
 

 Overview  

 

  

MEAction UK’s work centres around empowering/enabling people with ME and other complex, 

chronic illnesses (including post infectious illnesses). We carry out activities that improve the 

understanding of ME and help to relieve sickness through better treatment and public 

understanding.    

 This was a landmark year for us. We incorporated as a company in October 2022 and registered as 

a charity operating throughout the UK in April 2023, arranged multiple #MillionsMissing 

demonstrations across the UK, campaigned for the  hundreds of millions of pounds missing from 

research into ME, lobbied the Scottish Parliament to implement the NICE guideline in Scotland, 

worked to update the education of healthcare professionals, challenged misinformation about ME 

and used social media to communicate and build community.  Our work was featured in 

publications ranging from the BMJ and  the Journal of Neurology, Neurosurgery & Psychiatry, to The 

Shetland Times.    

 



In the UK we are run entirely by volunteers who have ME or have a close relation/friend with 

ME.  We have no paid staff   Everything that MEAction UK has achieved this year has been as a 

result of the outstanding efforts and hard work of our dedicated trustees and volunteers.   

  

  

  
  

  



Parliament    

  

Throughout the year we galvanised support from MPs and MSPs and 

campaigned for change from the Westminster and Holyrood governments 

and publicly funded organisations.  

In October 2022  #MillionsMissing UK took place in Parliament Square. We 

were delighted to get so much support from MPs from all sides of the House.  

Emma Lewell-Buck MP, Hywel Williams MP and Alex Chalk MP, Emma Lewell-

Buck MP, Hywel Williams MP,  Ben Lake MP, Alex Chalk MP, Fleur Anderson MP, 

Ben Bradshaw MP, Lord Bethell and Baroness Scott of Needham Market all 

accepted our invitation.  

 



  

  

In February 2023 a Members’ debate on ME took place in the Scottish 

Parliament. The debate was led by Sue Webber MSP, working in partnership 

with #MEAction Scotland, MSPs from all parties spoke, many of them quoted 

the stories of their constituents who had contacted them following a 

campaign on MEAction Scotland’s social media.   

 

  

We have continued to work closely with Sue Webber and key MSP champions 

in the main parties to make sure that the voices of people with ME are heard 

in the Parliament where possible.  

  

https://www.facebook.com/scottishparliament?__cft__%5b0%5d=AZVsQdqDcTU5IQLTtPBKNnDhRfjLEanc5jgvnF9tpbFbuaPFrZAdRYc9wBS4TIW8qSsAZzKQVvJ7xVRr9kljI-D3Tm7CiWXMgqjwXGTpqu8DUvu_AZ-20pdxlQ3o6MiwTzTY8Q2tgGCZnQAp2EEBRRXf19KKXtGpyht7uUoqqHCChgjo-2gSag3mSI9rzoUWfSdWs_kuClBjsFhJ6GW_A5DRn1___9pFaChVgPzVqBCfHA&__tn__=-%5dK-R
https://www.facebook.com/scottishparliament?__cft__%5b0%5d=AZVsQdqDcTU5IQLTtPBKNnDhRfjLEanc5jgvnF9tpbFbuaPFrZAdRYc9wBS4TIW8qSsAZzKQVvJ7xVRr9kljI-D3Tm7CiWXMgqjwXGTpqu8DUvu_AZ-20pdxlQ3o6MiwTzTY8Q2tgGCZnQAp2EEBRRXf19KKXtGpyht7uUoqqHCChgjo-2gSag3mSI9rzoUWfSdWs_kuClBjsFhJ6GW_A5DRn1___9pFaChVgPzVqBCfHA&__tn__=-%5dK-R
https://www.facebook.com/meactionscot?__cft__%5b0%5d=AZVsQdqDcTU5IQLTtPBKNnDhRfjLEanc5jgvnF9tpbFbuaPFrZAdRYc9wBS4TIW8qSsAZzKQVvJ7xVRr9kljI-D3Tm7CiWXMgqjwXGTpqu8DUvu_AZ-20pdxlQ3o6MiwTzTY8Q2tgGCZnQAp2EEBRRXf19KKXtGpyht7uUoqqHCChgjo-2gSag3mSI9rzoUWfSdWs_kuClBjsFhJ6GW_A5DRn1___9pFaChVgPzVqBCfHA&__tn__=-%5dK-R


In May 2023, following the debate on ME in the Scottish Parliament, Sue 

Webber hosted an  #MEAction Scotland #Millions Missing lunchtime event in 

the Parliament. #MEAction Scotland volunteers engaged with MSPs, telling 

them about the urgent changes needed for people with ME in Scotland.   

 



  

In October 2023 #MEAction Scotland volunteers met with Jenni Minto MSP, 

Minister for Public Health and Women's Health, along with staff from the 

Scottish Government's Clinical Priorities team.  The volunteers briefed the 

Minister on the key issues for people living with ME, and asked her to take 

urgent action to implement the NICE guideline in Scotland and fund training 

and education for healthcare professionals based on its recommendations. 

The urgent need for support for people with ME, including children and young 

people was also discussed.   

 

  

https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZVL9euDWVArrp7MChSurGXwUl-d4zOHiXuV4ASnxaLKhqxhtmr4WP56M-gQ7_j6T06YM4PODfgYNrPjWqiJbOf9if6-SPAO8CUv4N1LY2p6aws_5rrVf12p8I7G0T_iFHzcRf2gFqVgQkw0Og6KEBEBFjnueu0oTKuK_dY-XG4oxCCUC9Mgy_GHH2Oh0pe0pXUfEMVnx95AYhCWN_QpUskD&__tn__=*NK-R


  

Department of Health and Social Care  -   DHSC   

  

In August 2023 the DSHC launched a consultation on the interim delivery plan 

on ME/CFS.  The consultation was to seek views on an interim set of actions 

to improve the experiences and outcomes of people with myalgic 

encephalomyelitis/chronic fatigue syndrome (ME/CFS) and it will inform the 

development of a final cross-government delivery plan on ME/CFS.  Our 

volunteers were members of working groups and took part in workshops.  

