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To: Prof Patrick Chinnery FMedSci, ExecuƟve Chair of MRC         

      Prof Lucy Chappell FMedSci, CEO of NIHR  

                                                                                                                                   October 28th, 2024  

Re: Proposal for an ME/CFS and Post-InfecƟous Disease Research Plaƞorm  

Dear Patrick and Lucy,  

We request a meeƟng with you to discuss the urgent and pressing need for a new UK-wide 
strategic iniƟaƟve to build a significant research acƟvity in Myalgic EncephalomyeliƟs/Chronic 
FaƟgue Syndrome (ME/CFS) and Post-InfecƟous Disease. You will recall that, earlier in the year, we 
sent two documents to you (aƩached), one from the research community and the other from 
members of the DHSC UK Delivery Plan Research Working Group, laying out the case for building a 
credible and forward-looking research acƟvity in this long-neglected field, and from a very low 
base.    

At a meeƟng on September 30th with Dr Mary De Silva (DHSC & NIHR) and Dr Stephen OakeshoƩ  
(MRC), we discussed strategic funding for ME/CFS and Long Covid, and more equitable review of 
ME/CFS grant proposals. On both topics, some helpful suggesƟons emerged (please see minutes 
aƩached).  One overriding factor in our deliberaƟons, both before and aŌer the meeƟng, is the 
very small current pool of ME/CFS researchers in the UK and a paucity of researchers willing to 
come into the field. As a result, we are unanimous in believing that a totally new research 
approach to ME/CFS and allied disorders is urgently needed to generate the high-quality 
interdisciplinary evidence necessary to address the substanƟal gaps, both in uncovering 
mechanisms and in management of this debilitaƟng condiƟon(s). We were asked to provide “a 
short summary of our vision for an ME/CFS research hub for consideraƟon” (minute #16). We now 
provide this - creaƟon of a UK ME/CFS and Post-InfecƟous Disease Research Plaƞorm (aƩached)- 
taking inspiraƟon from the principles of MRC’s Mental Health Plaƞorm strategic investment.   

As recognised in our earlier documents we sent to you and reaffirmed at our MRC/NIHR & DHSC 
meeƟng, this request comes to you from a fully integrated community comprising academics, 
pracƟƟoners, clinicians, charity representaƟves and people with lived experience of ME/CFS who 
speak with one voice. Our vision for a Research Plaƞorm has been further strengthened by: 1) a 
wish to include post-infecƟous diseases such as Long COVID (post-acute sequelae of COVID-19; 
which share features with ME/CFS); 2) the research recommendaƟons that emerged from the 
DHSC ME/CFS Delivery plan soon to be published, and 3) the PrevenƟon of Future Deaths Report 
of October 8th 2024 following the inquest of the tragic death of Maeve Boothby O’Neill (aƩached; 
Sean O’Neill, Maeve’s father, is a signatory of this leƩer).   

At our meeƟng, we were told that in order to qualify for consideraƟon of strategic research 
investment, ministerial support was required. Following a recent leƩer to the SOS, the Rt Hon 
Wesley StreeƟng MP, by Opal Webster Philp (ME/CFS Alliance) in relaƟon to an urgent need for 
research, she received a detailed reply (aƩached) from Andrew Gwynne MP, Under-Secretary of 
State for Public Health and PrevenƟon responsible for long term condiƟons. In this leƩer, he clearly  
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states the DHSC’s unequivocal support for a step change to support those suffering from ME/CFS 
and the creaƟon of sound evidence through research.  

AŌer years of effort by so many, we are convinced the Ɵme has now arrived to recognise the 
parlous state of ME/CFS research and the essenƟal need for a different approach to drive a new 
research endeavour, including capacity building. We see the only way to achieve this is for strategic 
support in the creaƟon of an interdisciplinary research plaƞorm/consorƟum, as outlined in our 
joint proposal. With your past help in direcƟng us to the UK Biocentre, the joint MRC/NIHR-funded 
DecodeME GWAS, with over 27,000 paƟent parƟcipants, is on the verge of reporƟng its first 
results. This has been possible by researchers and paƟent community working in harmony and 
through strategic funding. With this experience and a fully engaged paƟent/carer ME/CFS 
community, we now request a meeƟng with you to discuss support for this UK Research Plaƞorm, 
which we are all commiƩed to help create.  

Thank you for considering our request.  

Yours Sincerely,  

Adrian Baldwin, member of ME Research CollaboraƟve PaƟent Advisory Group (MERC PAG)  
Prof Danny Altmann, Imperial College London   
AnneƩe Barclay, person with ME/CFS & James Lind Alliance ME/CFS PSP Steering Group member 
Helen Baxter, 25% ME Group  
Monica Bolton, person with ME/CFS & James Lind Alliance ME/CFS PSP Steering Group member  
ANONYMOUS 
Sonya Chowdhury, Chief ExecuƟve, AcƟon for ME   
Dr Nicola Clague-Baker, University of Liverpool  
Dr Caroline Dalton, Sheffield Hallam University  
Jonathan Davies, Trustee, ME Research UK  
Rachel Ephgrave, member of ME Research CollaboraƟve PaƟent Advisory Group (MERC PAG)  
Prof Sir Stephen T Holgate CBE, Southampton General Hospital  
Prof Douglas Kell, CBE, University of Liverpool  
Prof Karl Morten, University of Oxford  
Alan Mould, carer of person with ME/CFS & James Lind Alliance ME/CFS PSP member  
Sean O'Neill, Father of Maeve Boothby O’Neill who died of ME  
Prof Chris PonƟng, University of Edinburgh  
Prof David A Price, Cardiff University School of Medicine  
Dr Charles Shepherd, ME AssociaƟon   
Kiri Stuart-Clarke, member of ME Research CollaboraƟve PaƟent Advisory Group (MERC PAG) Prof 
Sarah Tyson, University of Manchester    
Opal Webster-Philp, member of ME Research CollaboraƟve PaƟent Advisory Group (MERC PAG) 
Dr Dmitry B. Veprintsev, University of Noƫngham  

AƩached: 1) Proposal: An ME/CFS and Post-InfecƟous Disease research plaƞorm for consideraƟon;  
2) LeƩer from ME Researchers to Funders; 3) Submission by the DHSC Research WP Subgroup – 
Grand Challenge Post viral disease; 4) Minutes DHSC_MRC MeeƟng with ME_CFS Researchers; 5) 
Maeve Boothby O’Neill PFD Report; 6) LeƩer from Andrew Gwynne MP.   



Cc Dr Mary De Silver, NIHR & DHSC, Dr Stephen OakeshoƩ, MRC and Kate Gerrand, NIHR & DHSC.  


