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PE1690/AAA 
Petitioner submission of 19 August 2020 
 
#MEAction Scotland’s Response to evidence submitted in August 2020. 
 
This submission is in response to evidence submitted by Stuart Brown in August 2020 
 
Investment in Research Funding  
We very much welcome the Cabinet Secretary for Health and Sport’s announcement in her 
submission of February 2020 that the Scottish Government has contributed funding to the 
James Lind Alliance’s Priority Setting Partnership, which will identify the priorities for future ME 
research. We fully support this work and look forward to seeing the results. 
 
We also note the response to Parliamentary Question S5W-28900, in regards to post-viral 
fatigue as a result of the COVID-19 outbreak. Joe Fitzpatrick, Minister for Public Health, Sport 
and Wellbeing, responded by saying that the Chief Scientist Office (CSO) is funding 55 COVID 
rapid research projects which will help the Government ”better understand the effects of 
infection in order to inform and improve treatment and consequences of the virus”  
https://www.cso.scot.nhs.uk/rarc19projects/.  Having reviewed the 55 projects, however, we 
confirm Stuart Brown’s submission that none of them appear to address the issue of post-viral 
fatigue and potential increase in ME.  
 
In June 2020, the Medical Research Council and National Institute for Health Research 
announced funding of £3.2 million for DecodeME, the ME/CFS DNA study that will analyse the 
differences in a person’s DNA that may affect their risk of developing ME/CFS, and the 
underlying causes of the condition. The study is being led by Professor Chris Ponting, MRC 
Human Genetics Unit, University of Edinburgh, who supported #MEAction Scotland volunteers 
by appearing as a witness before the Committee when it first met to consider this petition.  
 
The Scottish Government is, however, failing to respond to the need for investment in 
biomedical research. Their current funding of £15,000 a year for a PhD student, while a 
positive step, is inadequate. As we noted in our submission PE1690/RR, there has been 
strong support in the evidence submitted to the Petitions Committee for research investment 
from many of the health board and government submissions.  
 
The Cabinet Secretary’s most recent response to the question on progress being made to 
increase the level of ME research again mentions the Scottish Chief Scientist Office’s (SCSO) 
meeting with ME organisations. During this meeting, we were told that the SCSO does not 
work to stimulate scientific research in areas which are underfunded. Rather, patient 
organisations must raise hundreds of thousands of pounds to stimulate scientific research, and 
find and encourage academics to study ME. While we appreciate the Cabinet Secretary’s 
ongoing support, we consider this response to be inadequate.  
 

https://www.cso.scot.nhs.uk/rarc19projects/
https://www.decodeme.org.uk/
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We ask the Scottish Parliament and Government to commit to a programme of investment in 
biomedical research in relation to ME: this has become increasingly urgent given the link 
between ME and viral infection in the time of COVID described in our previous submission. 
 
Next Steps 
Although some progress is being made, we ask the Committee to note that this petition was 
launched in May 2018 and over two years later there is little evidence of substantial change on 
the key issues raised by the petition, which are: 

● Lack of investment in biomedical research  
● The need to develop evidence-based training and education materials for healthcare 

professionals 
● The lack of provision of specialist care for patients 
● The urgent need to discontinue the harmful treatments of people with ME 

 
On 24th January 2019, the CMO is recorded in the meeting notes of the Petitions Committee 
as saying, “We are talking about something that we have been aware of for many decades 
without, it would appear, making much progress. I hope that, given the issues that the 
petitioner has highlighted, we in Scotland may be able to start to move forward rather than 
saying that this is something that cannot be done.”  
Over eighteen months later, the Scottish Government continues to make little progress and 
continues to harm people with ME through its support for GET. We ask the Petitions 
Committee to continue their support for our petition. 
 
 
 


