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Carol Bryant

Mottram,
England, UK

2017-09-27

My daughter has ME and clearly this illness is NOT in her
mind it is a physical illness

Clare Crofts

Rochdale,
England, UK

2017-09-27

My daughter had Very Severe ME for the last 6years, was
diagnosed as terminal 18 months ago and died in May this
year. This disease is horrendous and needs the medical
community to take it seriously

Sheena young

Prestatyn,

2017-09-27

Wales, UK

M.E is not a functional disorder and should not be treated as
such.

Julie Holliday

Shrewsbury,
England, UK

2017-09-27

I have ME and have been treated appallingly by the NHS.

Paul Winter

Hailsham,
England, UK

2017-09-27

I have ME. Some hospitals, such as the National
Neurological Hospital in Queen Square, London, are already
routinely ignoring the NICE guidelines and diagnosing
people with ME as having FND. This is unacceptable given
the mounting evidence that ME is a neuro-imune disease.

Jane Iles

Cheddar,
England, UK

2017-09-27

This is too important. NICE need to look at the facts and
listen to ME specialists and more importantly, the sufferers

Kathie Cortese

UK

2017-09-27

I have got M.E and I know it's not a " functional disorder"
NICE need to use more recent up-to-date world studies, and
consult with ME patients, and experts on ME

Jayne Glover

Warminster,
England, UK

2017-09-27

I don't want other people to suffer the indignity and
humiliation that I have endured for the last 15 years.

Honour Luckins

Bradford-on-Avon, 2017-09-27
England, UK

It's about time we sufferers of this awful, awful disease were
given the respect and treatment we deserve!

Simon Elliott

Spalding,
England, UK

2017-09-27

There is enough medical evidence to shoe that this is a
physiological disease and NOT a functional condition. Stop
playing politics with these people and their health. It is cruel,
pathetic and discriminatory.

Carol Hart

Glasgow,
Scotland, UK

2017-09-27

My daughter was diagnosed with ME at the age of 15 and
really has no input from medics, most GP's don't even
understand the condition

Caroline Waller

Weston-super-mare, 2017-09-27
England, UK

My son has had this terrible illness for the last six years and
robbed him of his childhood and teenage years

adam stopford

Manchester,
England, UK

All the research is clear this is not a functional disorder. As
well as being insulting, this has a massive impact on the
treatment of patients and is dangerous as accurate advice
not to over do it is so important at diagnosis to prevent life
ruining relapses.

2017-09-27
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Joanne williams

Darlington,
England, UK

2017-09-27

Only when you have ME can you truly realise how strong
your mind really is .. to want to and try to do whatever,
whenever you can, everyday, despite the fact your body
no longer works as it did - that is a true testament to those
suffering this illness. If the mind and willpower could offer
any improvement or indeed recovery -Then ME sufferers
would not be ill at all ! Mind is willing -Body not able. Joanne

Stephen Parker

Preston,
England, UK

2017-09-27

I am an ex athlete, super ﬁt once. No mental problems but
struck down by this insidious illness. Had zero help from
med ﬁeld and so I battle on daily.

Claire Haresign

Sheﬃeld,

2017-09-27

England, UK
Maureen Mcintyre

Troon, Scotland,
UK

I’m signing because I have recently been diagnosed with
ME/CFS.

2017-09-27

I have lived with ME for over twelve years. It severely limits
what I can do physically. I can swim, do gentle Pilates, some
gardening, day to day domestic tasks. The length of time
I can do these is dictated by the physical capacity I have,
which varies because I have ME. I have tried doing other
activities which I'd love to do - play golf, dig my garden, go
for long bike rides. Whenever I try these, my body physically
reacts and I have 'payback' , reverting to a much more
reduced level of physical capability for a period of time,
usually weeks, sometimes longer. My brain wants to do
these things, even after twelve years. I want to live a full life
without constraint. I keep trying. My body won't let me. I
believe I have a physical disorder. I do not believe That there
is a psychological reason for my physical limitations.

Abigail Longhurst

Yate, England,
UK

2017-09-27

I have m.e and everyday is a ﬁght to get through. People
with this condtion need to be taken seruously and given the
correct care, it changes our lives.

Peter Earl

Colchester, UK

2017-09-27

This attitude has damaged too many.

Claire Dibley

London, UK

2017-09-27

I have ME and have been treated terribly by the NHS. The
ME clinic i was sent to was a joke, with the woman reading
off handouts and out of a book telling me i should basically
give up on any form of life. I have had to change career and
struggle with no support from the healthcare system.

Bethany Hart

Glasgow,
Scotland, UK

2017-09-27

I have M.E and I want a change!

Phil Murray

Bristol, England,
UK

2017-09-27

They are WRONG - this is NOT an emotionally driven
disorder. As everyone suffereing from it knows.

Sara Hughes

Bungay,
England, UK

2017-09-27

I have had severe ME for many years. Polite scepticism,
and on occasion outright sneering by poorly informed and
prejudiced medical professionals is not something I am
alone in experiencing.

Jacqueline
Hershaw

Dunfermline,
Scotland, UK

2017-09-27

So painful and debilitating
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Jane Whittaker

Perranporth, UK

2017-09-27

This will leave ME patients at the mercy of psychologists. We
need treatment and help not CBT and GET.

Jamie Sugg

Cambridge,
England, UK

2017-09-27

I have a supportive family and friends; I registered as
self-employed three years ago as an artist and am trying to
work more; I’m a positive person and always try to get out
of bed at a good time each morning and try to be active.
None of this ‘positivity’ and ‘stable emotions’ stops my
symptoms from waking me up during the night with leg
muscle pain. None of it stops my brain fogging and struggle
to read stories to the children. None of it stops my speech
slurring, eyes blurring and my balance faltering. Clearing
something neurological has happened but once you get a
CFS diagnosis that’s it - no more tests and no more help. To
now face a different, more condescending diagnosis that
we’re ‘emotionally unstable’ and bringing this on ourselves?
Appalling.

lucy jewell

Plymouth,
England, UK

2017-09-27

I suffer from ME/CFS

catherine wilson

Yeovil, England,
UK

2017-09-27

I have m.e I am cbt therapist and I can tell you it's a real
disease and needs more funding for research to ﬁnd
a proper treatment. Cbt is not the cure just a coping
mechanism for a signiﬁcant and traumatic life change that
isn't your choice.

helen oliver

esher, England,
UK

2017-09-27

My daughter seriously ill with neuro immune disease NOT
emotion related NOT psychological related.

carol wilson

Zelah, England,
UK

2017-09-27

Having been a specialist therapist for 20 years working with
cfs/me patients I can assure you that this is not a functional
illness.

catherine wilson

Yeovil, England,
UK

2017-09-27

Enough already of the politics and help us. So many people
are suffering

Emma Gardener

Stoke-on-Trent,
England, UK

2017-09-27

I live with M.E/ CFS... If only I could 'think' it away.... It is real,
it is painful and it is having huge impacts on thousands of
people who deserve to be believed and taken seriously. Only
by doing this will research move forward in ﬁnding causes
and cures.

Amy Bakewell

Thornton,
England, UK

2017-09-27

In order to get better after 23 years of relentless suffering
i need improvements in policy this would be a huge
backwards slide.

Graham Hawkins

Reading,
England, UK

2017-09-27

I've had it for 29 years from the start in a wheelchair and
having to go to the toilet on all fours In a dark room away
from noise It's cruel illness you can feel great one day then
the next be bad again When I was diagnosed the doctor said
pretend you have had your leg cut off and put up with it and
he was the second opinion I'm now 66 years old and over
the years the crap ideas that keep coming out I would just
like a cure to be found
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Samantha
crowther

Tobermory,
Scotland, UK

2017-09-27

Please follow the medical evidence, and not political and
ﬁnancial notions. Even though genuine research has be
limited in favour of these ﬁnancial and political notions....
there is still plenty of evidence to dispel the myth of ME
being a functional disorder, or MUPS. Hopefully truth,
justice, honesty and genuine science will eventually prevail.
ME sufferers and Carer's and friends/relatives have made
our views so very clear. Please start listening.... lives are
being lost.

Sam ward

Sittingbourne,
England, UK

2017-09-27

I have ME and am saddened by the lack of understanding
and support for this disease

Pauline Ross

New Malden
Surrey, England,
UK

2017-09-27

It is scandalous that there is so little known about and so
little treatment for this physiological illness.

Caron Curtis

Margate,
England, UK

2017-09-27

I have ME and it is a true physical disease. I have been ill 30
years with this disease.

Susan Dougill

Bolton, England,
UK

2017-09-27

I am signing because I suffer from my. M.E./CFS and I know
it is a physical disease.

John Reed

Sale, England,
UK

2017-09-27

I don't suffer, but I am signing because the medical
profession needs to stop dismissing ME as a psychological
condition and patronising ME patients with a 'there there'
approach to treatment. This is a serious physical disease and
must be treated as such.

Kim Dixon

Driﬃeld,
England, UK

2017-09-27

Do you not think if it were linked to emotion, and all in our
minds the majority if not all of us would just think ourselves
well? Do you think we want days and days out of action?
Do you think we want to live on a cocktail of drugs? Do
you think we want to live in pain? Do you think we want to
lose our purpose,our friends,our family??? Not to mention
our self worth,our pride,our independence, having to live
on beneﬁts that don't meet the actual needs of our lives!
If it was as easy as thinking ourselves well (because it's
linked to emotion!) do you not think we'd have done it years
ago? Come on get real, only someone who has not got this
debilitating condition would say that!!

nia holtom

Main Beach,
Queensland,
Australia

2017-09-27

The Nice guidelines don't work for ME CFS Fibromyalgia.
Would you ask MS or Motor Neurone sufferers to follow
these guidelines. We have a systemic illness and a cure
has not been found so please don't force us to do the very
things that damage us. I have been sick for over 30 yrs and
never seen one person improve with these guidelines.

Lynsey Haworth

Edinburgh,
Scotland, UK

2017-09-27

I've struggled with this for 3 years now, and trying to
'think myself better' and push through has only made
my condition worse. Start listening to the people who are
actually suffering and stop pushing your own agendas.

Karen Croxford

Bognor Regis,
England, UK

2017-09-27

Both my Son and I suffer with ME and still the GP's don't
take it seriously as they think it's all 'in the mind' It is not
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helped by its classiﬁcation as a functional disease. Because
of this we have no specialist services at all in our area.

Kathryn Tuchyna

Adelaide, South
Australia,

2017-09-27

Australia
Sue Jones

Fenstanton,
England, UK

ME and Fibro sufferers of about 3 years. I am a hard working
person and miss working 50 hours a week - don’t tell me I
don’t want to get better!

2017-09-27

This devastating disease has destroyed my life and that
of others I've met. Adding to that destruction by denying
the revealing international medical research highlighting
the physical disfunctional processes and pretending it is
psychological in origin is heartlessly cruel.

Marion Thomson

East Calder,

2017-09-27

I have had this awful illness for almost 20 years now

2017-09-27

My daughter had to drop out of the sixth form because of
ME, and her condition has deteriorated to the extent that
she now needs a wheelchair and a carer to get out. She'd
developed type 1 diabetes at 13, then at 16 caught chicken
pox for the ﬁrst time, tested positive for Epstein-Barr, and
developed coeliac disease - I suspect all this was too much
for her system. Psychiatrists are now trying to say that her
illness stems from depression. Of course she's depressed her life has been destroyed - but it's a result, not a cause.By
the way I'm a medical statistician, and the conduct +

Scotland, UK
Ewart Shaw

Warwick,
England, UK

reporting of the 2011 PACE trial, and the subsequent actions
by the authors and journal, were appalling.
Kelly roach

Wirral, England,
UK

2017-09-27

I suffer M.E

Daniel Abson

Inverness, UK

2017-09-27

The pain and the fatigue are real and systemic. Both on
the continent and in the US, biomedical research has
moved past the biopsychosocial model for understanding
this disease. It's time for UK biomedical and neurological
research to catch up.

penny hassack

St Albans,
England, UK

2017-09-27

ME is not a functional disorder. The idea that it is has a
serious negative impact on patient care. Many have been
permanently harmed by inappropriate treatments. These
very tired and entirely unproven ideas about the illness
are causing untold suffering. Current research shows
serious abnormalities of the immune system and the bodies
ability to metabolise energy. The UK needs to invest in
and extend this research so that the very large number of
people affected by this dreadful disease can ﬁnally receive
appropriate care.

Karen Barker

Rettendon
Common,
England, UK

2017-09-27

I'm signing because diagnosed with ME after suffering with
mild Encephalitis this condition needs to be treated seriously
& respectfully by health professionals - NICE need to lead by
example !

Marion Thomson

East Calder,
Scotland, UK

2017-09-27

I have had this awful illness for almost 20 years now. In the
early days I tried GET which only made me worse, and CBT
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which did nothing. All the positive thinking in the world is
not going to cure a neurological illness.

Victoria Mountain

Newcastle under
Lyme, England,

2017-09-27

UK

Nice need to actually speak to people who suffer and live
with this awful disease. 26 years of having to read utter
rubbish from NICE #

Steve Boyle

Drummore,
Scotland, UK

2017-09-27

I'm signing because the UK is out of step with the rest of the
world; ME is NOT psychosomatic.

Mrs Caroline
Fricker

Braunton,
Devon, England,

2017-09-27

My 13yr old daughter has been bedridden with M.E for the
last 2 yrs.

UK
Maika Cooper

Oakington,
England, UK

2017-09-27

I cannot believe NICE is still pretending ME is "all in the
mind"!

Jo Lindley

West Drayton,
England, UK

2017-09-27

We need to support and ﬁnd a cure

Tony De Sarzec

Pontllanfraith,
Wales, UK

2017-09-27

Over 26 years and counting. I wish it was all in the mind. I
could then do something about it!

Susan Ide-Smith

London,
England, UK

2017-09-27

I’m signing this edition because I developed Chronic
Fatigue Symptom after developing a neurological illness,
Guillain Barré Syndrome, which stripped the myelin sheath
from my nerves. Emotion didn’t come into it! This is a real
physiological illness.

Karen Radenkova

Tilney Saint
Lawrence,
England, UK

2017-09-27

As a Carer I have watched for four and a half years a
previously healthy, active and intelligent young women,
physically battle this illness. She wants to live her life and
contribute but her youth and productive years are being
eaten away. CBT is only helpful in making you partially
mentally cope with living within the boundaries of a
debilitating illness. But where is the physical help? MS was
seen as a "hysterical " disorder originally, would you now
ignore those MS patients who tell you of their symptoms or
tell them it could be ﬁxed by being positive? The lightning
process requires four hours over three days at another
location; how is a housebound patient without the energy
to be bathed more than once a fortnight going to achieve
that? By our daily experience we have realised that Pacing is
a tediously slow but effective way of improving. Any physical
exertion can send her spiralling backwards for days,weeks
and months. Please listen to the Patients-they know how it
feels to suffer -we can only supply

Bill Gear

Horsham,
England, UK

2017-09-27

My wife has this illness that is a physical illness and most
deﬁnatly NOT caused by emotions. It is not psychological
and you live with the illness or someone with it you will see
how stupid your assumption is.

phillippa holland

London,
England, UK

2017-09-27

The proposed guideline goes against existing research!
Have they not read it?? This is ridiculous and badly damages
NICE's credibility.
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Emma Senior

Sittingbourne,
England, UK

2017-09-27

im signing

Elizabeth Davies

Brook, England,
UK

2017-09-27

At present, M.E. cannot be adequately deﬁned because of
the lack of research in this ﬁeld. It is unscientiﬁc to dismiss
an illness that causes severe disability and pushes people to
suicide as mere hysteria. In the past, the medical profession
have been proved wrong because new technology and new
information came to light. Wouldn't it be responsible to stay
open to the ideas being developed in other countries?

Jeanette Ward

Blantyre,
Scotland, UK

2017-09-27

I have suffered with ME/CFS for 12 years. Was forced to stop
working. It has changed my life completely

ann west

prestwick,
Scotland, UK

2017-09-27

The functional disorder position has no scientiﬁc basis, and
would deny treatment for many comorbid conditions, which
may signiﬁcant improve quality of life for those with ME.

Angela Walker

Motherwell,
Scotland, UK

2017-09-27

I have this disease and ﬁnd the current guidelines insulting
and detrimental to the patient experience.

Helen Paull

Australia

2017-09-27

I am signing this petition as many (including immediate
family) are suffering and Not Receiving the correct
diagnosis, understanding or support required to treat this
condition.

Maree Candish

Christchurch,
New Zealand

2017-09-27

The neurologist I saw said, as he ushered me to the desk to
pay a large amount of money 'I see a lot of people like you.
You have all just become a bit over-sensitive. We don't know
why, but it's nothing to worry about.' Where is the curiosity,
intellectual rigour and compassion?

Claire Davey

Bristol, England,
UK

2017-09-27

I suffer from CFS/ME. The NICE guidlines need to be
based on scientiﬁcly acurate facts not just made up from
someones opinions who obviously dont understand what
any of us are going through. More research is needed to
fully understand this illness the guidlines for treatment
should come from fully tried and tested research on a large
scale. There are plenty of us so no excuses for only testing a
few.

Megan Hun

Exeter, England,
UK

2017-09-27

Six years now. Listen to us. You wouldn’t insult someone
with HIV or M.S. to ‘think themselves better’ so don’t
trivialise a disease which has utterly disrupted so many
of our lives. I would give absolutely anything to have the
energy of those around me, to not be in constant pain, to
wake up feeling refreshed, to not have to constantly be
vigilant about my energy reserves and have to budget them.

Pam Morton

Dosthill,
England, UK

2017-09-27

I have been physically ﬂoored since contracting CFS/ME
through spine surgery. I have a deﬁnite start to my
condition. Two surgeries, ﬁrst one left me with mild CFS/ME,
the second severe CFS/ME. I am not depressed, just angry
that we are left to suffer such a dreadful illness with next to
no recognition. Somebody needs to listen and help us get
the acknowledgement we deserve.
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Elaine Hawkins

Exmouth,
England, UK

2017-09-27

I have had m.e for 20 years..its not a mental illness.if that
was so then all the cbt work i did wouldve worked.It didnt
and i continue to worsen

Jo Winspear

Guisborough,
England, UK

2017-09-27

Please sign it took us 3 years to get my daughter diagnosed
and so many Drs and health care professionals still don't
understand this debilitating condition, thanks

Michelle Johnson

Witham,
England, UK

2017-09-27

Having had this illness for 10 years you learn allot about
your body and your limitations. For years people have
not taken this illness seriously and for what it really is.
Pacing and CBT make this illness worse and you cannot
think yourself better. Real research needs to be put into
this as none of the recommended guidelines are based
upon evidence. You cannot create cures and guidelines on
'thoughts'. Much media would suggest that M.E could be
a form of Polio. There is not concrete evidence on this yet
and is still under investigation but probably more likely to
be the case than the hole you keep throwing us in. Take this
debilitating illness seriously and give us the respect we so
fully deserve!!

Vanessa Gaskell

Exmouth,
England, UK

2017-09-27

GPs need help understanding this disorder. The nice
guidelines need to be as accurate as possible. The NHS is
letting us sufferers down every single day.

Ewart Shaw

Warwick,
England, UK

2017-09-27

My daughter had to drop out of the sixth form because
of ME, and her condition has deteriorated to the extent
that at 30 she needs a wheelchair and a carer to get out.
She had developed type 1 diabetes at age 13, then aged
16 she had chicken pox for the ﬁrst time, tested positive
for Epstein-Barr, and developed coeliac disease. It looks
like the combination was too much for her system to
cope with. Now psychiatrists are trying to say that her
ME stems from depression. Of course she's depressed!
- her life has been destroyed - but the depression is a

product, not the cause.By the way, I'm a medical statistician,
and in my view the analysis and reporting of the 2011
PACE trial, and the subsequent actions by the journal
and the authors, were appalling. See for example: <a
href="https://www.statnews.com/2016/09/21/chronic-fatigue-syndrome-pacerel="nofollow">https://www.statnews.com/2016/09/21/chronic-fatigue-syndro
</a>
Rie Hargreaves

Hemingford
Abbots, England,
UK

2017-09-27

I have had M.E. for over 20 years, I am a nurse(now retired).
I know that I do not have a 'false illness belief' and am
astounded that the medical profession will not take the
ongoing research into a physical cause of M.E. seriously.
I have been a nurse so long that I remember seeing
people with Huntington's Chorea and SAH being treated
on psychiatric wards. I KNEW THEN AS A SECOND YEAR
STUDENT NURSE THAT THESE PEOPLE DID NOT HAVE A
PSYCHIATRIC DISEASE, WELL NEITHER DO I.
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Davit Trowt

Grampound
Road, England,
UK

2017-09-27

People like myself need real help and real research, it is not
in our heads! This is very real and very physical, I sometimes
wish it was in my head, how easy it would be to carry on
then, sadly it is not so.

Khatijah Shakur

UK

2017-09-27

I have ME and no medical support!

Kim Whitworth

Peterborough,
England, UK

2017-09-27

I have ME

Helen Richardson

Crowborough,
England, UK

2017-09-27

M.E. Is clearly neurological. The abuse of patients by
claiming otherwise must stop.

Cara Russell

Sheﬃeld,
England, UK

2017-09-27

Because I have M.E

Nickstopheles
Riffedopopovitch

Winterton-on-Sea,
England, UK

2017-09-27

I've developed ME after a severe viral infection about 12
yeas ago. It took 5 years to get a diagnosis which, in a lot
of respects, seems to make matters worse.I didn't ask for
this illness. I don't want it on any level but what I do want
is acceptance of the fact that I have it by those in a position
to help me and my fellow sufferers instead of being either
fobbed off, ignored or ridiculed. NICE need to get wuth the
programme.

Brenda Vreeswijk

De Bult,
Netherlands

2017-09-27

ME is real...a complicated multi systemic illness that will
not go away by thinking positive and ignore the symptoms.
Forcing to exercise can worsen symptoms for a longer time
or even permanently.The WHO classiﬁed it in 1969 as a
distinct organic neurological disorder. M.E. is classiﬁed in
the current WHO International Classiﬁcation of Diseases
with the neurological code G.93.3.

Marie Johnson

Aylesbury,
England, UK

2017-09-27

I have had ME/CFS for four years, two of those I was bed
bound. It is completely debilitating and took away my
whole life. Slowly I am getting back some of my life, but
this condition needs more understanding and people need
proper medical support and guidance!