  

To help people navigate the consultation process we held an online 

community call to give an overview of the DHSC’s interim delivery plan and 

gather thoughts and input on the consultation. We then put together 

resources to help people respond to the DHSC survey on the ME/CFS interim 

delivery plan.   

 

  

We then prepared out own detailed responses To DHSC (My Full Reality: The 

Interim Delivery Plan On ME/CFS) for #MEAction UK and #MEAction Scotland 

in time for the October deadline.   

https://www.gov.uk/government/organisations/department-of-health-and-social-care
https://ow.ly/3T4T50PSU8i?fbclid=IwZXh0bgNhZW0CMTAAAR1iPEZ1oNbyhm0WPOl3ABjnc2F-1pEVSqpihUnj4ICUXms8q1slicqDaZI_aem_AYTCtU0dpt_p9mqlkb5OEcsCFDmujvmuG260Nths0UmkvLyrLO0vQDP44lkpFj_hFvLpOWHM2UA-7WHxHnhLrmiC
https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZW7hTXfeVLbFCdbHvmLdHpnKvfoadoWgPqdtpb5adGvZkgHXzzLPIzcw9nF1cJh1U9fWaBtwvl881pCqfbjznvzSwX5Gv7-fShqgQyorE3O6xgrbkpdG3e4_FPVFQ4LPIrXTcDw0dOLVysg-_JqgZ0RhSSd35C654DC1aN9RXaMXGy5MbgJtWWhxK2vafcmec390yWZa5Iv4kMXoZYy8llM&__tn__=*NK-R
https://ow.ly/Vckv50PSPv3?fbclid=IwZXh0bgNhZW0CMTAAAR1bOF9EoYOWNazIvYFujjgvTAGMaFLZoGgpDisSkEiBY8YsHfHW1kCQ014_aem_AYSg3NLSV--EXpjog5oGahvhZI82oOZVS9bCp4fITmTi5stWrjCqLRC4j581aPHxZZNAwu4AFc6H4WEjQT_QyKSw
https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZUPLHOiezo4p4acnvQjXxHg0atsI9vHY7E-njcWuOPH3niMAQUn11a7phsXXghNHFs-sk1C0lJqgY_-tXgJnXL7tAAXgzF_23ya3rAN2DWRnA-WgWmU2j8MC9sgezoZf7e5EdrxU4YgVcws6ubToHgMOMZ0zkSFhhgZTKh67HxcSGO9lDx7l5aPGjkI68iRFmCnd-wf9pP44h_QuBUu0Vew&__tn__=*NK-R
https://www.meaction.net/2023/10/04/meaction-scotlands-response-to-my-full-reality-the-interim-delivery-plan-on-me-cfs/?fbclid=IwZXh0bgNhZW0CMTAAAR0oeyo-ND2dXXltN20q1teevQ324WfJjYS3i3bAvEOxWMm5hq3gsAA1YqM_aem_AYT3zILqgHYb2RZ-OApnBYtn9aeEpA05S2lQPssviVrOCkuINSYdRamVGu3RTZ30_j9pk12eYoNQ9jRSA85oqv44


  

Awareness and Public Understanding  

  

We used social media, media coverage and our online presence to raise 

awareness of the debilitating impact of ME and the best approaches to 

managing the disease and to call for the hundreds of millions of pounds 

missing from research into ME.  

  

In October 2022 the BMJ reported on London’s  #MillionsMissing 

demonstration in Parliament Square, the @bmj_latest shared an article 

covering the action.  

  

"Demonstrators in London’s Parliament Square last week called for hundreds 

of millions of pounds missing from research into myalgic encephalomyelitis to 

be restored to the condition."  

 

https://www.bmj.com/content/379/bmj.o2548.full
https://x.com/bmj_latest
https://x.com/hashtag/MEAction?src=hashtag_click


  

The Canary also covered London’s #MillionsMissing demonstration in 

Parliament Square.  

 

  

‘Chronically ill, disabled people have once more taken to protesting. They’re 

calling for funding for medical research into their disease, known as ME. It’s 

one that the state, medical professionals, and society have neglected for 

decades. So, ‘millions of missing people’ came together online and in person 

to demand change. And they were also asking for support from one specific 

organisation: the Wellcome Trust.’  

  

Following the February 2023 debate in the Scottish Parliament, volunteer 

Helen was on Good Morning Scotland talking about the need for healthcare 

education and funding to improve support for people with ME. Beatrice 

Wishart MSP was highlighted in the Shetland Times for speaking in the debate. 

