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A response to the Committee’s question on our views on whether or not the recommendations 

of the Health Care Needs Assessment for People Living with ME-CFS (published by the 

Scottish Public Health Network in 2010)  have been implemented. 

 

Introduction 

This paper describes MEAction Scotland’s response to the request from Public Petitions Committee 

on 7 June 2018 for our views on the following: 

1. Have the recommendations of the health care needs assessment been implemented? 

2. What are MEAction Scotland’s views on the priorities from the recommendations? 

 

We have summarised our response to these questions below. 

 

Implementation of Recommendation 

Our review has identified that most of the recommendations have not been implemented. There are, 

however, some recommendations where we do not know whether or not they have been 

implemented - we would require evidence from the relevant organisation/s to show this. 

 

It is disappointing that the recommendations have not been implemented and we would call on the 

Petitions Committee to investigate the reasons why not. 

 

A copy of the 26 recommendations in the Health Care Needs Assessment is provided in the table on 

the next pages of this paper, with our comments on implementation in the second column and 

comments in the final column. 

 

Priorities from Recommendations 

We note that the recommendations in the Health Care Needs Assessment support the main priorities 

outlined in our petition, which are: 

1. Investment in biomedical research 

2. Education of healthcare professionals 

3. Access to and investment in care for patients. 

 

We are not in a position to identify specific priorities within the 26 recommendations without up to 

date information on the situation regarding implementation. We are therefore calling for a review of 

the extent to which the recommendations have been implemented. We would like this to include a 

reassessment of current evidence for clinical guidance with a view to creating SIGN guidelines for 

ME.  

 



 

 

 

HCNA Objective Has this been 
implemented? 

MEAction Scotland Notes 

Defining ME and CFS - Recommendations 1-3 

1. It is recommended that the clinical, 
symptomatic definition of ME outlined in 
the Canadian guideline be adopted in 
Scotland 

Not 
implemented 

From the HCNA: The Scottish Good Practice Statement on ME-CFS 
(SGPS) was finalised following completion of the HCNA 
consultation. The HCNA acknowledges that the SGPS is the 
recognised clinical guidance on the diagnostic approach to ME-CFS.  

2. It is further recommended that a 
symptomatic definition of CFS, based on 
that proposed in the NICE guideline, be 
adopted in Scotland. 

Not 
implemented 

We absolutely do not support the NICE guidelines (which are 
currently being reviewed).  Note that the SGPS, which is the 
recognised clinical guidance in Scotland, does not differentiate 
diagnosis of ME and CFS - it is treated as one disease, despite this 
recommendation. 

3. a) There is an urgent need for a sound 
epidemiological study of ME and CFS in 
Scotland; in which regard consideration 
should be given to including ME and CFS 
within the Scottish Health Survey. 
b) Routine reporting of ME and CFS should 
be considered within the 
context of developing information systems 
for long-term conditions 
monitoring under the Quality and 
Outcomes Framework (QOF). 

Not 
implemented 

No figures on the number of patients with ME or CFS available from 
Health Boards 

Service Users’ and Service Providers’ Views of Need - Recommendations 4-5 

4. It is recommended that to meet these 
expressed needs (of service users and 
service providers), health boards in 
Scotland should develop a specific tiered 
ME–CFS service that 
provides:   

Not 
implemented 

Not aware of health boards providing this - but needs further 
investigation. 
 
 



 

- rapid and accurate diagnosis and 
assessment  
- supportive care and treatment of 
presenting symptoms 
-  access to wider social and economic 
support (Tier 1) 

5. It is recommended that the 
characteristics of such services would 
include a local management of care, 
provided by the primary care team (Tier 2) 
at its heart and supported by a specialist 
team (Tier 3) that can assist in the 
progress of diagnosis and assessment, 
and plan care on both a clinic and outreach 
basis. 

Not 
implemented 

No primary care teams or specialist teams in place 

Evidence from Clinical Guidelines - Recommendation 6 

6. At the present time there is insufficient 
research evidence on which to base a 
SIGN ME–CFS guideline for Scotland. 
However, a clinical guideline which 
supports effective diagnosis, signposts 
people with ME–CFS towards appropriate 
medical and therapeutic assessment and 
service, and provides the basis for ongoing 
care management is desirable. It is 
suggested that this is in keeping with the 
Scottish Good Practice Statement on ME–
CFS. 

Not 
implemented 

SGPS continues to be the only guidelines available. We would like a 
review to see if there is now sufficient evidence on which to base 
SIGN guidelines for ME. 
 

Evidence of Effective Service Models - Recommendations 7-8 

7. It is recommended that the tiered model 
for services proposed by the CMO’s Short-
Life Working Group be used as a basis for 
ME–CFS service development in Scotland 

Not aware of 
being 
implemented 

We are not aware that the tiered model for services has been used 
to develop services 



 

8. It is recommended that a dedicated 
helpline and website to provide information 
and support for people with ME–CFS and 
those who care for them be established in 
Scotland. 

Not 
implemented 

No helpline or website set up - only helplines are via charities 

Proposed Model of Care for Scotland - Recommendations 9 - 22 

9. A broadly constituted stakeholder group 
should be established to: 
(a) create a national, core information set 
which can be used for people with ME/CFS 
and their carers; 
(b) create a national, core information set 
which can be used for health and social 
care professionals; and 
(c) explore appropriate ways of making 
such information widely available. 

Not 
implemented 

We would like to see a stakeholder group involved in a review of ME 
- see petition objectives. 

10. NHS Boards in Scotland should 
develop formal, care pathways for the 
diagnosis, assessment and management 
of people with ME-CFS as outlined in the 
report of the CMO’s Short Life Working 
Group. These local pathways should be 
compatible with the Scottish Good Practice 
Statement on ME-CFS. 
 