Lynda Maskell

Penzance,
England, UK

2017-09-27

M.E. is a neurological illness, recognised as such by the
WHO, which has physical symptoms for which sufferers
deserve access to neurologists. To downgrade this very real
and disabling illness as 'emotional' is an insult

Andrew Snaden

Bristol, UK

2017-09-27

I have been a victim of this illness for many years and we as
sufferers don't want it marginalised, it needs treatment not
us being fobbed off by most of the medical profession.

Marie Johnson

Aylesbury,
England, UK

2017-09-27

I lost my job and my house, my husband and mum cared
for me for two years as I was unable to get out of bed most
days. I shrank from a busy, sociable person to someone who
went days without talking to anyone other than my mum
and husband, my body wouldn't cooperate and my mind
was sluggish. I'm recovering now, three years down the line,
but I still have lots of symptoms and they are physical, not
something that I am making up!
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Claire
Armstrong-Brealey

Potters Bar,
England, UK

2017-09-27

As a sufferer of ME for over ten years, it beggars belief that
the medical society is no further forward. Do they actually
consult with genuine cases or do they just make it up as they
go along?

Marie Johnson

Aylesbury,
England, UK

2017-09-27

Ewart, the argument around depression is one I could have
for days! Like your daughter I got depressed because the
illness stole my life, I was not ill because I was depressed!!!
People just don't understand the difference. Wishing your
daughter well xx

Marie Johnson

Aylesbury,
England, UK

2017-09-27

Don't push through, trust me, it doesn't work. Listen to your
body, you know it best x

Teresa Neaves

Rainhill,
England, UK

2017-09-27

We wouldnt be so I’ll if we could think ourselves better .....
Do these ppl think we don’t try already ..... had me 10 years
.... an I’m sick of hearing an being told if I try harder or do
more I may feel better .... an if I do not try I’m lazy an not
trying hard enough ..... I’m 43 I wanna live life go an on
adventures .... but no matter how much I try my body let’s
me down .....

Julie Blatchford

Plymouth,
England, UK

2017-09-27

We need more understanding, support and help to live with
the condition.

Jane Smith

Camberley,
England, UK

2017-09-27

There is no evidence ME is a 'functional disorder'. There is
evidence of physiological disruption. ME should be classed
as a physical disease.

Marie Johnson

Aylesbury,
England, UK

2017-09-27

Disgusting, call themselves professionals!

Lynda Maskell

Penzance,
England, UK

2017-09-27

I'm a determined, active woman and my life has been
devastated by this illness. At the moment it dictates
everything I can do, from not being able to work, to having
to stop to rest after walking up 5 stairs. If it were a matter
of willing myself better I'd be there already. Suggesting that
M.E is 'emotional' is insulting

Louise Jones

Swansea, Wales,
UK

2017-09-27

M.E. is recognised as a neurological condition by the UK
Dept. Of Health & W.H.O.......NICE need to update their
guidelines & opinions

clare wadey

Horton Kirby,
England, UK

2017-09-27

I was a ﬁt active mid 20 year old. Worked in Fitness as
a health club manager I then contracted Guillain- Barre
Syndrome before being diagnosed with ME. It has taken the
best years of my life so far. Any attempt to be active have
resulted in me relapsing. This is not a functional disorder.

lisa moore

March, England,
UK

2017-09-27

As a ME/CFS patient I know only too well this is not a
functional disorder. It is far more serious than people are
lead to believe. Changing the guidelines will be a good start
to getting our condition taken seriously

carol ekins

Hoddesdon,
England, UK

2017-09-27

I want/demand justice n proper research n care n no more
fakery for the hundreds of men, women n children in UK

Name

Location

Date

Comment
who are treated so appallingly on top of their great suffering
with this life stealing illness. Justice where insurers, drug
companies n psychiatrists are no longer bowed to instead of
priority given to sufferers n their families. Where sick people
don't have to endure, n be made worse, by NICE ordered
programmes else receive no ﬁnancial help. 'You don't want
to get better'. ##

Patricia Davis

Dorchester,
England, UK

2017-09-27

I have had ME for 27 years. For the ﬁrst decade when it
was relatively mildly effected, I continued to work, raise a
family and tried to ignore my symptoms and get on with life
while suffering constant nausea, muscle pain and weakness
and feeling ill all the time. I did not symptom focus or have
false illness beliefs, I did not stop being active and was not
deconditioned, yet right from the start my legs felt like they
were going to collapse after walking a short distance, I had
muscle pain that got worse the more i did, and I went to bed
close to tears from pain and exhaustion every day. I pushed
on regardless, getting sicker and sicker until I was forced
into ill health retirement. I am now housebound and mostly
bed bound despite my best efforts. I am not depressed,
but incredibly frustrated that my declining physical health
stops me doing the things I long to do, and I feel like I have
permanent ﬂu. I do not in any way ﬁt the psychosomatic
description of someone who is fearful to live life and sit

Jane Warner

Malpas,
England, UK

2017-09-27

I've been ill with M.E for over ten years and it is devastating
illness for me and everyone in my family as a consequence.
In no way, has this ANYTHING to do with my emotional
attitude to life. I was one of those 'go getting' types with
masses of energy and ambition and love of life. Utterly
ridiculous to even link my illness with anything other than a
physical problem... NICE need to study all the scientiﬁc work
in other countries who seem to be way ahead of us in the
U.K..

Elizabeth
Lightowler

Hessle, England,
UK

2017-09-27

I have ME and it is not a functional disorder.

Emma Kennedy

Newmarket,
England, UK

2017-09-27

I don't need another person telling me it's all in my head! I
thought we were moving forwards, not backwards?

Anne-Marie Taylor

Maghull,
England, UK

2017-09-27

I have suffered with M.E for 25 years.

Eileen Bamford

Elland, England,
UK

2017-09-27

I ﬁrmly believe ME is NOT a functional disorder and if
classiﬁed as such, thousands of sufferers will not get the
help they need. Please don't further isolate the already
vulnerable, desperate and desolate.

Jo berry

Crowborough,
England, UK

2017-09-27

I’ve suffered with ME/CVF for 8 years and was told by one dr
there was nothing stopping me from running a marathon
except myself! Appalling. Luckily I have a GP who completely
understands and does her very best for me
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Anna-marie
Roberts

Denbigh, Wales,
UK

2017-09-27

I have a daughter that was diagnosed with CFS when she
was 14 years old

Laura Lipscombe

Doncaster,
England, UK

2017-09-27

I have lived with M.E for almost 13 years now. I was ﬁne until
I had ﬂu. I believe that M.E is a physical disease. It is not
psychological.

Heather Tyson

Carshalton,
England, UK

2017-09-27

There has been no evidence provided to support these
claims – they do not even comply with the guideline on
M.E./CFS – and yet NICE purport that their guidelines are
'evidence-based'.

Heather Tyson

Carshalton,

2017-09-27

England, UK

There has been no evidence provided to support these
claims – they do not even comply with the guideline on
M.E./CFS – and yet NICE purport that their guidelines are
'evidence-based'.

Karen Peart

Liverpool,
England, UK

2017-09-27

I went from the happiest and healthiest I had been in my life
to constantly ill. Something is making me ill and its not my
emotional health thats the problem. We just want treatment
based on the best current evidence and research to improve
that evidence.

Roberta Fowler

Dunstable,
England, UK

2017-09-27

There needs to be more support and a clear pathway for
GP's to refer people who are symptomatic of this condition,
so there is the correct support and research done to ﬁnd
out possible causes and treatments to help people who are
suffering from ME. Without this we are effectively saying
they are a lesser priority and this is not acceptable for
anyone who has a health problem.

evelyn stocker

paisley,
Scotland, UK

2017-09-27

my daughter suffers and no sensible person could imagine
this as being anything but a neurological disorder

Florence Maes

Albias, France

2017-09-27

I sign because I love Mika and I wish she could have a
normal life

Leone Leah

Hebden Bridge,
England, UK

2017-09-27

people with ME need all the help they can get, it is real and
extremely debillitating

Pamela Spychalski

Golcar, England,
UK

2017-09-27

I am fed up of being fobbed off by doctors.

Sally Cain

Melksham,
Armed Forces
Paciﬁc, US

2017-09-27

I have suffered from ME years and to be thruthful I ﬁnd the
current NICE guidelines a complete insult!

Claudia Heron

Newcastle Upon
Tyne, UK

2017-09-27

.

Jenny Billings

Woodthorpe,
England, UK

2017-09-27

If you were diagnosed with MS or Parkinson's you'd expect
more than a pat on the head and a bit of counselling,
wouldn't you? Demand better treatment for ME sufferers
NOW and STOP this rampant misinformation!
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Location
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Joy Mlliken

UK

2017-09-27

I have ME

Eleanor Martin

Birmingham,
England, UK

2017-09-27

I have ME and it does not behave "like" a neurological
illness, it is a neurological illness

Elaine Brogan

Ashington,
England, UK

2017-09-27

I am a CFS/ME sufferer and feel totally isolated and
unsupported

Jenny Billings

Woodthorpe,
England, UK

2017-09-27

Well said! ##

Nicola Ingram

Birmingham,
England, UK

2017-09-27

I've had this illness for nearly 18 years. Im in constant pain
spend most of my days in bed and can't function on a daily
basis.

Julia Glenn

Lyme Regis,
England, UK

2017-09-27

35 years of experience of this illness

Kathy Berry

Derby, England,
UK

2017-09-27

There is a mass of good research from the US (e.g. Naviaux
et al, Montoya et al, Van Ness et al), the UK (e.g. Newton
et al) and many other countries which demonstrate clear
biochemical and physiological issues in ME. For it to be
described as something driven by emotion 'mimicking
physical disease' is factually wrong and deeply misleading.
This belief can lead medical professionals to become very
dismissive of ME patients, even when they are suffering
severe pain or physical diﬃculties- for example with acute
exacerbation of their low blood volume. In the most extreme
examples this dismissive attitude could be life threatening,
and it certainly deters patients from seeking timely medical
care. It also gets in the way of patients receiving adequate
social care and disability payments.

dawn wright

Thetford,
England, UK

2017-09-27

It is a debilitating condition and hell to live. With

Helene Bott

Canterbury,
England, UK

2017-09-27

I am fed up with treatment for M.E./CFS being based on no
or poor evidence. How dare you say it is driven by emotion
and only mimics a disease without scientiﬁc proof to back
this up. Each time it is a slightly different version of 'you're
not really ill, are you?' The way people with M.E./CFS are
treated by some members of the medical community is
disgusting, and shows they are not ﬁt to do the job they
currently do.

Barbara Caspari

Cheltenham,
England, UK

2017-09-27

These people are being ignored and left to rot in darkened
bedrooms, given entirely the wrong treatment and their
parents treated like idiots. Its appalling.

Jenny Billings

Woodthorpe,
England, UK

2017-09-27

Well said!!

Sandra Spencer

Belper, England,
UK

2017-09-27

I have had this illness for 15 years and it completely
changed my life and that of my family,millions around the
world are suffering and it is time this disease was taken
seriously.
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Noelle Patterson

Belfast,
Northern
Ireland, UK

2017-09-27

I have ME

ally McGurk

Crosby, England,
UK

2017-09-27

I have a number of good friends who suffer from this
disease, and am appalled at the cavalier attitude of most
medical people towards their illness. If a cure is ever to be
found, it's vital that proper accurate guidelines are created,
reﬂecting the real status of this cruel disease. When you
meet real patients it's obvious it's not "in their minds" in any
shape or form.

Ann Hasnip

Worcester,

2017-09-27

England, UK

Andy Hugh

Loughton,
England, UK

I have had undiagnosed ME/CFS symptoms since 1985.
No one has ever put the symptoms together to make a
diagnosis . All tests -apart from low vitamin D have come
back Ok inspite of constant pain and inability to live a
normal life . There are thousands of others like me who are
not getting the help they deserve .

2017-09-27

As if treating ME as a functional illness isn't bad enough, the
consequential harms that result from the systematic mass
media brainwashing of the population into believing such
ignorance is horriﬁc. Time and time again, children with ME
with a physical inability to create aerobic energy are being
forced into continuous over exertion by professionals led
to believe in such pseudoscience, to the detriment of those
poor children. Many end up bedridden for years or decades.
The situation feels akin to mass genocide. The attitude
towards ME sufferers has to change and until the psychiatric
theories are removed and the objective biomedical science
given the lead, the harms being caused will continue.

Anthony Bradstock

Shirley, England,
UK

2017-09-27

There is plenty of research proving the
physiological/neurological illness that impacts on both
physical and mental functioning. If you had taken the
trouble to attend the regular Invest in ME conferences(
now in their 13th year ) you would know that. Stop playing
politics with peoples lives. We know, you know. Grow a pair !

Brendan Boyd

Merseyside,
England, UK

2017-09-27

If only it was a functional disease , i would be back living the
life I loved that just stopped over night , 17 million people in
the world can’t just be imagining up an illness which leaves
them at the mercy of people to help with the simplistic tasks
in there lives now , it’s so easy to turn a blind eye to people
so desperate to get there lives back and say there only
making it up

Jane Samuel

Woking,
England, UK

2017-09-27

I have ME. Neurologist thought it might be functional.
Psychiatrist,he referred me to, agreed with him because I
have ME. Despite not ﬁnding any mental health problems,
NO depression or anxiety. No previous problems.! 2 NHS ME
/CFS Clinics have not found any functional disorder either.
ME and Finromyalgia both occur in 2'of my close family.
All after viruses like me. They don't have mental health
disorders either,
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Maggie McLeod

West Bridgford,
England, UK

2017-09-27

I have had ME/CFS for 27 years. For the ﬁrst 17 years it
was months of remission followed by months of relapse;
I struggled so much in those years working and raising 2
children with very little time off work. 10 years ago I hit a
big relapse that saw me off work for nearly 11 months . I
did everything I could to help myself get better at my own
instigation and through my own research. I returned to wirk
in 2009 ztill struggling, w/ends & holidays were ﬁr recovery.
From late 2011 until the autumn of 2015 I had a marvellous
period of full remission. Since the autumn of 2015 my health
has signiﬁcantly deteriorated (ME/CFS). Nothing my GP or
NHS can offer. And there are people much wirse ofc than
me. It truly is time this condition was properly recognised
and treated. We are not shirkers, we are not hysterical, we
have real and sebilitating symptkms tgat are preventing us
from working/ studying/ engaging fully in life. We deserve
and demand respect.

Larissa Dean

Kelowna,
Canada

2017-09-27

I have ME so I know! Stress can trigger ﬂare ups as it like
other triggers are affecting the bodies ability to manage
and control it but enemy when well will always have post
exertion malaise and can't do any exercise anymore or
work even what I love to do.... horse riding!! I can heal but
need help support a zen like existence to reverse the toll
every thing takes on my system!! Not something that will
disappear with emotional management but that helps to
reduce symptoms and by staying below the baseline (maybe
5-10 credits a day) compared to unlimited one can reduce
ﬂare ups of the nasty symptoms like pain anxiety depression
rashes colds etc etc!!!! However to avoid symptoms one
must rest can't work depending on severity!

Tracy ashﬁeld

Tipton, England,
UK

2017-09-27

ME isn’t a functional disorder

Karla Harvey

Swindon,
England, UK

2017-09-27

I have ME & ﬁbro. It has destroyed my life. I have been
abandoned by medical services and I am living a desperate
life of poverty because no one believes this is real
(government assessors). I don't know what is worse:
existing, scraping through each day with this illness or the
eye-rolling scorn & punishment for having having it.

Linda Dunn

Havant, UK

2017-09-27

My daughter has had M.E. for over 20 years and been
treated badly.

Barbara Fell

Merseyside,
England, UK

2017-09-27

I have M.E. and it is certainly NOT an emotional condition.

Samantha Ross

Arbroath,
Scotland, UK

2017-09-27

I 'burnt out after 'Inﬂuenza/and Glandular Fever at the age
of nineteen, I am now 45 and I have been so utterly failed
and left to 'self manage', whilst openly judged and ridiculed
at best, dismissed as depressed at worst and left to sub-ex
ist.I am too weak and tired to ﬁght and push for myself I'm
worn out....and have been for the last 26 years of my so
called 'life.....it is not a condition of 'emoition/mind it is of
body.
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Anne Friston

Edinburgh,
Scotland, UK

2017-09-27

People with M.E. are not being treated humanely.

Tracey Sunley

Leicester,
England, UK

2017-09-27

NICE guidelines claim to be evidence-based, therefore their
contents should not include claims that do not reach this
standard.

Sheila Stammers

Clacton-on-Sea,
England, UK

2017-09-27

I love with someone who has M E and I know this
disabilitating illness affects the physical ability of the
sufferer and causes severe fatigue in the body and the brain
function

Stephanie Harper

Lundin Links,

2017-09-27

Scotland, UK

My son has gone from an active, happy university student to
being a prisoner in his own room. His pain is endless and he
is unable to do the most basic of tasks to care for himself. I
would beg anyone who thinks this is a choice to live one day
in the life of someone with ME.

Ursula Cock

Manorbier,
Wales, UK

2017-09-27

I would like the right medical care and support for people
suffering from these debilitating diseases

Ian howe

Penrith,
England, UK

2017-09-27

We need far greater Biological research into ME/CFS before
'pigeon holing' it as some kind Functional disorder.....many
peoples lives are at stake here.

Kate Betts

Ashby-de-la-Zouch, 2017-09-27
England, UK

A very dear friend's husband took his own life, a school
friend missed 5 years of her children's lives and my partner
has this horrible 'condition'......after 30 years of working
on farms and as an hgv driver for 70/80hr weeks he now
struggles to walk the dog.

Maggie McLeod

West Bridgford,
England, UK

2017-09-27

So closely reﬂects what I wrote as my reason for signing.
I also have had this 27 years. I am able to lead a limited
life but have increasingly frequent bed days. I recently saw
an OH as I have been off work some months now and am
probably looking at ill health retirement if I can get it , this
man was incensed that I had not had CBT ( his answer to a
condition that he claims to be an expert in), even my GP who
knows me well thought that was a nonsense .

Louise Cox

Sunderland, UK

2017-09-27

I was classes my a neurologist with functional disorder
before m.e was diagnosed.

Marilyn Gavranovic

Australia

2017-09-27

ME is not a functional disorder. It is NeuroImmune.

Sarah Craggs

Gateshead,
England, UK

2017-09-27

I was struck down with CFS at a time when I had a great job
that I loved, I was in a very good relationship, no worries,
lots to do and look forward to...and suddenly, I was very ill.
No energy..no ability to do the job I enjoyed, see my friends,
be independent. This is purely physical illness with a massive
negative impact on mind and soul...as you helplessly see
your life as you know it disappear... NICE must listen to the
patients in order to gain a better understanding of this. Its
physical.
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Jennifer Vaudin

Matlock,
England, UK

2017-09-27

A neurologist was the only person with the observational
skills and expertise to identify my illness and what the issues
might be. I do not think it is appropriate to close doors some will be misdiagnosed and thus untreated, some will
be left wondering if they really have another neurological
disorder and suffer as a result of that uncertainty.

Yvonne Foss

Caterham,
England, UK

2017-09-27

NICE should stop basing their guidelines on the
emotionally-driven beliefs of a handful of so-called
experts who have made no attempt to explore the
disease and its pathophysiology. Instead they should
start listening to the patients, and base their guidelines
on a thorough study of the epidemiology, physiology,
immunology, biochemistry, and neurology ﬁndings,
including mitochondrial dysfunction, neuroimaging, and
infectious aetiology.Now is the time for NICE to recognise
that the UK, embarrassingly, leads the way in the promotion
of a misinformed, untestable, and therefore unscientiﬁc,
paradigm for ME, which has impeded both clinical and
scientiﬁc investigation into the disease. I have had ME
for more than twenty years and I am staggered by how
little progress has been made in understanding, or even
accepting, the disease during that time.

Tracy Bayliss

Didcot, England,
UK

2017-09-27

I have ME and it is not a functional disease! It has stolen my
marriage and life

Leah Huntley

Neath, UK

2017-09-27

I have ME and it is not functional

Karen Shackson

Cardiff, Wales,
UK

2017-09-27

Well said

teresa baker

Gresham,
Oregon, US

2017-09-27

My wife has me and is in the Uk

Sam Reece

Norwich,
England, UK

2017-09-27

My wife has ME.

Ian howe

Penrith,
England, UK

2017-09-27

To 'NICE' I say, You do not have all the medical evidence and
information yet. Much more is needed in regards 'Biological
research'......many peoples lives and health are not being
improved enough, or at all, from just Behavioural Therapies.

Steve Fenney

Redruth,
England, UK

2017-09-27

Never seen a neurologist. Do get peripheral neuropathy, but
wouldn't expect help with that. I've been more interested
in referral to immunology, but had that blocked. Prefer
neuro-immune classiﬁcation to neurological....immune
cause, neurological effects. Treat causes not symptoms.

Sarah Jackson

Hove, UK

2017-09-27

My Mother has lost 20 years and her entire retirement
to this dreadful illness. She is now 80 and completely
housebound and trapped in a prison of pain and suffering
with no hope of a cure while institutions such as NICE
continue to perpetuate myths and prejudice about this
condition.
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DENISE higgs

Leighton
Buzzard,
England, UK

2017-09-27

Becausecwe should! Maybe we get progress with help !!

Kerry Ashcroft

Danbury,
England, UK

2017-09-27

My partner of 33yrs has had M.E for the past 6yrs. He has
gone from a hard working active 14stone man to someone
who's everyday life is a struggle. He is now only 7stone
all muscles have wasted away. We don't have any doctors
helping us or interested in recording what this desease
does to people. He has no life, constant pain. No visitors,
no one that understands other than myself who is living
through this with him. Our son graduates next year but his
dad cannot be there because of this life stealing illness. He
doesn't leave the house, we haven't had an holiday for years
or a meal out, a walk along the coast, nothing. Everyday I
am watching him slowly and painfully die, alone because
that's how he feels.... Alone..... No medical support and
people still not understanding or taking fybro myalgia/M.E
seriously, he has both and I strongly believe they are
connected, one of the same........ This truly is not a mental
illness manifesting in the physical. Yes I do believe that any
mental worries or anxiety ove

Yvonne Foss

Caterham,
England, UK

2017-09-27

Well said Patricia, your story is very similar to mine. All
the core symptoms were there when I was working,
doing exercise etc. and have persisted throughout many
changes in my life, so they are most deﬁnitely not due to
deconditioning, beliefs, emotional problems, or any other
aspect of my lifestyle that ill-informed people prefer to
believe because it is easier than facing the fact that we are ill
and they don't know why.