Even though some of the language used by the journalist in this article isn't 

helpful, it's still good to get people talking and reading about ME:   

https://www.thecanary.co/uk/2022/10/19/chronically-ill-people-have-had-to-protest-yet-again-for-basic-support/
https://www.dev.thecanary.co/topics/mecfs/
https://wellcome.org/
https://www.shetlandtimes.co.uk/2023/02/02/msp-wants-action-to-make-a-difference-for-me-sufferers?fbclid=IwZXh0bgNhZW0CMTAAAR3BmaFjMyNHGxYXAp5FWa5vYbHfRgQbcYnnHVasuni-GFeGehFZwzJh9Aw_aem_AYSN0AwWmDGjtLdN7RZe41z7Wj-57WR_xv2HJHpB7-Zm9VaO28n49R5KZ1JPebAkJ8HybCBluoDyVHbVNxde1lju
https://www.shetlandtimes.co.uk/2023/02/02/msp-wants-action-to-make-a-difference-for-me-sufferers?fbclid=IwZXh0bgNhZW0CMTAAAR3BmaFjMyNHGxYXAp5FWa5vYbHfRgQbcYnnHVasuni-GFeGehFZwzJh9Aw_aem_AYSN0AwWmDGjtLdN7RZe41z7Wj-57WR_xv2HJHpB7-Zm9VaO28n49R5KZ1JPebAkJ8HybCBluoDyVHbVNxde1lju


 

  

In April 2023 STAT published a searing investigation about the US National 

Institutes of Health's failure to make progress on Long COVID. Adam Lowe, 

#MEAction UK volunteer spoke with the journalists and explained why an 

exercise trial would be such a disaster. “What often happens is, people will go 

for a walk, they may not feel it for a day or two, and then suddenly, they feel ill 

on the third day.”  

 

 

  

http://ow.ly/XgmK50NQkFE?fbclid=IwZXh0bgNhZW0CMTAAAR2w7osM5CvUAeheTW-zHTum4S-FOA9PvytJLF1aTdZETi3YPKpCc_CpE5Y_aem_AYQsUQzN_QzTlFN8mdSCGfoU4mpBSnrYqBPk_D0aNRwyFGrdLTt4YCEjGbI3pDaFnmZ2G0bFBNJLUoQndA0E1WIh
https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZWWoYVn34mh7uSWvZFjiqHDrVwMjeaIXf-jOw-oE6fzS4gfCpgA72kTH07aq3dG_fe126BxwZML549y2V43QxrgdtUr0zeunN4QCIwFnu5iT9wOOfQcDyYhBuwIPxxYbiVbJXSs358Zhb1WnY258TIw9yCDM4dk7i4UL8ZSjoFEUFlqL_v5aEoBwhIqCm-5n_JQzmEWNw3W1JNiMNgfhJGj&__tn__=*NK-R
https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZWWoYVn34mh7uSWvZFjiqHDrVwMjeaIXf-jOw-oE6fzS4gfCpgA72kTH07aq3dG_fe126BxwZML549y2V43QxrgdtUr0zeunN4QCIwFnu5iT9wOOfQcDyYhBuwIPxxYbiVbJXSs358Zhb1WnY258TIw9yCDM4dk7i4UL8ZSjoFEUFlqL_v5aEoBwhIqCm-5n_JQzmEWNw3W1JNiMNgfhJGj&__tn__=*NK-R


 

RECOVER has persistently ignored the advice from both the ME/CFS and Long 

COVID communities to build off the existing knowledge and expertise on 

post-infectious disease.  

Studying exercise as a treatment could “frame long Covid as something that 

can be overcome with grit and hard work,” said Jaime Seltzer, the director of 

scientific and medical outreach at MEAction, arguing that such framing is 

“unsound and ethically troubling.”  

  

We promoted Bake4ME/CFS, a SPACE themed cakes competition. The 

competition was judged by actress Jennie Jacques, Alyssa Carson, space 

enthusiast and astronaut in training, Kat The Baking Explorer blogger.   

  

We also featured The ‘Blue Sunday’ Tea Party For M.E.  on our social media 

and encouraged people to join in the virtual tea party started by Anna 

Redshaw.  

 

  

#MEAction Scotland were featured on STV News on 11th May 2023, calling for 

funding and healthcare education on ME. They highlighted doctors' lack of 

knowledge about ME and the need for training to recognise key symptoms 

and understand current guidance.  

https://www.facebook.com/meactionscot?__cft__%5b0%5d=AZW6maPF1ezdOLbJ_iz8Tmq387kmNUSTCwyAsuRm8z2Rspgs1a0ENZDEssuvqtSwlmkPuGfbQmQG9QSL_movxfjDy5-tGzwB30v1oikC-n4Jen451Keh3_zuOYQcQmf_NdvrhGzpEKVyi1yFQlzzKET_L1281MTAeZE1NBciHO2mrJfVM71VCywPvRnsrSEDHvGaP7hkAM_7urCJ0I1oJJK9&__tn__=-%5dK-R
https://youtu.be/JQrQOLxH8MM?fbclid=IwZXh0bgNhZW0CMTAAAR1OWbR-TF_K_oaunvlqavJkytgozI32OZFBo1gQDlmIL4F295v84JyhldQ_aem_AYQpoh9vlZzwVBa-_06nohmNegkmMACeowStGOB9wqrIMScg9revX1XBnbXibqUE3HF6DVXTuRDJBC6jmK-HPH5l
https://www.facebook.com/stvnews?__cft__%5b0%5d=AZW6maPF1ezdOLbJ_iz8Tmq387kmNUSTCwyAsuRm8z2Rspgs1a0ENZDEssuvqtSwlmkPuGfbQmQG9QSL_movxfjDy5-tGzwB30v1oikC-n4Jen451Keh3_zuOYQcQmf_NdvrhGzpEKVyi1yFQlzzKET_L1281MTAeZE1NBciHO2mrJfVM71VCywPvRnsrSEDHvGaP7hkAM_7urCJ0I1oJJK9&__tn__=-%5dK-R


 

  

In June we promoted a free streaming of Unrest on YouTube. Sundance award 

winning Unrest is a powerful campaigning tool.  It features twenty-eight year-

old Jennifer Brea who is working on her PhD at Harvard and months away from 

marrying the love of her life when she gets a mysterious fever that leaves her 

bedridden and looking for answers. Disbelieved by doctors yet determined to 

live, she turns her camera on herself and discovers a hidden world of millions 

confined to their homes and bedrooms by ME, commonly known as chronic 

fatigue syndrome.   

