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PE1690/ZZ 
Petitioner submission of 19 August 2020 
 
#MEAction Scotland’s submission in impact of COVID on the actions in our petition 
 
1. Introduction 
In this submission we address some of the issues relating to the COVID-19 pandemic that 
have arisen since the last meeting which make the actions in our petition increasingly urgent.  
 
COVID-19 and ME 
At the moment, the focus of health professionals and researchers is on the current coronavirus 
pandemic. Up to 80% of people with ME experience a post-infectious onset, and COVID-19 
could lead to a huge increase in the numbers of people living with this disease. Treatment of 
post COVID-19 patients and rehabilitation of COVID-19 sufferers needs to consider ME as a 
differential diagnosis and treat accordingly. This issue has been raised by Paul Garner, 
Professor of Infectious Diseases at Liverpool School of Tropical Medicine, in a British Medical 
Journal blog1 (and highlighted in articles in The Atlantic2, The Times3 and the New Scientist4, 
among many others. 
 
The link with COVID-19 and ongoing fatigue is also referred to in the NHS England guidelines 
for after-care for inpatients recovering from COVID (published in June 2020). The guidelines 
say “the clinical picture is that patients who have had COVID-19 are reporting extreme fatigue 
beyond the usual reported levels. ..... Of people who have been critically ill, 10% could develop 
chronic fatigue”. 
 
We believe that this evidence highlights the need for urgent action to make sure that post-
COVID patients in Scotland who are diagnosed with ME are fully supported and offered 
treatment that does not cause harm. 
 
Graded Exercise Therapy  
The CMO stated at the last meeting “it disturbs me greatly to hear that patients are being 
forced to continue certain treatments before being offered an alternative, even when the 
treatment might not only be unhelpful but might be causing them side-effects and harm”. We 
are, therefore, disappointed by the CMO’s submission stating that a review of Graded Exercise 
Therapy (GET) will not take place until after NICE publishes its review of the ME/CFS 
guidance, which currently promotes GET as effective treatment for people with ME. NICE has 

                                                
1 https://blogs.bmj.com/bmj/2020/06/23/paul-garner-covid-19-at-14-weeks-phantom-speed-cameras-unknown-
limits-and-harsh-
penalties/?fbclid=IwAR366WkUZF4CtAVTDoa4gbou_EU2OFsxGz51JTQkQw3606n1WvbTw9mjQ-0 
2 https://www.theatlantic.com/health/archive/2020/06/covid-19-coronavirus-longterm-symptoms-months/612679/ 
3 https://www.thetimes.co.uk/edition/news/infectious-diseases-expert-warns-of-spike-in-me-cases-307pfbjlg 
4 https://www.newscientist.com/article/mg24632783-400-could-the-coronavirus-trigger-post-viral-fatigue-
syndromes/ 
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recently announced that the new guidelines will not be published until April 2021, which means 
that this harmful treatment will continue to be offered in Scotland until after that date. 
 
We reiterate in this submission our previous evidence (see PE1690/CC) that people with ME 
are being treated with GET without being offered the opportunity of informed consent. They are 
not informed by healthcare professionals of the evidence that the majority of patients report 
GET harmed them or that there is evidence of impaired aerobic metabolism in ME patients.  
 
The evidence submitted anonymously (PE1690/WW) provides a personal testimony of the 
harm done to children by GET and the pressure on patients to accept this treatment: “Even if 
people are not ‘pressed’ into GET  ….they are desperate to get better and will want to try 
treatments which are recommended by the SGPS and their doctor. The Chief Medical Officer 
needs to understand that it is difficult to think clearly when you have ME/CFS due to the huge 
fatigue”. 
 
Clinicians, researchers and patients have provided evidence and patient testimony about the 
harms of GET, which we have provided links to in our previous submissions. Further evidence 
was published in 2019 in this report on a survey by Forward-ME5. It's imperative that the 
Scottish government take action to protect patients. 
 
The Committee should also note that NICE has recently issued a statement explaining that it is 
aware of concerns about GET for people recovering from COVID-19 and clarifying that it 
should not be assumed that the NICE guideline on ME/CFS (CG53), and its treatment 
recommendations, apply to people with fatigue following COVID19.  The statement also 
highlights that the NICE guideline on ME/CFS (CG53) is currently being updated and that one 
of the important issues its guideline committee is considering is the evidence for and against 
graded exercise therapy. We consider this the most prominent warning from NICE that the 
evidence-base for graded exercise therapy does not justify its wholesale use. 
 
Next Steps 
We urge the Committee to ask the CMO to urgently: 

● instruct NHS Boards to withdraw GET as treatment for people with ME and stop the 
harm caused by this treatment now 

● add a warning on GET to the Scottish Good Practice Statement with a view to updating 
the Statement as soon as possible 
 

 
 

                                                
5 https://www.meaction.net/2019/04/03/get-and-cbt-are-not-safe-for-me-summary-of-survey-results/ 

https://www.nice.org.uk/guidance/gid-ng10091/documents/statement