Rebecca Stead

Wath, England,
UK

2017-09-27

I was diagnosed 4 years ago and had to battle for 3 years
before that to get recognised. I still now have to battle every
time I visit certain GP’s because they either don’t understand
or don’t believe. This is a life changing illness. Please don’t
make it harder for us than it already is!

Beverley Beckett

Stainforth,
England, UK

2017-09-27

I have had a diagnosis of moderately severe ME for sixteen
years & have so far found no success with any prescribed
treatments. I am currently without any medication
whatsoever & struggle to the point that am I rarely able to
wash myself let alone leave my home. My GPs know very
little about my condition & I ﬁnd it pointless even bothering
to see them anymore.

Allan Scott

Hitcham,
England, UK

2017-09-27

As an ME survivor I have spent the last 30 years dealing with
the fact that NO ONE yet knows how or why this condition
arises or what its true causes are. This guideline is nothing
more or less than a cop-out. ME sufferers deserve much,
much better.

Amanda Russell

Southoe,
England, UK

2017-09-27

Two degrees, home owner, physically ﬁt, single mum,
everything in life was great. But then started to feel ﬂu
like symptoms - to now bedbound/ housebound for last 9
months. No cure, no help. Silently suffering behind closed
doors, with the real risk of losing everything I worked hard

Name

Location

Date

Comment
for. I am motivated, passionate, hard working, ambitious
person but my body is now failing me...

Holly Stubbs

Catbrook, Wales,
UK

2017-09-27

I suffer with M.E. and I can assure you, it is not
psychological.

Tracy Turner

London,
England, UK

2017-09-27

I've had M.E for 16years and have not been able to 'think'
myself better yet. I'm not emotional about it, it's a fact of my
life. I don't 'give into it' I ﬁght it it everyday and deal with the
very physical pain, brain fog and fatigue that is ever present.

Ephraim
Darnbrook

Sherburn in
Elmet, England,

2017-09-27

I trust the information source.

UK
Sonia Bloomﬁeld

Stone, England,
UK

2017-09-27

Diagnosed 2 months ago after battling with this for over 3
years. Why does it take so long to be listened to!

Tony Ransley

Beech, England,
UK

2017-09-27

I have seen to many struggle with ME to say it's in the mind
is just ignoring the real physical struggle of this group of
serious conditions...

Marie Dent

San Jose,
California, US

2017-09-27

Hi I had extremely good health all my adult life. I worked
from 25 years until I was 60 years working in the community
with many different people;With disabilities.In the not for
proﬁt organisations the pay is low at every level but the
job called for a sense of vocation Many voluntary hours
were put in by some of the Support Workers including
myself.I had a health check up when I turned 60 year.I had
good health , that was in the may by the time July came I
caught the ﬂu for the ﬁrst time. I was so ill.After 6 months of
contining servre ill health my Dr diagnosed me with ME CFS.
Ihad never heard of it.I was able to network myself , to ﬁnd
Support groups as in my work I knew how valuable they can
beT

Shaun Spencer

Portsmouth,
England, UK

2017-09-27

Same time frame to the illness as me Amanda.

Christine Fenton

Sligo, Ireland

2017-09-27

I have been diagnosed with ME against internationally
recognised criteria. I have tests results which show different
systems & organs within my body are not functioning as
they should, nor do my mitochondria which fail to produce
the energy to 'fuel' all the systems & organs in my body.
All my physical responses are identiﬁed in the worldwide
biomedical research. To suggest that 'mind over matter'
will enable me to return to a previous higher level of
functioning is a cruelty & in my case, such efforts to proceed
with activity, such as remaining upright, when my body is
messaging that I shouldn't results in paralysis for a period
of hours, that is no ability to move, open my eyes, speak
- nothing, but I am conscious & all senses at this time are
heightened.The hospital, now, recognises this situation &
knows how to support me to best effect.It seems to need
the 'health professionals' to have experience of the way a
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body with ME responds before they have any understanding
of the devastation this disease ca

Kevin L

South Glens
Falls, New York,

2017-09-27

The level of seriousness of this illness needs to be raised!

2017-09-27

My daughter has had this for 3 years along with other
complications. She dealt with childhood brain cancer easier

US
Leigh Munson

Diss, England,
UK

than this. So debilitating & unseen to others. A lonely world
for her
hannah davis

Dorchester,
England, UK

2017-09-27

M.E. is a real, biological illness that doesn't let me be
functional at all.

Shaun Spencer

Portsmouth,
England, UK

2017-09-27

My OT yesterday told me to "project an image of how I
would like to see my self in the future" when I replied I
couldn`t imagine myself cured of this illness (re lack of
funding/research, UK thinktank outlook/viewpoint of it etc)
she replied - "well that`s a choice isn`t it" .... Yes , like I have
chosen to be stuck in a bedroom and miss out on an entire 9
months of valuable precious life with my partner and family
:/

Mary Rogers

HANTS, UK

2017-09-27

People suffering need support.

Margaret Chinn

Great Witley,
England, UK

2017-09-27

I have been ill for over 20yrs and I can assure you that if ME
was not a physical illness and that it was only a case of mind
over matter then I would have been CURED in the ﬁrst few
weeks.No one would choose to live the life I have to live if
they could simply think themselves better .

evyan baxter

Blackpool, UK

2017-09-27

my friends in pain so I'm in pain

Rachel M

Madison,
Wisconsin, US

2017-09-27

I have CFS/ME

Anita Gough

Nottingham,
England, UK

2017-09-27

I am a sufferer from this awful illness for 8 years. The
treatment offered was not useful at all. Can me move on
now and ﬁnd out what this illness really is?

Kerry Ashcroft

Danbury,
England, UK

2017-09-27

My partner of 33yrs has had M.E for the past 6yrs. He has
gone from a hard working active 14stone man to someone
who's everyday life is a struggle. He is now only 7stone
all muscles have wasted away. We don't have any doctors
helping us or interested in recording what this desease
does to people. He has no life, constant pain. No visitors,
no one that understands other than myself who is living
through this with him. Our son graduates next year but his
dad cannot be there because of this life stealing illness. He
doesn't leave the house, we haven't had an holiday for years
or a meal out, a walk along the coast, nothing. Everyday I
am watching him slowly and painfully die, alone because
that's how he feels.... Alone..... No medical support and
people still not understanding or taking fybro myalgia/M.E
seriously, he has both and I strongly believe they are
connected, one of the same........ This truly is not a mental
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illness manifesting in the physical. Yes I do believe that any
mental worries or anxiety over t

Sharon Grace

Leeds, England,
UK

2017-09-27

Fed up of Drs not giving a crap. Having no knowledge and
no treatment.

Shaun Spencer

Portsmouth,
England, UK

2017-09-27

"The situation feels akin to mass genocide" ....systematic
mass abuse, neglect, failure of care, violations of human
dignity "Resolving to take such measures as are necessary
to safeguard human dignity and the fundamental rights and
freedoms of the individual with regard to the application of
biology and medicine."

frances long

Tonbridge,

2017-09-27

England, UK

My daughter was diagnosed ME for many years. There was
no help at that time. She improved after she stopped eating
gluten. I once went to a lecture where they said that many
people are diagnosed with ME meaning the doctors don't
know what is wrong. Sometimes another diagnosis has been
missed. (As in my daughter's case - they didn't check for
coeliac) It is just too easy to say that it is a psychological
condition caused by emotion. Emotions are intertwined
with ALL illness. I saw this during over 35 years nursing in
the NHS. It is widely recognised that stress can bring on
heart attacks for instance. We need to get rid of this silly
stigma about separating anything that has any connection
to emotions and making out the people are inventing their
symptoms. It really doesn't help anyone

Joan Byrne

Dublin, Ireland

2017-09-27

It's criminal that people with Myalgic Encephalomyelitis still
have to protest this shit after decades and decades of abuse
by the U.K. Psychiatric cabal. The NICE guidelines for ME are
based on nothing but a 'belief' system promoted relentlessly
and endorsed unquestioned by the SMC. Not one single
shred of evidence exists for this false belief. It's simply a
theory of theirs that their careers now depend on. They are
not going to go lightly. I challenge these people to show me
even one single person who was diagnosed with M.E. using
the ICC that has recovered as a result of their mind game
therapies and their graded exercise. On the other hand
there are thousands and thousands of research evidence
papers pointing to the systemic, immune, neurological and
metabolic dysfunctions of this illness. A functional illness by
its deﬁnition has to show all examinations as being normal.
People with M.E. have plenty of evidence. Stop pretending
they don't and do the proper testing. Of course you won't
ﬁnd things if yo

Shaun Spencer

Portsmouth,
England, UK

2017-09-27

"Resolving to take such measures as are necessary to
safeguard human dignity and the fundamental rights and
freedoms of the individual with regard to the application
of biology and medicine." "Violations of human dignity in
terms of humiliation refer to acts that humiliate or diminish
the self-worth of a person or a group" "Acts of humiliation
are context dependent but we normally have an intuitive
understanding where such a violation occurs. As Schachter
noted, “it has been generally assumed that a violation of
human dignity can be recognized even if the abstract term
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Comment
cannot be deﬁned. ‘I know it when I see it even if I cannot
tell you what it is’”.[8] More generally, etymology of the
word “humiliation” has a universal characteristic in the
sense that in all languages the word involves “downward
spatial orientation” in which “something or someone is
pushed down and forcefully held there”.[9] This approach
is common in judicial decisions where judges refer to
violations of human dignity

Wendy Harrison

Consett, UK

2017-09-27

After 29 years I still get no help

Bridget Chandler

Bridgwater,
England, UK

2017-09-27

I have cfs/me

Christine Byron

Stoke Gifford,
England, UK

2017-09-27

I'm signing because it is appalling that people with ME
should be left without help due to wishful thinking to
save money it is not considered appropriate for referral to
neurologists.

Olwen Bartram

Ely, UK

2017-09-27

I have suffered from ME for almost three years. If it were
'in my mind' I could do something about it. I have fought
against it with regular exercise, kept working and done
everything in my power to halt it. It is still ruining my life
and I worry for the future as despite my actions it is still
getting worse. It needs to be recognised for what it is so it is
necessary to change the current NICE guidelines.

jude leon

Spain

2017-09-27

My husband has this condition

Felicity Jones

Auckland, New
Zealand

2017-09-27

I was sick with glandular fever in my last year of school,
spending many months in bed. I have never been the same .
I am now 52 years old and was diagnosed with M.E last year,
yes over 30 years later. I have spent all those years feeling
inadequate, a hypochondriac, with nowhere to turn. This has
to change!

Liz Britton

Birmingham,
England, UK

2017-09-27

It is time for NICE to properly start examining the multitude
of research papers which prove beyond doubt that ME/CFS
is a physical illness affecting multiple systems of the body.
For too long they have deliberately ignored this evidence at
the behest of Psychiatrists.If NICE fails to act now then they
remain complicit in medical negligence which allows the
continued suffering of thousands of patients every single
day.

Layla
Redway-Maguire

Bristol, England,
UK

2017-09-27

As an M.E. sufferer for 5 years I have been badly let down by
the health system. A 2 year delay in diagnosis and not being
taken seriously by doctors has seriously contributed to my
suffering. This needs to change. Please sign. X

Tina Corless

Golborne,
England, UK

2017-09-27

I would like to invite anyone that thinks this disease isn't real
or is all in the head. To live in my shoes and then see what
they say! Ignorance is so dangerous. You will not ﬁnd one
lazy person with CFS/ME and life is hard enough when you
are well but try it with CFS/ME and then see how hard it is!
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Charlotte Byrne

Harrow,
England, UK

2017-09-27

We shouldn’t be left with no one to consultant with and
need more support !!

Richard Gilbertson

Voe, Scotland,
UK

2017-09-27

It is not a functional disorder.

Joan Douglas

Glasgow,
Scotland, UK

2017-09-27

I agree she should be supported

Carole Page Davies

Buryas Bridge,
England, UK

2017-09-27

Seeing the lives of several of my friends severely limited over
many years by this disease, and knowing their sincere wish
to get well, work and make the most of their lives, I do not
accept that this disease is "driven by emotion". If it were, it
would be driven away!

Deena Palmer

Rugby, England,
UK

2017-09-27

I have had ME 25yrs. Started after a viral infection. On
minute I was healthy, happy 20 something with high ﬂying
career & the next I can't even get out of bed. The medical
profession has let all us ME sufferers down. It's a disgusting
disease!

Karen Greenall

Formby,
England, UK

2017-09-27

I'm signing because I've had M.E for 13yrs and my daughter
has had it for 7yrs. We have both experienced a lack of
support from the health care professionals and much more.

Michelle Collett

Morley, England,
UK

2017-09-27

I suffer from M.E

Beverley Porrett

Fareham,
England, UK

2017-09-27

I have watch

Sharon
Copperwheat

Kempston,
England, UK

2017-09-27

I suffer with this awful condition.

Charlotte Byrne

Harrow,
England, UK

2017-09-27

To ‘Nice’ How can 10 weeks group CBT and an exercise test
be a means to a cure !! After CBT it’s refer to your notes or
go back to your GP if you have further issues. Then GP just
blames everything on ME/CFS with no help at all. Not even
referral for scans or neurologist to check for anything else.
My mind is positive but my body won’t let me do it !!

Louise Ann

Stirlong,
Scotland, UK

2017-09-27

Please acknowledge current research ﬁndings and do not
list ME as a functional illness.

Beverley Porrett

Fareham,
England, UK

2017-09-27

For 6 years I have watched my sensible but fun loving 30+yrs
daughter struggle to recover from CFS and get back to work.
She is determined not to be beaten but as a consequence is
thoroughly exhausted and in pain most evenings. It is not
'all in her head'!

Rosey Lowry

Knodishall,
England, UK

2017-09-27

After 25 years of ME , it's time this disease was taken
seriously by the medical profession, and a serious effort
made to ﬁnd effective treatment. There is so much suffering
out there.
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Philippa Barnes

Hull, England,
UK

2017-09-27

ME is NOT a functional disorder. The World Health
Organisation, the U.K. Government and Department of
Health all recognise ME as a neurological illness. It is vital
that all adults and children with ME have access to good
neurological care. Neurological research into the illness is
urgently needed.

Ruth Darling

Gloucester,
England, UK

2017-09-27

I have severe M.E. and still live with the stigma of being
looked at as having a fake disease, even by loved ones like
family! It must stop, from the top down!

Jennifer Hodges

Bath, England,
UK

2017-09-27

We need biomedical treatments and an end to medical
abuse.

Ruth Darling

Gloucester,
England, UK

2017-09-27

Have had severe M.E. since 2005. Family doesn't believe in
it. On my own, can't work and only see carers, though social
recently cut my care from 33 hrs a week to 16. Awful.

Sharon Hunter

Belfast,
Northern
Ireland, UK

2017-09-27

m.E. is not a functional disorder and Nice knows it! Stop
faﬃng around and give people with M.E the treatment and
respect they are OWED ,

Frances Hoskins

Tonbridge,
England, UK

2017-09-27

I know from experience in my own family how real and
devastating this condition is - and how little help there is.

Veronica Aw

London,
England, UK

2017-09-27

These are very sick and vulnerable patients who are
routinely discriminated against and stigmatised. If I was
NICE I would be thinking of the consequences. This illness
will be unravelled and all eyes turn on those who have have
inﬂicted this suffering. It will happen.

Jenny Fisher

Kingston Saint
Mary, England,
UK

2017-09-27

Please sign the petition to help ME sufferers get their
condition taken seriously with proper research. At the
moment, many are abandoned, isolated ,in pain and with no
end in sight.

Sally Anﬁlogoff

Reydon,
England, UK

2017-09-27

My daughter has suffered from the severest form of CFS/ME
for over 4 years. It's a physical illness. She has physical
symptoms. Her life has been stolen by a very misunderstood
condition and we need neurologists to remain involved in
CFS/ME

Stella Jamieson

Wigton, UK

2017-09-27

#timeforunrest

Debs Brown

Swindon,
England, UK

2017-09-27

I am signing because there needs to be changes

Catherine Lemsalu

Plymouth,
England, UK

2017-09-27

It is pure negligence of the medical profession and Nice to
not give an illness the necessary respect or research, due to
closed minded idiots ruling how we are seen and treated by
the wider community.

JOSEPHINE
O'DRISCOLL

TORPOINT,
England, UK

2017-09-27

For all those in receipt of out of work beneﬁts, that do not
have a partners wage to fall back on.
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Shona Naysmith

Stonehouse,
Scotland, UK

2017-09-27

Living with my daughter who suffers from M.E it amazes me
how ignorant people are about this debilitating illness .

Nicky Thompson

Whitstable,
England, UK

2017-09-27

I've had no help whatsoever from the NHS for my ME/CFS,
and thousands of other people are in the same situation.

ruth court

Athlone, Ireland

2017-09-27

If MS was treated like this I probably would have committed
suicide by now

eimear forde

Galway, Ireland

2017-09-27

I suffer from ME. It is a horrible illness. It has taken so much
from me, I have young children and they need me. Listen to
the patients, read the research. ME is a real biological illness.
Please do the right thing and hear our truth.

jennie hiett

Salisbury,
England, UK

2017-09-27

I wholeheartedly support this campaign as I know several
sufferers

Heather Bennett
McNulty

Darlington,
England, UK

2017-09-27

This illness has changed my life. I went from being a fully
functioning active person to being wheelchair bound!

Robert Saunders

Balcombe,
England, UK

2017-09-27

I've been diagnosed with severe ME for more than 25 years.
NICE's treatment of ME/CFS in that time brings shame on
the institution and its "experts". Please start listening to
patients, examine the evidence from biomedical research
around the world., and ignore the psychiatrists who done so
much to compound the sufferering of ME/CFS patients for
so many years.

Maria Doswell

Southampton,
England, UK

2017-09-27

The petition should also add this. All GP'S/Neurologists need
to be using the International Consensus Criteria on M.E and
separate the bogus CFS term, often conﬂated with CF, to
ensure no one is misdiagnosed with M.E.

paul harvey

Norwich,
England, UK

2017-09-27

I have me

Kate George

Derbys, England,
UK

2017-09-27

I have 2 friends who suffer with this and I have witnessed
how debilitating and frustrating it is for them. They feel
struck down! They both love life and are deeply affected
when they have bad days.

suzanne young

GaLWAY, Ireland

2017-09-27

Please help us don't abandon us with ME Myalgic
Encephalomyelitis

Keith Bradbury

Hednesford,
England, UK

2017-09-27

I have had ME for 32 years.

susan ternent

alnwick,
England, UK

2017-09-27

I have had M.E for 17 years and want it to be more
recognised

Susan Binns

Bristol, England,
UK

2017-09-27

Personal experience of this

Miriam Connor

Forres, Scotland,
UK

2017-09-27

Years of my daughters life has been wasted by this ignorant
stance. Has since diagnosed with MCAD,POTS. Only tests
carried out to date. Three days psych testing (she passed)
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wasted NHS funds when she needed an iron infusion as
ferritin was 7ug/L.

Amanda Lyne

Horbury,
England, UK

2017-09-27

It's time for change and recognition.

rachel herbert

Pontrilas,
England, UK

2017-09-27

I suffer with ME and life is not easy. Anyone who
can.suggest this is purely an Illness of the mind hasn't read
all the research nor spent time with a sufferer.

Emma Cahill

Farnham,
England, UK

2017-09-27

I support m.e

Amanda Lyne

Horbury,

2017-09-27

This might not be life threatening but it is completely life

England, UK

changing. Mine will never be the same again.

Ian stevenson

Bridgwater,
England, UK

2017-09-27

I have seen evidence to support the petition.

Alwyn Boyd

Grimsby,
England, UK

2017-09-27

I'm signing this because i am an M.E suffer

Grace Young

Birchover,
England, UK

2017-09-27

My 18 year old son began to feel ill four and a half years
ago. he has missed three years of school. We had four hours
of home tuition per week till he was 16, he passed his core
GCSEs at home. He has tried returning to school to do his
A levels but he can't manage it, we have no help at all with
his education, he is now trying to study for a maths A level
at home using study guides. the government say all 16-18
year olds should be in education, but it is not legally binding
so he has no support. No help from GP's, we can attend
a CFS/ME clinic who are supportive but don't actually do
anything, he just wants to get better and have a chance at
attaining some qualiﬁcations.

Barbara Comish

Woodbridge,
England, UK

2017-09-27

My son was diagnosed with ME in 2013 and he has received
NO help from his GP.

Dawn Rees

Norwich,
England, UK

2017-09-27

I subscribe to the view that ME is a neurological disorder
and has a biological basis and disagree with the treatment
guidelines that start from the premise that treating the
psychological consequences of a biological disorder is the
the correct starting place.

Patience Fidler

Royston,
England, UK

2017-09-27

I've suffered with this condition since I was 9 years old, now
36 and it's still stealing the life I want to be living from me.

ann house

Borley, England,
UK

2017-09-27

My sister has suffered this life changing illness for over
30yrs

RON VICKERY

Saltash,
England, UK

2017-09-27

I agree with you

Eilidh Gilmour

Lurgan,
Northern
Ireland, UK

2017-09-27

I have a 14 year old daughter with M.E
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Douglas Haggart

Cholsey,
England, UK

2017-09-27

I'm signing because I've seen how ME and CFS impact on
my partner, and how she doesn't let it beat her - even when
she's clearly struggling.

Louise Fuller

Northampton,
England, UK

2017-09-27

I want this condition to be recognised for what it is and for
more awareness and funding to help research M.E. thus
ﬁnding a cause and treatment that works, for the thousands
who suffer in silence, behind closed doors, unable to ﬁght
for themselves!

Francesca Hill

Milton Keynes,
England, UK

2017-09-27

I am an M.E sufferer.This condition is not seen as “real” by
some medical practitioners however it is REAL! I sign his
to help get NICE to put it on the Nurogy list of conditions
needed support by their teams.