Not 
implemented 

We believe that some health boards claim to have established 
pathways. However, we understand that where they exist they are 
not always compatible with SGPS. 
We have evidence that the CBT/GET model, which we’re petitioning 
for the removal of due to the reports of patient harm, is the main 
method of treatment in North Lanarkshire Health Board, and may 
also be recommended in other areas.  

11. NHS Boards in Scotland should 
formally identify ME-CFS within their Long 
Term Conditions Plan or Strategy. 
Management of ME-CFS should be carried 
out in line with local arrangements for other 
long term conditions, where appropriate. 

Not known Information required from Health Boards 

12. When developing local approaches to 
Long Term Conditions Management, NHS 

See 11 - not 
known 

 



 

Boards should ensure that: 
(a) assessment and review mechanisms 
are in place for people with ME-CFS, 
including domiciliary assessments /review 
where needed; and 
(b) appropriate referral mechanisms for 
people with ME-CFS to receive appropriate 
supportive therapies are in place; and 
(c) appropriate referral mechanisms for 
people with ME-CFS to access services 
that can meet specific, symptomatic needs 
are in place 

13. When developing local approaches to 
Long Term Conditions Management, NHS 
Boards should ensure that both 
rehabilitation services and  specialist, 
symptom specific services have sufficient 
capacity to support people with ME or CFS 
in addition to the many other people with 
long term conditions for whom they will be 
providing care. 

See 11 - not 
known 

 

14. Local arrangements for transition to 
adulthood should be extended to cover the 
needs of young people with ME-CFS. 
These arrangements should be included in 
local care pathways. 

No evidence of 
this being 
implemented 

Information required from Health Boards 

15. NHS Boards in Scotland should 
develop, or facilitate the development of, 
Self Management Programmes to support 
people with ME-CFS. 
These programmes should be subject to 
appropriate quality assurance: 
(a) for the NHS, such quality assurance 
should be provided by NHS Quality 
Improvement Scotland; and 

Not known Information required from Health Boards 



 

(b) for the independent or third sectors, 
guidance on quality assurance should be 
developed on a wide, partnership basis. 

16. Consideration should be given to 
developing an appropriate regulatory 
framework for the provision of Self-
Management Programmes by independent 
or voluntary sector providers as for 
independent healthcare providers. 

Not 
implemented 

 

17. a) Consideration should be given as to 
how best to facilitate the development of 
consultant posts for ME-CFS at NHS 
Health Board or NHS Regional Planning 
Group level across Scotland. These 
consultants should lead multidisciplinary 
teams to provide services at Tier 3. 
b) Consideration should be given as to how 
best to provide an appropriate skill-mix in 
medical provision as part of the 
multidisciplinary teams to provide services 
at Tier 3. 

Not 
implemented 
 
 

No consultant posts or multidisciplinary teams have been developed 

18. NHS Health Boards / NHS Regional 
Planning Groups should prioritise the 
development of consultant led services, 
supported by a Tier 3 Multidisciplinary 
Team for ME-CFS. Consideration should 
be given to a more detailed workforce plan 
in the medium term. 

Not 
implemented 

 

19. In establishing MDTs, the NHS Boards 
or NHS Regional Planning Groups should: 
(a) ensure that once staff are appointed, an 
appropriate period of staff training is 
funded to allow an effective service to be 
established; and 
(b) ensure that MDTs have a suitable lead 

Not 
implemented 

 



 

in time to develop effective collaborative 
working arrangements with local services 
at Tier 2. 

20. NHS Health Boards and NHS Regional 
Planning Groups should develop managed 
clinical networks in order to ensure that 
there are effective clinical services to meet 
the health care needs of people with ME-
CFS 

Not known Information required from Health Boards and NHS Regional 
Planning Groups 

21. NHS Health Boards and NHS Regional 
Planning Groups, working with key 
stakeholders, should decide how best to 
ensure the development of such clinical 
networks for ME-CFS both regionally and 
across Scotland. 

Not known Information required from Health Boards and NHS Regional 
Planning Groups 

22. NHS Health Boards should ensure that 
services which operate at Tier 2 for ME-
CFS should have the opportunity and 
capacity to participate in the development 
and operation of the clinical networks at 
regional and national level 

Not known Information required from Health Boards  

Infrastructure Issues - Recommendations 23 - 26 

23.NHS Quality Improvement Scotland 
should work with all interested parties to 
develop service standards for ME-CFS 
services in Scotland. Consideration should 
also be given to developing specific 
standards for clinical networks as part of 
this development 

Not known Information required from NHS Quality Improvement Scotland 

24. NHS Education Scotland should work 
with independent ME-CFS organisations to 
develop solutions to ME-CFS issues which 

Not 
implemented 

NES has recently completed a review of one of its education 
packages.  



 

would be included within education 
packages. These should be fed into 
undergraduate, foundation and 
professional training of health care staff 
across Scotland. 

25. The Third Sector and Independent 
Sector agencies that work with and for 
people with ME-CFS should explore how 
best they can develop educational support 
for health care providers modelled on the 
approaches of similar agencies 

Not known Further information required 

26. The existing research strategy in 
Scotland in relation to ME and CFS 
research should be reviewed by the Chief 
Scientist’s Office and a new strategy 
developed, aimed at broadening the 
evidence base for ME-CFS. To ensure 
effective communication of the existing, 
diverse evidence base, consideration could 
be given to developing a Centre for 
Research Excellence and Dissemination 

Not known  Information required from CSO on the ‘existing research strategy’ 
and its review of the strategy. 

 


