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The Scottish Government is committed to ensuring everyone living in Scotland is able to 
access the best possible care and support, and benefit from healthcare services that are 
safe, effective and put the person at the centre of their care. 
 
It may therefore be helpful to first set out the context of policy developments underway to 
improve the way services are delivered for people living with neurological conditions, such as 
ME. In July 2016, the National Advisory Committee on Neurological Conditions (NACNC)1 
was established to drive improvements in the care, treatment and support for people living 
with neurological conditions across Scotland. NACNC includes representation from local 
clinical leaders, NHS Boards, Health and Social Care Partnerships, third and independent 
sector service providers, advocacy groups and people, families and carers living with 
neurological conditions.   
 
In September 2017, the First Minister announced in the Scottish Parliament that NACNC had 
started work to develop Scotland’s first National Action Plan on Neurological Conditions. 
Since then NACNC has gathered evidence to understand the prevalence of neurological 
conditions, the needs of people with these conditions and the current configuration of 
services. As part of this work, the Health and Social Care Alliance carried out a lived 
experience survey on behalf of the Scottish Government. 33% of the 588 responses were 
from people living with ME.  
 
We recently hosted three events across Scotland to share the findings of NACNC’s work and 
to provide people with a further opportunity to contribute their views. Common themes 
emerging from across the wider community of people with neurological conditions are: the 
need for clear care pathways; access to good quality information and education for people 
living with a neurological condition, carers and health professionals; peer support and 
supported self-management; access to appropriate rehabilitation and psychological support.  
 
NACNC is considering the many and varied priorities identified through this work, with the 
aim being for the Scottish Government to publish the draft National Action Plan (NAP) later 
this year. Neurology is also one of the speciality areas taking part in the Scottish Access 
Collaborative2 (SAC) programme later this year, to look at ways people can receive timely 
and accessible care.  
 
The Health and Social Care standards, developed by Healthcare Improvement Scotland 
(HIS), set out the standards people should expect when using health or social care services. 
These standards commenced in April 2018 and also cover many of the issues which people 
accessing neurological healthcare services have identified as being important to them. The 
Scottish Government is working closely with HIS, as it reviews its standards of care for 
neurological conditions, in the context of the Health and Social Care standards. Revised 
standards for neurological conditions are due to be published in 2019. 
 
It is worth mentioning that the NAP, SAC and standards of care work will not refer to all 
neurological conditions by name, as there is a lengthy list of over 100. Instead the aim is to 
be inclusive and reflective of the needs of all people living with neurological conditions, 
including those with ME. 
 

                                            
1 http://www.gov.scot/Topics/Health/Services/Neurological-Conditions/NACNC 
2 https://news.gov.scot/news/reducing-planned-waiting-times 



In terms of the points set out by the petitioner, including your specific question about 
updating the ‘Scottish Good Practice Statement on ME’ (SGPS) and/or providing a SIGN 
guideline, please find our response set out below: 
  
Consideration of PE1690 
 
Calling on the Scottish Parliament to urge the Scottish Government to review the level 
of support for people with ME in Scotland with a view to: 
 
1) Investing in biomedical research and creating a centre of excellence for ME 
 
We recognise the continued need for robust research into this condition. This is why we 
recently announced funding of £90,000 (with Action for M.E.) to host a Ph.D. studentship 
focused on biomedical research and improving the understanding of ME. Edinburgh 
University has been successful in applying to host this, with the student working under the 
supervision of Professor Chris Ponting. This funding is an important step in building ME 
research capacity in Scotland and the Committee has heard more about what this might 
cover directly from Professor Ponting.  
 
The possibility of creating a centre of excellence for ME was previously raised in 2010, 
following publication of the Scottish Public Health Network (SPHN)’s report on its 
assessment of services for people with ME. This report recommended consideration be 
given to developing a centre for research excellence and dissemination, to ensure effective 
communication of the existing, diverse evidence base. At the time, the Scottish Government 
sought views from the clinical community; while there appeared to be a consensus about 
implementation of recommendations for primary care, there were very different, often 
opposing views, from across NHS Scotland on how specialist services for ME should be 
developed.  
 
As some NHS Boards were starting to explore local models, these were encouraged to 
develop and supported nationally through the provision of the ‘Scottish Good Practice 
Statement on ME’ (SGPS) on ME. Funding was also provided to support one pilot in NHS 
Lothian, with the subsequent evaluation enabling learning and emerging good practice to be 
shared with other NHS Boards. Further information on the NHS Lothian model is provided 
later in this response under point three. 
 
