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Carol Monaghan 
 
Because of the misunderstanding of the condition, the treatments available are 
often more damaging to the person than no treatment at all. 
 
.. 
 
Merryn [Crofts] wrote in her blog: 
“Having severe ME, is like being trapped in your own body every single day [..]” 
 
Merryn died on 23 May 2017, just days after her 21st birthday. 
 
.. 
 
The lack of understanding shown by some healthcare professionals of a person’s 
suffering is one of the greatest frustrations to the ME community. Much of that 
stemmed from the publication of the controversial PACE trial.  
 
.. 
 
For patients, the impact of PACE is severe. The recommendation of GET as a 
treatment for ME has provoked a backlash from patient groups, who report that 
many people with ME end up more severely disabled after a course of GET than 
before. I have spoken to people living with ME who have tried to do GET because 
they are so desperate to get better and have ended up in a wheelchair or bed-
bound as a result of this programme. 
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Patrick Grady (Glasgow North) (SNP) 
 
It seems perverse that people should be forced to take a course of treatment 
that patently makes their condition worse.  
 
Carol Monaghan 
 
PACE is unique in UK medical history, in that it was part-funded by the DWP. The 
links of some of its main authors to health insurance companies are troubling.  
 
.. 
 
Healthcare professionals worldwide are starting to take note. The US Centres for 
Disease Control and Prevention and the Health Council of the Netherlands have 
both abandoned GET. If those countries acknowledge the flaws of GET, why are ME 
sufferers in the UK having to fight so hard for similar acknowledgement?  
 
.. 
 
Carol Monaghan 
 
Some people consider ME to be a psychological condition, despite the fact 
that people with ME are not allowed to be blood or organ donors. 
Unfortunately, those who hold such beliefs often are in influential positions and 
have a blinkered view of the condition.  
 
.. 
 
Interestingly, Professor Sharpe, one of the authors of the PACE trial whom I already 
mentioned, emailed me this week and told me that my behaviour is “unbecoming of 
an MP”. I say to Professor Sharpe that if listening to my constituents, investigating 
their concerns and taking action as a result is “unbecoming”, I stand guilty. [Hon. 
Members: “Hear, hear!”] If Members of Parliament are not willing to stand up for 
the most vulnerable in society, what hope do any of us have? 
 
Sir Edward Davey (Kingston and Surbiton) (LD) 
 
Should not graded exercise therapy be removed as a treatment option even before 
the NICE guidelines are reviewed, given the evidence that people are being harmed 
by it? The Minister is hearing that evidence today. Is there not a possibility that in 
future a court could compensate ME sufferers if they continue to be 
prescribed GET, given that we, the Minister and medical professionals know 
the evidence? 
 
Carol Monaghan 
 
Less than £1 is spent annually on each ME patient in the UK. It gets worse, 
because the response states that that was not solely Government funding but, as 
has been mentioned, from a combination of funders including many ME charities.  
 
.. 
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I am pleased that NICE is reviewing its guidelines, but, as was just said, GPs are still 
recommending exercise as a treatment. [..] The new NICE guidelines will not be 
published until 2020, so what representations will he make to NICE to ensure that 
damaging exercise therapy does not remain the main course of treatment? 
 
.. 
 
ME is a condition that it is all too easy for us to ignore. Those afflicted by it are often 
unseen by society [..] 
 
.. 
 
Ultimately, as politicians we must remember that statistics are simply patients with 
the tears wiped away.  
 
Sir Edward Davey (Kingston and Surbiton) (LD) 
 
What I find so shocking is that scientists seem not to want to have the debate. [..] I 
have seen scientists writing in journals such as the Journal of Health Psycholo-
gy calling out the PACE trial, so the idea that the scientists who produced that work 
have gone unchallenged by other scientists is simply not true.  
 
.. 
 
It is great that the NICE guidelines are to be reviewed, but my concern is that that 
will take some time. [..] [I] find it quite scary that the current guidelines will be in 
place until October 2020. [..] Real harm is being caused by some of the therapies 
recommended in the guidelines. [..] Where is the warning in the NICE guidelines of 
the side effects of GET? That is serious, because people could be seriously hurt in 
the period between now and the conclusion of the NICE review.  
 
Sir Edward Davey 
 
.. 
 
Sometimes it seems, from the stories I have read, that some in the medical 
profession —I say some— do not appear to respect patients.  
 
.. 
 
That links to my final point, on the need to train doctors. We need better guidance 
and better training so they understand that situation. In that light, I am worried that 
we are seeing some pressure to reclassify ME. That is sending a dangerous signal, 
and I hope the Minister will say that the Government are questioning that reclassi-
fication and putting it on hold.  
 
