
1 October 2006
	Comments - CFS/ME NICE Guidelines 

	As previously stated in our post entitled Draft Consultation - CFS/ME NICE Guidelines UK, The One Click Group sits on the Stakeholder Committee. 

We encourage our readers from around the world to scrutinise this material and send us pertinent comments that we will include in our Stakeholder response in relation to these 'CFS/ME' Guidelines to NICE.

We have already received several comments. We publish one below from Peter Kemp.

Please keep these comments coming in to One Click at:
mail@theoneclickgroup.co.uk

Many thanks and regards

Jane Bryant
The One Click Group

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

From: Peter Kemp 
Sent: 30 September 2006 14:53
To: The One Click Group
Subject: NICE guidelines

Dear OneClickGroup,

The guidelines refer to the variability of symptoms and incapacity with ME/CFS and remark on possible subgroups. However, there does not appear to be an acknowledgement of the possibility that different patients with these diagnoses might actually have completely different illnesses.

Conceivable ME/CFS subgroups and as yet undiagnosed exclusions might include infections such as; borrelia, HHV6, Epstein Barr; neurological damage and disease; cardiac damage and disease; PTSD or other trauma etc. Any attempt to collectively treat a group of patients with such widely disparate symptoms and incapacity is likely to lead to tragedy for some unfortunate individuals unless adequate precautions are taken.

The NICE guidelines are quite clear about patient's rights to choose or refuse components of a care plan. Research has not discovered a definitive cause or treatment for ME/CFS. Until the underlying pathology affecting an individual patient is understood, any 'treatment' for their illness (and perhaps even for certain symptoms) is actually experimental and patients are entitled to the full rights and protection of informed consent.

The NICE guidelines remark on the after affects of exertion in some patients yet do not appear to acknowledge the widely described phenomenon of the DELAYED affects of exertion that some experience. Health care professionals should be made aware that a severe worsening of symptoms might not occur until the day(s) AFTER exertion. Monitoring interventions should include this aspect.

Yours Sincerely,

Peter Kemp
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