Julie Ottway

Paulton,
England, UK

2017-09-27

I've had the severe form of ME for the last six years
following undergoing NHS treatment. It took the medical
profession two and a half years to diagnose ME during
which time I was mild/moderate ME and still struggling
to work. The ideology perpetuated by the psychiatric
profession that this is a functional illness, and the NHS
treatment predicated on that ideology not only harms
patients, but stiﬂes broader research in the UK, denies
very ill people proper medical care and investigations and
ensures that ANY symptoms we have are not properly
investigated. This has gone on for more than 30 years and
is completely in contradiction of the WHO guideline of this
illness, and you know it. The UK, as a signatory to the WHO,
is in breach simply by promoting this guideline, particularly
in view of the biomedical discoveries in the ME from around
the world.

Francesca Hill

Milton Keynes,
England, UK

2017-09-27

I have lived with M.E for over 5 years now. Not being
believed is one of the hardest things. We need to get the
support from a All medical professionals through out the
diagnosis process and this means being on the list, as this
condition effects the nervous system. Living with Pain, brain
fog and not being able to function is extreamly hard!

Sophie Pang

Weston,
England, UK

2017-09-27

I want to get the help and support I deserve instead of being
pushed to the side!

Joan Martin

London,
England, UK

2017-09-27

My body has been slowly breaking down for the past 25+
yours with this condition. Likely l have a very supportive G P
, but it was the majority of the other medical professionals
that needed convincing. Still a up hill struggle for so many
more?

Stuart Runham

Bedford,
England, UK

2017-09-27

M.E. deeply impacts on both those who suffer with it and
their loved ones/family. It destroys lives. NICE should
treat those who suffer and those impacted by this disease
properly and on the basis of fully supported evidence

Dave Aylett

Colchester,
England, UK

2017-09-27

My daughter lives the life of an 80 year old hermit in her
lonely ﬂat / prison every day. This is a physical probably
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immune system problem please treat it as such and spend
more on clinical trials.

Dawn Beck

Morley, England,
UK

2017-09-27

I have ME and it's not a functional disorder. It's a real illness
that causes real pain, real hardship and real distress. I don't
chose to use a wheelchair - I have to use a wheelchair, I
don't chose to not work - I am not capable of holding down
a job, I don't chose to pour boiling water on my hand when I
make a hot drink - it just happens as my brain doesn't switch
between things quickly enough.

Kate Chaplin

Kirby Cane,
England, UK

2017-09-27

We have to have every avenue open to ﬁnd problems
causing ME/CFS or to rule them out but without access that's
not possible.

Sarah Cully

London,
England, UK

2017-09-27

There are too many hidden illnesses which many people
have to endure, let us open our eyes and accept that not just
broken bones hurt.

Margaret Green

Leven, UK

2017-09-27

I can't understand why Nice is so reluctant to change its
advice in the light of current research, given, if their advice
was approriate, there would be far fewer sufferers, because
those following it would either have recovered or at least
improved. Knowledge and research down through the
ages has moved medical practice forward enormously leeches used to be the treatment of choice for all sorts of
ailments for example, but no more- but as far as ME /CFS is
concerned, progress seems to be eluding Nice and it seems
content to be stuck in the past. This does not help the many
thousands of sufferers with this life changing, debilitating
condition, who rely on the most up to date advice possible
to manage their condition. Perhaps if someone attached to
Nice were a sufferer, things would change.

Simon Phillips

London,
England, UK

2017-09-27

I have ME and totally disagree with the current NICE
guidelines. ME is a physical real illness and it's sufferers
do not get the support they need, primarily due to the
previous, erroneous extremely damaging classiﬁcation of a
lazy medical profession.

Donna Arden

Chester,
England, UK

2017-09-27

I have been living with this illness for over 18 years it has
ruined my life and that of my family

Sue Marsden

Kendal, UK

2017-09-27

Because this condition is very close to my heart and is
terrible to all who suffer from it

susan gohrey

Saint Helens,
England, UK

2017-09-27

I am also an ME sufferer and NICE need to realise it is not
emotionally driven it is neurological and as catastrophic
consquences on us

Steve Rae

Ipswich,
England, UK

2017-09-27

Why do i need a reason you waste millions on getting the
chinese to stop smoking realy

Jodi Blackman

Australia

2017-09-27

I know many people who are deeply affected by ME and
endure indescribable pain, suffering and limitations that
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most people couldn't handle, let alone survive. It is not a
functional disorder., it is a very real physical disease.

Carol Carslake

Edinburgh,
Scotland, UK

2017-09-27

Such a debilitating illness should have more funding for
research as well as supporting patients and their families.

Lorna Goulding

Rochdale,
England, UK

2017-09-27

NICE need to respond to what patients / sufferers are saying
and heed the voluminous research conﬁrming that our
symptoms and clinical picture are as ‘real’ and should be
taken as seriously in terms of treatment provided, as cancer,
ms et etc

sophie gilmour

Lurgan,
Northern

2017-09-27

My wee sister suffers from ME and the knowledge and
understanding of the chronic illness is a joke!Please sign!!

Ireland, UK
Agnes Shirley

Monaco

2017-09-27

Everyone who is a witness to ME and the in dividual
concerned in this case my granddaughter knows it is
deﬁnitely a physical problem her degree her languages and
other talents are all very active but her muscles are not. She
needs help.

Agnes Shirley

Monaco

2017-09-27
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Everyone who is a witness to ME and the in dividual
concerned in this case my granddaughter knows it is
deﬁnitely a physical problem her degree her languages and
other talents are all very active but her muscles are not. She
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Monaco
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Everyone who is a witness to ME and the in dividual
concerned in this case my granddaughter knows it is
deﬁnitely a physical problem her degree her languages and
other talents are all very active but her muscles are not. She
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Monaco

2017-09-27

Everyone who is a witness to ME and the in dividual
concerned in this case my granddaughter knows it is
deﬁnitely a physical problem her degree her languages and
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other talents are all very active but her muscles are not. She
needs help.

Agnes Shirley

Monaco

2017-09-27

Everyone who is a witness to ME and the in dividual
concerned in this case my granddaughter knows it is
deﬁnitely a physical problem her degree her languages and
other talents are all very active but her muscles are not. She
needs help.

barbara gleed

BRISTOL,
England, UK

2017-09-27

I would suggest that the NICE panel spend some time
talking to a range of sufferers and tell them to their face that
it is not neurological. The medical profession are currently
giving incorrect and dangerous advice to their patients.
Please review this decision. The decision needs to take into
account not only current research but consultations with
support groups world wide.

Nigel Thomas

London,
England, UK

2017-09-27

Really important that this is updated.

Penelope Else

London,
England, UK

2017-09-27

There is any amount of research showing massive
alterations in the immune system. Therefore 'functional
disorder' is incorrect.

Pauline Tufts

Ampthill,
England, UK

2017-09-27

I have witnessed the effect M.E. has on individuals.

ann oconnell

Northallerton,
England, UK

2017-09-27

This disease wrecked my whole life and that of my whole
family. WHO have told you it is a serious, life threatening
neurological disease. This is clearly demonstrated by those
who have died at a young age and biomedical testing, along
with all the research, which has been backed by over 140,
in a petition, including 3 nobel prize winners. ME is not CFS
or just fatigue. It is not going away. It is growing among
the population. NICE must face up to the real scientiﬁc
biomedical evidence and stop this pretence you can avoid
ME patients by swapping 1 name for another. We are losing
the most intelligent, active, creative, motivated, strong
minded and caring people in the country and worldwide.
Wake up now and stop the harm being done from pure
ignorance.

Dave Walker

Isleworth,
England, UK

2017-09-27

Nicola is my wife and has been suffering for 17 years, there
needs to be more understanding and support for those with
M.E. it's ridiculous

Bryan Tanner

Fareham,
England, UK

2017-09-27

After over 42 years suffering with no hope of any
meaningful treatment it's time the medical profession and
government listened to sufferers and treated this as a
serious illness.

Brita Sensicall

Witney, England,
UK

2017-09-27

It's about time that the medical profession researched this
debilitating disease properly instead of incorrectly guessing
the cause.
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beverley caprice

Milton Keynes,
England, UK

2017-09-27

In support of all suffers, this illness should not be silenced
♥#

Ellissa Bryant

Mottram in
Longdendale,

2017-09-27

This illness has ruined my life.

2017-09-27

I have been ill with this all my life ~ only diagnosed recently
which has made the symptoms so much worse help should

England, UK
Joan Dykes

Ash Green,
England, UK

be given much sooner, people not made to feel as if it's a
mental issue
alison frimley

padstow,

2017-09-27

People should have all the help x

England, UK
Gabi Lewis

Rustington,
England, UK

2017-09-27

This is massively important.

Katie Thomson

Stranraer,
Scotland, UK

2017-09-27

I was well until a viral infection did something to my system
and it does nit function properly because of this! Not for any
other reason....

Caroline Mcdonnell

Glasgow,
Scotland, UK

2017-09-27

This affects so many people and more research needs to be
done to eliminate it. xx

kerri simpson

Seascale,
England, UK

2017-09-27

There is evidence out there that CFS/ME is a physical
condition, blood born, this is why we can't donate blood. It
is not in the mind, you can't not have it by changing the way
you think. Please stop the quackery and critically analyse
the research, how it was carried out rather than just the
results; can it be replicated? What's the sample size? Do the
researchers have any bias? This is an awful awful illness help
us rather than harm us.

angela ﬁtzpatrick

Newcastle,
Northern
Ireland, UK

2017-09-27

It is diﬃcult enough to live with this illness without well
meaning professionals eg teachers and employers, pushing
people beyond their limits because they have read that
sufferers will respond well to this.

lisa stockley

Swanage,
England, UK

2017-09-27

I want to get better!!

Bryan Tanner

Fareham,
England, UK

2017-09-27

There's one simple reason that nobody will recognise this
as a serious illness - MONEY. If the professionals admitted
ME was an illness then it would have to get similar priority
to other illnesses and that would cost £millions. We would
be better with a self inﬂicted problem like drink, drugs or
obesity - they all get huge funding.

Ann Fisher

Conisbrough,
England, UK

2017-09-27

I have ME and know it is a physical illness.

Ed Cross

Salisbury, UK

2017-09-27

No more medical abuse, this scandal has to end.
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Fiona Dennett

Prescot,
England, UK

2017-09-27

I was diagnosed over twenty years ago, and I know for
certain that the mind is always willing, but the ﬂesh is very
very weak!!

Roger Bromley

Nottingham,
England, UK

2017-09-27

I have known a number of people whose lives have been
negatively impacted upon by a failure to provide appropriate
recognition and support

Sharon Rose

Bristol, England,
UK

2017-09-27

I have been bed bound in excruciatingly neurological pain
and dysfunction in a darkened room , severely isolated for
almost 30yrs now. Like the millions of other ME sufferers, all
I want is some basic life function, and to contribute to the
community and have a deep in the sea and see my family
and friends.This is not a emotionally based disease but
a medically neglected, life robbing, painful organic one.
NICE has plenty of evidence of this truth and to portray it
otherwise is causing extreme suffering and is inhumane and
unethical.

Ann Fisher

Conisbrough,
England, UK

2017-09-27

I have suffered ME for 27 years of varying severity, I am
a positive outgoing person who has to live a life of severe
limitations. My brain says go Ann get on and do it, I try
and my body shouts stop, stop stop. My gp's have never
disbelieved me but that doesn't help as they are very
restricted in what they can do due to the NICE guidelines, so
I have to spend hundreds of pounds a year funding my own
treatments, all which only help a little. But every little counts
if it makes a difference to being housebound or being a little
more independent.

Pamela Hague

Poole, England,
UK

2017-09-27

I have had ME for six years and my doctor does not
understand the condition.

Abbey Wellick

Cayton, England,
UK

2017-09-27

ME/CFS is not a functional disorder. It's extremely real
and there is a steadily growing body of evidence which
demonstrates this. To continue claiming it's a functional
disorder (that is, that it's probably driven by emotion 'which
may mimic physical disease') is not merely incorrect but
absolutely harmful to patients suffering from the illness.

dorothy hunter

Fulwood,
England, UK

2017-09-27

i suffer from m.e

Caroline Horne

Stevenage,
England, UK

2017-09-27

I have M.E and have had it for over 20years, I have learned
to live with it without any help but some cannot cope. Any
help is always appreciated.

June Turney

Bunny, England,
UK

2017-09-27

I'm signing this as I know people who suffer with this and it
deﬁnitely isn't a functional disorder.

Kelly McManus

Kilwinning,
Scotland, UK

2017-09-27

I'm signing because this cause means a lot to a dear friend
and her kids. Her 15 year old daughter has just been
diagnosed with this horrendous disease #

Catherine Bagley

London,
England, UK

2017-09-27

My mum has had ME for 35 years and it is not all in her
mind, it's a neurological disorder.

Name

Location

Date

Comment

Alan Greenway

rugby, UK

2017-09-27

It is not a functional disorder; I witness the suffering and
pain my family have to endure every day and all they want
is a normal life, simple pleasures are denied, watching
TV, listening to music, going outside in the sun, entering
buildings with bright lights, walking into town, being able to
work, socialise with family, the list goes on ......

Matthew Gibbs

Tiptree, England,
UK

2017-09-27

More needs to be done to recognise this illness and better
treatments found.There is a real need for understanding of
this disabling diesease.

jim hogg

Renfrew,
Scotland, UK

2017-09-27

One day the current functional disorder approach will be
seen for what it is: an insult, patient abuse, and a convenient
cop out . .

Hayley Johnson

Didcot, England,
UK

2017-09-27

I have seen ﬁrst hand how debilitating this illness is as my
Auntie suffers with M.E

Mary McGowan

Polmont,
Scotland, UK

2017-09-27

For 11 years I've tried to understand and recover from
this condition. We need urgently to move forward with
biomedical research and treatments, not be sidelined by
useless labels.

Sinead Coveney

Dover, England,
UK

2017-09-27

My 13 year old daughter shouldn't have to ﬁght the stigma
around ME from professionals or others

lisa king

Upminster,
England, UK

2017-09-27

My husband was diagnosed almost 5 years ago. He has the
severe form which is debilitating. No support from our GP
except anti-depressants. The DWP make him go to work
capability assessments. If he could work we wouldn't need
beneﬁts.5 years of our life gone. My husband is not even
able to go to see his sons play football or even go out for
a kick around with them. Its very upsetting to watch him
slowly turning into a vegetable. He/we have no life.

Glynis Croft

Salisbury,
England, UK

2017-09-27

I have shocked by the dreadful way children and their
parents are made to feel that they are at fault for being so
ill.

philip goodwin

sheﬃeld,
England, UK

2017-09-27

It is the right thing to do if you understand this condition.

Christine Murray

Doncaster, UK

2017-09-27

I live with this condition and it's not a nice thing to have. I
also have severe ﬁbromialgia and I'm wheelchair bound, the
hospitals I've been to for pain management can't help me
anymore but luckily I have a great GP who is able to help
me. Like all conditions that can't be seen, people think it's all
in your mind.

Caroline Day

London,
England, UK

2017-09-27

The lack of research into the condition results in
assumptions, even from trusted bodies and institutions, who
do not provide evidence for such profound claims. These
unproven assumptions are extremely harmful for people
with ME and perpetuate the idea that people are responsible
for their own illness. The ﬁrst principle of medicine should
be to do no harm. These guidelines will frame the way in
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which patients are treated and therefore need to be based
on compelling evidence that gives patient welfare primacy.

Janet Sylvester

Edinburgh, UK

2017-09-27

I agree that the new NICE guidelines are wrong to claim
that M.E./CFS is a functional disorder and that functional
disorders are likely driven by emotion, 'which may mimic
physical disease'. ME is a real physical illness that effects
neurological and immune system.

Fiona Davey

Heytesbury,
England, UK

2017-09-27

My daughter has CFS. It is real and devastating and should
be accepted as such by the medical establishment.

Samantha King

Littleport,
England, UK

2017-09-27

I've had ME for nearly 13 years and this is not "all in my
head" apart from the fact it is in my brain. Start doing
something to help instead of leaving us to suffer alone!

Kate Kelly

Woolpit,
England, UK

2017-09-27

I have friends with this condition - and it is real

Barbara Fiﬁeld

Kitchener,
Ontario, Canada

2017-09-27

It's far past time to abandon the myths of ME and move
forward. Recognize the true nature of the illness as
evidenced by science. Begin treatments that others are
ﬁnding effective (such as Rituximab). Research and explore
new treatment options. Stop wasting time. Those with ME
have suffered enough. Move on already!

Tanya Hope

Exmouth, UK

2017-09-27

CFS/ME is not a functional illness in the sense of being
driven by emotions. My son at 14 happy, active and with
everything going for him was struck down in a PE class and
couldn't get back up for 2 1/2 years. He wanted to go on
school trips/play sport/play xbox but this illness ate up all
his energy and he could just about sit up and stay awake.
He then started to improve fairly slowly and has increased
what he can do as his energy and strength came back. He
as never been depressed or had anxiety other than being a
bit fed up that he was missing out. No testing is done apart
from the basic bloods and I am sure some of the symptoms
could have been helped with investigation eg fainting/low
blood pressure but with CFS diagnosis that's the end of the
conversation.

Lindsay Quigley

Lennoxtoen,
Scotland, UK

2017-09-27

My cousin suffers dreadfully through no fault of her own.
Her life and that of her children has been affected greatly.

j jones

Hayle, England,
UK

2017-09-27

My daughter also has this awful chronic illness and it a
biomedical cause , not a functional disorder .

Andrea Davies

Andover,
England, UK

2017-09-27

There needs to be more help and understanding for those
suffering.

Claire Carter

London,
England, UK

2017-09-27

It is high time that patients suffering this horrendous illness
get appropriately cared for by the medical profession.
ME/CFS is not the same as depression, or just being a bit
tired or lazy, it is a serious condition that affects the brain,
the immune system, the nervous system, the endocrine
system, in fact every system in the body. The on-going
symptoms of ME/CFS are very real (not based on 'habit' or
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'fear') No one would choose to spend their whole life feeling
ill and conﬁned to one room or their beds, they desperately
want to get better (I know because I stopped working to
care for my 16 year old daughter a year and a half ago)
- we need proper biomedical research and hope for the
future, and with so many people affected it is astonishing a
petition is needed to convince the government this disease
is not all in peoples' heads! There is enough evidence and
bio medical research from around the world including the
recent ﬁndings to come out of Stanford that show clear
marked abnormalities, this needs to

Susan Cook

Haverfordwest,
Wales, UK

2017-09-27

People with ME should have the care they need, not be
forced to endure their symptoms whilst doctors who aren't
trained in the condition are guided to mistreat them!

Philomena Marsh

ULVERSTON,
England, UK

2017-09-27

I am signing because I have ME .

Everton Webbe

Salisbury, UK

2017-09-27

Everton Webbe.

Emma Lee

Hayes, England,
UK

2017-09-27

Because people need support. If they had the choice, do
people really think that someone would choose to have a
debilitating illness?

Alison Needham

Portsmouth, UK

2017-09-27

This is a cost cutting exercise by NICE, but it has serious
health implications for sufferer's. There is a lot of evidence
proving the full neurological aspects of the disease and
by denying this, NICE is potentially committing an act
tantamount to mass murder or genocide.

paul coupland

Bracebridge
Heath, England,
UK

2017-09-27

There are to many people with ME for them not to take it
seriously.

Claire Carter

London,
England, UK

2017-09-27

It is high time that patients suffering this horrendous illness
get appropriately cared for by the medical profession.
ME/CFS is not the same as depression, or just being a bit
tired or lazy, it is a serious condition that affects the brain,
the immune system, the nervous system, the endocrine
system, in fact every system in the body. The on-going
symptoms of ME/CFS are very real (not based on 'habit' or
'fear') No one would choose to spend their whole life feeling
ill and conﬁned to one room or their beds, they desperately
want to get better (I know because I stopped working to
care for my 16 year old daughter a year and a half ago)
- we need proper biomedical research and hope for the
future, and with so many people affected it is astonishing a
petition is needed to convince the government this disease
is not all in peoples' heads! There is enough evidence and
bio medical research from around the world including the
recent ﬁndings to come out of Stanford that show clear
marked abnormalities, this needs to

S Cooke

Church Stretton,
UK

2017-09-27

I've had severe M.E. for 25 years since I was 16, triggered
by glandular fever. Living with me for a month would show
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you its NOT functional, it really is neurological. Research has
proved this, time for you to get up to date!

Brian Mills

Dunfermline,
Scotland, UK

2017-09-27

I am signing this petition because I have ME and it is not a
functional disorder.

Alison Orr

Balmacara,
Scotland, UK

2017-09-27

18 years with this illness and I can absolutely conﬁrm this is
not "emotionally driven". I've had very happy times during
those 18 years when it would be expected my health would
improve - not so! We need solid biomedical research to be
taken seriously by NICE.

sarah wilson

burton on trent,
England, UK

2017-09-27

I know a number of sufferer's and how this evil condition
rules their lives. It is real, it is serious and its time that it was
seen as such by the authorities.

Samantha Tucker

Plymouth,
England, UK

2017-09-27

We need help and support. No one knows how to best treat
us and we are being left to struggle on alone with no idea
how we can help ourselves improve.

Joan S.

Manchester,
England, UK

2017-09-27

ME/CFS is not a functional disorder and by claiming that
it is, you are giving doctors, social services and DWP carte
blanche to abuse patients.

sharon milledge

Hull, England,
UK

2017-09-27

My son has ME and CFS At an appointment the other day a
so called professional said that CFS and ME are the same!
My son soon put them right. More needs to be done to
make people understand it is a real condition

Mithriel Wallace

Dundee,
Scotland, UK

2017-09-27

The overwhelming evidence that ME is a physical disorder is
continually ignored.

Helen Smith

Inverkeithing,
Scotland, UK

2017-09-27

ME is a complex, serious, neurological disease. Sufferer for
28 years.

John Foord

Wylam, England,
UK

2017-09-27

I was hit by quite severe M.E. Overnight, after feeling well
and ﬁt the day before. I had recovered from a lung infection
a month or so previously. It is NOT a functional disorder.
Note that I was a Principal grade psychologist for 17 years.

Mike Gracia

Bristol, England,
UK

2017-09-27

My partner has had ME for around 16 years and I've
witnessed ﬁrst hand the deliberating effects this illness has
on it's sufferers.I'd ask that NICE accept the recent research
that shows ME is a physical illness and certainly NOT a
'functional' disorder 'mimicing' physical disease.