 

  

#MEAction UK prepared a detailed response to the latest published paper 

attacking the NICE Guideline on ME/CFS in July. We also responded to The 

Guardian in reply to their article covering the publication.   

https://ow.ly/zxSb50OR1Ih
https://www.meaction.net/2023/07/11/meaction-uks-response-to-the-guardian-article-11-july-2023/?fbclid=IwZXh0bgNhZW0CMTAAAR3ba54NLKCRV5H89cW5g2YtGP6LjxYDcE6vzOPi8YiWly_jK5r2vmgkI04_aem_AYTkjilSxBED8dX84tWgCNv87UP0cgzJt6hplECKpmA9iH0TCa16xvLotSsHwaSLHjLS9UbHKLRRnmTdruwLFy8k


  

#MEAction UK submitted a rapid response to the article, ‘Anomalies in the 

review process and interpretation of the evidence in the NICE guideline for 

chronic fatigue syndrome and myalgic encephalomyelitis’ published in the 

Journal of Neurology, Neurosurgery & Psychiatry published 10th July 2023. 

Our response was published in July and then removed.  We challenged the 

grounds for this and were pleased when it was reinstated with a few selected 

edits, in September 2023, as it’s important to have our response to the article 

on the record and permanently attached to the article.   

We also joined with 55 organisations, researchers, clinicians and advocates in 

firm support of the 2021 NICE guideline on ME in signing the World ME 

Alliance's rapid response to the JNNP article.  

 

  

  

https://www.meaction.net/2023/09/19/jnnp-to-publish-edited-rapid-response-by-meaction-uk/


  

 #MillionsMissing   

  

We coordinated annual awareness raising events across the UK, including 

successfully moving from in-person to virtual events during Covid-19.  This 

was a busy year for us with #MillionsMissing UK events in October 2022, 

moved from September due to the death of Queen Elizabeth, and another in 

May 2023.  

  

#MillionsMissing October 2022  

 

  

#MillionsMissing London took place in Parliament Square on 18th October 

2022 and demanded the millions of pounds missing from ME research in the 

UK. We asked all our supporters, people with ME and people with other 

complex chronic conditions to lobby the Wellcome Trust, the biggest funder of 

medical research in the UK, to commit significant funding to ME.    

  

We were delighted to get so much support from MPs. Emma Lewell-Buck MP, 

Hywel Williams MP and Alex Chalk MP, Emma Lewell-Buck MP, Hywel Williams 

MP,  Ben Lake MP, Alex Chalk MP, Fleur Anderson MP, Ben Bradshaw MP, Lord 



Bethell and Baroness Scott of Needham Market all accepted our invitation.    

Sarah Boothby’s daughter, Maeve Boothby O’Neill, died from ME last year. 

Sarah spoke about their experiences and the neglect they faced from the 

medical establishment.   

  

Hayley Valentine-Howard spoke about ME and pregnancy.  Prof Douglas Kell 

talked about his groundbreaking micro clot research in ME and Claire Tripp 

gave an update about Decode ME. Lord Bethell and Fleur Anderson MP for 

Putney both spoke about their support for people with ME and Long Covid and 

the #MillionsMissing.     

 

  

  

Our Virtual Action.  

  

We asked supporters to post pictures of a red thread to illustrate how 

#WeAreAllConnected for #MillionsMissing and to contact the Wellcome Trust 

and tell them why we need the hundreds of millions of pounds missing from 

ME research.  

https://www.facebook.com/hashtag/weareallconnected?__eep__=6&__cft__%5b0%5d=AZX3h6TxhozRYl6qNjyGsSI0e0z8Xze5gSTx9WBAD06Aq8i7mPGJdVVF54ztZCc3A3GEwNt9iAd6jEBXWqHwm47dHK8nRDs6FB8hXhJMNjE0eAYGuUDMgT-Wj-3fJkEXkMDjuNJuBDyzwMTKZvbFb4jVrsTdS7KYNxF1DwBzMeevY9NBlCELaZti90TD5x5CauY&__tn__=*NK*F
https://www.facebook.com/hashtag/millionsmissing?__eep__=6&__cft__%5b0%5d=AZX3h6TxhozRYl6qNjyGsSI0e0z8Xze5gSTx9WBAD06Aq8i7mPGJdVVF54ztZCc3A3GEwNt9iAd6jEBXWqHwm47dHK8nRDs6FB8hXhJMNjE0eAYGuUDMgT-Wj-3fJkEXkMDjuNJuBDyzwMTKZvbFb4jVrsTdS7KYNxF1DwBzMeevY9NBlCELaZti90TD5x5CauY&__tn__=*NK*F
https://www.meaction.net/2022/09/04/samples-letters-emails-to-wellcome-trust/?fbclid=IwAR1XZk6LWOuq_9osdr8JcBlxx4h0Ptmqb9CerQJhFm_QLngW1rfRQbvxZKE
https://www.meaction.net/2022/09/04/samples-letters-emails-to-wellcome-trust/?fbclid=IwAR1XZk6LWOuq_9osdr8JcBlxx4h0Ptmqb9CerQJhFm_QLngW1rfRQbvxZKE


 

 



 

   

Following #MEAction Scotland’s #MillionsMissing action at the end of 

September 2022, we continued to contact MSPs asking them to sign a pledge 

in support of people with ME, By the end of October, a total of 24 MSPs signed 

the pledge, this represents one in five MSPs in the Scottish Parliament.  

 



  

#MillionsMissing May 2023   

  

We asked people to get creative (or to ask someone else to on their behalf) for 

#MillionsMissing and join us in asking society, #CanYouSeeMENow?  

#MEAction UK and #MEAction Scotland volunteers teamed up to run a digital 

campaign that returned to the central theme of #MillionsMissing – amplifying 

the people missing from their previous lives and wider society because of ME.  

