 26 July 2018
email: CFSME@nice.org.uk

	
	Please read the checklist for submitting comments at the end of this form. We cannot accept forms that are not filled in correctly or arrive after the deadline. 
We would like to hear your views on these questions:

1. Which interventions or forms of practice might result in cost saving recommendations if included in the guideline?
Developing NICE guidance: how to get involved has a list of possible areas for comment on the draft scope.   

	Organisation name – Stakeholder or respondent (if you are responding as an individual rather than a registered stakeholder please leave blank):
	Welsh Association of ME & CFS Support (WAMES)

	Disclosure

Please disclose any past or current, direct or indirect links to, or funding from, the tobacco industry.
	We have now nor had in the past any direct or indirect links to the tobacco industry. Nor have we received any funding from the tobacco industry.

	Name of person completing form:
	Mrs Sylvia C Penny

	Type
	[for office use only]

	Comment

No.
	Page 

number

or ‘general’ for comments on the whole document
	Line
number
 or ‘general’ for comments on the whole document
	Comments

Insert each comment in a new row.

Do not paste other tables into this table, as your comments could get lost – type directly into this table.

	Example
	3
	55
	The draft scope currently excludes people who have already been diagnosed. We feel this group should be included because….

	

	1
	General
	General
	The Welsh Association of ME & CFS would like to thank you for the opportunity of commenting on this scoping document.  We hope our comments are constructive in nature and will prove helpful in the forthcoming guideline process.

	2
	1
	19-25
	WAMES finds the description of the illness to be unacceptable as it is misleading and lacking key pieces of information, which is likely to perpetuate the difficulties GPs and others have in using the current guideline to accurately identify and diagnose the condition. Fatigue is not the main characteristic of ME, the post-exertional response is. No mention is made of the fluctuating nature and the comparatively poor Quality of Life experienced. We propose an alternative wording:

 ME/CFS is a chronic and potentially highly disabling disorder causing considerable disruption to daily life, relationships, work and education. People with ME have been found to experience poorer quality of life of than other chronic  illnesses e.g. MS, serious depression. This is magnified by the isolation, misunderstanding, stigma and disbelief many face from family members, friends, health and social care professionals, benefits assessors etc.
The illness appears to be triggered by events such as viral illness, reactions to medication, toxic poisoning.  A wide range of symptoms can be experienced, which fluctuate over the course of the illness.  Key symptoms can include unrefreshing sleep, flu-like malaise, pain, extreme exhaustion/weakness/fatigability, orthostatic intolerance, digestive and cognitive dysfunction, but the main characteristic of ME/CFS is the deterioration of symptoms following minor physical or mental exertion, which is often delayed by a day or more and takes longer than normal to recover from. This has been called many names including Post-exertional malaise (PEM) or Post exertional Neuro immune Exhaustion (PENE), Systemic exertion intolerance.  Only a small percentage of people have been found to have fully recovered, though this is more likely for younger people.
 


	3
	1 & 2
	26 - 7
	WAMES finds the summary of the research situation for ME to be expressed too negatively. While full answers have not been revealed yet, many clues have been uncovered and this is ongoing, if underfunded.  The biomedical direction that research is taking should shape the attitudes of health professionals and the approach to diagnosis and management, thus removing the stigma and disbelief currently hampering doctor/patient relationships. We propose:
 

The search for the aetiology of the condition is progressing worldwide, with major research groups finding clues in  areas such as immune function, autonomic function, neuroendocrine disorders, gene expression, neurobiology and the microbiome for biomarkers, pathogenesis and possible treatments. Sports scientists have extended their exploration of exercise intolerance to include the ME experience and a number of groups are investigating the  ongoing dysfunction in the body, following physical and mental activity. This, and the likelihood of subgroups of patients with variations in pathology, has significant implications for management and treatment – one size will not fit all.
 
An incomplete understanding of the nature of ME/CFS and the wide range of patient experience has led to a number of different symptom-based definitions being used in research and in clinical care, which, when applied and compared to each other produce different, but overlapping patient groups.  