Pat Parker

Niwbwrch,
Wales, UK

2017-09-27

I am a carer for my husband. ME /CFS oils a physical disease.
I have watched as life has become increasingly limited for
my husband. It is most deﬁnitely not a "functional disorder".

Pamela Turnbull

Craven Arms,
England, UK

2017-09-27

I have M.E. as a 'byproduct' of CO2 poisoning. I am lucky to
be alive but the resulting fatigue has taken over my life. It
makes me sad that those without this condition understand
very very little about it. We are seen as scivers or liars. IT IS
ALL TOO REAL.
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Dawn Shimmield

Lanchester,
England, UK

2017-09-27

It's about time people with ME got the treatment they need,
and the research into the causes of this awful illness. It took
40 years of my mothers life and is now destroying my son's
life.

Louisa-Jane
Setchell

Kings Lynn,
England, UK

2017-09-27

I am a sufferer and I know that this is not based on
emotions. I can wake up in a good mood and still need
to go back to bed an hour later because my body will not
physically work. I am sick of being seen as lazy or faking my
illness. This is debilitating and we should be treated with
respect and with all doctors understanding the need for
support and effective treatments rather than being fobbed
off with "well you just have to live with it"

Teresa glasper

Yaxley, England,
UK

2017-09-27

I suffer from a neuropathy condition and ﬁnd very little
support or help available

Helen Davies

Aylesford,
England, UK

2017-09-27

I KNOW ME isn't psychological, I live it every day.

karen martin

London, UK

2017-09-27

we need answers

louise o'connor

Leicester,
England, UK

2017-09-27

M.E is no joke

Linda Lancaster

Leeds, UK

2017-09-27

I suffer from ME

Rachel Ephgrave

Cheltenham,
England, UK

2017-09-27

Prior to my CFS/ME diagnosis I was referred to a
neurologist. When his test results all came back negative
he announced with enthusiasm the "good news" that my
disability must therefore have a psychological cause. I knew
that I was not suffering from any psychological distress,
beyond struggling to deal with my dramatically failing
physical health, but he assured me that my problems must
be resulting from some past trauma. He could not have
been more wrong. I cannot put into words the distress
caused by my neurologist's words. I left his oﬃce knowing
that those whom I was relying upon to help me get my
health back were beyond ignorant about the causes of
my illness and had nothing to offer me. I have since been
diagnosed with CFS/ME. There is mounting research
evidence demonstrating that this is a serious, chronic,
complex, multisystem disease. It is unacceptable for
this disease to be labelled as "functional" and "driven by
emotion". There is no evidence for this damaging assertion;
it has no place in

Lisa Pope

Merseyside,
England, UK

2017-09-27

This is a major disability and it drastically changes people's
lives. They lose every bit of energy they have that impacts on
everyday life. Things need to change and i cant beliveve they
still haven't. People have died because of this condition sit
up and take notice.

Vicky Peirce

Helston,
England, UK

2017-09-27

My beautiful 16 year old granddaughter Amy suffers from
this insidious condition and I want to see her and others like
her thrive again.

Name

Location

Date

Comment

Sharon Mason

Leeds, England,
UK

2017-09-27

I have M.E and I can say with absolute conviction this is
not an illness driven by emotion or all in the mind! There is
enough evidence now to support claims that it is a medical
condition affecting multiple systems within the body. To
continue thinking in such an outdated and blinkered way
helps no one and sets any beneﬁcial research back further.
You wouldn't dare to suggest people who have M.S do so
because it's all in the mind so don't insult us further by
suggesting this is the case for ME sufferers. The quicker
we have clinical evidence and concrete biomarkers for the
illness the quicker it can (hopefully) be treated.

Norah Johns

Corby, England,

2017-09-27

UK

This is such a devastating illness it needs to be correctly
recognised by the Government

Justine Lynch

Glasgow,
Scotland, UK

2017-09-27

People with ME/CFS want to get better but that will not
happen whilst we are being treated as a modern form
of hysteria despite mounting evidence that it is not
psychological!

Sue Moss

Congdon's Shop,
England, UK

2017-09-27

For twenty four years in total my life has been restricted
and impaired by ME/CFS. It is an insult to all the sufferers
of this physical and debilitating condition to describe it as a
'functional' disorder.

Vivienne Ashby

Ramsgate,
England, UK

2017-09-27

You cannot cherry pick from WHO research and decide you
don't like them classifying ME as a neurological disorder
because it doesn't suit your erroneous views.

Hayley
Chamberlain

London,
England, UK

2017-09-27

ME is a physical illness with physiological causes. It is
not driven by emotional or psychological issues and
such references are deeply damaging to patients. It is
unfathomable to me why such references would be allowed
in the Uk when they are contrary to WHO guidelines (and
against the growing tide of scientiﬁc research in this area).
This kind of thinking has obstructed scientiﬁc progress and
denied thousands of patients access to treatment in this
country. ME is not a 'functional' condition.

Eileen Askey

West Midlands,
England, UK

2017-09-27

I have friends with this awful condition and feel their pain.

Tina Shepfern

UK

2017-09-27

I have M.E. and ﬁbromyalgia. My life has become small
as I've lost so much to this awful condition. Everyday is a
battle that I can't win. Every treatment offered is around
medication that may or may not help my symptoms.
Specialist M.E. clinics offer out dated and frankly dangerous
practice that may or may not help manage my symptoms, or
they could put me in bed permanently. I often feel isolated
and alone; my G.P. can't offer anything; I have no support
from any consultant as my illness doesnt ﬁt anywhere. My
days are long and the constant pain means my quality of
life is poor. By far the worse thing is the implication from
services that this is a somatic disorder, that 'it's all in your
head, if you just try you can get better.' We need health
services that support us, we need to be believed, maybe
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then more will be done to fund research to help me and the
many who are missing out on life due to M.E.

Louise Chisnall

St Helens,
England, UK

2017-09-27

Everyone deserves access to the healthcare they require not
determined by those who aren't experiencing the conditions
themselves.

Bob Burch

East Molesey,
England, UK

2017-09-27

Sadly these people are suffering, if it was all in the mind
then we would have a drug that would halt it but it's real
and we need to recognise this disease for what it is.

Charlotte Gray

Billingham,
England, UK

2017-09-27

SIGNED FOR MY MUM &lt;3

Samantha
Winspear

Guisborough,
England, UK

2017-09-27

I suffer from ME and I have been let down by the healthcare
system in this country because of the classiﬁcation of ME as
a functional disorder.

Annie
Moelwyn-Hughes

Oxford, England,
UK

2017-09-27

NICE are so wrong. It is not an emotional condition but
fatigue is the outcome of physical exertion.

Gina Fowler

Blue Ridge,
Texas, US

2017-09-27

I have ME and the treatment we get is inhumane!

Margaret Pearn

Market Deeping,
England, UK

2017-09-27

My partner has CFS /ME

Dan Lynch

Liverpool,
England, UK

2017-09-27

I have been ill for 14 years and have still not seen a
neurologist, despite repeated requests. I am only able to
access counselling and graded exercise therapy under
current NICE (NHS) rules. I would like my physical illness to
be treated as such and not dismissed for another 14 years!

Myriam Courcelles

Ottignies,
Belgium

2017-09-27

Je signe car c’est une maladie pas autre chose

Jennifer Armsby

Feltwell,
England, UK

2017-09-27

I'm signing this petition because I've suffered severe M.E for
over 17 and a half years.

Siobhan Mccallin

Tullygally,
Northern
Ireland, UK

2017-09-27

Have to keep battling everyday even though you feel pain as
if in the ﬁres of hell and wiped out like you literally have no
power to control movement ##Keep strong fellow sufferes

Jennifer Armsby

Feltwell,
England, UK

2017-09-27

I'm signing because I have very severe M.E and in a hospital
bed, with extreme pain and fatigue. I'm i

Anna Grear

Bristol, England,
UK

2017-09-27

ME is not an emotional or psychological disorder any
more then cancer is. The soma-psychology of all illness is
complex but dismissing ME/CFS as primarily emotional or
psychological is grossly inaccurate and extremely negative
for patients.

Barbara Anderson

Draper, Utah, US

2017-09-27

I have been told for years that it's all in my head. My pain is
real, and being told it isn't makes me feel like I'm alone in
this.
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Katrina Mckeown

Bathgate,
Scotland, UK

2017-09-27

I know a few people who suffer this terrible condition! This
condition needs recognition and support!

Monica Dalby

Shrewsbury,
England, UK

2017-09-27

I'm been ill with ME for over 30 years and the NHS has
done nothing to help. If patients were seen by the right
specialists, they might stand a chance of recovering and
getting back to work.

Mandy Aspland

Meltham,
England, UK

2017-09-27

Much more work needs to be done to fully understand
ME/CFS. Pleas sign if you can ...

Helen Mitchell

York, England,
UK

2017-09-27

I suffer with M.E.

Dot Connelly

Carlisle,
England, UK

2017-09-27

Cbt & graded exercise have made my symptoms worse.
My GP fobs me off with pain killers & my Physiotherapist
wouldn't believe I'd damaged my back once he knew I had
ME. He said it was all in my head! I had to pay for private
treatment that worked. GP's treat me like a hypochondriac.

Stephie Clark

Livingston,
Scotland, UK

2017-09-27

As a ME patient (who also has ﬁbromyalgia) i ﬁnd the
idea that its being said its all in our heads and emotional
offensive. I desperately want to do loads of things but its my
body that stops me not my mind.

Avril Wilkinson

Holystone,
England, UK

2017-09-27

I support the people signing this petition

Veronica O'Brien

Formby,
England, UK

2017-09-27

For my lovely daughter who has endured ME for 20 years.

Anne Spratt

London, UK

2017-09-27

Several family members suffer - it's about time that NICE
looked at the "evidence" scientiﬁcally!

Susan Wooderson

Wisbech,
England, UK

2017-09-27

I have been a sufferer for over 25 years and get no help at
all with medication to relieve symptoms. I was Secretary
of north London group for several years but things are no
better now

Louise Telfer

Middlesbrough,
England, UK

2017-09-27

Please sign and share

Katrina Mckeown

Bathgate,
Scotland, UK

2017-09-27

I have family who suffer from this terrible and painfully
disabilitating condition! More recognition and research is
needed to help suffers!

Adrienne Mitchell

Alloa, Scotland,
UK

2017-09-27

I've watched my daughter suffer from M.E. for 30 years since
the age of 9. She copes with so much every hour of every
day. If she could think herself well, she would.

Peter Kemmett

Durham,
England, UK

2017-09-27

I have severe M.E. Those responsible for this corrupt
proposition and NICE should be held accountable for the
continuing unethical treatment of people with this physical
disease. It is against the hippocratic oath and is medical
hypocrisy. It is a case of money and convenience over care
and is immoral. I had to leave a career in medicine due to
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this disease. The ﬁrst thing you learn at medical school is to
listen to the patient. Sadly that right is taken from those with
M.E due to the medically ignorant and false assumption that
this is a mental disorder despite the wealth of accumulating
biomedical research now present.

Ciaran Vesey

Manchester,
England, UK

2017-09-27

I have desperately wanted to return to a normal life for
many years,since being diagnosed with cfs/me,I know in my
aching heart,and sound mind,that my condition is physical.

Julia Edge

Wrexham,
Wales, UK

2017-09-27

It is now time that ME/CFS is classiﬁed correctly and not
sidelined again by using incorrect terminology which will
stop referrals to the correct departments. ME/CFS is not
a functional disorder, driven by emotion as claimed by
NICE. I cannot believe NICE would, again, suggest that
Psychological response is the correct one. ME/CFS is a
biological, neurological disorder and has been categorised
as such by the World Health Organisation. No more scandals
please NICE, my daughter has suffered long enough without
appropriate medical help or support.

Lesley Bush

Datchworth
United Kingdom,
England, UK

2017-09-27

30yr of M. E is too without any help

Lesley Snape

Badby, Daventry,
England, UK

2017-09-27

Neurologists need to be more involved with studies on ME.
It is classed as a neurological condition and needs to be
taken seriously by specialist neurologists.

Caraline Evans

Cliffe, England,
UK

2017-09-27

I was diagnosed with ME when I was in my teens. I've
experienced some really bad times where I haven't been
able to get out of bed, but thankfully, for me, the good
times out weighs the bad. Doctors still don't understand
the condition, unless they have experienced it themselves,
which few have.

Sandra
Kroeplin-Lilleoien

Reno, Nevada,
US

2017-09-27

CFS/ME is not a functional illness! Jeeesus! I am a 42 year
old Mother of 4. I spent a lot of time being sick as a kid.
I would go through long periods of “illness” as an adult.
I was married to an athlete and trained with him a lot
when we were married. I was running 10K regularly when
we divorced in 2003. In October 2004 I got so sick. I was
sleeping 10-14 hours a day, sometimes more. I lost my job.
The man I remarried to took me to another state so he
could work a job to support all of us. I saw doctor’s at the
best hospital/clinic around. They made matters WORSE by
pushing me to exercise. By 2011, I was so sick I couldn’t
walk to the post by myself. I’d be so tired that the last
time it happened I collapsed halfway back and a neighbor
found me and got me home. I WANTED TO BE TRAINING
TO CLIMB HALF-DOME in the USA. Instead I was referred
to a naturopathic physician who saw me ONCE and after
running a battery of tests came up with Chronic ACTIVE EBV
infections and I was also diagnosed with CFS/ME.
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Lesley Snape

Badby, Daventry,
England, UK

2017-09-27

My daughter has had ME for nearly 30 years. In all that time
she has been ignored by the medical profession. This is a
form of abuse. When will it stop?

Judith Hodgson

St Helens,
England, UK

2017-09-27

Enough is enough

Roger Chamberlain

Small Dole,
England, UK

2017-09-27

It needs looking into properly

Bernadette Warren

Dublin, Ireland

2017-09-27

Bernadette Warrenen

Renee Fernandez

Mesa, Arizona,

2017-09-27

I suffer with M.E.

US
Talulah Miers

Brighton,
England, UK

2017-09-27

The abuse of ME patients has gone on long enough. There
is endless scientiﬁc evidence of the serious physical nature
of this illness. It is about time the Government and the NHS
caught up.

Karen Chapman

Plymouth, UK

2017-09-27

Once again the bloody Tories are trying to wipe us with M.E
under the carpet as if we don't exist

Claire Welch

Winterton,
England, UK

2017-09-27

I'm signing because with the NICE guideline under review
for the ﬁrst time in 10 years, we sufferers need the guideline
to reﬂect that ME is a neurological illness. Enough time has
been wasted thanks to the previous guideline.

lynette Rooks

GUISBOROUGH,
England, UK

2017-09-27

I have suffered at the hands of these 'Specialists' for twenty
years..Alas I still shall not hold my breath for understanding
and decent unbiased health care..

Sue Worrall

Bristol, UK

2017-09-27

I'm signing because ME is Neurological and has been coded
as such by WHO since 1969. A large body of physiological
research backs this up

Claire
Gwynne-Hamer

Cefn-coed-y-cymmer,2017-09-27
Wales, UK

Signing because I've been sorely let down by the NHS with
its current guidelines (or lack thereof).

pj Bainbridge

Brentford,
England, UK

2017-09-27

I have ME and CFS and have had ignorant and offensive
treatment by Drs and other public authorities prolonging
and often exacerbating my illness. Some of the best
treatment and understanding of my illness has been
from Neurologists. We need the full support of Nice as an
authority in order for specialists and GPs to understand and
treat this illness without damage to the patients physically,
mentally, emotionally and spiritually.

Isabel Webster

Wigan, England,
UK

2017-09-27

I've had M.E. for 35 yrs and have still had no help ...

Diane Seaford

Thetford,
England, UK

2017-09-27

I have ME
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Clare Poole

Hornchurch,
England, UK

2017-09-27

So hope you get the help you need x

Jackie Stableforth

Chew Stoke,
England, UK

2017-09-27

Please keep professional guidelines to evidence based on
science & scientiﬁc research, not beliefs. ME/cfs is listed
under Neurological conditions for sound reasons.

Siobhan Palmer

Blackheath,
England, UK

2017-09-27

Signing to support friends who suffer from this dreadful
illness

Sean Kirby

Australia,
Australia

2017-09-27

The dominance of the psycho-social school has been a
disaster for ME and CFS patients, and it is way past time it
was stopped.

Diane Seaford

Thetford,
England, UK

2017-09-27

I suffer with ME & it certainly is not in my mind. It is a very
debilitating illness.

Sue Holness

Durham,
England, UK

2017-09-27

It is NOT a functional disorder

Cath Glossop

Bradford,
England, UK

2017-09-27

Because all illnesses cause trauma in life

Kelly Raine

Durham,
England, UK

2017-09-27

Don’t treat me like I’m stupid!

Amanda Silver

Buxton, England,
UK

2017-09-27

I'm disturbed that NICE are considering including ME
under guidelines for functional disorders despite scientiﬁc
research evidence to the contrary. Medical care and support
for people with ME in the UK is already inadequate. Please
don't make things even worse for people like myself; don't
include ME/CFS under functional conditions

carmen smith

Moorsholm,
England, UK

2017-09-27

I,v had M.E since I had glandular fever in my teens. I have
grasped so many times over the years . To many times to
count. Its been recorded by blood tests that when I have a
ﬂare I also have viral indicators on my blood test. This show
its not in my head.

Joni Whitaker

Lansing,
Michigan, US

2017-09-27

I care.

Adrian Relph

Hertford,
England, UK

2017-09-27

There is no evidence that ME is a neurological condition
and so to deﬁne it without evidence is both irresponsible
and offensive. The experts on M.E/CFS do not share the
views of NICE and therefore it would be highly irresponsible
to deﬁne it and categorise it and stigmatise it's sufferers
based on ignorance and prejudice; which amounts to a
wilful attempt to trivialise a profoundly debilitating illness
and for reasons I can only see as callous, dubious and
cynical. Do not stigmatise these people who suffer a vile and
debilitating illness so that you can punish the victim and
avoid paying beneﬁts to valid claimants, which is what all of
this is about after all.
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Susan Simpson

Melancthon,
Canada

2017-09-27

M.E./CFS is not a "functional " disorder!

Kelly Raine

Durham,
England, UK

2017-09-27

I am strong willed and resilient, diagnosed nearly 2 years
ago now and push myself to live a ‘normal’ life. My head tells
me to push myself, to strive for the things I love....it’s my
physical being that holds me back.

Susan Simpson

Melancthon,
Canada

2017-09-27

For my son, my Hero!

colleen cavell

Ellesmere Port,
England, UK

2017-09-27

compassion costs nothing

Helen Asquith

Sheﬃeld,
England, UK

2017-09-27

I have lived with this illness for 20+ years and it has robbed
me of my life.My daughter has also had it for 10 years and
I want her to be able to lead a normal life in the future and
have the career she's always wanted.

Linda Evans

Liverpool,
England, UK

2017-09-27

Because I am a sufferer and I know this is neurologically
related illness. It's time NICE got their act together and
learned the true facts by speaking to those who are affected
by this dreadful illness.

Terri Ellis

Sheﬃeld,
England, UK

2017-09-27

"Functional" is a very suggestive phrase. I've witnessed the
effect of ME on a very close friend, and functional is just not
at all the right word. She has days where she can MAYBE
function, but these are few and far between in comparison
to those where she doesn't have the energy even to go and
make herself a cup of tea, which is quite a simple, minimal
task when you think about it!

Lucy Woodhouse

Cambridge,
England, UK

2017-09-27

I've had ME/CFS for 30 years, and I can attest how
shockingly bad and disappointing the treatment for patients
is in this country. We need to be moving forwards, so that
the next generation do not go through the same suffering
that we have. NICE are one of the main obstacles to this.
Their bad advice has ruined many people's lives. We need
access to proper care!!

Caroline Hull

Swadlincote,
England, UK

2017-09-27

I have M.E. as does my sister and cousin. I passionately
know ﬁrst hand that this is not a functional illness. I also
know the impact of the social stigma associated with false
understanding of this illness.

Bernadette
Shannon

UK

2017-09-27

My daughter has M.E and the stigma and forced exercise
needs to stop

diane taylor

Quorn, Leics,
England, UK

2017-09-27

To support my middle aged son who is in need of better
understanding and support from the National Health
Service for this physically and ﬁnancially challenging
neurological disease.

sandy nemaric

Castle Hill,
Australia

2017-09-27

I care, am concerned

Name

Location

Date

Comment

Gwyn Fisher

Taunton, UK

2017-09-27

Until there is scientiﬁc proof either way, we should believe
the tens of thousands of folks living with M.E.

Janet Martin

Barlby, England,
UK

2017-09-27

This is a real illness and should be treated as one

sarah woodford

Southend-on-Sea,
England, UK

2017-09-27

ME is very real we all wish it wasent belive us suffering is no
fun watching all your friends drift away because u cannot do
the things they do such as work and do physical activities

Liz Ryan

Holmﬁrth,
England, UK

2017-09-27

My brother and several other friends have had the
dreadfully illness. There is prejudice and ignorance about it
which just makes it worse. It is life changing and a patient
needs support and encouragement not demoralising
ignorance.

katy bangert

Loxley, England,
UK

2017-09-27

I have ME

Mike Hesketh

Preston, UK

2017-09-27

I've suffered with Fibromyalgia since age 13 and
CFS/Me since age 22. In the last 4 years i've developed
Dysautonomia (All CFS/ME and Fibro suffers have this to
a lesser degree). I'm now getting on for 50 yers old. I'm
a high achiever, and always have been. Despite my very
determined efforts to rebuild my life and health over the last
20+ and my permanent state of mental positivity, all i have
to show for is a series of failed professional careers and
some amazing qualiﬁcations that ultimately have amounted
to nothing. I'm 50 and i have nothing! I'm heart-broken
and tortured by the 'half life' i'm forced to live. What i do
have though is a deﬁnitive diagnosis, which is backed up
by the appropriate 'autonomic' testing. Long story short
- Fibromyalgia and most likely CFS/ME symptoms are the
result of brain grey matter atrophy in 7 key areas of the
brain, which causes dysfunction of the vagus nerve. The
vegus nerve is essential in the control of blood pressure,
heart rate, breathing, gastric system, in fact, j

William McAllan

Tighnabruaich,
Scotland, UK

2017-09-27

M.E. is not a ‘functional’ disorder

Wendy Sinclair

Duns Tew,
England, UK

2017-09-27

Friends and family suffer from Parkinsons

Joanne Tatum

Dinuba,
California, US

2017-09-27

When given appropriate tests, ME is scientiﬁcly known to be
biologically-based. Stop the dangerous misinformation!