There were two different concepts for photos. The first option was to take a 

photograph of the view that a person with ME sees every day. The second 

option was to take a photo that showed the spaces that people are missing 

from.  

 

https://www.facebook.com/hashtag/millionsmissing?__eep__=6&__cft__%5b0%5d=AZX9EfMVuIsDiD1Qi9xIv4YGRnOFwxwKXz_PtBB2ot1CWlJvcmWR9cQAW3n1CrW_BNoM1897zLZcClGYSxGePHN_ofwVYMc3jMD7ZBCXw-YYd0Jy83_Jhox27gXQn_6twn81SYk_RbKAZkPUTyjaQQEpdi_B1tDcJ_P5chfI-mWlUAW_x9HDsJEFUpsRqDK48wM&__tn__=*NK-R
https://www.facebook.com/hashtag/millionsmissing?__eep__=6&__cft__%5b0%5d=AZX9EfMVuIsDiD1Qi9xIv4YGRnOFwxwKXz_PtBB2ot1CWlJvcmWR9cQAW3n1CrW_BNoM1897zLZcClGYSxGePHN_ofwVYMc3jMD7ZBCXw-YYd0Jy83_Jhox27gXQn_6twn81SYk_RbKAZkPUTyjaQQEpdi_B1tDcJ_P5chfI-mWlUAW_x9HDsJEFUpsRqDK48wM&__tn__=*NK-R
https://www.facebook.com/hashtag/millionsmissing?__eep__=6&__cft__%5b0%5d=AZX9EfMVuIsDiD1Qi9xIv4YGRnOFwxwKXz_PtBB2ot1CWlJvcmWR9cQAW3n1CrW_BNoM1897zLZcClGYSxGePHN_ofwVYMc3jMD7ZBCXw-YYd0Jy83_Jhox27gXQn_6twn81SYk_RbKAZkPUTyjaQQEpdi_B1tDcJ_P5chfI-mWlUAW_x9HDsJEFUpsRqDK48wM&__tn__=*NK-R
https://www.facebook.com/hashtag/canyouseemenow?__eep__=6&__cft__%5b0%5d=AZX9EfMVuIsDiD1Qi9xIv4YGRnOFwxwKXz_PtBB2ot1CWlJvcmWR9cQAW3n1CrW_BNoM1897zLZcClGYSxGePHN_ofwVYMc3jMD7ZBCXw-YYd0Jy83_Jhox27gXQn_6twn81SYk_RbKAZkPUTyjaQQEpdi_B1tDcJ_P5chfI-mWlUAW_x9HDsJEFUpsRqDK48wM&__tn__=*NK-R
https://www.facebook.com/hashtag/millionsmissing?__eep__=6&__cft__%5b0%5d=AZX9EfMVuIsDiD1Qi9xIv4YGRnOFwxwKXz_PtBB2ot1CWlJvcmWR9cQAW3n1CrW_BNoM1897zLZcClGYSxGePHN_ofwVYMc3jMD7ZBCXw-YYd0Jy83_Jhox27gXQn_6twn81SYk_RbKAZkPUTyjaQQEpdi_B1tDcJ_P5chfI-mWlUAW_x9HDsJEFUpsRqDK48wM&__tn__=*NK-R


  

  

Following the debate on ME in the Scottish Parliament, Sue Webber MSP 

hosted a #MEAction Scotland #Millions Missing lunchtime event in Parliament. 

#MEAction volunteers engaged with MSPs, telling them about the urgent 

changes needed for people with ME in Scotland.   

  

 

  

#MEAction Scotland volunteers campaigned outside The Royal College of 

Physicians Edinburgh for #MillionsMissing. The action included delivering a 

letter to the Dean of Education asking for the development of training on ME in 

line with the 2021 NICE Guideline. Volunteers displayed photos of people with 

ME's views from their beds, and handed out information about ME to doctors 

going into the building. As a result of this action, the Dean of Education 

identified the lack of training on ME/CS and organised a webinar on ME and 

Long COVID which will be held in June 2024.   

https://www.facebook.com/meactionscot?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R


 

  

  

  

  

  

  

  

  
  



Education of Healthcare Professionals  

  

Working with other charities we promote relevant training modules to 

healthcare professionals and have got agreement for the development of an 

ME module for GPs in Scotland.  

  

In November 2022 Caroline Kingdon’s new paper, ‘What Primary Care 

Practitioners Need To Know About The New NICE Guideline For Myalgic 

Encephalomyelitis/Chronic Fatigue Syndrome In Adults’ on the NICE guideline 

for ME was co-written with #MEAction UK volunteer Adam Lowe, as well as 

Charles Shepherd of the ME Association and Luis Nacul of the London School 

of Tropical Medicine.  

   

NHS Education for Scotland (NES), the education and training body for NHS 

Scotland,  released a draft training module on ME/CFS in November 2022. This 

module is part of a programme of Practice Based Small Group Learning topics 

(PBSGL) developed by NES and the issuing of the draft was the culmination of 

years of campaigning by #MEAction Scotland, in partnership with Action for 

M.E. Whilst this has been a frustratingly slow process we are pleased that our 

efforts have finally paid off.  

Following  #MillionsMissing actions in May outside The Royal College of 

Physicians of Edinburgh the Dean of Education identified the lack of training 

on ME/CS and organised a webinar on ME and Long Covid which will be held 

in June 2024. Speakers at the webinar will include a volunteer from 

#MEAction Scotland and the Scientific Director from #MEAction.   

