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Copy correspondence from Stuart Brown to the Cabinet Secretary for Health 
and Sport of 11 January 2019

Thank you for your response to Mr Willie Rennie which he has copied to me. 

I would like to start by saying that whilst this letter highlights problems surrounding 
the treatment of people with ME (pwME) it is not my intention to be a reckless 
agitator: I would like to work constructively with the government to achieve 
genuine benefit for pwME.  I hope that at some point in the future we will both be 
able to look back and say that this was achieved to our satisfaction. 

1. Current investment
It is important to understand at the outset the current low investment in ME: a 
condition which affects 21 000 people in Scotland, the majority of whom are 
unable to work and who thus remain reliant on State Benefits for the rest of 
their lives.  Government spending on research is £15k p.a. and new government 
investment in nursing is nil.  I trust that no one on the Petitions Committee will 
be under the misapprehension that ME receives any of the £2.5m of the 
Specialist Nursing package mentioned in your department’s submission to the 
Committee1. 

2. NACNC National Action Plan
Thank you for highlighting this Plan in your letter:  I have reviewed it and submitted 
my views to the NACNC through their useful online page.  I have also 
reviewed much of the key data which the NACNC used to compile the Plan.  In 
general, for those with other neurological conditions the Plan makes 
many laudable recommendations and is very welcome.  However, I wish to 
highlight two profound problems for pwME: 

2.1 Neurologists’ involvement with ME 
ME is listed as a neurological condition by WHO2, SNOMET CT3 (a disease 
database used by NHS Scotland) and by the Scottish Government’s own 
Guidelines4, yet Scottish neurologists do not treat ME: the attached letter 
(Appendix A) powerfully demonstrates a particular case while evidence gathered 
by the Petitions Committee shows that, more generally, pwME are only rarely 
treated by anyone, including neurologists5.   
 

1 PE1690/I:  Scottish Government Submission of 12th July 2018 
2 WHO International Classification of Diseases (ICD) 10.0; G93.3 
3https://www.meassociation.org.uk/2018/08/nhs-to-update-classification-system-to-reflect-that-m-e-is-
neurological-disease-06-august-2018/, accessed 11 January 2019 
4 Scottish Good Practice Statement on ME-CFS, The Scottish Government, Edinburgh 2010 
5 Submissions A, B, C, D to PE01690: Petitions Committee, Scottish Government 
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This is especially unfortunate because pwME made up by far the largest cohort of 
patients – 32.6% - who responded the NACNC’s survey6.  There is a demonstrable 
lack of engagement by neurologists with ME patients which the NACNC does not 
recognise nor address. 

2.2 Existing services 
The NACNC Plan is based upon the premise that existing services need to be 
improved.  The problem for people with ME is that – apart from a nurse in Fife and a 
clinic at Astley Ainslie - there is no extant policy, infrastructure or service to 
improve upon: improving prospects for pwME would require the ab initio creation of 
new services, clinics and roles. The absence of services is perhaps not surprising 
since the Scottish Burden of Disease report does not explicitly record ME prevalence 
despite the fact that it is the fifth most prevalent neurological disorder in Scotland: 
see Appendix B7. 

In conclusion, unless the neurology services across Scotland dramatically 
change their stance towards ME the implementation of National Action Plan, 
while beneficial for those with other neurological conditions, will leave pwME no 
further forward at all. 

Lastly, I would like to add an international perspective to this debate:  the 
treatment of pwME is a problematic issue across all developed countries.  The 
problems in Scotland are not atypical.  The requests raised by Ms Shorter of 
ME Action Scotland in her petition provide Scotland with an opportunity to set 
new international standards, grounded in science, for the care of those affected by 
ME and I would urge you to seize this opportunity. 

6 Priorities from the Lived Experience Project, Health and Social Care Alliance, 2018. 
7 Estimating prevalence of neurological disorders in Scotland…  April 2018, Scottish Burden of 
Disease Study Team 



Appendix A:  Letter from Consultant Neurologist to GP 
Below is part of a letter from a Scottish Consultant Neurologist to a GP concerning a 
female patient. Some of the details have been obscured to protect the identity of 
the doctors and the patient concerned. 

December 2018. 

Dear [GP] 

… 

I have received your referral regarding this lady and her diagnosis of ME and 
request to see an ME specialist.  I am afraid we have taken the decision in 
neurology here that we do not see referrals of suspected chronic fatigue syndrome / 
ME in the absence of concerning neurology symptoms or signs. None of the 
neurologists in [neurologist’s health board area] have any particular expertise in 
managing chronic fatigue syndrome so I am afraid I do not think we would be able to 
help this lady. I appreciate this is not very helpful for you and I am not sure what else 
to suggest. I know the situation is similar within Edinburgh neurology.  There was an 
infectious diseases consultant in Edinburgh, Dr X, who used to run a CFS clinic.  I 
suspect he does not take out-of-area referrals but you could write to him and see if 
he is in a position to see this lady or advise on anyone locally who might be 
appropriate.  

I suspect that her expectations of regular review by an ME specialist who shares her 
beliefs about the condition are not going to be met… 

Appendix B:  Prevalence of neurological disorders in Scotland from the 
Scottish Burden of Disease study 

Condition SBOD prevalence 

1 Migraine  1,075,029 
2 Tension Type headache  1,400,722 
3 Alzheimer's disease and other dementias 66,300 

4 Epilepsy  43,100 
5 Parkinson's disease  12,600 
6 Multiple sclerosis  9,700 
7 Motor neurone disease 730 

Prevalence of ME in Scotland = approx. 21,000 

It is important to note that despite its name, this study does not report disease 
burden – it reports disease prevalence.  It is reasonable to assume that the 
majority of cases of ME present a greater burden than the majority of cases of 
migraine and tension headaches. 