Annette Ward

Halifax, England,
UK

2017-09-27

I have had ME and ﬁbromyalgia for 15 years now and feel I
deserve respect and acknowledgement for this debilitating
disease that I have to ﬁght every day just to get out of bed. I
am not lazy or just depressed I am ill, it affects every aspect
of my life at times the pain is unbearably.

Brit Hannar

Diss;Norfolk,
England, UK

2017-09-27

The need for biomedical research is huge!!! This change will
make that even harder - but more worring is where did they
get the data they state proves it "all in the mind"!!!
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Mike Hesketh

Preston, UK

2017-09-27

I've suffered with Fibromyalgia since age 13 and
CFS/ME since age 22. In the last 4 years i've developed
Dysautonomia (All CFS/ME and Fibro suffers have this to
a greater/lesser degree). I'm now getting on for 50 yers
old. I'm a high achiever, and always have been. Despite my
very determined efforts to rebuild my life and health over
the last 20+ and my permanent state of mental positivity,
all i have to show for is a series of failed professional
careers and some amazing qualiﬁcations that ultimately
have amounted to nothing. I'm 50 and i have nothing!
I'm heart-broken and tortured by the 'half life' i'm forced
to live. What i do have though is a deﬁnitive diagnosis,
which is backed up by the appropriate 'autonomic' testing.
Long story short - Fibromyalgia and most likely CFS/ME
symptoms/dysfunctions are the result of brain grey
matter atrophy in 7 key areas of the brain, which causes
dysfunction of the vagus nerve. The vagus nerve is essential
in the control of blood pressure, heart rate, breathing, gastr

Julie Dunlap

Reisterstown,
Maryland, US

2017-09-27

I have two children with ME and both are strong, highly
functioning young women, who live with chronic daily pain
and exhaustion. They are the strongest people I know but
need research to ﬁgure out what neurological damage
caused their condition after a virus. Please fund more
research, don't pigeon hole the disorder as a functional
problem.

Michele Stormer

Brooklyn, New
York, US

2017-09-27

There is nothing "functional" about a disease that proves
its existence through medical testing like the CPET. Plus
research shows mitochondrial disfunction, inﬂammation,
immune disregulation and so much more all play active
roles in patients studied. Essentially the whole body is
negatively affected, researches just don't know where to
look ﬁrst. This confusion in the medical world shouldn't
translate to the disease being "functional" just because they
don't know where to ﬁnd answers. I am signing on behalf of
myself, my mother, and anyone else aﬄicted with ME/CFS.

Tracey Macdonald

Weston-super-Mare, 2017-09-27
England, UK

I'm tired of seeing my once happy, energetic full of life
granddaughter suffer with no help. Gets passed from
pillar to post in the hope that someone takes her seriously,
disgusting that our own are left to suffer like this, more
needs to be done.

Cher Parry

Bristol, England,
UK

2017-09-27

Since being diagnosed, I can very much understand the
with.

Catherine Sunshine

Truro, England,
UK

2017-09-27

I tried exercise which made me so much worse. I believe I
may have had a better chance of recovery if it hadn't made
me so much worse.

Simon Rees

Waltham Saint
Lawrence,
England, UK

2017-09-27

rees
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Rachel Marie

Oldbury,
England, UK

2017-09-27

I have M.E, it most certainly is not all in my mind. It has
stripped me of who I was, it's ruined my life. The pain is real.
Imagine a thousand wasps stinging you all over 24 hours a
day, as well as feeling sick, and drunk .... Those are the good
days. The bad days are excruciating and debilitating.

Katina Hockney

Ventnor,
England, UK

2017-09-27

Having spent the past 17years coping with neurological
problems, I would be horriﬁed for M.E./CFS to be classed
as a 'functional disorder'.....what is dysfunctional are our
autonomic nervous systems.

june forster

dipton, England,
UK

2017-09-27

It's time we who suffer this devastating illness were listening
to and treatment and true research is given

Marian Kerrigan

Urmston,
England, UK

2017-09-27

Very ill

Craig Morris

Port st mary, UK

2017-09-27

I'm outraged that we still have to explain ME is neurological.
Please fund biomedical research not psychologists.

jennifer Bates

Hinckley,
England, UK

2017-09-27

ME/cfs is a physiological illness, backed up by much
research. The biopsychosocial model has already harmed
both patients and the credibility of 'chronic fatigue
syndrome', therefore depriving us of funding for real,
biomedical research. A few psychiatrists hellbent on
claiming this illness as their own should not have the power
to rewrite history and continue to affect patients futures this
way.

Julie Jones

Salford, UK

2017-09-27

Had this illness for thirty years, doesn't get easier

Susan King

Gillingham, UK

2017-09-27

Supporting a wonderful grandson who has ME.

Jeannette Elliott

Liskeard,
England, UK

2017-09-27

Had this illness for years now along with ﬁbromyalgia
too..not pleasant illness's to live with..

Fiona wood

Bournemouth,
England, UK

2017-09-27

I suffer from ME/CFS and I want NICE to examine the
treatments we currently receive and review them by
examining research and views of patients whom actually
have the illness and be believed!

Joan Harding

Pittston,
Pennsylvania, US

2017-09-27

I have several friends who are suffering with this insidious
disease!

Susan Rowberry

Stourton,
England, UK

2017-09-27

I have ﬁrst hand knowledge of this very physical debilating
condition

Jacky Fawcett

Sidmouth,
England, UK

2017-09-27

Those of us who have a diagnosis of ME do not want this
illness and have a hard enough challenge being kind to
ourselves, believing that what we experience is real and not
just is being lazy (as I have heard said). Any steps towards
validating ME as a real illness is a positive one.

Kirsty Lynam

Telford, England,
UK

2017-09-27

Supporting my god - mother who has been diagnosed with
M.E.
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Cathy Clarke

Stockport,
England, UK

2017-09-27

My son's CFS/ME developed after Glandular fever. A blood
test conﬁrmed the biological cause of the glandular fever.
He'd also had croup. The illness he now has is as a direct
result of a biological illness. It is not 'functional'. We ﬁnd
that term and implication abhorrent. He developed this at
9 years old. He was a healthy and happy child when he got
glandular fever. He is still happy, but now has a biological
illness.

Sharon Ledger

Daventry,
England, UK

2017-09-27

Was told early this year I ha e this aswell as ﬁbro

Matt Chapman

Plymouth,

2017-09-27

This condition needs the attention and resources to tackle

England, UK

this illness.

julia moore

Douglas, Isle of
Man

2017-09-27

I've been ill for 28yrs. Diagnosed within 6 months but
nothing seriously done to research a cure.

sandra maycock

surrey, England,
UK

2017-09-27

It's time for NICE to start listening to evidence.

Katina Hockney

Ventnor,
England, UK

2017-09-27

Having 'suffered' with this debilitating life changing
condition for 17 years, losing career, independence and
any form of what once was my normality, highlighting
neurological problems, I am appalled at the prospect of
this being named a 'functional' disorder implying emotional
dysfunction. Any chronic illness which causes chronic pain
and debilitating exhaustion is most likely to then result in
reactive depression. The dysregulation of our autonomic
nervous systems is what is 'dysfunctional'.

jen james

chepstow,
Wales, UK

2017-09-27

I suffered very badly with ME as a teenager in the 80's. The
Dr diagnosed me at the time, saying " I don't believe in ME,
but if ever there was a case of it, this is it". I was then sent
home with my parents, with no help or support. Somehow
we came through it. Trust me, it is a physical illness. The
pain, headaches, muscle spasms and complete exhaustion
were all too very real.

Chris Davey

Munlochy, UK

2017-09-27

There is no evidence that ME is a 'functional' condition
"likely to have an emotional basis". The WHO list ME as
a neurological disorder, a classiﬁcation that the DoH has
repeatedly said it accepts. Why should NICE be allowed to
get away with ignoring this? This is simply a cost-saving
exercise with patient wellbeing a secondary consideration.

Maxine Ellis

Saint Albans,
England, UK

2017-09-27

How long to we have to battle just to get recognition,
understanding, research and helpful treatment

Virginia Gray

Killingworth
Village, England,
UK

2017-09-27

Because I have m.e

darren haines

Billericay,
England, UK

2017-09-27

It is a total disgrace the support that ME sufferers get from
there GP. It is heartbreaking to see loved ones suffer from
an illness that this country turns its back on.
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ellie faulkner

bournemouth,
England, UK

2017-09-27

I suffer and have been diagnosed with Fibromyalgia/chronic
pain.

Maureen Hayden

London, UK

2017-09-27

Because it's so unfair to call me emotional problem that's
mad

Lucy Barone

Ronkonkoma,
New York, US

2017-09-27

What a WONDERFUL World it would be IF there were cures
for ALL autoimmune diseases!!

Gillian Byers

Blairhall,
Scotland, UK

2017-09-27

They need to acknowledge how people with M.E. often
spend years bed bound or extremely limited lives and
deserve more research into their devastating condition.

Peter Ruberry

Shrewsbury,
England, UK

2017-09-27

Having experienced the devastating effects of ME for
30years I can testify that this is not an emotional but a
physical illness exacerbated by over-exertion mentally
and/or physically.

Nicky delacey

Larkﬁeld,
England, UK

2017-09-27

Because I have cfs/me and feel utterly let down by the NHS
and welcome effective treatment for this illness for so many
who suffer

Anne Cooper

Whitchurch,
England, UK

2017-09-27

People with ME deserve help.

Sharon Taylor

Wallsend,
England, UK

2017-09-27

I know someone with this and it's heart breaking to watch
her struggle.

Elizabeth Lawrence

Northam,
England, UK

2017-09-27

I have ME, was diagnosed not by the NHS who told me to
get a grip & go back to work, but by an Osteopath who was
studying ME & had actual proof it was real before the NHS
even acknowledged it. I've had ME for nearly 18 years, i
cannot work because of it, I have to choose the activities i
do because i know my body will hurt or be heavy like lead
or feel like moving through treacle. I cannot have children
because of health issues brought on as a result of ME & not
wanting to be too ill to bring up my own children. I've faced
sceptical friends & family & been told to get ﬁt & shrug it off,
to get to bed early & sleep it off and even been suggested i
try harder. I'm not lazy, I'm not making it up, and don't you
think I've tried, i would if i could. Do you think i like relying
on others or having to ask for help with showering or with
housework. I've tried all the alternative & complimentary
therapies i can afford or that i feel drawn to, my prescription
list is 12 items every month & i take numerous supplements

Patricia Carn

Cambridge,
England, UK

2017-09-27

I have several friends and a daughter with ME.

Hilary Warwick

Wakeﬁeld,
England, UK

2017-09-27

Not enough is done for people with this kind of illness and it
needs addressing. It needs supporting with help from NHS.

Tony Fryer

Manchester,
England, UK

2017-09-27

The World Health Organisation recognise that this condition
is neurological.
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petronella perret

West Green,
England, UK

2017-09-27

ME is a real, physical, neurological condition that has stolen
my life. For almost any other illness, the patient voice is at
the centre of treatment, but people with ME are dismissed
and disbelieved, and little research is done to help us. The
only available treatment makes us more ill but we are told
we don't really want to get well if we refuse it. I would love
to have my health, career, and my life back. Please sign to
help me and hundreds of thousands like me.

Allister Spence

Kirkcaldy,
Scotland, UK

2017-09-27

I have suffered with ME/CFS for 14 years and also suffered
because of the misconceptions publicly held about the
illness.

maxine aston

London,
England, UK

2017-09-27

this is obviously the right thing to do

Jacky Main

Seaford,
England, UK

2017-09-27

My son has been suffering from ME for four years and it is
certainly a physical illness and not driven by his emotions

Debra Nice

Blackpool lancs,
England, UK

2017-09-27

Being a severe ME MYALGIC ENCEPHALOMYELITIS for well
over 20odd years, isn't it time you Respected ME. Give ME
people "hope "and" stop "the Misleading harmful business
of psychiatrists false believes.

Kate Dale

Brighton,
England, UK

2017-09-27

CFS/ME is a biological and neurological condition with
measurable markers. Its about time NICE caught up.

Lesley Watson

Gordon,
Scotland, UK

2017-09-27

My daughter suffered with this for several years - she was
one of the lucky few who seemed to recover, but it was
certainly no thanks to medical treatment. I am still in touch
with many M.E sufferers, and it still sickens me that it is so
easily dismissed as being "all in the mind", and not taken
seriously as the extremely debilitating neurological illness it
actually is.

Marie Shepherd

UK

2017-09-27

I may have this condition and in support of all those who do.

Lynda Lindner

Gig Harbor,
Washington, US

2017-09-27

ME is such an overlooked , and debilitating illness. I'm
signing to help bring awareness, & hopefully more research
.

Byron Culf

Bath, England,
UK

2017-09-27

I knew someone with M.E and it was totally debilitating for
them and she was marginalised and not understood and
that needs to change!

Mary Cousins

Exeter, England,
UK

2017-09-27

Having suffered from clinical depression, I am very qualiﬁed
to know that M.E. is in no way related to my emotions.

Pauline Relph

Harlow, England,
UK

2017-09-27

I know from sufferers how debilitating this disease is; failure
to acknowledge this fact appropriately delivers a cruel blow
on those already suffering.

Pamela Stocks

Tiverton,
England, UK

2017-09-27

ME sufferer since 1973 and fed up with having no tratment
and no hope due to the psychological lobby's agenda.
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Gordon Picksley

London, UK

2017-09-27

As Jacky Fawcett has said we would prefer to be well and
working but we've simply get no energy from our food or
Refreshing Sleep.And then our Immune System Attacks our
own Body.Everyday we wait for a Cure !!!

Jane Wingﬁeld

Little Paxton,
England, UK

2017-09-27

I have ME. I was a very physically active happy working
mother when I came down with a viral infection, from
which I could not recover, giving me severe ME pretty much
overnight. I ﬁnd this suggestion insulting. There's nothing
wrong with my thinking thank you very much. I would
resume my very active life tomorrow if I could and be happy
to do so. I have loads of things I'd like to be able to do. My
emotions have not caused this illness, and they do not drive
it on. I am not frightened of exercise in any way. I love hiking
running, cycling and working. So much we'd all like to be
doing if we could, but we mostly can't do these things due
to pain, post exertion malaise and other very real physical
symptoms. I simply get more ill if I do too much. Please
stop trivialising our physical illness. Every time you do, you
further the societal and medical abuse of people with ME.

Glen B

West Sussex,
England, UK

2017-09-27

This action by NICE ﬂies in the face of better informed
authorities, current research understanding and even
their own existing guidance. It is insulting and offensive to
people surviving with a highly debilitating physical illness.
To claim is a "functional disorder" without any evidence to
support this is clearly wrong, misleading and quite moronic
- shame on your NICE for even suggesting you make this
unsupported, incorrect claim.

sandra richards

Oxford, England,
UK

2017-09-27

I have never received any support, management plan or
treatment and most deﬁnitely didn't receive the referral to
neuro that I asked for since my diagnosis in 2002. I'm good
enough to work as a scientist, 10 of those years in the NHS
but you have failed many times to help me medically.

Allison McLean

Glasgow,
Scotland, UK

2017-09-27

I have M.E #

shirley twissell

Haverfordwest,
Wales, UK

2017-09-27

I was diagnosed in 1994 n although progress has
been made there is so much misunderstanding n
misrepresentation about ME

Joanna Shaw

Kingsdown,
England, UK

2017-09-27

I have a school friend who suffers from ME and I was
embarrassed to say to him that I didn't know what ME
was. I was shocked to ﬁnd out how diﬃcult his diagnosis
and treatment had been and how little the condition is
understood

Sally Rose

Abernethy,
Scotland, UK

2017-09-27

ME/ CFS have been recognised very clearly by UK govt.,
by WHO and others to be neurological conditions where
physical symptoms affect the neurological and immune
systems. Also as the NICE guidelines re CFS/ME are now
being reviewed this new guideline's proposal that ME/CFS
patients should be treated according to the current NICE
guideline is clearly out of date.
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Pamela Kent

Richmond,
England, UK

2017-09-27

I'm signing because M.E. is a devastating disease that
wrecks lives and sufferers need appropriate care and more
research into what causes it and broad support from the
NHS.

Susan Hall

Perth, Australia

2017-09-27

I believe it is important that people with ME/CFS can be
referred to a medical specialist so that they can receive
adequate help. The present guidelines do not provide
enough investigation of neurological symptoms. Presently
there is no advice on how to manage or prevent the
neurological symptoms or any reassurance about the cause
and future impact. Inconsistencies in the NICE guidelines
are confusing for everyone. There should not be one part
of the NICE guidelines used to provide medical advice
that is not in line with another part of the guidelines.
The classiﬁcation system that is being used needs to be
workable. Please consider that the guidelines on ME/CFS
are being updated so it is important that this draft for the
guideline on suspected neurological conditions accounts
for this.I have had CFS since 1981 and have neurological
problems to deal with.

ella robinson

Wakeﬁeld,
England, UK

2017-09-27

Our family member and my friends are suffering from M.E.
And I can see how much they are suffering.

Claire Hamilton
Russell

Glasgow,
Scotland, UK

2017-09-27

WHO guidance and all clinically signiﬁcant evidence states
that ME is a neurological disorder. Continuing to treat
it as a psychological disorder and subjecting patients to
"treatments" such as NICE is both counterproductive and
abusive.

sharpe Sharpe

Watford,
England, UK

2017-09-27

I know someone with ME who has had it for years. She was
a Sister on a hospital ward and had to give up work because
of the condition.

Wendy Jones

Poole, England,
UK

2017-09-27

There is so much misinformation out there about this
disease, we need to have correct information out there. It's
hard enough enduring it without the 'it's all in your head'
attitude still spread by some medical 'experts'. We all need
to be on the same page here

Elizabeth Miles

Long Drax,
England, UK

2017-09-27

Because I want to help raise awareness and encourage
more research

Jenny Spencer

Shuttlewood,
England, UK

2017-09-27

I have a daughter who is a sufferer and strong evidence
against it being a functional disorder! Wake up world.

Jennifer Middleton

Wellingborough,
England, UK

2017-09-27

I know people with M.E. and they are really nice they just get
tierd sometimes

Bernadette
Urmston

Warrington,
England, UK

2017-09-27

Chronic illness more often leads to depression. Increase
bio medical research and give hope, not despair to so
many. This would go some way to alleviating some of
the depression patients suffer due to being ignored and
disbelieved for so long.
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Lorraine smith

Ilkeston,
England, UK

2017-09-27

This is not a functional illness, emotional or psychological, in
fact those of us who are suffering will clearly show you just
how strong our minds are to cope with such a debilitating
illness. This nonsense has to STOP and good research is
much needed to get the help we need. My mind is ﬁne, and
no one has the right to say otherwise no matter what they
call themselves, psycholgist, pyschiatrist or any one else.
Lets get to the bottom of this debilitating illness because
'enough is enough'.

Gillian Cheesman

Henley on
Thames,

2017-09-27

My step grand daughter is suffering with M.E.

England, UK
Denise Nuttall

Ferndown,
England, UK

2017-09-27

Provide your evidence to support your suggestion that M. E/
CFS is a functional disease caused by emotions. Please use
evidence not emotions when producing your labels about
this disorder; only then will you be able to help those of us
that suffer.

Veronica Jones

COleford,
England, UK

2017-09-27

UK psychiatrists who have had the lions share of research
funding in the UK for years, to the detriment of UK
biomedical researchers, are constantly claiming ME is
a functional disorder. Please take note of worldwide
biomedical research ﬁndings showing physical reasons for
post exertional malaise and other symptoms. 21 yrs ME after
virus, 20 severe, never depressed.

Sheena Fletcher

London, UK

2017-09-27

I know someone with this :(

isabella price

Cardiff, Wales,
UK

2017-09-27

Anyone who has M.E. or knows anyone with it also knows
what a debilitating illness this really is.

Olwen Bentham

North Cave,
England, UK

2017-09-27

ME folk need more understanding. More help. Not fobbed
off and left in the "it's all in your head" corner. Research,
support, but mostly believed.

Caroline Jones

Liverpool, UK

2017-09-27

My daughter is over looked all the time as no one
understands what it involves living with this illness

Sarah-Jane
Newman

West Moors,
England, UK

2017-09-27

My daughter suffers from CFS

Julie Joyce

Bradley Stoke,
England, UK

2017-09-27

I have friends who suffer from this.

Sally Hobbs

London, UK

2017-09-27

I think the treatment of people with ME has fallen into the
'too diﬃcult ' box for medics and lack of education has lead
to dismissal of this complicated disease as a functional
disorder.

pamela burton

Sheerness,Kent,
England, UK

2017-09-27

This is a disabling disability which requires full neurological
research & support.

Sharon Turner

Presteigne,
Wales, UK

2017-09-27

I'm signing because it's the right thing to do
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Sian
Llewellyn-Martin

Yeovil, England,
UK

2017-09-27

this condition is real and can cause terrible pain and poor
quality of life. it needs to be taken seriously

Gail Keating

Saint Just,
England, UK

2017-09-27

Two of my friends ended up in wheelchairs because of this.

Kimberly Gurav

Edinburgh,
Scotland, UK

2017-09-27

This is absolutely critically important. ME is classiﬁed as a
neurological illness by the WHO and it should be treated as
one by the NHS.

michelle kyle

1, UK

2017-09-27

I have ME!

Veronica Jones

COleford,

2017-09-27

UK psychiatrists who have had the lions share of research

England, UK

funding in the UK for years, to the detriment of UK
biomedical researchers, are constantly claiming ME is
a functional disorder. Please take note of worldwide
biomedical research ﬁndings showing physical reasons for
post exertional malaise and other symptoms. 21 yrs ME after
virus, 20 severe, never depressed.