 

 

 

 

 

https://pubmed.ncbi.nlm.nih.gov/36553962/
https://www.facebook.com/meactionscot?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R
https://www.facebook.com/RCPEdin?__cft__%5b0%5d=AZXLWrmRt1QKXYpSn1SUTUxOo_YzXkBMzIzmmahuoJYNJYnTjNba5pjt3fkuMC-_LbqqYXOhYO3qhGlYle2y3c29TArB8ZprERGQqJrxbvc78ZI8PIbm0GUTiRCCZUdYuqoJbCS-K1D6gnbXDLvObfEmwM5fYqsqpglp2e4bo1VE5e8xxajPt5uhW7orXzOXJjZ1PEnC5VSNIG8ohK7vzlWM&__tn__=-%5dK-R


 

 

  

On 16th May 2023, the Scottish Government published the findings from an 

analysis of surveys issued to NHS Health Boards to understand delivery of ME 

services and implementation of the updated NICE guideline. The report was 

commissioned as a direct result of #MEAction Scotland volunteers meeting 

the then Cabinet Health Secretary in September 2022 as part of our 

campaign to get the NICE guideline implemented in Scotland.  

  

In October 2023  #MEAction UK and Scotland organised and attended a stall 

at the Royal College of General Practitioners's Annual Conference in Glasgow. 

Alongside Action for M.E, we spoke to hundreds of GPs over the three days of 

the conference, focussing on raising awareness of the 2021 NICE guideline and 

other available resources that can improve how they diagnose and support 

people with ME.  

https://www.gov.scot/publications/myalgic-encephalomyelitis-chronic-fatigue-syndrome-cfs-services-scotland-findings-analysis-surveys-issued-nhs-boards-autumn-2022/
https://www.gov.scot/publications/myalgic-encephalomyelitis-chronic-fatigue-syndrome-cfs-services-scotland-findings-analysis-surveys-issued-nhs-boards-autumn-2022/
https://www.facebook.com/rcgp.org?__cft__%5b0%5d=AZV5UG69hZ4YvgXOswTlAQ1t1dDIlbfqQRwygrMutcyfXAdYnsXDdLB8rphsO9uG9ewwY0f9lofK0K4I32aAbQxashQcscGpIhvqca4-NgJOZz-Q2GTHRdg3ve_be7Nbb6x8kNfyhHLv4HNWd-uLS6oQb-h4QjWTRgkOCqUoNfBqgEoNTQ9t-14iHDP5jtA6y0apNXDmGqDjJ9uMVLE93QaO&__tn__=-%5dK-R
https://www.facebook.com/actionforme?__cft__%5b0%5d=AZV5UG69hZ4YvgXOswTlAQ1t1dDIlbfqQRwygrMutcyfXAdYnsXDdLB8rphsO9uG9ewwY0f9lofK0K4I32aAbQxashQcscGpIhvqca4-NgJOZz-Q2GTHRdg3ve_be7Nbb6x8kNfyhHLv4HNWd-uLS6oQb-h4QjWTRgkOCqUoNfBqgEoNTQ9t-14iHDP5jtA6y0apNXDmGqDjJ9uMVLE93QaO&__tn__=-%5dK-R


 

  

  

Throughout the year #MEAction Scotland has been involved in a project 

managed by Action for M.E. to ensure more doctors understand ME/CFS. 

Partners in the project are Dr Nina Muirhead, the ME Association and 25% M.E. 

Group. With funding from the  Scottish Government’s Neurological 

Framework, the Learn About ME project is promoting Dr Muirhead’s free CPD-

accredited learning module on ME/CFS.   

  

  

  

  

  

  
  

https://www.studyprn.com/p/chronic-fatigue-syndrome
https://www.studyprn.com/p/chronic-fatigue-syndrome


 Building Community    

Using social media, including Facebook groups, we have provided support for 

people with ME and information and advice for those wishing to volunteer with 

#MEAction UK and #MEAction Scotland.    

  

Thanks to the hard work of the volunteers on our social media team our social 

media reach increased with our UK Facebook reach up by 80% to 62,2000 and 

visits up 385% to 5,400.  Instagram reach increased by 240% to 11,300 and visits 

were up 452% to 3,500.    

  

Scotland’s reach also increased with Facebook reach up almost 70% to 24,800 

and visits increased by 192% to 24,800.   Instagram reach was  up 138% to 6,100 

and visits increased by 202% to 831.  

  

We campaigned on behalf of those severely and very severely affected by ME.  

In January 2023 we honoured the memory of the amazing Kara Jane, who was an 

extremely talented musician.  It's heartbreaking to have lost such an incredible 

light who fought so hard for the ME community. Her legacy and music will live on.  

 

  

In February 2023 Sami Berry was severely ill in an NHS hospital and very 

concerned that she was going into intestinal failure and was at immediate risk of 