Research centres of excellence generally result from a University (or collaborative group of 
Universities) making a strategic decision to invest in a particular area. The challenge around 
establishing this for ME is that there are a limited number of researchers focusing on this 
condition across the UK. If a University decided to establish a centre, it would need to attract 
resources from major infrastructural funders such as the Medical Research Council and 
Wellcome Trust, supported by condition specific charities.  
 
The Scottish Government welcomes further research proposals in ME, including research 
into the underlying mechanisms and causes, diagnosis, prevention, disease-modifying 
treatments and care pathways. Researchers can apply to the Chief Scientist Office (CSO) for 
funding; the CSO's Translational Clinical Studies Committee and the Health Improvement, 
Protection and Services Research Committees each meet twice per year to consider funding 
applications. Details of the application processes are published on the CSO website 
http://www.cso.scot.nhs.uk/funding-2/. In common with all other applications, any such 
proposals would be subject to our standard independent expert review process. Details of 
research trials open to people with ME are also available to view on the UK Clinical Trials 
Gateway website at https://ukctg.nihr.ac.uk. 
 

http://www.cso.scot.nhs.uk/funding-2/
https://ukctg.nihr.ac.uk/


2) Ensuring healthcare professionals' training and education materials reflect the 
latest scientific evidence 
 
It is crucial for healthcare professionals, such as GPs, to be aware of condition specific 
education materials and relevant guidelines to aid them in supporting their patients and to 
enable timely diagnostic investigations to take place. We understand the considerable 
challenge this presents our NHS on the frontline and therefore earlier this year the Scottish 
Government published a Digital Health and Care Strategy3 about how care for people in 
Scotland can be enhanced and transformed through the use of digital technology.  
 
At the centre of this is ensuring that technology supports healthcare professionals and 
people to access and use information and services in order to make timely and informed 
decisions about their care, as well as provide flexibility around communications to better 
meet people’s individual needs. Examples of this are already in operation, such as the 
award-winning Sepsis screening tool4 and Attend Anywhere app5, or currently being piloted 
across the country. Feedback has been positive both in terms of advancing person-centred 
care, quality improvement and patient safety outcomes. 
 
With regard to clinical guidelines on ME, as you will be aware, the National Institute for 
Health and Care Excellence (NICE) is updating its guideline on ME/CFS to reflect new 
evidence and aims to publish this in 2020. NICE is currently providing people with the 
opportunity to comment on the draft scope of this update (consultation closes 26 July 2018). 
As NICE has already begun a comprehensive review and assessment of the most up to date 
clinical evidence available, we will follow this review of the NICE guideline closely and make 
a decision on updating the SGPS on ME once NICE has published in 2020.  
 
NHS Education for Scotland (NES) has a key role in co-ordinating recruitment to and 
overseeing the quality of postgraduate medical training for both GPs and hospital specialists. 
The training curricula are written by Medical Royal Colleges and approved by the General 
Medical Council (GMC), who considers advice from a wide range of stakeholders, including 
NES. These curricula are subject to regular review and updating, and the training is 
delivered by territorial NHS Boards in clinical placement settings, also approved by the GMC. 
At an undergraduate level, the curricula is determined by individual medical schools and 
quality assured by the GMC. 
 
On 15 February 2018, I wrote to the Sir Peter Rubin, Chair of the Board for Academic 
Medicine (BfAM), to alert him of NICE’s proposal to update its guideline on ME and to inform 
him that Scottish ministers have received a significant amount of correspondence from 
people living with ME/CFS in Scotland who wish to see changes reflected in how the 
condition is taught in Scottish medical schools. Sir Peter replied on 16 February, indicating 
that he had shared my letter with the heads of Scottish medical schools. 
 
3) Providing specialist care for patients and discontinuing the harmful treatments 
graded exercise therapy (GET) and cognitive behavioural therapy (CBT) 
 
The Scottish Government sets the wider policy within which NHS Scotland is expected to 
deliver services, and we expect all NHS Boards to provide high quality care that meets the 
needs of their local populations.  
 