Rhona Stagg

Freuchie,
Scotland, UK

2017-09-27

This condition has been much misunderstood

Sally Tuppen

Seaford,
England, UK

2017-09-27

I have M.E/CFS and its not easy

Sharon Hayward

Sudbury,
England, UK

2017-09-27

I've lived for about 15 years with this illness. The ﬁrst time
I knew I had a serious problem, I was getting ready to go
out, I was extremely happy but I was suddenly overcome
with an unnatural, overwhelming tiredness. A start to far
more severe and disabling symptoms to come. So fed up
of hearing this rubbish. What gets me most is the fact that
they must know differently by now, so why the continuous
pretence?

Pat Carford

Sheﬃeld,
England, UK

2017-09-27

My Niece is suffering from this

Elizabeth Barrett

Heysham,
England, UK

2017-09-27

Such a cruel condition. Every assistance for people affected
please, this is Great Britain ##

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-27

Evidence of biomedical research doesn't support this
premise of Functional disorder. Like others I have practiced
various psychological techniques and maintained exercise
to max ability over 24 years without recovery. What causes
most emotional distress is this endless misrepresentation
which invalidates the huge efforts and endurance to keep
positive and make best of life however limited or ill. PLEASE
take the lead from USA NIH and help us make progress by
recognizing the real nature of this condition.

Pauline Evans

London,
England, UK

2017-09-27

We need answers and treatment,If not in my time but for
the future generations with this awful illness

Holly Donaghy

Merseyside,
England, UK

2017-09-27

My daughter has suffered for eight long years.
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Jeff Walsh

Wolverhampton,
England, UK

2017-09-27

We need more signatures guys in order to get the powers
that be to take this illness seriously

Liz Warner

London, UK

2017-09-27

We need a better understanding of this neurological
condition and relevant treatment for sufferers.

ailie Pollon

Lutterworth,
England, UK

2017-09-27

I have colleagues, students & my husbands partner who
live with this every day and it needs to be recognised and
sufferers supported appropriately!

Harry Fricker

Penryn, England,
UK

2017-09-27

This has gone on too long! People need to be heard!

Sharon Shuter

London,
England, UK

2017-09-27

I have this condition we need more help more
understanding

J WRENCH

Gloucester, UK

2017-09-27

Each day is a struggle. Its real and very disabling. Some have
lost their lives because of this nasty illness

Alison Paterson

Glasgow,
Scotland, UK

2017-09-27

I know how my daughter had been treated since her
diagnosis and it's time attitudes changed

Nicholas Copley

Stroud, UK

2017-09-27

I am signing because we need to know what ME is. It is no
longer ok to ignore evidence of pathology.

ruth quinton

Middlesbrough,
England, UK

2017-09-27

Me too and she dosen'the deserve to suffer because she's
an amazing auntie -Ellie (daughter of Ruth quinton)

Fran Chris

Teddington,
England, UK

2017-09-27

People like me who have had ME for 20 years need proper
care and treatment on the NHS. There is enough research
now to prove that it is not a functional disorder and there
are neurological and immune components to this disease.
When I was ﬁrst diagnosed, I went to a charitable/NHS
clinic run by a neurologist and had a full neurological and
cognitive assessment which assisted my diagnosis and ruled
out depression. I was prescribed helpful neurological drugs.
It has been devastating that my daughter has not been able
to receive similar care and that what I beneﬁted from is
being entirely removed from ME patients today.

Lou Corsius

Netherlands

2017-09-27

ME is not a functional disorder. There is no proof
whatsoever to underline your incorrect claim. <a
href="https://www.ncbi.nlm.nih.gov/pubmed/25695122"
rel="nofollow">https://www.ncbi.nlm.nih.gov/pubmed/25695122</a>

Emily Ryan

Liverpool,
England, UK

2017-09-27

I'm signing this because I have ME and it is not functional
and I cannot think myself better.

Kayleigh Rivett

Portsmouth,
England, UK

2017-09-27

ME is not a mind over matter issue! It is as real as cancer,
diabetes, Alzheimer's . . .

Kay Fitzgerald

Brownieside,
England, UK

2017-09-27

I'm signing because a good friend has ME and I hate to see
her suffer.
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Erika Maclaughlan

St Austell,
England, UK

2017-09-27

I'm signing because too many lives are affected by this

lynda Birchall

Saint Helens,
England, UK

2017-09-27

I'm signing because this illness needs more understanding
and support

Julie Whitham

Sheﬃeld,
England, UK

2017-09-27

We need proper help with M.E, not being left to rot for years
and years, This is a real physical illness.

Pat Gridley

Hayle, England,
UK

2017-09-27

My daughter suffers with ME and I am concerned that ME
should be correctly recognised.

Lisa-Marie Cleaver

Derby, England,

2017-09-27

I have had M.E for 14 years now. I know my own body

UK
Julie Whitham

Sheﬃeld,
England, UK

2017-09-27

This is a real horrible disabling illness, not a ﬁgment of my
imagination, I have had it for over 20 years and have tried
to help myself to get rid of it so please stop this functional
illness nonsense and do some proper medical research.

Kathryn Mullins

Fresno,
California, US

2017-09-27

Now bedbound/home bound after 20+yrs, nobody would
choose this debilitating disease that devastates families,
friends, let alone your life forever. I would love to have an
active role in my daughters, grandchildrens, and elderly
mother's lives. I can only see them for minutes at a time.

Clare Shepherd

Twickenham, UK

2017-09-27

Unfortunately there are some illnesses & conditions which
are extremely complex to treat & care for & much, much
more research is needed. Trying to sideline such illnesses &
create an implication that they are 'created' in the mind by
sufferers is surely more about saving money than evidence
or eﬃcacy.

Kassie Jamison

Aurora,
Colorado, US

2017-09-27

I have fnd

Julie Mewett

Lewes, England,
UK

2017-09-27

It's impossible to be treated fairly for M.E, Fibromyalgia and
Chronic Fatigue all the time there is a disagreement within
the medical world as to the mechanism of the disorder.To be
labelled as having phycological problems is heart breaking.

Jan de Jong

Bussum,
Netherlands

2017-09-27

If you know someone aﬄicted with ME you know that the
notion that ME is "between the ears" is laughable.

Colin Parratt

London, UK

2017-09-27

I've known this illness for 30 years, it's not a functional
disorder.

Michael Docherty

Glasgow,
Scotland, UK

2017-09-27

If it wasn't so serious it it would be laughable.

Marcina Frost

Abbotsford,
Canada

2017-09-27

M.E is not a functional disorder. It is griping and destroys
lives . Many people are bound to their beds or homes.
Please consider this the serious neuro-immune disease that
it is.
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Shannon winspear

Guisborough,
England, UK

2017-09-27

I'm signing because of my sister # please sign!

Rhiannone Taylor

gloucester,
England, UK

2017-09-27

Too many people do not understand M.E. It's important to
understand what a person is going through in order to help.
Many professionals won't even look at the symptoms, and
diagnosis is a long process. Even when diagnosed there's no
real treatment & support. M.E. is a real illness and should be
treated in the same way as any other illness!

Maureen Murphy

London, UK

2017-09-27

I know so many people who have suffered with this illness,
including my daughter who is now thankfully recovered.
Denying the biological basis of this illness places sufferers in
a horrible position of being disbelieved on top of suffering
an illness with horrendous symptoms. It also stops research
into ﬁnding proper treatment for this debilitating condition.

Henry Stevenson

Okehampton,
England, UK

2017-09-27

I've seen how this disease can affect people. It needs more
research and a proper treatment programme.

Donna Long

Henﬁeld, UK

2017-09-27

It took 7yrs for me to be diagnosed and then
discharged....talk about ignorrance!!!!

Penny Ricketts

Bristol, England,
UK

2017-09-27

There has been numerous research projects that
have proven ME/CFS is a physical condition linked to
mitochondria. Reducing it to being labelled as related to
emotions is just insulting!

Rhiannone Taylor

gloucester,
England, UK

2017-09-27

M.E. Is an illness like any other and should be treated with
support, understanding and empathy. People with M.E.
aren't lazy, they are usually in chronic pain and constantly
fatigued. I wouldn't wish this illness on anyone.

Jean Warwick

Coventry,
England, UK

2017-09-27

I have an ME and a CFS diagnosis

Rhy Van Delft

Southend-on-Sea,
England, UK

2017-09-27

I live with this disease & would welcome conversation with
any of the board In regards to how functional this disease
is...or maybe speak to my poor 7 year old who has a shell of
a mother most days

Margaret Roberts

Slapton,
England, UK

2017-09-27

I'm severely ill.

Mary Lyons

Galway, Ireland

2017-09-27

Because I agree ME is not a functional disorder

Manon Simard

Blainville,
Quebec, Canada

2017-09-27

I have ME and am not getting the medical care I need.

Hannah Green

Brighton, UK

2017-09-27

Living with this daily and it is not a functional disorder

Gill Wimpenny

Redhill, England,
UK

2017-09-27

Gill Wimpenny
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Jaime Seltzer

Williamstown,
West Virginia, US

2017-09-27

It's illogical to take this stance. Repeated and reliable
ﬁndings such as low natural killer cell function would rule
out a diagnosis 'driven by emotion' that merely 'mimics'
physical disease. If we believe that physical ﬁndings do
NOT rule out a 'disease of emotion' in the case of ME/CFS
-- that the mind can summon such speciﬁc and repeatable
abnormalities -- then I think we have to consider why other
diseases are not framed in the same way. Often we view
illnesses without effective treatments in a negative light.
We blame patients for our own discomfort on seeing their
disability. We don't want to believe it could happen to us, so
we craft a story where the patient could recover if they only
really wished to, or if they only worked hard enough, or the
right way. ME/CFS is not the ﬁrst disease that has been cast
in this light, and until we become more comfortable with
our ignorance, it won't be the last.Please reconsider framing
diseases we don't understand as the fault of the patient,
able to be o

Karen Jones

Virginia Beach,
Virginia, US

2017-09-27

"Likely driven by emotion" Seriously? Sounds like an excuse
to not treat the disease. Please do not be a stupid as we are
here in the U.S.

Anne Dawson

Carlisle,
England, UK

2017-09-27

I'm s igning because my sister has M.E., and I worked in
mental health for over 25 years, and I know that it is not
an emotional condition she has, as I have watched how
hardi/ impossible it is for her to carry out the simplest tasks
and activities which once she did with no problem. Why
does not NICE follow WHO guidelines, and accept that it is a
neurological condition?

Fiona Kirton

North Wootton,
England, UK

2017-09-27

I am signing this because I was diagnosed with ME in 1986
after a severe ﬂu infection. I was lucky I recovered over a
two year period many do not.

Angela brown

Bude, England,
UK

2017-09-27

This disease is horrendous to the sufferers and surrounding
family

Wendy Bulman

Shrewsbury,
England, UK

2017-09-27

I have a friend who suffers with ME and I want her (and all
the other people out there!) to get the right support

Lynne Hayward

Sale, England,
UK

2017-09-27

We once were convinced that the world was ﬂat because
humanity had no evidence to prove otherwise. The physicist,
Brian Cox, on Radio 4 today, was discussing J. Robert
Oppenheimer " No man should escape our universities
without knowing how little he knows."

Hayley Donald

Lincoln, England,
UK

2017-09-27

I have suffered from M.E./CFS since 2009 after being given
too much anesthetic after an operation on my appendix
& also through a viral infection from this operation. I was
aspiring to be a young athlete. This has all changed now. I
have lived the last 8 years having to live a life which comes
with so much pain and misery. I will never be the old me.
People do not realise that this is REAL sand a SERIOUS
neurological condition that can happen to any single one of
us and it currently affects millions of us every single day. I
have been told to just learn to 'adapt' to this, but I will never
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be able to adapt to this knowing that I could've had such
a different life. I can't change this now, this is me, so I'm
doing everything I can to help raise awareness and support
any association. Sending love to all of my warriors ﬁghting
invisible illnesses.

Georgia Labas

Milnrow,
England, UK

2017-09-27

I have ME. I have had it since childhood and it's taken away
everything from me. I have no independence as it strips
more and more away from me every single year. It's not a
funicational disorder at all

Sally Alexander

Lincolnshire,
England, UK

2017-09-27

I am limited in my every day living because of this and I
want to ride my motorbike, dance to live music and work full
time in the job I love...

Ulrika Ljungberg

Stockholm,
Sweden

2017-09-27

I have the neurological disease ME/CFS. Proper diagnosis,
more funding for research and the correct attitude and
treatment are essential for us with ME/CFS. Instead we
often hear claims of incompetence or ignorance and total
wrongdoings when people say that ME is not a neurological
disease and that we should go to a psychologist or exercise
more to get well. It it is both hurtful and harmful.

Kim Andrews

Mevagissey,
England, UK

2017-09-27

Cutting off an important avenue of treatment based on no
evidence but out-of-date medical bias is wrong.

Lilly Hunter

Buckie, Scotland,
UK

2017-09-27

ME-CFS is when you don't get any energy from your food
or from resting. It is a metabolic condition. Since the brain
requires a lot of energy, this energy malfunction affects
concentration and other brain functions. Emotions are also
very energy-consuming. These two examples are the only
connection with the "personality" of a person with ME-CFS.
They are symptoms, not the cause.

Lesley Smallman

Southampton,
England, UK

2017-09-27

Lesley smallman

Lilly Hunter

Buckie, Scotland,
UK

2017-09-27

Don't push yourself or you will become worse. I did, and
went from the mild version to the moderate version which
keeps me from working and doing pretty much anything
other than just staying alive. Go down to part time, work
from home as much as possible, and put your health ﬁrst.

Helen luck

Wincanton,
England, UK

2017-09-27

M.E IS AS REAL AND DISABLING AS CANCER, AIDS
AND OTHER AUTO IMMUNE CONDITIONS. WAKE UP
GOVERNMENT, WAKE UP WORLD. WE DID NOT ASK TO BE
ILL, WE DID NOT WANT TO LOSE OUR LIVES AND BE BED OR
HOUSE BOUND. WE DON'T WANT TO DIE YOUNG OF IT OR
IT'S SIDE EFFECTS. WE DO NOT WANT TO LIVE EVERY DAY IN
CHRONIC PAIN SO PAINFUL WE WOULD RATHER NOT LIVE.
M.E IS A REAL CHRONIC DESEASE. OUR PAIN AND VOICES
SHOULD BE NOW HEARD AND. BELIEVED. NOT TOLD IT'S IN
OUR HEAD.

Kerryn Groves

Haywards heath,
England, UK

2017-09-27

ME is not a psychological illness. It is not controlled by
emotions. There is too much evidence proving the biological
nature of the illness. It's about time this country started
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treating those with ME with respect & that money was put
into biological research. Too many lives are destroyed by ME
and we really need the medical world to treat it seriously.

carin severn

spalding,
England, UK

2017-09-27

This is not an emotional disease this is a very physical
disease it's not emotions making my body hurt, my balance
poor, it doesn't give me brain fog or unable to speak
properly nice need to reclassify ME as being a physical
disorder not emotional

Angela Mc Kee

Kilkeel, Northern
Ireland, UK

2017-09-27

I suffer from ME.

sally Richardson

Birmingham,

2017-09-27

I've got ME. WHO says it is a neurological condition. My

England, UK

disease started with a virus and I have physical symptoms - I
have have photos and videos of spasming muscles. Calling it
'functional' disorder makes light of this nasty condition and
perpetuates poor science such as the Lightning Process.

S Justice

Aylesbury,
England, UK

2017-09-27

This is a breech of human rights. Cfs/ me is proven physical.
Deal with it.

S Justice

Aylesbury,
England, UK

2017-09-27

NICE need a review all round. Clearly they have no
comprehension of what physical actually is. Who employs
them anyway and why are they being paid? They are
discriminating and they need to be stopped.

Beverley Young

Ely, England, UK

2017-09-27

There must be an as yet undiscovered cause. My daughter
did not suddenly decide to be ill. She wants so dearly to be
as she was and lead a normal life. This horrendous illness
has robbed her of so much. Please fund research to look for
bio medical markers. ME is not psychological in origin.

Mark Hourahane

Chatham, UK

2017-09-27

Having suffered from M.E. since 1989, I have seen a lot
of misunderstanding and prejudice against the illness in
the industry - GPs not understanding, JCP discriminating
against those with chronic, ﬂuctuating conditions and their
supposed professionals clearly having little understanding
of M.E., along with attempts to treat it as a psychological
disorder... not to mention the questionable studies from
alleged experts!The symptoms of M.E. are complex, may
vary from person-to-person and can ﬂuctuate wildly. Whilst
there are cognitive issues, the physical symptoms can be
severe and make a huge impact on daily living. We need
to push forward with recognition of the illness, not take a
step back into the dark ages where it was deemed "all in the
head".

Charlotte Severn

Spalding,
England, UK

2017-09-27

I'm signing because my mum has M.E and let me a sure you
it is not an emotional disorder it is as physical as any injury!

Suvi Sarja

Finland

2017-09-27

My ME

Jackie Harmson

Garthorpe,
England, UK

2017-09-27

I'm signing as l don't think ME is a functional disorder...
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Katherine Gault

Preston,
England, UK

2017-09-27

YET MORE ATTEMPTS TO CLAIM THAT M.E. IS
PSYCHOLOGICAL. Please don't let this happen! It will affect
medical care, research funding and medical guidelines,
prevent necessary testing, affect support, care, welfare
and insurance claims and put us back in the dark ages.
M.E. is a severe and debilitating neuro-immune disease,
with thousands of studies showing serious biological
abnormalities. THE CLAIM THAT IT IS 'FUNCTIONAL' IS
MEDIEVAL.

Hilary Motterham

Gloucester, UK

2017-09-27

There is no help for us, my doctor doesn't know, the hospital
hasn't a clue, where do we go? I know I'm ill, I was a nurse
before I got M E and now I can hardly do anything, even
writing this is a massive effort.

Hayley Green

Dundee, UK

2017-09-27

I Have ME/CFS.It is not in my head. I have had this illness for
2.5 years. I went from running, training from a marathon,
circuit training, swimming, boxing, being in the gym 6/7
days a week, having a job in the city, being completely self
dependant to not being able to walk up the stairs, work,
walk, dry my own hair, wash, it is NOT in my head. I received
this diagnosis after contracting glandular fever. It has
irrevocable changed my life and that of my partner. I will not
suffer others ignorance. End of.

Rio Henry

Ottawa, Ontario,
Canada

2017-09-27

I don't however believe there is enough evidence at this
point to say that this is a neurological disease. I do however
strongly request that 'this' no longer be deﬁned as a
functional disorder

Antonia MacTavish

St Albans,
England, UK

2017-09-27

I know several people aﬄicted with this condition, all of who
previously had active and fulﬁlling lives. It's not a choice
anyone would wish for.

Niclas Jensen

Örebro, Sweden

2017-09-27

This disease needs more attention.

Sue Phillips

Leicester,
England, UK

2017-09-27

After 20 years of struggling to live a normal healthy life I
have to conclude thematic the current NICE guidelines on
this are entirely incorrect.

Kay Duncan

Aberdeen, UK

2017-09-27

kay Duncan

patricia evans

North Shields,
England, UK

2017-09-27

the medical profession will not or don't want to understand
this life debilitating condition nor is there enough support
for families who are trying desperately to look after
members with m.e.

Korina greenhough

Leeds, England,
UK

2017-09-27

i know this is real, I live with it every day of my life,

Judith Dornan

Preston,
England, UK

2017-09-27

ME is a life changing condition. It is an absolute disgrace the
way sufferers are marginalised and left to cope alone.

Caroline Jacques

Glasgow,
Scotland, UK

2017-09-27

I am signing because I have suffered with this illness for
24years
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Caroline Sandberg

Stockholm,
Sweden

2017-09-27

ME is a very real, severe neurological, possibly
neuroimmune disease that needs to be taken seriously. The
U.K. is far behind on this.

Audrey Prince

Southampton,
England, UK

2017-09-27

I fully support this petition

Sarah Howells

Gloucester,
England, UK

2017-09-27

ME is a debilitating neurological disease which has been
recognised by the World Health Organisation (WHO) since
1969 as a distinct organic neurological disorder. M.E. is
classiﬁed in the current WHO International Classiﬁcationof
Diseases with the neurological code G.93.3. I concur that
my own M.E. symptoms include neurological issues caused
by scarring on the brain and the Ebstein Barr Virus ( a very
common cause of ME) seated in my spine. This being a
neurological disease it represents a major attack on the
central nervous system and an associated injury of the
immune system – by the chronic effects of a viral infection,
in my case as many other suffers, EBV. I can also testify
that there is also transient and permanent damage to
many other organs and bodily systems as M.E. affects the
body systemically. M.E is indeed worsened by physical
and cognitive activity, sensory input and orthostatic stress
beyond individual post-illness limits which can and does
cause a worsening of the severity of the illness

Sarah Howells

Gloucester,
England, UK

2017-09-27

If it's psychological then why do they prevent ME
sufferes from donating blood and organs!? ....Myalgic
Encephalomyelitis is a debilitating neurological disease
which has been recognised by the World Health
Organisation (WHO) since 1969 as a distinct organic
neurological disorder. M.E. is classiﬁed in the current WHO
International Classiﬁcationof Diseases with the neurological
code G.93.3.

Louise Bignell

Southampton,
England, UK

2017-09-27

As someone with m.e (and other conditions) we need NICE
to truly represent our conditions with sound scientiﬁc
evidence.

Sandra Duma

Frankfort,
Illinois, US

2017-09-27

Wake up UK. Face up to the serious neuro-immune disease
that is wreaking havoc in the lives of many of your citizens
and other sufferers around the world. Wishing it away
by labeling it as a "functional" disorder will not solve the
problem. Do the biomedical research necessary to learn the
underpinnings of this disease so that your neurologists and
other doctor specialists will have the tools necessary to help
people with this physiological illness. Finding a "cheap" way
out helps no one. Live up to your responsibilities and care
for all your citizens.

Kevin Cook

Carharrack,
England, UK

2017-09-27

My sister has suffered from the severe form of this disease
for over nine years!!

Gillian Dawson

Cambridge,
England, UK

2017-09-27

I have had ME for 5yrs
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Ruth Heritage

PReston,
England, UK

2017-09-27

important - please sign

Lorraine parker

Hilton, England,
UK

2017-09-27

My daughter still has to manage the condition even though
she is more ch improved - she is only 12 years old but we
still feel that people think that it is all on her mind. I only
have to see the pain she endures to know that it certainly
isn't in her brain. My son's girlfriend also suffers from the
condition and she has to use a wheelchair if she is going out.
So unfair when people wrongly judge.