joining those with severe ME and complex chronic illness who have died under 

https://l.facebook.com/l.php?u=https%3A%2F%2Fkarajanesings.com%2F2023%2F01%2F02%2Fannouncement%2F%3Ffbclid%3DIwZXh0bgNhZW0CMTAAAR1qI9Jkdzqb63kJCVGKwRKWouWBA7RnZlooLzNGs8EzOO_eULxdgUtSIhI_aem_AYQUW5Uw-shhDLuh8Oyqgt8SJBauyqhjLWA3fgJ1UYcBa1uLvZglNzbwQbu8NrtXiQAUVhwEDLqOheIN8f-rVd9q&h=AT0aMOQdI-asIbxuahZm3rlFuzvgFgTDZz8ck0FD0hPsLnxzRhiFRfM3kcM9brh9MRqkicC6TPR_d_a38CBoSx4GEkXsHyVn4MZl7E_L0814LMRDDNxvuqIt5I-220WUMYVuCddr27gUcNVI4mjvITZDog&__tn__=-UK-R&c%5b0%5d=AT1swkMSS7AibbXREKszR-AoYkrMQUR_lt1EvjdMuCJ6Iv_dfpV3sUX8is2uNMqVQSXltbQHeiMfno3eG0We9ksU7rlHK8pGHWTl990vCgUUq1CDKNfco0BLzHeg6mPjXwKyW1Rc0rUYQ4NWlpGHpSm5aWmLFt4AwU01bai3bcNWzbojWt6WP-MltEstxc2nvtfVEehBlrK2UGgNBUE88kElPfIE9rmQ1_a0FP8E-iIk
https://www.facebook.com/karajanesings?__cft__%5b0%5d=AZW1o7qVflDscCQNldnHahPq898yyTUqIQ2HzMfQefeBGP2mFFbOkCXwiOc-6E40PFMsN0qpRvKnWrUCqTNE9W-7s6NHn_5E2q51BMGn0nusD4YfYoeE8eP7gg4pQK8bBqpQTM0Wvh_lxtyned4yryCr-1G8rpi62IdyUo7DU5IVm8NcNsZ92jHRaLIpiCdU5UhO3xSELUpQR5Uu61h4Wvb3&__tn__=-%5dK-R


the negligence of the NHS. Maeve Boothby O'Neill,  Merryn Crofts, and Sophia 

Mirza are three recent examples. #MEAction UK sent out a press release to help 

apply pressure on the hospital to get her the care she deserved.  The situation in 

the hospital reached the point that Sami decided she had to self-discharge to 

try and stay alive.   

 

  

  

Shortly after, Alice, another woman with severe ME in a UK hospital needed help. 

A member of Alice's family reached out and asked us to share a petition.    

 

  

 

https://www.facebook.com/hashtag/meaction?__eep__=6&__cft__%5b0%5d=AZWdL_eR0d4rtLzutrjJU7Apmyba_vufPmTgsEY0RXh7MNK5LlG-J2XgHQUGbnCE7qYz7PiMIOwU0VP1LrfM3PwBCmh-cL0WOhXZM2rtWBDQVaOubYhILpQT1xoYUt7asVm1K3Krh3i7KXj7Ykgt6UUdu-YTu3t2x43Rvl1wVLNp09fDkF3a9ik6ZHAw-DaFvWXeiN2LS0iPF-GPHUei1X2b&__tn__=*NK-R
https://chng.it/kKbz28h5wy
https://l.facebook.com/l.php?u=https%3A%2F%2Fchng.it%2FkKbz28h5wy%3Ffbclid%3DIwZXh0bgNhZW0CMTAAAR0wLU8NdZ40Y3F6xCmWKAQEE7lJFH2X5EpIqqhTpNbir4ngii-NsIHD9Fs_aem_AYQByN9xaa-Lo0uhj5G_92_T-rCPi0idffgAdi0C6Zn-9grUjfvBQGFnxB6pBNmh0RDXLWRTksD-uvKKqoQpQ7UL&h=AT1Ap3c5huyRipFzuzpNGDFzO_v6N1kPEGmZfAw_V2eYrh3KFOvZn-uozKk8ZeWvpni_ci2i0e4VKi01Z-NgTEHm1b64vyS7ntdVObKSIcyqt-WuU06xpKUpowrLa_b5YiXxHwhfmM1DElox8ZBW1thZmg&__tn__=-UK-R&c%5b0%5d=AT0EDQP10onUPP944vUgaRdWGAh2RZLPswZ6v1pW0wu_FfresuJwbhUe22lpuHtoInLAFYR1qgLLixXCCE4sFBKZU9ZtIeQIFA_gGPuN-grS7BLRd2M0rrMQ6qbqMHvXelA75lEk080eNP4zyM8gcI-EgS3GH-eoGcNw7xqGYO9xTgGXlNtrbKAcQyJPg-5qIzGQOrsufNBd2MwN3pH9p1A7Xx-uXbF5WQMPxxZvy80N


 

In March 2023, due to community action Alice’s feeding regime was changed.  

 In September 2023 another woman with very severe ME, Karen Gordon, was at 

risk and we promoted a petition to get her adequate care.  Sadly, Karen was 

admitted to hospital and is still there.    

 

  

September 2023 we supported a petition started by Science for ME asking 

Cochrane to withdraw the harmful 2019 Exercise therapy for CFS review.  

  

  

  

  

  

  

http://ow.ly/6wX950N9v7R?fbclid=IwZXh0bgNhZW0CMTAAAR2w7osM5CvUAeheTW-zHTum4S-FOA9PvytJLF1aTdZETi3YPKpCc_CpE5Y_aem_AYQsUQzN_QzTlFN8mdSCGfoU4mpBSnrYqBPk_D0aNRwyFGrdLTt4YCEjGbI3pDaFnmZ2G0bFBNJLUoQndA0E1WIh
https://www.change.org/p/save-karen-gordon-from-dying-of-malnutrition-and-dehydration-due-to-nhs-failings
https://ow.ly/8OYr50PJm0g?fbclid=IwZXh0bgNhZW0CMTAAAR1H8WE5RNOHWuGryKWQhOwmbjWOjeBr6rpUftnTSK586hQ_rS1MYl2xDx8_aem_AYQQvuFRTr37y-oauy_9Nbc54WYdynLzvJZNeIIeu47ZsheyBAvQPU-wFrY94YMFNbO8QKXPQdyvE0odcn1_wxC6


 Promoting Research   

Raising awareness of the need for research into the cause of ME and potential 

treatments/cures by encouraging people with ME to contact research 

funders and promoting the results of research.  

  

We supported, #MEAction’s ambitious project, the Chronic Illness Survey 

Adventure! The Adventure is a survey to deeply examine the symptoms 

experienced by people with diseases that are triggered or unmasked by 

infection, including ME, POTS, hEDS, MCAS, and Long COVID.   

