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I am a patient with ME and would like to make a submission as part of Petition PE1690 
submitted by Emma Shorter.  
 
I am 36 years old and have had severe ME for 7 years. It took doctors over two years to 
diagnose me, and then I was diagnosed with a psychiatric disorder. Wrong diagnosis and 
later CBT/GET made me severe when I was actually getting better.  
 
After two years of worsening symtoms and lots of tests, my GPs kept saying that all the 
tests were normal. I then collapased at work at the age of 30 with seizures.  Doctors 
thought I could have a brain tumour as I was paralysed and having constant seizures. I 
could not walk or get out of bed. When the tests came back clear they said it might be a 
stroke. Then that test came back clear and so they told me that I had a psychiatric 
disorder. In fact I had ME.  
 
When they ruled out the brain tumour and stroke, and diagnosed a psychiatric condition 
“conversion disorder’, they decided I had to get out of bed and walking, even though even 
turning in bed made all of my symptoms worse. They made me walk along the corridor, but 
halfway down I collapsed with a seizure. While I was lying on the floor having a seizure, 
physiotherapists walked away and left me on my own. This is because they believed that I 
was feeding off of the attention as part of the psychiatric disorder I had been diagnosed 
with. If there had been better training and knowledge of ME I could have avoided all of this 
and would have been cared for approriately instead of being forced to do things beyond 
my abilities and cause seizures. I could have been resting, which has been shown to be 
the single most important factor in determining positive prognosis. 
 
Nurses did not believe that I couldn’t get out of bed, and forced me onto a chair so that 
they could change the bed. I collapsed on the floor having a seizure due to the suffering 
my body was under. I was too tired to lift my food and chew it, but they didn’t believe me 
and said I was ‘refusing’ food. This was all because of the misdiagnosis.  
 
I was told that the only treatment was to see a neuropsychologist and neuropsychiatrist. 
There was a long waiting list for treatment and while I rested waiting for the treatment I 
started to get better. A few months later it was my turn for the treatment- it was talking 
therapy with a neuropsychologist, and antidepressants from a neuropsychiatrist. They 
delved into my childhood looking for forgotten traumas, whilst coaching me to keep 
increasing my activity levels. I went for daily walks, increasing each time, but it started 
making me worse. I had been recovering, but now I was getting worse and worse.  
 
They persuaded me that deep down I wanted to be sick, and that it was an avoidance 
strategy (avoidance of work and of my daily life). This made no sense to me. I loved my 
life. I was desperate to get back to it. I had only happy memories of my childhood and a 
lovely relationship with my mum and dad.  
 
I started to do my own research and came across ME. All the symptoms fitted and I asked 
my neurologist if it was possible that I had ME, as the theory of forgotten childhood trauma 
just didn’t seem to fit with my happy memories.  The neurologist rolled his eyes, told me 
that I could “call it that if it made me feel better”, and said that “that there is no such thing 
as ME”.  
 



 

 

Their treatment had made me bedbound. I decided to pay to see a private neurologist who 
specialised in ME. He diagnosed the neurological illness ME and a second neurological 
illness called PoTS, Postural Orthostatic Tachycardia Syndrome.   
 
I thought this was good news because I would be able to get treatment now, but this is 
when I found out the bad news- there is no treatment and no specialists, and many GPs I 
went to see did not believe in ME. I tried to do physio but i kept passing out. They 
prescribed hydrotherapy and told me that exercise would made me better and I just had to 
push through. By the time they had finished I was in my bed permanently, unable to 
tolerate light or sound and too unwell for visitors. Their treatment had made me severe.  
 
Now that I was severe there was no support at all. Doctors could give me symptom relief 
but there was no actual treatment. Many of them just didn’t believe me, and the ones who 
did had nothing to offer. I was on my own. They made me severe and abandoned me.  
 
At one appointment they said ‘At least you don’t have anything serious”. Nothing serious? I 
had lost my job and career, and the only time I left my bed was for medical appointments, 
and those made me sicker than ever for days afterwards. I lay in bed in pain, day after 
day, extremely sensitive to light and sound, and didn't have the energy to even lift my head 
off the pillow. I could not see my friends for more than 10 minutes at a time when they 
visited me in my bedroom, or if I was lucky, lying on the couch. I couldn’t read a book, play 
my guitar or listen to music. I was in pain 24 hours a day and was unable to play with my 
niece or have a child of my own. There was an empty seat at the dining table for several 
years, and my family took turns to come and sit with me to eat in my bedroom as I was too 
ill to even have them all in the room with me at the same time. My life had disappeared 
and sometimes I felt so relieved just to have made it through the day and still be alive.  But 
I was being told I did not have anything serious.  
 
I was on my way to recovery, but lack of knowledge from medics and harmful treatments 
pushed me into severe ME.  I have been told I will never recover.  
 
Even now when I go to the GP I cannot get my symptoms investgated. I recently 
persevered for 6 months telling the GP I was having problems, and they kept saying it was 
because I use a wheelchair and was deconditioned. After a trip to the cardiologist I found 
out I have very low blood pressure. They hadn’t even checked it at the GP , dismissing me 
because of the ME and because I had “chosen” to use a wheelchair. Wothout a wheelchair 
I would be bed bound, it;s the only way I can leave the house. This is not a choice.  
 
This is not a modern Scotland.  
  
Please help us, remove CBT/GET as a treatment for ME and stop anyone else being 
harmed. Increase medical training on ME so that nobody else has to go through the 
trauma I did. Invest in research to find a cure and get me back to living.  


