Dear Will and all,

Whilst the Introduction of the Scottish Good Practice Statement (SGPS) explains that its purpose is “to assist with the diagnosis and clinical management of patients with ME-CFS” it also confirms that ME-CFS is not a single disorder but rather “a composite term for a range of chronic, fluctuating conditions”. 

However, in an unscientific and illogical manner, it fails to offer the General Practitioner any guidance whatsoever on differentiating one disorder from another within this range of conditions.  The issue is then side stepped completely, rendering the SGPS seriously deficient and unfit for purpose.  There are also considerable differences of opinion between the SGPS and the HCNA that raise some pertinent questions, such as: 
· How can the SGPS justify its claim of being based on best available current evidence when it makes no attempt to differentiate one disorder from another in what it describes as: “a range of chronic, fluctuating conditions?” 

· Why would the one size fits all diagnosis of the SGPS be the best medical approach for each and every one of the individual patients within this “range of chronic, fluctuating conditions” or for the GPs in the front line, who all too often feel unable to help their patients?
· Given that both the SGPS and the HCNA agree that ME-CFS is a ‘range of chronic fluctuating conditions’ why has the SGPS not adopted the same two definitions as the HCNA?  (Is it because some involved with the content of the SGPS believe that CFS – which is linked to ME in the SGPS through the introduction of the term ME-CFS - is a mental, behavioural disorder? Possibly a functional syndrome, a somatoform disorder, or similar/?

“In parallel with the development of the SGPS, the Scottish Public Health Network has undertaken a Needs Assessment on ME-CFS, which will help inform the NHS in Scotland on future service design”.   The draft HCNA states: 

Draft HCNA

“Overall, it was the view of both the HCNA Project Group and its Steering Group that the review of the evidence did not suggest a single definition of ME-CFS was useful.  Similarly the two workshops did not achieve a consensus of a definition

A pragmatic solution is therefore required with separate definitions for ME and for CFS. It is recommended that the clinical, symptomatic definition of ME outlined in the Canadian Guideline be adopted in Scotland. It is further recommended that a symptomatic definition of CFS based on that proposed in the NICE guideline be adopted in Scotland.

In adopting this two definition approach, it is expected that this will aid early recognition of those individuals for whom CFS exists and should allow for more focused assessment and review to confirm a diagnosis of ME, or of a CFS, where appropriate” 

With all of the above in mind, I would hope that those in charge of the SGPS will agree to adopt the same two definition approach. (If not, why not?)  

Draft SGPS : INTRODUCTION, page 2

 “There has been much national and international debate over the terminology for this illness. ME-CFS is a composite term for a range of chronic, fluctuating conditions characterized by persistent symptoms of fatigue, pain and loss of endurance to normal activities associated with conspicuous deterioration after exercise. These conditions have been referred to as ME, CFS or PVFS.”

RESPONSE TO DRAFT GPS COVERAGE ON THIS ISSUE

· The real issue is not about terminology, but rather, the accurate identification of the illness or illnesses the SGPS is trying to help doctors diagnose and treat.  However, the often inaccurate and sometimes duplicitous use of imprecise terminology has caused no end of problems for patients and medics alike.       
· If one is being honest, it must be said that the first and most important issue is the disagreement over whether ME, sometimes referred to as CFS, is a neurological disorder as classified by the World Health Organisation, or a mental, behavioural disorder as claimed by some.  

· This disagreement has for many years, led to the duplicitous misuse of terminology in relation to neurological ME/ strictly defined CFS and has caused institutionalised confusion and disbelief.  For instance, ME has been inaccurately referred to as neurasthenia, fatigue syndrome, unexplained chronic fatigue, effort syndrome, somatisation disorder, functional syndrome, medically unexplained symptoms etc. whilst over 5,000 papers providing evidence of physical findings have often been dismissed or ignored.
· A crucial problem with the June 2010 SGPS is its lack of specificity and its complete failure to advise GPs on how to distinguish ME from unexplained chronic fatigue / fatigue syndrome / neurasthenia.  However, this can be easily corrected by taking the same route as the HCNA and adopting two diagnostic criteria, one for ME, another for CFS.

· If Scotland is to improve patient care for people with ME and progress research, it is essential that ME is separated from fatigue syndrome (mental, behavioural disorder). The two definition approach suggested by the HCNA would be a very positive, much appreciated step towards this.

