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I wish to submit evidence for this petition, I am an ME patient and have been ill for over 12 

years. 

I have received CBT, GET and NHS form of pacing provided by NHS England (although I 

now live in Scotland). 

Please note, due to my limited energy, I will be posting in bullet point format mostly. 

I feel very strongly about the treatments for ME in the UK especially GET as I have been 

permanently harmed by them. 

I received the above treatments in 2009. 

The course was held in a group setting, 2 hours per week over 6 weeks. 

Although ill with ME I was still able to work full time when I started treatment, by the end of 

the course, I was signed off sick and have never been able to return to full time work. I now 

rely fully on state benefits to survive  

Although ill before attending course, I did not need to use any mobility aids, I now have a 

mobility scooter, various walking sticks and grip aids.  

Pre course I was classed as mildly affected, during course my health declined rapidly and 

have been classed as severely affected and am mostly housebound and bed bound and 

require help with even the most basic of tasks 

We were told at the start of the course that ME was a real and physical illness yet also told 

that our symptoms were false illness beliefs and that we should ignore our symptoms and 

push through (contradictory advice). This I feel was the reason for my severe decline, I was 

taught to ignore my fatigue, pain etc and to make myself do more than I was able and paid 

the price. The CBT told us it was our thought process that was wrong and the GET advised 

us to increase our activity every day. A disastrous mix of advice that is both unethical, and 

dangerous  

GET/CBT etc is based on very flawed evidence, I did not know this at the time. I trusted the 

nhs to only provide safe treatments. This was definitely not the case with my treatment. At 

no point was I ever told that the treatment had any risk attached to it at all.  

To this date there is still no official way to inform or collate harms from GET/CBT etc, the 

yellow card system used to report harms for other treatments, does not allow for the 

reporting of harms for CBT/GET etc. 

GET and the form of CBT offered to ME patients is in my experience very harmful and 

dangerous and needs to be immediately stopped. I have personally been severely harmed 

by it and can’t express how angry I am that every day, more patients continue to receive 

these treatments and unknowingly risk their health in the process. 

I would like the following to happen, 

Proper biomedical research to be carried out and no more funds spent on bio 

social/psychological research  

GET and pacing that involves any increase in activity to be immediately banned and any 

CBT offered should be as a support i.e. to help cope with the changes brought about by 

having a chronic condition, not as a ‘treatment’ for ME (which doesn’t work and causes 

harm)  



Testing all suspected/ diagnosed patients for POTS1 which is a common co morbid condition 

and can be treated 

To stop taking evidence/advice from psychiatry. ME is a biomedical disease, psychiatry has 

no place in the advice or treatment of this illness and it has caused nothing but suffering 

and distress to date  

I hope this evidence is of some use 

Please feel free to contact me if you require anything further   

                                            
1 Postural orthostatic tachycardia syndrome 


