
Crisis Support & Advocacy Service 
Launched on 1 April in direct response to the 
increased demand caused by the pandemic, we have 
continued to meet a huge increase in demand for 
information and support. Due to its success, we have 
restructured to make this service permanent.  
 
During April and May we responded to 500 enquiries, 
compared to 340 in the same period during 2019. In 
addition, 240 people received information and 
signposting through Facebook and Twitter.  
 

M.E. Awareness Month  
“The only time I’m able to leave the house is for 
hospital appointments, and my mum has to push me 
in my reclining wheelchair,” says 24-year-old Olivia. 
“Although I empathise that it’s a difficult time for 
everyone right now, I don’t think people realise that 
in the coming weeks and months when everything 
goes back to normal, people go back to work, meet 
friends and family and go on holiday that this will  
not happen for me and thousands of others with  
severe M.E.”  
 
As one of the scores of stories shared with us this 
M.E. Awareness Month, the reality of Olivia’s life with 
M.E. reached more than 5,000 people via the Wigan 
Evening Post and About Manchester along with nearly 
12,000 people on Facebook.  
 
We’ve also taken the opportunity to highlight the 
possibility, being raised by our medical advisors, 
researchers we work with and international experts, 
of a spike in post-Covid illnesses – including M.E.  
My letter to UK editors, appearing in more than 50 
publications, stresses the importance of taking time 
proper time to recover from any virus. In total, our 
M.E. Awareness Month media case study stories, 
letters and press interviews reached 2.7 million 
people, with an advertising value equivalent (ie. what 
we’d have had to pay for the same advertising space) 
of £103,200. 
 

World’s largest ME DNA Study Funded 
Action for M.E., in partnership with University of 
Edinburgh and London School of Hygiene & Tropical 
Medicine, is leading DecodeME, a £3.2m research study. 
Samples from 20,000 people with M.E. will enable the 
partnership to undertake the world’s largest genome-
wide association study of ME/CFS. Such studies have 
helped to uncover the biological roots of other complex 
diseases, including the identity of genes involved in Type 
II Diabetes, and the microglia (immune cells of the brain) 
that play a key role in Alzheimer’s Disease.  
 
As a founding member of the UK CFS/ME Research 
Collaborative, we have worked for over seven years to 
create this opportunity which the funders (Medical 
Research Council/National Institute for Health Research) 
are calling a ‘door opener’ for future funding. Visit 
www.decodeme.org.uk to register to take part. 
 

Curry for M.E. 
Delivering 174 curries in lockdown to my local 
community was no mean feat. It raised nearly £30,000 
for our Crisis, Support and Advocacy Service as part of 
UK-wide fundraiser, the 2.6 Challenge, launched to 
support charities losing income from the London 
Marathon; I felt I needed to step up and take part.  
 
It was a major challenge pulling this one off in lockdown 
conditions; just getting this amount of food was hard. 
With some great press coverage and being named #1 of 
JustGiving’s 2.6 fundraisers, there was some great 
profile-raising of M.E. and the charity. Funds have been 
topped up with donations for 17kg of chilli jam I cooked 
and shared earlier this month. After chopping nearly 200 
chillies, my hands were burning! 
 

How can we do better? 
With all the changes the 
pandemic has brought, the way 
we engage with our donors and 
supporters needs to change too. 
Our ideas include an online 
“science series” with 
researchers and more,  

but I really would love to hear your thoughts, too. Can 
you spare a few minutes to answer six quick questions?  
Visit https://bit.ly/3e2XTWY or scan the QR code above. 
 

 
 

 
 
 
 

Action for M.E. CEO update June 2020 
WELCOME to the quarterly CEO update which provides a brief snapshot of the  

work and successes that you have helped to create. 
 

Thank you once 
again for all your 
continued support. 

 

 

https://aboutmanchester.co.uk/end-of-lockdown-not-for-m-e-says-wigans-olivia/
https://www.facebook.com/actionforme/photos/a.76870643208/10158345124553209/?type=3&__tn__=-R
http://www.decodeme.org.uk/
https://www.justgiving.com/fundraising/curry-for-m-e-sonya-s-2-6-challenge
https://bit.ly/3e2XTWY