Michael Tomlinson (Mid Dorset and North Poole) (Con) 
 
[T]he number of hon. Members here in this Chamber shows the importance of this 
subject [..]   
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Dr David Drew (Stroud) (Lab/Co-op) 
 
On medical education, it is quite clear that GPs, in particular, have no experience in 
how to diagnose this disease [..]  
 
Dr Drew 
 
However, everybody needs to be more aware because of the numbers —  
two in every 1,000 people are thought to suffer from the condition. 
 
Alex Sobel (Leeds North West) (Lab/Co-op) 
 
My constituent was diagnosed with ME but, after going for a private test, it turned 
out to be Lyme disease. That shows the lack of knowledge and the confusion in the 
medical profession between those two conditions and others. 
 
Dr Drew 
 
As we all know, what has happened in the past has been totally unacceptable. 
Let us hope that there is a better world now and that we can all play our part in 
ensuring that this condition is treated with the seriousness that it deserves.  
 
Alex Chalk (Cheltenham) (Con) 
 
ME has terrible PR. [..] [I]t is a forgotten illness —and I think it is forgotten for two 
reasons. The first is that the symptoms are relatively intangible, and the second is 
that the condition has been disparagingly referred to in the past by a name that has 
stuck. The hon. Lady referred to it — yuppie flu. It is important that we debate this 
condition today, not because there are no other illnesses out there —of course 
there are— but because the sufferers, some of whom we see in the Public Gallery, 
have been voiceless too long and it is for Parliament to give them their voice. 
.. 
 
Although ME patients, contrary to another myth, are no more likely to suffer from 
poor mental health or emotional problems than the general population, adults 
with ME are six times more likely to die by suicide— six times more likely.  
 
.. 
 
[I] want to underscore two points. First, on welfare benefits, the overwhelming 
majority of respondents to an Action for ME survey on the issue felt that assessors 
had insufficient expertise. [..] People have good days and bad days, but that 
variability is not currently taken into account sufficiently and it must be. 
 
.. 
 
Most of us in this Chamber believe in experts; we value experts and expert 
evidence, but patient experience is also evidence.  
 
.. 
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I conclude by paying tribute to the silent sufferers of this cruel disease in our coun-
try. Let the word go out from the House of Commons: they shall be silent no longer. 
 
Jim Shannon (Strangford) (DUP) 
 
This is an emotive issue. Many constituents have contacted me in anger, frustration 
and hurt as they simply feel that their illness is not understood and that successive 
Governments and some in the Department of Health and Social Care have shown 
no desire to gain an understanding [..] 
 
.. 
 
ME is a chronic fluctuating neurological condition that causes symptoms that 
physically affect many bodily systems, commonly the nervous and immune systems, 
and affects an estimated 250,000 adults and children in the UK [..] 
 
.. 
 
I am ashamed to say that in Northern Ireland, my home nation, there are no 
services, which makes it all the worse.  
 
.. 
 
[The 2007 PACE trial] cost some £5 million and was funded mostly by the Medical 
Research Council, with, uniquely, some funding from the Department for Work and 
Pensions. PACE researchers reported that with cognitive behavioural therapy and 
graded exercise therapy approximately 60% of patients improved and 22% 
recovered. The treatments were claimed to be moderately effective and safe. 
However, PACE’s claims ran counter to patients’ knowledge and lived experience.  
 
.. 
 
ME is a serious illness, which seriously affects so many in our communities. 
These people are not lazy and they must not be made to feel like that.  
 
.. 
 
On behalf of my constituents, and all constituents across the United Kingdom of 
Great Britain and Northern Ireland, I am asking not simply for words of understan-
ding from the Minister, but for action to be taken to change the “Get up and get on 
with it” mentality to an “I will help you to get up and get on with it, and find a way to 
facilitate an easier way of living your life” mentality. 
 
Kerry McCarthy (Bristol East) (Lab) 
 
People make such a big deal of having a cold, or just feeling a bit under the 
weather, or feeling hungover. Lucy feels like that most of the time and obviously 
there are other people with ME who are completely bedridden or who cannot bear 
bright lights.  
 
.. 
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However, in some ways the cruellest impact of ME is the fact that sufferers are 
not believed and that it is a hidden illness, so to speak.  
 
.. 
 
One of my constituents [..] echoes the view of many other patients that 
occupational therapy is an inadequate approach for people with a highly disabling, 
multi-systemic disease. 
 
Kerry McCarthy 
 
[T]he average research spend per person living with ME is less than £1 a year 
and that much of that money is provided by charities rather than Government.  
 
Kerry McCarthy 
 
Action for ME cited one case study of a man who, as well as having ME, is registered 
blind; he can only just perceive some light.  He said, “I’m not disabled by blindness. 
In comparison to living with ME, my blindness is just an inconvenience.”  
 
.. 
 