	4
	2
	8
	WAMES believes it is a mistake only to mention the minimum estimated prevalence rate for ME/CFS in the UK of 0.2% and not also the upper rate of 0.4%. This could mislead people into underestimating the possible extent of the patient population and therefore the challenge to service providers.

	5
	2
	18 & 19
	WAMES would like to clarify that people with ME/CFS have not just reported a lack of understanding among health and social care professionals about their illness and related problems, but also often a lack of respect and desire to listen and believe them.  People with ME/CFS then often cannot access basic general care, let alone specialist care, and can suffer psychological stress, adding to their symptoms

	6
	2
	20 & 21
	WAMES would like to add that illness does not just make school attendance difficult, but impossible, and undesirable, due to the potential for triggering a relapse, for some young people.

	7
	3
	6
	WAMES suggests that the guideline may also be relevant for Benefits assessors.

	8
	3
	14
	WAMES wishes to see the Equality Impact statement acknowledge the wide range of challenges facing people in rural settings, including variable access to broadband and mobile phone coverage. Children should be included for the same reasons given for men and older people.  Children younger than 15/16 rarely visit the GP alone, so they rely on the support and understanding of their parent/carers/guardians to get a diagnosis and access appropriate health, education and social care, which is not always available to them.
 There is also the question of functional disability and lack of mobility making it difficult for moderately and severely affected people with ME/CFS to access care. Also, the high proportion of females experiencing ME/CFS can result in the illness being disregarded by some professionals as ‘merely a women’s issue’. Many women have experienced gender bias when seeking care and support.


	9
	4
	17-21
	WAMES understands the need for a strong policy governing which drugs should be prescribed, to avoid harm, however, as no drugs have been licensed in the UK for ME/CFS we are concerned that experienced medical specialists should be able to exercise their clinical judgement, particularly with regard to antiviral medication and future drugs which are licensed in overseas countries ahead of the UK..

	10
	4
	22-25
	WAMES supports the indication that the management/ treatment advice contained in the guidelines of comorbid conditions may not always be appropriate for people with ME/CFS.  It may be unclear at this date whether symptoms reflect a comorbid condition or a variation that is part of the ME/CFS symptomology. Some treatments may also be unsuitable for people with ME/CFS due to over-sensitivity or exercise/activity intolerance.

	11
	7
	3-6
	WAMES proposes that Potential for, and Evidence of Harm, should be an additional outcome when searching for and assessing the evidence. It is also important that objective measures and evidence based on well-defined participant cohorts are used.  Absence of relapse could be another outcome, indicating successful management of the post-exertional response.
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Add extra rows if needed
	Checklist for submitting comments

· Use this form and submit it as a Word document (not a PDF).
· Complete the disclosure about links with, or funding from, the tobacco industry.
· Include page and line number (not section number) of the text each comment is about.
· Combine all comments from your organisation into 1 response. We cannot accept more than 1 response from each organisation. 

· Do not paste other tables into this table – type directly into the table.

· Underline and highlight any confidential information or other material that you do not wish to be made public. 

· Do not include medical information about yourself or another person from which you or the person could be identified. 

· Spell out any abbreviations you use

· For copyright reasons, do not include attachments such as research articles, letters or leaflets. We return comments forms that have attachments without reading them. The stakeholder may resubmit the form without attachments.

Note: We reserve the right to summarise and edit comments received during consultations, or not to publish them at all, if we consider the comments are too long, or publication would be unlawful or otherwise inappropriate.

Comments received during our consultations are published in the interests of openness and transparency, and to promote understanding of how recommendations are developed. The comments are published as a record of the comments we received, and are not endorsed by NICE, its officers or advisory Committees.


Please add extra rows as needed

Please return to: CFSME@nice.org.uk
NICE reserves the right to summarise and edit comments received during consultations, or not to publish them at all, where in the reasonable opinion of NICE, the comments are voluminous, publication would be unlawful or publication would be otherwise inappropriate.
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