                                            
3 http://www.digihealthcare.scot/ 
4 http://www.digihealthcare.scot/home/case-studies/in-the-workplace/mobile-clinical-decision-support-for-
treatment-of-sepsis/ 
5 http://www.digihealthcare.scot/home/case-studies/in-the-workplace/attend-anywhere-offers-video-
consultation/ 



The SGPS on ME sets out information to assist with the diagnosis and treatment of ME. It 
encourages healthcare professionals to adopt a holistic approach to care and symptom 
control taking account of the physical, psychological, social, economic and spiritual needs 
of the patient – having regard not only for the illness but also the impact of it on the person, 
their carers and on their work and social life.  
 
While studies6 7 (referenced in the SGPS) have reported some people with ME feel worse 
after receiving GET and CBT, these studies also reflect some people with moderate to mild 
symptoms have found GET and/or CBT to be beneficial in treating their condition. The SGPS 
emphasises this point and states that what works for one person may not work for another 
and interventions should therefore be tailored to the needs and circumstances of each 
person. In particular, GET and CBT are both clearly highlighted as not being effective for 
everyone and it specifically states their use remains controversial. It advises people with ME 
should not be pressed into accepting unwanted treatments and, as with all other medical 
conditions, have the right to refuse any specific treatment offered.  
 
In terms of specialist care we recognise the role of the clinical nurse specialist is pivotal in 
delivering integrated services focused on prevention, early intervention and enablement to 
support people and their families who require specialist care across hospital and community 
settings. Since 2015, the Scottish Government has therefore invested an additional £2.5 
million annually in specialist nursing and care. As the provision of healthcare services is the 
responsibility of NHS Boards (taking into account national guidance, local service needs and 
priorities for investment), it is therefore for NHS Boards to decide how best to provide high 
quality, safe and sustainable services to meet the needs of their ME patients. In September 
2017, the first annual report of the Specialist Nursing and Care Fund was published and is 
available to view at http://www.gov.scot/Resource/0052/00524958.pdf.  
 
The Scottish Government has been working with partners and stakeholders to review areas 
of nursing under the Transforming Roles Programme for change. As part of this work, we 
have just held a first meeting of a short life working group to consider the clinical nurse 
specialist role, which is focusing on existing practice, emerging policy and service needs to 
ensure nationally there are consistent, sustainable and progressive roles/ career pathways. 
The outcomes from this group will also inform the future commissioning of specialist nursing 
services taking into account the need to improve consistency and equity in the clinical nurse 
specialist role.  
 
As highlighted earlier in my response, we have also provided funding to support local models 
of care for enabling people with ME to access appropriate clinical investigation, treatment 
and support. NHS Lothian piloted a multidisciplinary rehabilitation service for people with 
moderate to mild symptoms of ME until 2015, at which point an evaluation found 
improvements in the well-being of people who took part. People reported reduced levels of 
fatigue, anxiety and depression and increased levels of functioning and self-efficacy by the 
end of their treatment. NHS Lothian continues to provide this service at the Astley Ainslie 
Hospital funded by contributions from the four Health and Social Care Partnerships serving 
Lothian. It is supported by a ME assessment clinic run at the Western General Hospital in 
Edinburgh. Service evaluation audits and patient satisfaction surveys report that patient 
outcomes remain consistent with the results of the pilot programme.   
 
We have been working closely with third sector organisations over a number of years to 
support the work they do for people living with neurological conditions, such as ME, to raise 
awareness and disseminate information. For example, Action for M.E. has benefited from 

                                            
62008 survey of over 2760 people with ME‐CFS, undertaken by Action for M.E.  
7 2010 survey of 4217 patients and carers reported by the ME Association  

http://www.gov.scot/Resource/0052/00524958.pdf


Scottish Government funding to increase the knowledge of this condition among health 
professionals. Its website hosts a series of materials for healthcare professionals, and those 
affected by ME, including webinars that share learning, local models of care and good 
practices. Action for ME has also worked with NHS Inform to update its content on ME, to 
ensure people have access to accurate information about the condition, key symptoms, 
treatment options, and signposting. 
 
The Scottish Government has also invested over £300,000 into supporting those affected by 
ME through the Transforming Self-Management Fund, which is overseen by the Health and 
Social Care Alliance. Action for ME is using this fund to build confidence and reduce the 
isolation of people affected by ME and, just as importantly, their carers by developing a peer-
mentoring, self-management support network in Scotland.  


