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UK charity Action for M.E. provides information, support and advice to people living 
with M.E., works with health professionals and policy-makers to improve access to 
appropriate care and support services, and invests in pilot research to advance 
knowledge of the illness.  
 
Our work in Scotland includes our peer-mentoring network, Mentor M.E. We were 
awarded £300,000 over five years 2016 to 2021 by the Health and Social Care 
Alliance to develop this. Other than research (see below), Action for M.E. is not 
currently in receipt of any additional funding for our work in Scotland.  
 
With regards to investing in biomedical research and creating a centre of 
excellence for M.E. 
 
There is an acute lack of investment in research funding for M.E. Only 0.02% of 
active grants recorded on the Dimensions Database are awarded to research M.E. 
(Radford and Chowdhury, 2015, M.E./CFS Research Funding report), which is 
comparatively very low given the estimated prevalence of the condition and disease 
burden.  
 
The consequences of this are a continuing lack of knowledge about the mechanisms 
and progression of ME, a lack of measurable diagnostic markers, and a lack of 
appropriate treatments. 
 
While third sector organisations do not have the large-scale funding required to find 
a cure for M.E., there is a key role to play in driving collaborations to stimulate 
interest and investment which will eventually lead to change. For example, Action for 
M.E. is jointly funding a PhD studentship in biomedical M.E. research, awarded to 
Prof Chris Ponting, MRC Human Genetics Unit, University of Edinburgh. This study 
will directly engage with people affected by M.E. and the UK CFS/M.E. Research 
Collaborative, of which Prof Ponting is Deputy Chair. The total cost of this project is 
£90,000, jointly funded by the Scottish Government’s Chief Scientist’s Office and 
Action for M.E. 
 
With regards to ensuring healthcare professionals' training and education 
materials reflect the latest scientific evidence 
 
Both the medical profession and wider society have contributed to the disrespect and 
rejection experienced by patients with M.E., who are often treated with “skepticism, 
uncertainty, and apprehension and labeled as deconditioned or having a primary 
psychological disorder” (Green et al, 2015, NIH Pathways to Prevention Workshop: 
Advancing the Research on M.E./CFS). For example: 
 

• 82% of GPs in Dumfries and Galloway, Fife and Highland surveyed by Action 
for M.E. in 2014 said they had not undertaken any training on M.E. 

• 66% told us they were not even aware of the 2010 Scottish Good Practice 
Statement (SGPS) for M.E. 

 

https://www.actionforme.org.uk/resources/questions-and-answers/what-is-mentor-me-and-how-can-i-get-involved/
https://www.actionforme.org.uk/uploads/pdfs/mecfs-research-funding-report-2016.pdf
https://www.actionforme.org.uk/news/new-biomedical-research-phd-launched-in-scotland/
http://annals.org/aim/fullarticle/2322804/national-institutes-health-pathways-prevention-workshop-advancing-research-myalgic-encephalomyelitis
http://annals.org/aim/fullarticle/2322804/national-institutes-health-pathways-prevention-workshop-advancing-research-myalgic-encephalomyelitis
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As well reflecting the latest scientific evidence, training and education materials must 
also be developed in meaningful, effective and appropriate consultation with patients 
and services users, reflecting their views and experiences. 
 
It is important to note that the latest scientific evidence from biomedical M.E. 
research has led major international health agencies, including the Centers for 
Disease Control and Prevention in the US, to alter their guidance regarding 
behavioural treatments for M.E.  
 
All governing bodies have an ethical obligation to present a full, accurate and 
balanced picture of current international clinical practice when it comes to managing 
and treating any condition for which there is not, at the present time, a conclusive 
evidence base for treatments. 
 
In light of this, NICE is undertaking a full review of its guideline for M.E. We believe 
the Scottish Government must also now subject the Scottish Good Practice 
Statement to the same scrutiny. 
 
With regards to providing specialist care for patients 
 
Action for M.E.’s 2014 survey of more than 2,000 people with M.E. found that 73% of 
respondents from Scotland had had not attended an NHS M.E. clinic to see a 
specialist within the past five years. Later this year, Action for M.E. will undertake a 
five-year follow-up to this survey, asking children, young people and adults living with 
M.E. about their experiences in health, social care, education, employment and 
welfare benefits. We would be willing to make anonymised data for Scotland 
available to the Scottish Government to identify areas of most need. 
 
We recognise the financial pressures that Health Boards face. Nevertheless, it’s 
imperative that health inequalities be reduced for people with M.E. in Scotland, with 
each having access to specialist NHS care in their Health Board area. At the time of 
writing, the following M.E. services exist in for patients in Scotland. Please note that 
no services within Scotland currently provide a diagnostic or full specialist M.E. 
service. 
 

• NHS Lothian – Therapist-led rehabilitation service at Astley Ainslie Hospital 
offers time-limited flexible support to adults who are able to attend the clinic.  

• NHS Fife – Service run by a single M.E. clinical nurse specialist, Keith 
Anderson. 

• NHS Greater Glasgow and Clyde - The Centre for Integrative Care in 
Glasgow offers people with long-term conditions holistic self-management 
support.  