 

  

We also supported DecodeME through our social media channels. DecodeME 

https://ow.ly/NN6Y50PzjCV


is the largest research project to date that is investigating the causes of 

ME/CFS.   

 

  

For #MillionsMissing in Parliament Square on 18th October 2022 we  asked all 

our supporters, people with ME and people with other complex chronic 

conditions to lobby the Wellcome Trust, the biggest funder of medical 

research in the UK, to commit significant funding to ME.  

  

  

 

  

  

  



  Financials   

Purposes, Aims and public benefit   

MEAction UK was incorporated on 2 October 2022. The organisation supports the 

wider #MEAction network and fights for recognition, education, and research so that 

one day all people with ME (myalgic encephalomyelitis) and other complex, chronic 

post infectious illnesses will have access to rapid diagnosis, and compassionate, 

effective care. We campaign on the issues that are most pressing. Further 

information regarding our activities and those of MEAction partners can be found on 

our website #MEAction UK  

Our vision is a world where people with ME are believed, supported by systems that 

work and have access to effective medical treatments.  

  

Financial Review   

These accounts are the first accounts since the charity was incorporated on 2 

October 2022. During this first period of accounts the charity has received 

unrestricted donations from individuals and has incurred limited expenditure in the 

course of its awareness raising and other activities.  

The charity has no employees and its directors have received no remuneration.   

Statement of Financial Activities (including Income & 
Expenditure Account) for the 13 - month period ended 31 
October 2023   

 

The statement of financial activities includes all gains and losses in the year. All 

incoming resources and resources expended derive from continuing activities.  

https://www.meaction.org.uk/


Balance Sheet  

 

These accounts are prepared in accordance with the special provisions of Part VII of 

the Companies Act 1985 relating to small entities.   

For the year ending 31 October 2023, the company was entitled to exemption from 

audit under section 477 of the Companies Act 2006 relating to small companies.  

The members have not required the company to obtain an audit of its accounts for 

the year in question in accordance with section 476.  

The directors acknowledge their responsibilities for complying with the requirements 

of the Act with respect to accounting records and the preparation of accounts.  

These accounts have been prepared in accordance with the provisions applicable to 

companies subject to the small companies’ regime.  

  

Approved by the management committee on 1st July 2024 and signed on its behalf 

by: Denise Spreag, Chair of Trustees  

  

  

  

  

  

  

  



 
 

Public benefit    

  

The Trustees confirm that they have complied with the duty in the Charities Act 2011 to have 

due regard to public benefit guidance published by the Charity Commission. This annual 

report contains a fuller description of the public benefit that MEAction UK provides.  

  

Trustees   

  

The Trustees, for the purposes of Charity law and under the Company’s Articles, are known as 

members of the Board of Trustees. Under the requirements of the Memorandum and Articles 

of Association, the members of the Board of Trustees are elected to serve for a period of 

three years.   Retiring Trustees may be re-appointed but no Trustee may serve for more than 

two consecutive terms of office, save that the Trustees may decide that there are exceptional 

circumstances which mean that it would not be in the best interests of the Charity for a 

Trustee to take a break from office and resolve that the Trustee may serve for a third  term of 

office  

  

As the charity is also a Company Limited by Guarantee, the Trustees are also Directors of the 

Company.  

   

There are no paid members of staff of the charity and all Trustees work voluntarily for the 

charity and receive no remuneration.  

  

Governing document   

  

The organisation is a charitable company limited by guarantee and is a registered charity in 

England and Wales. The Company was established under a Memorandum of Association 

which established the objects and powers of the charitable company and is governed under 

its Articles of Association.  



  

  

Legal and administrative Information   

  

Name   

MEACTION UK   

#MEACTION UK (Working name)  

#MEACTION SCOTLAND (Working name)  

Company number:   

14391671  

  

Charitable Objects   

THE OBJECTS OF THE CHARITY ARE, FOR THE BENEFIT OF THE PUBLIC, THE 

PROVISION OF RELIEF, THE ADVANCEMENT OF HEALTH, AND THE 

ADVANCEMENT AND PROMOTION OF EDUCATION IN CONNECTION WITH 

MYALGIC ENCEPHALOMYELITIS ("ME") (ALSO KNOWN AS CHRONIC FATIGUE 

SYNDROME) AND OTHER COMPLEX, CHRONIC ILLNESSES INCLUDING POST 

INFECTIOUS ILLNESSES IN PARTICULAR BUT NOT EXCLUSIVELY BY: (A) RAISING 

AWARENESS AND PUBLIC UNDERSTANDING OF ME AND OTHER COMPLEX, 

CHRONIC ILLNESSES (INCLUDING BUT NOT LIMITED TO LONG COVID); (B) 

PROVIDING INFORMATION, ADVICE AND SUPPORT; AND (C) ADVANCING 

RESEARCH INTO ME AND OTHER COMPLEX, CHRONIC ILLNESSES (PROVIDED 

THAT THE USEFUL RESULTS OF ANY SUCH RESEARCH ARE DISSEMINATED TO 

THE GENERAL PUBLIC).  

  

Trustees and Directors 2022 – 2023   

https://beta.companieshouse.gov.uk/company/14391671


  

Denise Spreag  

Appointed 02/10/2022  

  

Malcolm Bailey  

Appointed 02/10/2022  

  

Janet Sylvester  

Appointed 02/10/2022  

  

Laura Jones  

Appointed 02/10/2022  

  

Adam Lowe  

Appointed 02/10/2022   

Resigned 12/03/2023  

  

Registered Address: 10 Belsize Park Mews, London NW3 5BL.  

  

  

  

  


