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PE1690/YY 
Petitioner submission of 19 August 2020 
 
#MEAction Scotland’s Response to Feb/March Submissions 
 
1. Introduction 
Our evidence is in response to the discussions at the Petitions Committee meeting on 19 
December 2019 and submissions in early 2020. 
 
Our response is structured under headings representing two of the key aims from our petition:  
training/education and patient care.  
 
We would like to acknowledge the Cabinet Secretary’s comments on communication from 
officials with #MEAction Scotland. We very much appreciate the efforts being made by officials 
who have kept us informed of the steps they are taking to support people with ME, consulting 
with us regularly.  
 
Training and Education of Healthcare Professionals 
The issue of training and education of healthcare professionals was highlighted by the CMO in 
her statement to the last meeting that the responses from the health boards showed that 
training varies “a lot, as I suppose we might have expected, given the variation that we have 
found in other areas”. 
 
There remains little commitment to developing training and education about ME: the NHS 
Education Scotland (NES) development of the PBSGL module referred to by the Cabinet 
Secretary in her evidence will be available only to a limited audience of subscribers, and NES 
has told us that it will not start work on developing the module until the NICE guidelines are 
published (April 2021). We appreciate the pressure faced by the NES module writing team who 
have been assisting with frontline clinical work during the pandemic, but this module was 
originally due to be completed during the financial year 2019-2020.   
 
Patient Care 
The Cabinet Secretary’s statement to the Petitions Committee described the role of the 
Framework for Action on Neurological Care and Support which sets out the commitments to 
improve access to care and support for neurological conditions, including ME. We have 
already submitted evidence of our views on the framework in (PE1690/Y), identifying that 
people with ME were excluded from the two pieces of work that underpin the report as there is 
no data on prevalence of ME and no specialist services to include in the mapping of current 
services. 
 
Critical to understanding patient need is an understanding of the patient population and its use 
of services: this information exists for all the major neurological conditions except ME. The 
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Chief Medical Officer acknowledged this issue in her statement at the recent meeting, saying 
“We want to know about the number of people who have been diagnosed (with ME) and to find 
out about the level of care across our health boards at the moment, or rather the variation in 
the provision of care”.  The Cabinet Secretary stated that the government is committed to 
providing this data for ME and that prevalence work started within the Information Services 
Division in 2018. We look forward to seeing the results of this work as it will lay the foundations 
for providing the levels of support and care people with ME need. 
 
We welcome the framework’s approach of community-based, multi-disciplinary teams, but are 
aware that this approach stems from an understanding of the needs of patients which is based 
on existing services and specialists for neurological conditions. As there is only one ME nurse 
in Scotland and no ME specialists, significant work is required to find out what patient needs 
are in order to make these services relevant to people with ME.  
 
We are aware that the government commissioned two pieces of work in late 2019 that will 
address some of these gaps - Scottish Health Council’s consultations and the review of the 
Scottish Public Health Network’s Healthcare Needs Assessment - and welcome the progress 
being made in this area. Both these reports have been delayed due to the pandemic, but we 
hope that they will be available as soon as possible.  
 
Children with ME 
The question of developing support for children with ME remains unanswered, and the Cabinet 
Secretary’s response to our question on this is unsatisfactory. The neurological framework is 
for adults only. The Scottish Public Health Network’s updated needs assessment does not 
include children, although it does include young people. The scope of the Scottish Health 
Council’s consultations on what good care and support would look like does not include 
children, as the SHC were unable to report on the results of consultations with children 
separately from the results of consultations with adults. It is important that consultations with 
children are reported on separately, in order to identify their particular needs and issues.  
 
Next steps 
Training and education: If patients are to be provided with appropriate care and support, it is 
vital that the NES provides healthcare professionals with effective education and training: there 
is no indication that NES is committed to providing this. We ask again that NES identifies ways 
of coproducing, with patients, education and training material for ME which have wider access 
than the proposed PBSGL Module. 
 
Patient care: the actions demanded in our original petition remain: we ask for access for 
patients to specialist services, and support from health professionals who have had effective 
education and training. In addition, we ask that the issues faced by children with ME should be 
addressed urgently. 


