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ME/CFS and Covid 
Given the Covid crisis, it is now more important and urgent than ever that the Committee acts 
immediately on the petition to recommend the removal of Graded Exercise Therapy as a 
recommended treatment in Scotland and to invest in much more biomedical research for 
ME/CFS.  
 
Along with many specialists, I am worried that many people who have had even mild Covid-19 
will end up suffering from ME/CFS, triggered by the virus. 
 
My family’s experience 
My teenage daughter and I have both previously suffered from moderate ME/CFS over 
(different) periods of 5 years, in each case following a mild virus infection. 
 
Fortunately, we are both now pretty much fully recovered, with only occasional relapses. I am 
so grateful that we did not do GET as I now understand how much damage it can do, having 
met other ME/CFS patients who got much worse and suffered long term damage.  
 
My own experience of ME/CFS 
When I was ill (2001-2005), my GP did not mention or propose GET or CBT treatment. Once my 
GP had made it clear there was nothing she could do to help, I had no support at all from the 
NHS. But in hindsight, I count myself lucky not to have had GET. I slowly recovered, mainly 
through self-pacing and substantially reducing my work hours.  
 
My daughter’s experience 
When my teenage daughter was ill (2012-2017), I proactively asked her GP if she could 
prescribe CBT and GET - precisely because I saw that these were recommended as being 
helpful in the Scottish ME/CFS good practice statement (SGPS) from 2010.  
 
For CBT, our GP referred us to CAMHS, where the psychologist rapidly concluded that my 
daughter did not need CBT as she had no psychological issues.  
 
For GET, our GP also referred us to an NHS physio, but at the first appointment, I quickly realised 
that this person had no understanding of the needs of ME/CFS patients and was suggesting an 
inappropriate exercise programme. I immediately withdrew my daughter from the GET treatment 
and she also eventually recovered using careful pacing, despite no advice from the NHS on what 
to do about school.  
 



2 
 

Why is there no specialist NHS support? 
There was absolutely no support in fact from the NHS on how to manage ME/CFS for children 
at that time and this continues to be the case. My daughter’s pediatrician consultant had little 
experience nor advice on managing ME/CFS. I had to make the decision myself that it was best 
to withdraw my daughter from the local school for her own long term health. Since there is no 
appropriate state provision for children with many chronic health issues in Scotland, she went to 
private live online school called Interhigh, which we were fortunate to be able to afford. This was 
a social and educational lifeline for her and I am pleased to report that she is now thriving at 
university.  
 
During Covid, teachers and councils are finally understanding that online school (preferably live) 
is better than no school. So I hope that the NHS and educational professionals will expand e-
Sgoil (the Highlands and Islands Council online school) into a proper live online national school 
in order to support children with ME/CFS, as this allows them to pace their energy levels and 
continue their social life and education.  
 
The NHS should provide specialist clinics to help patients, including children and their families, 
understand how to manage their condition, including liaison with work/school. It helps hugely to 
have someone guide you through pacing techniques, as it is really not easy to learn by yourself 
and it is really challenging for employers and teachers to understand too. 
 
How can you say that GET is optional? 
It is really not good enough for the Chief Medical Officer to contend in her previous submissions 
to the committee that: 
 

- ‘The SGPS highlights that some psychological therapies, such as GET and CBT, are not 
effective for everyone and it advises people should not be pressed into accepting 
unwanted treatments.’  

 
Even if people are not ‘pressed’ into GET (which in fact they are for occupational health and 
DWP reasons), 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.  And you are 
constantly being told that there is medically nothing wrong with you according to all the tests. So 
even if GET makes you feel worse, you or your doctor will encourage/force yourself to continue 
with it because the guidelines say that it can help some people and you need to complete the 
programme to show that you have tried it properly.  
 
GET is even worse and confusing for children who quickly forget what it feels like to have normal 
energy levels and also find it even harder than adults to understand the confusing post-exertional 
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malaise aspect of the typical early stages boom/bust activity-energy pattern. Luckily I already 
had experience of ME/CFS so could immediately understand that it was not going to help my 
daughter, but I know that other parents will continue to encourage their children to do it. For this 
reason, doctors and patients will continue to do GET so long as it is recommended in the 
guidelines - and it will continue to cause harm.  
 
A devolved Scotland can act on the ME patient outcry before NICE 
In her evidence, the Cabinet Secretary for Health and Sport explains that the Scottish 
Government is waiting for the NICE review.  
 
The NICE guideline revision has been delayed yet again and the Covid crisis is with us. The 
USA Centre for Disease Control has already officially removed GET as a recommended 
treatment due to the harm it can cause. 
 
The Committee should surely agree that it is a scandal that GET continues to be recommended 
in the SGPS. How can Scottish Government continue to recommend a treatment that all ME 
patient groups agree can cause so such major long term harm to some patients? Even if it does 
help some people, no one has any idea which patients it will harm severely and which it might 
help. 
 
I am so sad to meet parents whose children have become worse using GET and hear of patients 
who are still being recommended it. I am worried that this horrible cycle will continue, especially 
with more people suffering from the after-effects of the Covid virus.  
 
Please can the Committee act to remove GET immediately 
What is the point of a devolved health system if we cannot act to remove the GET 
recommendation from the Scottish good practice statement even before the NICE completes its 
hugely overdue review? And most importantly, explain the risks of GET to health practitioners? 
 
I ask the Committee to urgently recommend to NHS Scotland to remove the GET treatment as 
an option in the Scottish guidelines - even it is only just as a temporary public health 
precautionary measure, pending the NICE conclusions and any definitive evidence.  
 
Given any uncertainty, the prerogative should be to Do No Harm. How many more patients need 
to be harmed by GET before you take action on this?  
 
Invest in robust research  
I also ask the Scottish Government to invest and coordinate extensive biomedical research into 
ME/CFS. With the Covid pandemic upon us and more ME/CFS likely to be diagnosed, this is 
more urgent than ever. 