There is a perception that ME is just about being tired all the time but, as one ME 
campaigner said: “The difference between ME and just feeling tired is the same 
as the difference between having a shower and drowning.” 
 
Stephen Kerr (Stirling) (Con) 
 
[T]he hon. Member for Glasgow North West (Carol Monaghan) [..] is doing exactly 
what an MP should be doing, and shame on anyone who says otherwise. 
 
.. 
 
It has been upsetting for me to hear how many people, including those in the 
medical profession, are unaware, or lack a detailed understanding, of ME. Many 
persist in believing that the disease is some form of mental illness or neurological 
disorder. A constituent in Stirling told me that as recently as 2011 they were told, 
“There is no such thing as ME,” after collapsing at work. She has since been 
diagnosed with severe ME. 
 
Stephen Kerr 
 
Helen has been involved with the ME Association since her husband took his own 
life, a year after being diagnosed with ME. The way she told her children, who were 
very small at the time, of her husband’s passing outlines how hard ME is to cope 
with. She said: 
 
“Imagine a Dr Who monster getting inside and taking over Daddy’s head and 
body. The harder Daddy fights, the harder the monster fights back. The 
monster always wins”. 
  

https://hansard.parliament.uk/search/MemberContributions?house=Commons&memberId=1491
https://hansard.parliament.uk/search/MemberContributions?house=Commons&memberId=1491
https://hansard.parliament.uk/search/MemberContributions?house=Commons&memberId=4604
https://hansard.parliament.uk/search/MemberContributions?house=Commons&memberId=4604


.. 
 
I will now turn to the first-hand account of a lady called Jules Smith, who wrote to 
me and asked me to make her voice heard in this afternoon’s debate. [..]  
She wrote to me: 
 
“[..] I feel like so many others that we are just left to rot; I feel like my mental health 
is now suffering as I become more and more isolated from society and there’s no 
one to help me and many others just like me. This is not living [..] this is just 
existing!” 
 
Kelvin Hopkins (Luton North) (Ind) 
 
There has been discredited research, such as the PACE trial —and others, no 
doubt— which is now being dismissed, and not before time.  
 
.. 
 
[Mike Gapes in the Chair] 
 
I had one constituent who, like so many others, could not get out of bed for long 
periods and had to live in a darkened room because looking at light was too painful. 
The idea that such people would have their condition dismissed as some sort 
of psychological phenomenon is complete nonsense and utterly cruel. 
 
.. 
 
I hope the Minister will recognise the depth of feeling about the appalling way ME 
sufferers have been treated for so long, and start to take steps to correct that. 
 
.. 
 
We are used to having experts tell us things and deferring to them, rightly in many 
cases, but of course sometimes experts get it wrong.  
 
Liz McInnes 
 
Merryn Merryn [Crofts] was totally bedbound. She physically could not get out of 
bed. She suffered so badly from postural hypotension that she blacked out if placed 
in a sitting position or even if her bed was raised slightly. She was hypersensitive to 
noise, light, touch and movement. She suffered so badly from pain —head, muscle, 
neurological and stomach pain— that she could not get out of bed. [..] In Merryn’s 
case, the GP said that her pain was unmanageable. Although Merryn was on 
diamorphine and ketamine, she was still in pain.  
 
.. 
 
The terms ME and chronic fatigue syndrome are often used interchangeably, but 
Merryn’s mum tells me that fatigue was the least of Merryn’s symptoms. In her 
view, the use of the term chronic fatigue syndrome should be abandoned, as 
myalgic encephalomyelitis is about so much more than just fatigue. 
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.. 
 
[ME] is also described as a kind of living death.  
 
.. 
 
Luke Pollard (Plymouth, Sutton and Devonport) (Lab/Co-op) 
 
One word came through in nearly all of the posts on my Facebook page and on my 
Twitter, and that word was “invisible”. People with ME feel that they are not 
believed, that their condition does not matter and that nothing is being done about 
it. I want to address what it means to be invisible and what we can do. 
 
Luke Pollard 
 
I want to talk about the effect of ME on young people. [..] Dawn reached out to tell 
me about her son who is 16 years old and suffers from ME. It was initially brushed 
off as a migraine and a growing pain and she was told children sometimes get 
stomach aches. She wrote: 
 
“My intelligent, sporty, active son has now spent over two years virtually house-
bound. This horrible illness has robbed my son of his teenage years. He only has 
one friend, has huge gaps in his education, won’t be at the School Leavers’ 
Assembly, nor the prom. He had to give up football and badminton, his real loves. 
And all we can do is wait until he gets better.” 
 
Luke Pollard 
 
It is a matter of talking about things that are not often talked about. The importance 
of debates such is this is in raising awareness. People with ME are not invisible. 
They are as human as we are, and need to be seen and heard.  
 
