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PE1690/RR 
Petitioner submission of 8 November 2019 
 
This document examines initial responses from NHS Orkney, NHS Highlands, Fife 
Health and Social Care Partnership, NHS Forth Valley and Greater Glasgow & Clyde 
NHS Board; follow-up responses from NHS Lothian and NHS Borders and a 
response from the Cabinet Secretary for Health and Sport. Ten of the fourteen health 
boards have now responded to the Petitions Committee, which contacted all health 
boards in June 2018, November 2018 and May 2019. 

The health board responses demonstrate the lack of services for people with ME in 
Scotland. Care and support across Scotland are inconsistent, and in some places 
non existent. The submissions are short with most health boards offering opinions on 
care that are not grounded in evidence, further demonstrating the urgent need for 
nation-wide education based on the latest scientific evidence. Despite the lack of 
services, none of the health boards submitted plans for the improvement of 
healthcare for people with ME in their area.  

Our response is summarised under three headings that reflect the key issues we 
have identified in the submissions: Diagnosis; Care; and Training/Education of 
healthcare professionals 

Diagnosis 
NHS Forth Valley’s submission states that the health board no longer recognises 
ME, regarding it as ‘a historic diagnosis’. This goes against International, UK and 
Scottish guidelines and evidence. This statement and practice are completely 
unacceptable. We are concerned that Forth Valley are not basing their care of 
people with ME on any known guidelines or evidence and ask that Chief Medical 
Officer takes immediate action to rectify this. ME has been defined has a 
neurological condition by the World Health Organisation since 1969. Diagnosis is 
based on meeting certain diagnostic criteria due to a lack of biomarkers. The 
Scottish Public Health Network and Scottish Good Practice Statement recommend 
the use of the Canadian Consensus Criteria which use the term ME/CFS. 
 
Care 
Some healthboards do not appear to offer even basic care for people with ME, for 
example NHS Orkney refers patients to NHS Grampian, which in turn offers no 
specialist clinics or services. NHS Highlands does not mention any services 
available. NHS Fife is the only health board with an ME specialist (nurse-led) 
service. It’s focus on pacing, activity management and therapy as a form of 
management, is supported by #MEAction Scotland. It does not offer GET. 
 
We, charities and experts in ME, both nationally and internationally, have submitted 
ample evidence explaining the potential for harm and the problems with the 
deconditioning model, and the associated treatments of GET/CBT (1,2,3,4,5,6,7,8). 
This evidence was ignored by NHS Lothian, NHS Borders and NHS Forth Valley in 
their submissions.  
 
 
 
 

https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_F.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_K.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_N.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_O.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_V.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202019/PE1690_W.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202019/PE1690_AA.pdf
https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202019/PE1690_CC.pdf
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Training & Education 
 
Greater Glasgow & Clyde NHS board claim that GPs would welcome ‘evidence 
based guidance on caring for ME sufferers’. They also note that assistance with the 
dissemination of information would be gratefully received. 

Restatement of petition requests and further action 
 
Research:  
There has been strong support for research investment in many of the health board 
and government submissions. The Cabinet Secretary’s response mentions the 
Scottish Chief Science Office’s (SCSO) meeting with ME organisations, during which 
we were told that the SCSO does not work to stimulate scientific research in areas 
which are underfunded. Rather, patient organisations must raise hundreds of 
thousands of pounds to stimulate scientific research, and find and encourage 
academics to study ME. While we appreciate the Cabinet Secretary’s ongoing 
support, we consider the SCSO’s response to be woefully lacking. 
 
We ask the Scottish Parliament and Government to commit to a programme of 
investment in biomedical research, proportional to disease burden.   
 
Education 

- We ask that the Cabinet Secretary liaise with NES to make them aware that 
health boards responses indicate a lack of evidence based guidance for GPs 
on caring for people with ME. 

- We ask that NHS Education Scotland discuss with ME stakeholders to identify 
ways of co-producing education material in ME in addition to the current 
PBSGL GP module. In particular we would like to see co-produced material 
from the Medical CPD, Multi-disciplinary CPD and Allied Healthcare 
Professional teams. 

- We reiterate our request from our September 2018 response, that the Scottish 
Government contact the Medical Colleges asking them to review how ME is 
included in their curricula (including the number of hours and content).  

 
Care 

- We ask the Petitions Committee to request that the CMO writes to NHS Forth 
Valley, explaining that the Scottish Government recognises ME as a diagnosis 
and as a neurological condition and requiring them to urgently update the 
information given to their healthcare professionals to reflect this. 

- We ask that the Petitions Committee request that the CMO contacts all health 
boards to ensure that Scottish Good Practice Statement (SGPS) is being 
used. Although we see the SGPS as in urgent need of updating, it is the 
Scottish guideline and health care professionals should be using it to until it 
can be updated. 

- We ask the Petitions Committee to request Healthcare Improvement Scotland 
to issue a Patient Safety Alert about GET to primary healthcare practitioners 

https://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202018/PE1690_TV2.pdf

