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ME/CFS  -  Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome 

Summary of Key Points 

Acceptance and Understanding -   
There must be acceptance and understanding by all practitioners, including consultants,  

 that the condition is neurological, as defined by the WHO and not psychological.  
(The World Health Organisation lists ME as a disorder of the nervous system) 

 that ME/CFS affects many systems in the body: digestive; nervous; urinary, immune.   Consultants 
in these fields who have ME/CFS patients referred to them must be aware of the patient’s ME/CFS 
diagnosis, an understanding of the condition and its impact on any diagnosis and treatment.  

 An understanding of patients’ intolerance to drugs is needed.  

 An understanding of intolerances of patients’ light, sound, and other external factors is needed.  
Appointments with consultants and clinics should be managed carefully to ensure they are 
within the limits of patients, eg fatigue, light, sound etc. 

People with Moderate and Severe ME 

 The needs of severely ill patients are neglected.   Severely affected patients are unable to 
attend meetings and need home visits/care.  
The All Party Parliamentary Group (APPG) on M.E. is currently leading an inquiry into the lack  
of social care provision for people with M.E.  Action for M.E.’s recent Close to collapse report, 
indicates that 97% of people with M.E. are eligible for a social care package under criteria set 
out in the Care Act, yet only 6% receive one. 

 Many people with ME struggle with meetings lasting as long as 1½ to 2 hours;   With a course 
of 8 sessions, many people will miss 1 or 2 sessions;   Many people struggle with transport and 
travelling, so meetings in only 1 or 2 venues exclude many people with ME/CFS. 

 Many people need support with employment situations, and/or benefit applications. 

Worcestershire CFS/ME Service 

 Access to a dietician and a physiotherapist needs to be readily available.  

 Attention needs to be given to pain management for patients suffering with chronic pain.  

 There is a severe lack of the 1-1 care, advice and therapy.  A one-size-fits-all approach cannot 
cater for all needs.  

 All Worcestershire people with a diagnosis of ME/CFS should have access to Recovery and 
Management (RAM) Group meetings.  

 When patients are discharged from the service, employers then believe they are better.  
‘Discharged’ is inappropriate as ME/CFS is a chronic condition, and re-referral could take ages. 

Diagnosis and GP care 

 Early diagnosis, i.e. prior to six months, is vital. 

 A large number of GPs are unable to give support to people with ME/CFS, both before and 
after diagnosis.  

 ME/CFS is a chronic condition requiring specialist services, which cannot be delivered by GPs.   

 Once the pathway and referral are agreed upon, they should be provided to all Worcs GPs.  

 There is a need for physical testing and scans.  

Research and data 

 Do GPs keep records?  
Have the three Worcs CCGs determined accurately the number of patients with ME/CFS?  
Does the service have access to this information if it is available. 

 The Worcestershire CFS/ME service needs to become more involved in current research.  

https://www.actionforme.org.uk/resources/our-publications/campaign-and-survey-reports/close-to-collapse/