Stephen Pound (Ealing North) (Lab) 
 
In September 2017 the Optimum Health Clinic Foundation produced a detailed 
breakdown, in which it was calculated that the illness costs the UK economy 
more than £3 billion a year. That is an argument that can be made, but I would go 
beyond Gradgrind, and that sort of desiccated, calculating machine politics, to the 
humanity. 
 
.. 
 
I am sure that it has already been mentioned that 21 years ago Dowsett and Colby 
produced detailed research showing that the biggest cause of long-term school 
absence was, as Members may guess, encephalomyelitis.  
 
.. 
 
Child protection referrals are often made because a child misses school. Imagine 
the impact on that child, family and school.  
 
.. 
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Today is the day when we finally start to take encephalomyelitis seriously and stop 
condemning people suffering from this ghastly, debilitating disease. Today is the 
day when we say, “Yes, we understand the pain people suffer. Yes, we are going to 
do something about it. Yes, we respect you. Yes, we value you. Yes, today we are 
going to start investing in diagnosis, analysis and, God willing, a cure.” 
 
Gavin Newlands (Paisley and Renfrewshire North) (SNP) 
 
I want to say to Professor Sharpe that it is not my hon. Friend’s conduct that is 
unbecoming; it is his. Sending such emails does nothing for the reputation of the 
scientific research community, and he should apologise. 
 
.. 
 
That is the experience of 250,000 people in the UK. It is important that we do much 
more as a society to find a cure for this disease. Sadly, the majority with ME do not 
have access to adequate care and resources. Shamefully, they also face ignorance 
and injustice from people who should know better, including medical professionals 
and the Government. Many primary care professionals receive minimal training on 
ME, and it continues to be dismissed as “medically unexplained”. 
 
.. 
 
[T]he hon. Member for Cheltenham (Alex Chalk) touched on, raised serious con-
cerns about how the welfare state treats people with ME. [..] That experience is 
familiar to one of my constituents, whom I assisted recently. She feels that “people 
with ME often feel ridiculed, abandoned and even bullied and abused.”. 
 
Mrs Sharon Hodgson (Washington and Sunderland West) (Lab) 
 
ME is a neurological disease, or a disease of the central nervous system, but that 
does not begin to explain how devastating it can be to have to live with it —or die 
from it, as happened so tragically to 21-year-old Merryn Crofts.  
 
.. 
 
Patients with ME feel that they have been let down time and again as research 
such as the PACE trial —which, sensibly, we heard about— have been found to be 
seriously flawed.  
 
.. 
 
The Parliamentary Under-Secretary of State for Health and Social Care (Steve Brine) 
 
ME can result in significant or indefinite time off work or job loss in adults; 
reduction or complete cessation of daily activities, which can lead to isolation and 
strain within families and the breakdown of marriages; and overall poor quality of 
life. As my hon. Friend the Member for Stirling (Stephen Kerr) said, it can lead to 
almost no life for some people and their loved ones. 
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Steve Brine 
 
People with ME often report that the legitimacy of their symptoms has been ques-
tioned by family, friends, employers, healthcare professionals —yes— and society 
as a whole.  
 
.. 
 
is also a huge issue for children and young people with ME. All schools have a legal 
duty to make arrangements to support pupils with a medical condition in school. [..] 
Children and young people with ME should have an individual healthcare plan 
[..] 
 
.. 
 
A lot was said about NICE guidelines, which are clearly a sensitive topic and a 
source of much unhappiness among Members and the wider ME community. 
According to NICE guidelines, recommended treatments for ME include cognitive 
behavioural therapy and graded exercise therapy. I know that many patients 
disagree with those treatments, and we heard powerful testimony about that. [..] 
ME patients have the right to refuse or withdraw from any part of their treatment 
that they do not agree with or they think is doing them harm. 
 
Carol Monaghan 
 
The Minister has rightly said that any patient has the right to withdraw from medical 
treatment. However, when the DWP is saying that patients must undertake graded 
exercise therapy, and when health insurance companies are saying that they must 
undertake graded exercise therapy, it puts the patient in a very difficult position. 
 
Steve Brine 
 
What has been fascinating today, as always with debates in my portfolio, is that I 
have not heard one single person mention their party political colours. There really 
is no politics in ME, and nor should there be.  
 
Carol Monaghan 
 
I was also a bit disappointed. The Minister, who is a compassionate person, talked 
about funding, and I think he said that the Medical Research Council is putting 
£2.6 million into ME research. Unfortunately, that is not for biomedical research 
—or little of it is.  
 
.. 
 
Members have spoken passionately on the ME community’s behalf, and once again 
I thank everyone here this afternoon. I do not see this as the end. The fight for 
people with ME both here and across the world continues. 
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