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PE1690/UU 
Cabinet Secretary for Health and Sport submission of 26 February 2020 
 
Thank you for inviting me to provide evidence before the Public Petitions Committee 
on 19 December 2020 with regards to petition PE1690: Review treatment of people 
with ME in Scotland. I agreed to respond in writing to the petitioner’s submission of 17 
December containing various questions and I set out my answers to each of these 
questions below.  
 
Question: Could the Cabinet Health Secretary describe the progress made by 
the Scottish Chief Scientist Office in working with academics to increase the 
level of ME research, as reported in her evidence submission of September 
2019?    
 
The Chief Scientist Office (CSO) has met representatives from several ME 
organisations to consider how academic communities can be supported to increase 
the level of research on ME. I am pleased to report that we have agreed (in conjunction 
with the UK Department of Health and Sport through the National Institute for Health 
Research) to contribute funding towards the creation of a Priority Setting Partnership 
at the James Lind Alliance (JLA) that will enable patients, carers, clinicians and ME 
third sector organisations to agree the top 10 priorities for future research on ME. JLA 
will publicise these priorities widely and make them available for researchers and 
research funders to access.  
 
Question: Will the Cabinet Secretary for Health describe what work is underway 
to gather data on the prevalence of ME and when this will be available?  
 
In December 2019, we launched Scotland’s first National Framework for Action on 
Neurological Care and Support. One of the Framework’s commitments is to improve 
the recording of neurological conditions, such as ME, in people’s routine health and 
care records, so that they are visible to appropriate services. We have prioritised the 
continuation of the prevalence work we started with NHS Information Services Division 
in 2018, recognising that to make progress we are subject to developments underway 
particularly with regard to primary care systems. I still expect progress to be made 
over the next year. 
  
In terms of raising awareness of the information and resources available on 
neurological conditions, both for patients and professionals, we have committed to 
actions that support shared decision making and access to supported self-
management – building on and learning from existing provision including peer support 
networks. 
 
Question: Whilst NES’ commitment to developing a Practice Based Small Group 
Learning (PBSGL) module for GPs is welcome, this module has a very limited 
audience and the material will not be made available outside a small group of 
practitioners. Will the Cabinet Secretary ask NES to identify ways of co-
producing, with patients, education and training material for ME which have 
wider access than the PBSGL Module?    
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In terms of raising awareness of ME with healthcare professionals, we are continuing 
to liaise with NHS Education Scotland (NES) to explore opportunities for this through 
continuous professional development such as the small group learning module. 
 
We are also in dialogue with the Royal College for General Practitioners (RCGP) about 
its eLearning Module to explore how we can collaborate on an upcoming update to 
make this available to primary care practitioners free of charge. 
 
Question: At the Committee meeting in January, the Cabinet Secretary 
described writing to the chair of the board for academic medicine about the lack 
of awareness of ME amongst general practitioners. The letter was forwarded to 
Scotland’s medical schools. Given that it is a year since the original letter to Sir 
Peter Rubin, would she follow up this letter to find out the impact this has had 
on the inclusion of ME in the curriculum of medical schools?   
 
As I highlighted during my evidence on 19 December, we are in dialogue with the 
medical schools about aspects of the curriculum and widening access. I have also 
written specifically to Sir Peter about the teaching of ME in Scottish medical schools 
to seek his assistance with preparatory work ahead of the publication of the revised 
NICE guideline in December 2020.  
 
Question: Would the Cabinet Secretary take immediate action regarding NHS 
Forth Valley’s evidence that it no longer recognises ME, regarding it as a 
‘historic diagnosis’. Will she explain to NHS Forth Valley that the Scottish 
Government recognises ME as a diagnosis and as a neurological condition and 
require them to urgently update the information given to their healthcare 
professionals to reflect this?  
 
In December 2019 we published Neurological Care and Support – a National 
Framework for Action 2020-2025. While this is not condition specific, it defines 
neurological conditions in line with the World Health Organisation and ICD-10 
classification codes of which ME is included. 
 
In terms of the evidence provided by NHS Forth Valley, we have written to the Chief 
Executive to follow this up with them.  
 
Question: Will the Cabinet Secretary request Healthcare Improvement Scotland 
issue a Patient Safety Alert about GET to primary healthcare practitioners?  
 
NHS England's National Patient Safety Response Advisory Panel (NPSRAP) brings 
together frontline healthcare staff, patients and their families, safety experts, royal 
colleges and other professional and national bodies. The panel meets every month to 
discuss and advise on approaches for NHS Improvement’s patient safety team to 
respond to patient safety issues identified from a range of sources. These sources 
include clinical review of incidents reported to the National Reporting and Learning 
System and Strategic Executive Information System, concerns raised by patients, the 
public and healthcare professionals, and coroner letters. Where it is agreed the best 
course of action is to issue a patient safety alert, the panel will also provide advice on 
the contents of the alert. Scotland has a representative on the panel but as a devolved 
nation it does not act in a formal advisory capacity or participate in voting. 
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There are three types of alerts: 
 
• Warning Alerts - typically issued in response to a new or under-recognised patient 

safety issue with the potential to cause death or severe harm. Warning alerts ask 
healthcare providers to agree and coordinate an action plan, rather than to simply 
distribute the alert to frontline staff.  

• Resource Alerts - typically issued in response to a patient safety issue that is 
already well-known, either because an earlier warning alert has been issued or 
because they address a widespread patient safety issue.   

• Directive Alerts - typically issued because a specific, defined action to reduce harm 
has been developed and tested to the point where it can be universally adopted, 
or when an improvement to patient safety relies on standardisation (all healthcare 
providers changing practice or equipment to be consistent with each other) by a 
set date. 

 
Healthcare Improvement Scotland considers NHS England patient safety alerts to 
determine whether these should be endorsed for use in Scotland and, where 
appropriate, disseminate these to targeted audiences. However, it does not currently 
create patient safety alerts itself. 
 
Question: Could the Cabinet Health Secretary inform the committee on the 
progress for the Scottish Good Practice Statement being updated and when this 
will be published?  
 
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 Scottish Good Practice Statement on ME 
once NICE has published the draft in July 2020 and we have considered findings from 
the other work we have commissioned 
 
Question: Given the response from Forth Valley and other health boards 
highlighting the inconsistent approach taken to supporting people with ME, 
would the Cabinet Health Secretary contact all health boards to ensure that 
Scottish Good Practice Statement (SGPS) is being used? (recognising that 
although the SGPS needs updated, it is still the current Scottish guideline)  
 
This information is already in the public domain. We have stated that we recognise 
ME as a neurological condition, in line with the World Health Organisation’s definition 
and ICD-10 classification.  
 
We publicised the SGPS when it was produced and will consider how to highlight it 
again if we make changes following the NICE review. 
 
Question: What are the Government’s plans to provide support for children and 
young people with ME?   
 
I have already highlighted in my letter to the Committee that we have commissioned 
an updated needs assessment by the Scottish Public Health Network to understand 
the practices and provision for ME in Scotland that will cover adults and children/ 
young people. The steering group for this work will include paediatric input. We will 
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convene a short life working group in the summer to consider the assessment findings, 
alongside other work, which will consider actions that should be taken in Scotland.  
 
 
 
 