· As it stands, there are serious contradictions within the superficially simplistic stance that the SGPS has taken.  For instance, it states: “There is also the need for early and accurate diagnosis” but has not suggested diagnostic criteria.
Draft HCNA

“The cause – or causes – of ME remains the subject of ongoing research; however, it can be defined symptomatically by characteristic features that include the incapacitating exhaustion and general, debilitating illness that occurs even after minimal exertion and the very real disabilities that are associated with the condition.  

The most up to date criteria to diagnose ME, and distinguish it from the mental problem, fatigue syndromes (chronic or not), is the Canadian Criteria, as suggested by the HCNA and highly recommended by New Zealand.

In response to the 2009 Draft SGPS, Dr Clare Gerada wrote: “Throughout there is confusion of terms and what conditions the guidelines apply to CFS or ME.”  The latest draft has not corrected this problem whereas the HCNA has suggested the use of NICE for CFS and Canadian Criteria for ME. Will the SGPS also take this common sense approach?  

In response to Dr Gerada’s comments on the Canadian Criteria:

· “this Criteria was based on the consensus panel’s collective extensive clinical experience diagnosing and/or treating more than twenty thousand (20,000) ME/CFS patients, a working clinical case definition, that encompassed the pattern of positive signs and symptoms of ME/CFS, was developed.” (p9/10, Carruthers et al)

· In addition, below is an extract from the Appraisal of this guideline by the New Zealand Guidelines Group (Analysis of Chronic Fatigue Syndrome Guidelines, Report to the Ministry of Health, 2004):

· “Of all the guidelines reviewed, this is the one which the reviewers were most enthusiastic to recommend for adaptation for New Zealand…. . Rigorously produced, and published in a peer-reviewed journal, the guidelines have a good, comprehensive and up-to-date evidence base, well referenced. A large part of the guideline details diagnostic and clinical criteria, with greater clarity and precision than any of the other guidelines.”
Aspects identified as helpful in the Canadian Criteria included:

· Diagnostic and clinical criteria.

· Academic rigour (including peer reviewing).

· Comprehensive and up-to-date evidence base, well referenced.

· Useful management suggestions which reflect both benefits and risks of various treatments for people with CFS.
NB: The New Zealand Guidelines Group report was one of a number considered by ScotPHN in drafting the recent Health Care Needs Assessment. 
NB:  The Cross Party Group on ME has also asked, in its 2007 Legacy Paper, that the Canadian Criteria to be adopted by Scotland. 

NB: As of June 2010, the SGPS is in direct conflict with the recommendations of the Cross Party Group on ME, Legacy Paper (2007) and as such it will not only not help the CGP realise any of its hopes and goals, but flies in the face of the most basic wishes of its members.  The bringing the SGPS in line with the draft HCNA on the issue of definition and diagnostic protocol would support the recommendation of the Cross Party Group’s Legacy Paper on this subject. 

Cross Party Group on ME Legacy Paper (2007): CLINICAL GUIDELINES

“The Cross Party Group would like to see the development of clinical guidelines that reflect the unique and distinctive clinical presentation of M.E and take full account of the growing body of biomedical evidence regarding the basis of this illness. 

The NICE draft guidelines have received universal criticism across the UK and the charities have issued a joint statement to this effect.  The Group strongly recommends that the Scottish Executive does not adopt these guidelines, in their current form, as in their management guidance, they have failed to take account of consistent patients’ reports of the damaging effects on their health, including long-term harm, of imposed behavioural and activity management interventions such as CBT and GET.  

Instead, the Group proposes the adoption of the diagnostic and treatment protocol produced by Carruthers et al (often referred to as the ‘Canadian’ definition) which is based on a clear and sound understanding of the clinical presentation and biomedical basis of M.E./strictly defined CFS. … ”

It must be stressed that the CPG on ME recommendation is relation to ME and NOT chronic fatigue/fatigue syndromes.  Whilst a separate SGPS on ME would have been preferable, at this late stage the dual definition approach, as per the HCNA, provides an acceptable way forward, with Carruthers et al. being used to diagnose ME.

Thanks for your consideration on the matters raised in this correspondence.  I look forward to your response.

Yours,

Connie Nelson
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