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I am writing with respect to this petition which called on the Scottish Government, 
among other matters, to consider investing in biomedical research and creating a 
centre of excellence for ME in Scotland. It is on this specific issue that I wish to provide 
evidence. I am writing in my personal capacity as a research scientist working in 
Scotland, and for the avoidance of doubt I am not presenting evidence on behalf of 
my employer, the University of Edinburgh, or of an organisation (the CFS/ME 
Research Collaborative) on which I serve as Deputy Chair. 
 
ME/CFS is a “serious, chronic, complex, and multisystem disease that frequently and 
dramatically limits the activities of affected patients” according to the USA National 
Academies of Medicine’s 2015 report. Variable incidence rates have been reported, 
but among UK Biobank participants the incidence rate is 0.45%; there are 2.4-fold 
more females than males with ME/CFS in this cohort. By extrapolation, this suggests 
that the UK population prevalence of ME/CFS is 286,000 people. The illness strikes 
people in the prime of life, contributing to an economic cost for the UK in 2014-15 of 
£3.3 billion/yr according to a 2017 report. 
 
Quoting from a 2016 UberResearch report: “ME/CFS is at least as disabling as 
multiple sclerosis, systemic lupus erythematosus, rheumatoid arthritis, congestive 
heart failure and other chronic conditions and people with ME/CFS experience high 
levels of functional impairment across physical and mental domains, scoring lower 
overall on health-related quality of life tests than most other chronic conditions, 
including lung disease, depression, heart disease and diabetes.” 
 
This report concluded that “ME/CFS receives a disproportionally small amount of UK 
research funding given the prevalence of the condition. Despite the disease burden, 
the level of research spend per ME/CFS patient is considerably lower than in other 
illnesses. MS, for example, receives approximately 20 times more funding worldwide 
despite being far less prevalent than ME/CFS.” In the UK, funding on ME/CFS 
research for the decade 2007-2016 was £10m (ME/CFS population prevalence, 
286,000 population prevalence); for multiple sclerosis it was £74m (MS population 
prevalence, ~100,000). 
 
My research is the beneficiary of a recent award jointly from the Chief Scientist’s Office 
(CSO) and Action for ME to fund a three-year PhD project. I am grateful for the £45k 
contribution from the CSO as it is allowing me to pursue initial research into this set of 
devastating conditions. Nevertheless, this amount is relatively small, equivalent to 
approximately £2 per year per person living with ME in Scotland. 
 
Why has funding for ME/CFS research been traditionally very low? The answer 
lies in the near complete lack of working hypotheses for its causes. Without 
hypotheses that are considered likely to be robustly supported by experiment, funding 
bodies will prioritise other studies, often on aspects of other diseases that are already 
well understood. To transform ME/CFS research funders will need to fund many lines 
of enquiry (~10) knowing that most will fail to robustly support their initial hypothesis. 
All that would be required to transform ME/CFS research, to interest many 
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investigators across the country, is robust evidence for only one of these ten 
hypotheses. 
 
An investment of £1-£2m each year for 5 years would revolutionise ME/CFS 
research and provide promising hypotheses for future research. This is a tiny 
amount, representing: 0.1-0.2% of the combined MRC & NIHR budget, and 0.3% 
of all that we spend annually on street lighting. In the USA, they are spending 
£5m each year on ME/CFS centres. They have 5-times the population.  
 
This investment, in my view, would be best made to: 
 

1. Undertake a large genetics study (a genome-wide association study) that would 
pinpoint DNA changes that predispose individuals to ME/CFS. This is feasible 
because there is a contribution to ME/CFS risk from genetic heritability. This 
means that ME/CFS has a biological component. This requires genetic data 
from approximately 20k individuals (cases). This would cost approximately 
£3m. 
 

2. Develop and extend existing ME/CFS Biobanks to ensure that biomedical 
research can take advantage of (a) existing samples, and (b) existing data. This 
should help to ensure that future studies are well-powered to address specific 
hypotheses which, for most past research, has not been the case. Cost: 
approximately £2m-£3m. 

 
3. Undertake studies on the cardinal symptom of ME/CFS, namely postexertional 

malaise (PEM). Unlike, fatigue for healthy individuals, this represents a delayed 
and significant exacerbation of ME/CFS symptoms that always follows physical 
activity and often follows cognitive activity. The physiological responses to PEM 
are currently unknown, but need to be studied. Cost: approximately £1m. 

 
4. For control individuals, all studies should compare with controls from other 

disease cohorts. This would ensure that results are not trivially reflecting 
symptoms that are common also to other diseases. Cost to extend biobanks: 
approximately £0.5m-£1m. 
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