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ME/CFS - Education and Training in the NHS
Following our statement submitted to the All Party Parliamentary Group (APPG) on ME 
in July 2007, we are somewhat dismayed to find that there is to be another NHS CFS/ME training conference in Milton Keynes where the agenda is yet again dominated by mental health issues and getting sufferers back to work.   There is a reference to this statement in the minutes of the July 2007 APPG on ME meeting.
In our opinion “Pathways to Work” (keynote speech by Professor Aylward) has no place in 
a ME/CFS health conference, which should be aimed at providing a research agenda and effective treatments that should actually enable the patients to be well enough to go to work - should they choose to do so.
Top of our agenda would be to develop a diagnostic test for ME and some seriously funded 
and joined up biomedical research into the aetiology and pathogenesis of ME.  This concurs with Action for ME’s (AfME) own stated research priorities identified by them nearly 7 years ago: www.afme.org.uk/research.asp?table=contenttypethree_detail&pagetitle=Our%20role&id=66  
We took the trouble to describe in detail our growing concern with the national development and implementation of the NHS services for ME/CFS and direction in which The CNCC Collaborative was leading the service - copy enclosed.  We feel that our criticism was constructive.

Given the growing dissatisfaction with the current NHS services for ME/CFS and the recent challenge to the NICE Guidelines for CFS/ME we had hoped that our opinion would be noted and acted upon.  Instead we are seeing more of the same.  The current CFS/ME management service mainly gives group therapy sessions which are still only accessible by those mildly affected. There is virtually no support for the more severely affected.

We once again urge the Collaborative to consider more robust diagnostic criteria, such as the Canada Criteria, and to be mindful of the WHO classification of ME as a neurological illness.  We would also like to see the advent of subgrouping in the minimum dataset. 
It is therefore of particular concern when case definitions are actually broadened, as 
with the (2005) CDC Empirical Case definition which psychologist Professor Leonard Jason stated (Invest in ME London Conference, 2008) may select TEN TIMES as many 'CFS' patients as even the (1994) Fukuda Case definition; suggesting a prevalence of 2.5% of the population, similar to depression.  We note that the only invited overseas speaker 
to the Milton Keynes Conference, Professor Christine Heim, employed this much diluted diagnostic criteria in her (2006) paper on "Early adverse experience as a risk factor for CFS" - perhaps explaining why the paper's conclusions are certainly not in accord with a similar study carried out by Professor Jason in 2001, that employed more robust diagnostic criteria.
NHS funded education and training progammes should be about refining the science, 
using appropriate standardised criteria, not about furthering confusion and promoting speculative hypotheses to an audience of UK healthcare professionals, many of whom 
may be enthusiastic newcomers to the field of ME/CFS and understandably eager to acquire relevant knowledge and information. 
It is disappointing that the Collaborative - even under its new title of CFS/ME Clinical and Research Network and Collaborative (CCRNC) - seems unable to respond to the growing concerns of its clients.  The fact that this Conference lacks both accountability and transparency (we have noted that, unlike all other CFS/ME conferences, DVDs/transcripts have not been made available) is astonishing.  Since it is supported and sponsored by Action for ME and AYME, who have provided patient involvement in this process, it is even more astonishing.
As one of the collaborative partners, AfME has expressed its concerns about the over emphasis on Cognitive Behaviour Therapy (CBT) and, especially, Graded Exercise Therapy (GET).  Given that a recent AfME survey (2008) showed that GET made more than 30% of patients ‘worse’ we share that concern and wonder why this serious and well founded concern is not being addressed - especially as the AfME survey was conducted three years after the inception of the specialised NHS services for ME/CFS.
We note that the recently published results of a large scale ME Association (MEA) survey further emphasises the very real problems with current 'recommended treatments' given that of the  4,217 people who took part: 
· 55.5% of those who had tried CBT said there was ‘no change’, 
and 19.5% were made ‘worse’ or 'much worse'.

· 21.4% of those who had tried GET said there was ‘no change’, 
and 56.5% were made 'worse or 'much worse'. 
Based upon this we agree with the statements from the MEA and the 25% Group -  
"Despite the Judicial Review failing to result in the withdrawal of these potentially dangerous guidelines, the evidence relating to both clinical and cost effectiveness does not justify the emphasis and optimism being given to these two treatments";  and -  "This is certainly 
a very sad day for everyone with neurological ME.  A disease that devastates the lives of sufferers and their carers, a disease that not only strips sufferers of their livelihoods, 
but that often leaves them totally reliant on carers for their everyday needs”, respectively.
A pivotal issue that raises itself time and time again is the ongoing need for quality and appropriate training for doctors and healthcare professionals.  We have accordingly encouraged (and helped fund) doctors and healthcare professionals to attend high quality conferences such as those staged by ME Charities - Invest in ME and ME Research UK.  
We have also staged important conferences in the region, aimed at increasing awareness and knowledge.  These have involved Dr David Bell USA; Dr Sarah Myhill; Dr Betty Dowsett; Dr Charles Shepherd; Dr Nigel Speight; Prof Malcolm Hooper, and Dr Vance Spence Chairman of ME Research UK who is scheduled to speak again in Shrewsbury this May.

*
We hope that you will seriously consider the points we have raised, especially in respect 
of the forthcoming APPG independent inquiry on the NHS services for ME/CFS.
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