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Petitioners’ submission of 17 July 2018 

 

A response to the minister’s question on our views on the ‘Scottish Good 

Practice Statement on ME-CFS Patient Guide’  

 

It should be noted that the Patient Guide stands alongside a Clinical Guide, and both 

are necessarily informed by the ‘Scottish Good Practice Statement for ME-CFS’, which 

we are calling to be reviewed. 

 

Main issues with Patient Guide  

1. Patient Guide is not evidence based. It should: 

a) present the biomedical model of the disease 

b) depict realistic prognosis and quality of life for a person with ME 

c) recommend evidence-based, biomedical treatments and not CBT/GET  

2. Patient Guide should recommend treatments that are available through the 

NHS 

3. Patient Guide should address the 25% of patients who are housebound/ 

bedbound 

4. Patient Guide must be made accessible once these issues have been 

addressed  

 

1a. ME is a neurological disease yet the Patient Guide implies that recovery is 

dependent on mindset, which is scientifically unsupportable and places blame on 

patients when they don't recover. For example, “if you have become wary of moving 

forward” (p3) and “learn to accept your illness and recovery is more likely to follow in 

time” (p5).   

1b. The tone of the Patient Guide misrepresents prognosis and offers false hope to 

patients. For example, “others are more severely ill in as much as they are bedbound 

for periods” (p1), “many people make good progress - some quite quickly - while others 

can remain ill for a number of years” (p4).  There is no cure for ME and 25% of patients 

are severely affected and bedbound for decades. Research indicates approximately 

only 5% of adult patients recover fully.1   

1c. The Patient Guide recommends CBT/GET and encourages patients to persevere 

with these even if not seeing results (p4). It concedes that “some” patients “have found 

[CBT/GET] unhelpful” (p4), but evidence shows that a majority of patients report finding 

GET harmful.2  (Please refer to the fact sheet ‘Harmful Treatment’ for more information 

on CBT/ GET.) 
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2. The Patient Guide states that “there are many approaches open to you and your 

doctor” (p3), when in fact CBT/GET continues to be the only approach offered to 

patients in Scotland. It largely recommends complementary therapies which are not 

made readily available to patients on the NHS (p4). Further, the recommendation that 

patients “establish a relationship with your GP” (p5) is arguably unachievable to many, 

as ME patients often report being unsupported by their GPs and home consultations for 

housebound patients are largely unavailable.  

 

3.The Patient Guide makes no provision for severely affected patients, who make up 

25% of the patient population. It states that “the needs of those more severely affected 

require specific guidance” (p1), yet no such guidance has been included, or indeed 

developed.  

 

4. In our work with ME patients and as patients ourselves, we have not been made 

aware that this Patient Guide exists. It is not routinely offered to patients by GPs and is 

not easily found online unless searching for it specifically by name.  