 
Every patient must be offered clear information in a format they can understand 
about the treatment approaches offered by each individual service so they can make 
an informed decision. 
 
Those with severe M.E. – one in four patients – are too ill to travel to appointments 
and need specialist domiciliary care. Currently this is only provided by M.E. clinical 
nurse specialist, Keith Anderson. 
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Action for M.E. recently undertook work, funded by the Scottish Government (April 
2017 to March 2018, with an award of £20,000), to improve health and social care 
support available for people with M.E. by sharing learning and good practice in the 
provision of integrated care pathways and identification of practical opportunities for 
improvement; developing targeted professional information and education resources 
and supporting the feed-in of patient perspectives, needs and priorities to service 
planning and development.  
 
Our resulting webinar series enabled practitioners to share learning and good 
practice, and the development of targeted professional information supports health 
and social care professionals in Scotland to improve their knowledge, understanding 
and clinical practice.   
 
However, the absence of meaningful engagement with key stakeholders in service-
planning has resulted in patients’ perspectives, needs and priorities failing to be 
considered. This was a real challenge for the project. To achieve meaningful 
progress, the care of people with M.E. would need to be identified as a priority by 
people and organisations at a strategic level. This is currently not the case. Failure at 
this level trickles down to leave patients and families living day to day with the impact 
of M.E. alone and unsupported. 
 
In our report to the Scottish Government, we made a number of recommendations 
that reflect the actions and range of work required to address the well-documented 
health inequalities faced by the estimated 21,000 people with M.E. in Scotland, and 
the lack of knowledge, capacity, specialist services and expertise across NHS 
Scotland. 
 

1. Each NHS Board develops a specialist M.E. service, commensurate with the 
condition’s prevalence to provide people with the care, support and 
information they need to better manage the condition, regardless of where 
they live.  

2. NHS Education Scotland works with Action for M.E., expert patients and other 
stakeholders to develop further education and training opportunities and 
address the continuing lack of understanding and appropriate care being 
provided.  

3. An M.E. national Managed Clinical Network is appointed to ensure the safe 
treatment of M.E. patients and the highest standard of care regardless of 
where they live.   

4. M.E. is included in the curriculum for undergraduate medical education and 
continues to be enhanced and updated by the development and provision of 
continuing professional development opportunities that enable practitioners to 
be updated on new research evidence and treatment.  

5. Local M.E. support groups are supported by health and social care integration 
partnerships to feed in their perspectives and needs to their local health and 
social care delivery plan to ensure that their needs and those of people who 
are severely affected are being considered. 

6. There is an increase in awareness raising activity nationally to address the 
continuing lack of understanding about the condition and its impact on 
people’s lives.   
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The difference appropriate specialist care can make is outlined in our 2017 Spotlight 
on specialist services report, with an account from M.E. patient Sally: 
 
“I had never had any NHS treatment or advice on managing M.E. apart from my GP 
saying do less, rather than more. It took me a lot of energy, letters, tenacity and tears 
to get a referral and funding to a more specialist service, out-of-area. It was willing to 
include me in its pilot domiciliary service in which two specialists worked with me 
one-to-one.  
 
“For several years they visited me at home and did regular phone appointments. I 
made progress in small steps, ending in me visiting them at the hospital in which 
they were based. I was very fortunate in having two exceptionally good professionals 
who were very dedicated to their work and to helping me.  
 
“I still have M.E. but it is not limiting my life in the way it was. I have strategies to 
cope with living with a chronic and painful illness, am more mobile, and more 
connected to my local community. I am now a member of my local community choir 
– something that previously I could only dream of.” 
 
With regards to discontinuing the harmful treatments of GET and CBT, and 
removing them from the SGPS 
 
Because of the complexity of the illness, its fluctuating nature and the wide spectrum 
of symptoms, a treatment approach that is effective for one person with M.E. may be 
less effective or even harmful for someone else with the illness. This is because 
there is still much to learn about the biology that underpins M.E. and/or CFS, and the 
illness has yet to be meaningfully stratified.  
 
Until we have identified subsets of the illness with more clarity, and we understand in 
more detail what approaches might help patients within these subsets, Action for 
M.E. does not support any approach which is predicated on the deconditioning 
hypothesis and/or false illness beliefs. This includes GET and the cognitive 
behavioural therapy approach tested as part of the PACE trial, described in the 
therapist manual for the trial as “helping the participant to change their interpretation 
of symptoms and associated fear, symptom focussing and avoidance. Participants 
are encouraged to see symptoms as temporary and reversible and not as signs of 
harm or evidence of fixed disease pathology.” 
 
Talking therapies of the type that support patients to manage mental health 
challenges arising as a consequence of living with a chronic illness should be 
available to any patient with a demonstrable need. These therapies should not under 
any circumstances replace biomedical clinical care for a condition such as M.E. 
which causes profound neurological, immunological and endocrinological 
dysfunction. 
 

https://www.actionforme.org.uk/uploads/pdfs/spotlight-on-specialist-services-july-2017.pdf
https://www.actionforme.org.uk/uploads/pdfs/spotlight-on-specialist-services-july-2017.pdf

