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PE1690/OO 
Stuart Brown submission of 29 October 2019 

This document is presented as a response to the following: 
PE1690/FF: NHS Orkney submission of 30 July 2019; PE1690/GG: NHS Highland 
submission of 15 August 2019; PE1690/II: Fife Health and Social Care Partnership 
submission of 22 August 2019; PE1690/JJ: NHS Forth Valley submission of 22 August 
2019; PE1690/KK: NHS Greater Glasgow and Clyde NHS Board submission of 23 
August 2019; PE1690/LL: NHS Lothian submission of 23 August 2019; PE1690/MM: 
NHS Borders submission of 23 August 20191. 
 
 
 
 
 
 
 
 
In summary, the evidence presented by the Health Boards is characterised by brevity, 
ignorance and carelessness.  The respondents show no knowledge of the condition in 
terms of severity, prevalence or current scientific findings, offer little or nothing in the 
way of appropriate services and have undertaken no action to improve.  ME patients 
have every reason to believe that the NHS doesn’t understand them, doesn’t 
care about them and has no intention of changing. 
 
Below are some examples which illustrate the poverty of the Boards’ submissions: 
1. PE1690/FF: NHS Orkney. 

“There is limited local support for ME sufferers on Orkney with NHS Grampian 
being the point of referral for specialist treatment”. Many ME patients would be 
incapable of undertaking a journey from Orkney to Aberdeen: what provision is 
made for them?  Besides, according to PE1690/C (NHS Grampian submission of 
3 July 2018) NHS Grampian provides no specialist clinics and appears to 
mistakenly regard at least some ME patients as suffering from a Functional 
Neurological Disorder. 

2. PE1690/FF: NHS Highland 
NHS Highland made no mention of offering any services for ME patients 
whatsoever. 

3. PE1690/JJ:  NHS Forth Valley. 
The contributor makes the curiously erroneous assertion that ME is an historic 
diagnosis and is being substituted with fibromyalgia or Chronic Fatigue Syndrome.  
Nothing could be further from the truth:  the diagnosis is entirely current and is 
supported by, for example, the World Health Organisation and SNOMET-CT, the 
medical database employed by NHS Scotland. Fibromyalgia is a different (though 
frequently overlapping condition) and Chronic Fatigue Syndrome describes simply 
a set of symptoms which ME patients may fulfil but which has no diagnostic utility. 
Much of the submission is consequently irrelevant to ME although the author says 
Graded Exercise and CBT may be appropriate without describing what criteria 
might be used in such an assessment.  Such comments belie a failure to 

                                                             
1 http://www.parliament.scot/GettingInvolved/Petitions/PE01690 consulted 25 October 2019 

ME patients have every 
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doesn’t understand them, 
doesn’t care about them and 
has no intention of changing 
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understand the scientific consensus that ME is organic in origin and that graded 
exercise is demonstrably harmful and as result I am very concerned that patients 
are exposed to harm under the care of Forth Valley NHS.   

4. PE1690/KK Greater Glasgow and Clyde. 
The contributor is to be commended for recognising some of the current difficulties 
in diagnosis, management and access to care but doesn’t state what the Board 
have done to address these concerns.  The author makes no comment about what 
services are offered but, by endorsing both CBT and GET, illustrates the same 
deficiencies as Forth Valley (above). 

5. PE 1690/LL NHS Lothian. 
This second contribution from NHS Lothian reawakens the historical debate around 
the PACE Trial which has previously bedevilled progress in treating ME.  No 
scientist currently involved in ME research – other than those originally involved in 
PACE – would now support the CBT & GET therapies recommended by PACE. 
Indeed, it is the failure of PACE which initiated the current NICE review of English 
and Welsh guidelines; neither is PACE supported by the US Centre for Disease 
Control2.  Specifically, the findings of the original PACE Trial were not clear, as 
stated by the Lothian contributor, and were effectively dismantled upon subsequent 
independent examination3.  There is an extensive academic critique of PACE, 
some of which is reported in PE1690_F, K, M, N, V… etc. Should the committee 
seek a full rebuttal of PE1690_LL this could quite easily be constructed by 
petitioner or any other ME advocate. 

6. PE1690/MM: NHS Borders.  
The Borders contribution is too brief to offer much meaningful information except 
to confirm that they are pursing the wrong guideline (NICE CG53 cf Scottish Good 
Practice Guidelines) and are unaware of the failure of PACE.   

7. PE1690/II: NHS Fife.  
The single ray of hope is NHS Fife who, due to a well-conducted public campaign 
some years ago provide a nurse-led service based around a single individual 
meeting the needs of 800+ patients.  I know from personal experience that this 
service has a long-waiting list and has no meaningful support at Consultant level.  
Placing responsibility for both patient care and professional training on one 
individual further stretches this service.  In short, it is a small step in the right 
direction but despite the heroic efforts of the nurse concerned it is nowhere near 
adequate. 

 
In contrast to the deplorable apathy exhibited by Scottish Health Boards the Petitions 
Committee are urged to consider the following graphics: 
/over 
  

                                                             
2 http://www.virology.ws/2017/07/10/trial-by-error-the-cdc-drops-cbtget/ 
3 Wilshire et al.  Can patients with chronic fatigue syndrome really recover after graded exercise or cognitive 
behavioural therapy? A critical commentary and preliminary re-analysis of the PACE trial.  Fatigue 5:1  
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Figure 1 shows the quality of life (QoL) for patients with 29 varied chronic conditions, 
measured using a standardised and respected tool (EQ-5D).  Note that those with ME 
(identified as ‘ME/CFS’, as was commonplace at the time) suffer from the lowest QoL: 
lower than those with, for example, colon or lung cancer, chronic renal failure or 
schizophrenia.  Note that patients of the other 28 conditions would all be offered 
specialised services from a consultant.  
 

  
Figure 1:  Quality of life for various long-term conditions. 
(Samuli I et al.  The impact of 29 chronic conditions on health-related quality of life: A 
general 
population survey in Finland using 15D and EQ-5D.  Quality of Life Research (2006) 
15: 1403–1414) 

Providing no services for 
patients with colon cancer 
would be unthinkable. 
Why is it acceptable for those 
with ME? 
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Figure 2 shows how common a number of approximately comparable neurological 
conditions are: the prevalence is expressed as the number of patients per thousand 
people.  Huntington’s Disease and Motor Neuron Disease are serious, degenerative 
conditions which are thankfully relatively uncommon.  ME, while not degenerative, is 
far more common than any of these comparable conditions, at a rate of between 2 and 
4 per thousand (shown in the figure as an average of the estimated prevalence, i.e. 
3). 
 

 
 
Figure 2:  Prevalence of some approximately comparable diseases in Scotland. 
Data compiled by the author from prevalence data published on the websites of 
advocacy groups representing people with these conditions.  
 
Conclusion: 

ME is a relatively common disease with a severe impact on the patient’s Quality of 
Life.  The response of NHS Scotland to patients with this condition is contemptible and 
ignorance is widespread.  Health agencies in Scotland have barely recognised the 
problem, far less undertaken remedial action.  ME patients have every reason to 
believe that the NHS doesn’t understand them, doesn’t care about them and has 
no intention of changing. 
The petitioner has made a cogent case for reform and an urgent response is required 
from the highest levels of Scottish Government. 
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