Michelle Freedman

Kingston,
Canada

2017-09-27

Because I see how much my sister suffers. This is not in her
head!

Lorraine parker

Hilton, England,
UK

2017-09-27

Large amounts of the medical and education profession are
so ignorant of the condition. Until my daughter missed a full
year of school in 2015 I also dismissed it.

Caren Brown

isle of man, UK

2017-09-27

ME is not a funcional disorder it is becoming clearer and
clearer that it is biological in nature and the reference to it
being functional disorder is very harmful to sufferers and
their families.many health professionals would not take the
illness seriously and understand how debilitating and life
threatening it can be

megan lawrenxe

farnborough,
England, UK

2017-09-27

My friend has chronic m.e..o have seen her at her worst
..when she ﬁrst took ill .it was called "yuppie ﬂu" ..it's a
debilitating disease that has no known cure ..more research
is needed

sarah thompson

london, England,
UK

2017-09-27

M.E is a physical illness with much evidence of immune
dysfunction. A small group of psychological medicines is
invested in owning the illness. They should not be allowed
to inﬂuence the NICE guidelines. This would be to the severe
detriment of balance in medicine and the effect on people
with this illness would be dangerous.

Helen Benson

London,
England, UK

2017-09-27

My son got ME aged 12 after a virus and still has it. It is
a real medical condition that needs proper research and
treatment.

nina persson

Trollhättan,
Sweden

2017-09-27

Me is real and not in ouer head

Caren Brown

isle of man, UK

2017-09-27

millions are suffering already without the added burden of
the condition being classed as functional disorder..i have
been housebound and often bedbound for many years
and ive lost count of the amount of times ive tried to help
make myself better by mind over matter and ignoring my
symptoms to end up feeling a lot worse and especially after
graded exercise which was supposed to help me but left
me unable to walk for 6months and ive never been able
to recover to the level i was before this so called exercise
therapy
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Sharon Graham

Shropshire,
England, UK

2017-09-27

I suffer symptoms that are a lot a like to M.E but brought
on via something entirely different so anyone with it has all
my sympathies as it can leave you barely being able to make
it out of bed to the bathroom. Please sign and show your
support ##

kate kennedy

Leamington Spa,
England, UK

2017-09-27

I am signing because I have a friend who suffers with
this condition..he gets no help as is wife works ,,its not a
condition taken seriously enough..

Kelli Haith

Colchester,
England, UK

2017-09-27

I am signing because my daughter suffers terribly with
this, and it is heartbreaking to see and know I can not do
anything to make it better x

Mark Webster

Wigan, England,
UK

2017-09-27

This needs to change because people are suffering
needlessly.

Lucinda Morris

London, UK

2017-09-27

Because I gave ME

Tracy Hughes

Folkestone,
England, UK

2017-09-27

My Niece is effected by this

Richard Ketley

Crawley,
England, UK

2017-09-27

I'm signing because M. E. Sufferers deserve better.

Kathryn Skelhorn

Langley Burrell,
England, UK

2017-09-27

Supporting all those suffering

Gill Swires

Australia

2017-09-27

Like millions of others, I have ME. Any barriers put in the
way of funding, research, or acceptance makes it harder to
believe that one day there may be a cure.

Sarah Harbour

Lyminge,
England, UK

2017-09-27

I have ME.

Jill Moxon

Leeds, England,
UK

2017-09-27

My daughter got M.E. after falling ill age 10 1/2. She is still
ill and has just turned 20 last week. She has only one gcse,
no prospects and a very limited life. During all of this time
No one actually showed any care towards her except her GP.
Without him I dread to think where we would be now. The
paediatrician was only interested in forcing psychological
treatment on her which we refused, resulting in myself
being accused of harming her. It's time there was real help
for all those with this horrendous illness.

Elizabeth Bassnett

South Shields,
England, UK

2017-09-27

I suffer with m.e and I'm a trained counsellor, I do not
believe m.e is a psychosomatic illness. The evidence strongly
points to biology and neurological.

Ade Wildsmith

Lincoln, England,
UK

2017-09-27

I love my friends.

Frances Curley

Norristown,
Pennsylvania, US

2017-09-27

I have ME/CFS and it is not a "functional disorder". It is a
physical disease.
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Stacey Keuneke

Bottesford,
England, UK

2017-09-27

I'm signing because I have a diagnosis of ME and
Fibromyalgia. I can assure you these conditions are very real
and affect every aspect of my life. To suggest this is driven
by emotions and therefore 'mimics physical conditions'
is incredibly patronising, condescending and shows a
complete lack of understanding for how utterly life-changing
this is for those that suffer! Worse still because the powers
that be continually downgrade the signiﬁcance of this
condition, sufferers got little to no support and simply have
to manage the symptoms rather than having any clear
solution to the underlying cause. It's about time we were
taken seriously!

Stephanie Grant

Watford,
England, UK

2017-09-27

ME is a real physical illness that I and several family
members have suffered from, some of whom continue to be
severely affected by it.

Mark Griﬃn

Enﬁeld, England,
UK

2017-09-27

This is a disgusting over-simpliﬁcation of a complex
Neurological based disease. Myalgic encephalopathy is very
real & destroys lives, not just the sufferer but they're whole
family!

Amie Falls

Shawnee,
Oklahoma, US

2017-09-27

I and other friends have been greatly effected by ME. It is
ridiculous to call this a disease caused by emotion

Sandra Singh

St Albans, UK

2017-09-27

Look at the research that's going on which is slowly
but surely showing that ME/CFS is a physical disease.
Many people who have this illness didn't get it by being
emotionally distressed. The fact this is even being
considered is outrageous. We already have a petition stating
that CBT and GET aren't ﬁt for purpose and thousands of
people can attest to this. Please recognise this as a physical
illness so people can start getting better, tailored treatment.

Suzanne English

Witham,
England, UK

2017-09-27

I have m.e and it's deﬁnitely a biological illness and I've
proved that cbt doesn't help nor does graded exercise it
just made me bedbound. Stop abusing the m.e patients and
treat us with dignity and care

Erin Hephzibah
McEvoy

Glasgow,
Scotland, UK

2017-09-27

I believe in the cause

Victoria Shorthouse

Helensburgh,
Scotland, UK

2017-09-27

Ran a half for an ME charity a few years ago ... now suffer
invisible illness myself though thankfully not as debilitating
as I've seen in friends .... understanding IS getting better but
not fast enough for those living with it

Cameron Wilson

Australia

2017-09-27

I'm singing this because I'm not a fucking moron and realise
that it's very clearly not a functional disorder. The fact that
there's a debate is ludicrous.

Amanda Miles

Spain

2017-09-27

Esta importante Para michos personas en el mundo todo

Jackie Brown

Nottingham,
England, UK

2017-09-27

these completely unsubstantiated claims are damaging to
ME sufferers and do not in anyway help in recovery
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Kathrine Ritchie

Sheﬃeld,
England, UK

2017-09-27

I saw 2 psychologists who assessed me to rule out mental
illness before my neurologist would diagnose me. I don't
have a mental illness, I have a physical one.

Jessica Farmer

Dunstable,
England, UK

2017-09-27

Better understanding and support of this condition is
needed. The new guidelines do not seem to fully understand
what the condition is or promote how to deal with it
effectively.

collette wallace

Dane End,
England, UK

2017-09-27

I have ME/CFS and ﬁnd it demoralizing and upsetting that
this petition even has to be signed. It shouldn't be needed.
It is embarrassing that our country is so behind. Why is the
research not being taken into account like in other countries
is beyond me. It is frankly embarrassing how archaic this
situation is.

Priscilla van
Dekken

Elst, Netherlands

2017-09-27

ME patient for 10 years.. Real biomedical research is most
necessary including the correct treatment for possible cure,
it is a physical disease. The 'treatments' so far are absolutely
no treatments that lead to recovery

Rosemary Caldwell

Airdrie, UK

2017-09-27

My brother-in-law John just passed away from this horrible
debilitating disease.

Nick Brown

Southend-on-Sea,
England, UK

2017-09-27

This condition is so horrible

Louise Kilshaw

Preston,
England, UK

2017-09-27

I myself live with me/cfs

ANITA Tavares

Watford,
England, UK

2017-09-27

It is an awful illness just because the medical profession are
ignorant it doesn't mean it does not exist!

Jessica Catterson

MORRISTOWN,
Tennessee, US

2017-09-27

I'm signing because I love my friend! ##

Joanne Johnstone

Preston,
England, UK

2017-09-27

I have ME/ CFS

Kate Law

Belfast,
Northern
Ireland, UK

2017-09-27

Support us necessary

Cath Green

Chislehurst,
England, UK

2017-09-27

The conditions needs to be recognised and researched in
the most professional of manners.

Sonia Simpson

Warbstow,
England, UK

2017-09-27

I have M.E. and want hope for future research and
treatment development

angela hay

Edinburgh,
Scotland, UK

2017-09-27

Suffered 23 years with no care

Anthony Winter

Whitwick,
England, UK

2017-09-27

The diverse array of evidence strongly supports a
physiological basis for this debilitating disease.
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Karen Lewins

Consett,
England, UK

2017-09-27

I believe more should be done to try and support people
like me and many others with this awful condition. It can
be so debilitating and can destroy a person's character and
lifestyle

Lynne Dickson

Inverness,
Scotland, UK

2017-09-27

How long is it going to take the medical profession to stop
saying things like M.E. is a functional disease. I've had
this disease for 29 years and I'm fed up of the way it is
portrayed. If people could see what people with this disease
have to go through they would see just how strong we are
because we have to be. Things need to change!

Priscilla van

Elst, Netherlands

2017-09-27

Dekken

ME patient for 10 years... Real biomedical research is most
necessary including the correct treatment for possible
cure, it is a physical disease not a functional disorder. The
'treatments' so far are absolutely no treatments that lead to
any recovery. Too many patients suffer from this and have
lost their lives, actual medical care please!!

Karen Lewins

Consett,
England, UK

2017-09-27

I suffer with ME and at times I feel like my life is over ruled
with this cruel condition. My life has changed so much and I
want it back!!

Thomas Pinder

Mattersey
Thorpe, England,
UK

2017-09-27

A member of my family is recovering from this terrible
illness.

Lisa Taylor

Hillsborough,
Northern
Ireland, UK

2017-09-27

I have Myalgic Encephalomyelitis and know from ﬁrst hand
experience it is not a functional disorder - as deﬁned by
World Health Organisation in 1969 it is a neurological
disease.

David Pritchard

CROMER,
England, UK

2017-09-27

I see how someone survives with ME on a daily basis. It is
a life changing condition which can creep up on anyone at
anytime. People with ME need protection and this condition
should no longer be ignored.

Lisa Taylor

Hillsborough,
Northern
Ireland, UK

2017-09-27

I have had ME for over 8 years, please sign so that research
can be directed to proper bio physical research.

Kirsten Thomson

Edinburgh,
Scotland, UK

2017-09-27

This is not true so why is it NICE guidelines. i hate that they
ignore science when it comes to ME...

Mandi Andi

Warton,
England, UK

2017-09-27

Neurology MUST HELP

Steve Mellor

Weston-super-Mare, 2017-09-27
England, UK

I was told I have a 'functional condition' and for 6 years I
was told it's all in my head until they tell me I have M.E CFS!
So glad I have been told what it is now I can move forward
and live the life I want to! But it needs to be addressed
properly and not pushed to one side!

Lindsay Vine

Vancouver,
Canada

I have ME too.

2017-09-27

Name

Location

Date

Comment

Miranda Fagandini

New Malden,
England, UK

2017-09-27

My brother had it.

Bairbre Ward

Dundee,
Scotland, UK

2017-09-27

The PACE trial is a shambolic piece of rubbish and it's still
used as foundation for treatment guidelines!

Jane Walker

London,
England, UK

2017-09-27

M.E. is NOT an emotional problem! It is a disease that
needs research. Please NICE do the right thing for all those
suffering with M.E.

Lisa Phillips

Probus, England,
UK

2017-09-27

Many members of my family have me

Teena Smith

Hawkesbury
Upton, England,
UK

2017-09-27

We have a voice, please listen, many of us are in pain, daily,
it never stops. I just want to go back to how I was before
I became ill and not spend the rest of my life resting and
pacing. I'm happy and have a positive attitude but my
condition dictates what I can manage each day. None of us
have have chosen to be ill, many of us have lost friendships,
social life and careers. M.E is not a functional illness.

Marie Kioseff

Leeds, UK

2017-09-27

I have cfs/me it's a chronic illness that affects us in so
many ways I can function perfectly ﬁne with lots of things.
Then other days I'm exhausted tired and even words or
swallowing become diﬃcult

Christine Wise

London, UK

2017-09-27

My sister in law has had M. E. for many years. A long
struggle in the early years to get it recognised

Priscilla van
Dekken

Elst, Netherlands

2017-09-27

ME patient for 10 years.. Real biomedical research is most
necessary including the correct treatment for possible
cure, it is a physical disease not a functional disorder. The
'treatments' so far are absolutely no treatments that lead to
any recovery. Too many patients suffer from this and have
lost their lives, actual medical care please!!

Jane McFadden

Abingdon,
England, UK

2017-09-27

Things HAVE to change

Miranda Tarbuck

West midlands,
England, UK

2017-09-27

I've got Fibro and I understand

Penni Davenport

Cairns, Australia

2017-09-27

I want to support one of my oldest friends who is travelling
the ME journey

Sarah Quinn

Hythe, England,
UK

2017-09-27

This is outrageous out dated thinking. Thought we'd left this
behind a long while ago. Insulting to sufferers. Sad times
when we step backward in in the world of medicine.

Joanne Green

Penwortham,
England, UK

2017-09-27

I am signing because I have suffered with varying
extremes of this dis-ease for over 20 years.It was so
mis-diagnosed and mis-managed that I almost died of
drug poisoning and was left immobilised from the neck
down.I wasn't "depressed",my body simply would not
function,anti-depressants nearly killed me and just left
me with many more complex neurological problems,yet I
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don't even have a neurologist.Exercise,which I love is a long
distant dream.The severe muscle wastage and chronic pain
I now experience will only continue to degenerate without
real medical support.I am considered too severe for OT and
have never been offered physio.We have no local M.E. unit
anyway.I have been housebound for the best part of 8yrs.I
am only 48 yrs old.I wish people would listen instead of
ignoring us.You really would not want to be living my life like
this.You wouln't wish it on anyone.Long term,I am just going
to cost the tax payer more money.There is no rehabilitation
on offer for this illness.Thanks for reading.

Sophie Walker

Bradford, UK

2017-09-27

I'm twenty two years old and my life has been destroyed by
this debilitating illness. I should have just ﬁnished university.
I should be looking forward to the next chapter of my life.
I should be active and healthy and happy. I should be a lot
of things I'm not because ME has taken so much away from
me. It is not a "functional disorder", stop fobbing us off and
start taking ME seriously.

Jayne Torpiano

valletta, Malta

2017-09-27

This is Not a functional' disorder.

Anna Dailly Dailly

Berkeley,
England, UK

2017-09-27

Because as someone who suffers with ME and total fatigue
syndrome I can tell you it's a REAL condition that effects
thousands of people who need help

Louise Coates

Stoke-on-Trent,
England, UK

2017-09-27

I have ME and certainly wish it was all in my head but it
deﬁnitely isn't.

Peace Lily

Pontefract,
England, UK

2017-09-27

There is no evidence that M.E is a functional disorder.I
personally developed symptoms of M.E after illness and
recovered apparently as a result of pregnancy (no, I did not
know I was pregnant, in fact I believed it was impossible, I
did not recover due to an emotional response of any kind)
and without any emotional upheaval of any kind (nor did
I suffer from depression, thank you very much) it seems
clear to me that the trigger in both cases was a physical
change.Current research appears to support this theory.It is
a physical condition, not a neurological one.

Lisa Cheadle

UK

2017-09-27

I suffer from this awful disease and know of many others
too

Liz Welch

Spain

2017-09-27

Healthcare needs to change

Rosina
Chamberlain

Somerton,
England, UK

2017-09-27

Having had ME for nearly 30 years. Many years bedridden
in a dark room unable to move eat speak..I was under a
neurologist at the Atkinson Morley and he most deﬁnitely
said this was a physical neurological disease. So it seems we
have gone backwards. Ramsey criteria.. Also the dinstinction
needs to be made between ME and cfs..they're not the
same.

Dianna West

Auckland, New
Zealand

2017-09-27

This isn’t good enough....
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janet whincup

East ardsley,
England, UK

2017-09-27

I have ME/CFS

Kerry
Bancroft-Martin

Colwall, England,
UK

2017-09-27

I have M.E. and feel very strongly about this.

Fiona Hughes

London,
England, UK

2017-09-27

it's awful and unfair, every individual should be assessed for
their own case and not grouped into categories that do not
apply across the board

Marie Walsh

High Legh,
England, UK

2017-09-27

The claim that ME is driven by emotion is unscientiﬁc
nonsense. This proposed classiﬁcation would make a bad
situation even worse.

janet whincup

East ardsley,
England, UK

2017-09-27

I have had ME for 21years . It is a very real physical illness.
Devastated my life. I had to take il health retirement from
nursing aged 38. Never been well enough to work again.
I am housebound moderately to severely affe tex. Have
gradually deteriorated over the years. We get thrown on
the back burner and often not taken seriously. A lot of us
have been humiliated and almost de humanised by the
likes of atos. Nice guidelines have never been appropriate
for ME/CFS. So doesn't surprise me if they decrease the
seriousness further .

Mary Lewis

Amherst,
Canada

2017-09-27

I have this illness but I am one of the lucky ones - I can still
work, most can't - People with this need help and support
not abandonment by the medical ﬁeld.

Julie Yates

Newick, England,
UK

2017-09-27

It is not acceptable for conditions that cause signiﬁcant
disability and distressed to be misrepresented by ignorant
'authorities'.

Heather Symonds

Sutton, UK

2017-09-27

I signed because things have to change

Heidi Olufunwa

Redhill, England,
UK

2017-09-27

I see me suffered NOT able to functioning a great many
ways as I can....so how can this be considered a functioning
disorder!

Martin Ashmore

Enﬁeld, England,
UK

2017-09-27

M.E is a horriﬁc illness for all those concerned and is treated
with contempt.

Denise Braisher

Wold Newton,
England, UK

2017-09-27

Just because something is 'new' and diﬃcult to deﬁne
doesn't mean it isn't real!

Kate Bower

Bristol, England,
UK

2017-09-27

An illness will not be effectively treated if incorrectly
categorised. Please use scientiﬁc measures only not
subjective ones.

joe mcevoy

Glasgow,
Scotland, UK

2017-09-27

X

Marie McAuley

Thomasville,
Georgia, US

2017-09-27

M.E. is NOT a functional disorder

Name

Location

Date

Comment

John Cox-Woolven

Redditch,
England, UK

2017-09-27

During an appointment with a Consultant Endocrinologist
it was pointed out to me that CFS/ME is NOT a functional
disorder. This is a cost-cutting exercise by NICE and should
be corrected before sufferers are neglected. Perhaps NICE
should discuss this point with WHO before jumping to an
incorrect conclusion.

combescure
combescure

PEZENAS, France

2017-09-27

Atteinte..Sans aucun traitement depuis des années. .Sans
parler de la maltraitance médicale que j'ai du endurer..Pour
que les malades à venir n'aient plus jamais à vivre ce que j'ai
vécu. .survécu..

Julie Bull

Sheﬃeld,

2017-09-27

England, UK

I have a friend who has this illness, also her daughter. They
must both be strong to achieve what they have get on with
their lives as best they can despite the fact that some days
are extremely diﬃcult. Recategorisation is urgently needed
as research and support for the many suffering on a daily
basis.

tania cadogan

Rushden,
England, UK

2017-09-27

I have had ME/CFS for 20 years come sept 28. It is
exhausting, debilitating, confusion and frikken agonising

combescure
combescure

PEZENAS, France

2017-09-27

Atteinte depuis des années...mode évolution...Maltraitance
et humiliation médicales...Jusqu'a 2 mois d'enfermement.Je
ne veux pas que les futurs malades aient à subir ce que j'ai
du subir.Qu'ils vivent ce que je vis.Que je "survis".

Chris
Jackson-Smith

Wellow,
England, UK

2017-09-27

I have family and friends who suffer with M.E./C.F.S., and
have witnessed how debilitating this condition is. It destroys
people's lives.

Vincent Gregory

Thetford,
England, UK

2017-09-27

A good number of my friends suffer this illness in varying
degrees and so I care.

kate mitchell

bangor,
Northern
Ireland, UK

2017-09-27

Signed

combescure
combescure

PEZENAS, France

2017-09-27

Atteinte depuis des années. .par paliers..J'ai du faire avec
maltraitance médicale. Jusqu'a 2 mois d'enfermement
et une "cure" qui a accentué le "mal".Je ne veux pas
que de nouveaux malades aient à subir les humiliations
que j'ai subi.Aient à se dépasser constamment,ce qui
creuse leur tombe.Il faut ABSOLUMENT détruire l'idée de
psycosomatisation.Go Go Go !!!

Melanie
Mcsheaffrey

Old Kilpatrick,
Scotland, UK

2017-09-28

Melanie mcsheaffrey

Pat kelly

Wellingborough,
England, UK

2017-09-28

This is very important to my family

Jon Ramage

walderslade,
England, UK

2017-09-28

Im tired of being pushed into a corner by so called "Experts"
who don't take into account those who walk the walk.

Name

Location

Date

Comment

Blanche Reeves

Bradford,
England, UK

2017-09-28

I don't like injustice

Carole Thivierge

Montréal,
Canada

2017-09-28

Je suis malade depuis plus de 20 ans, de plus en plus
malade. Je me bat à tous les jours contre la maladie, les
préjugés, il faut que cette maladie soit prise au sérieux, la
maladie évolue vite dans mon cas depuis des mois. Je ne la
souhaite à personne, je ne veux pas que les malades soient
abandonnées à leur sort. Besoin de recherche de médecins

Lou Copp

Brixham,
England, UK

2017-09-28

I agree

Joy Colhoun

Belfast,
Northern
Ireland, UK

2017-09-28

It is imperative that the truth is made available to the
general public! A correct dx is also important.

Diane Holloway

Birmingham,
England, UK

2017-09-28

I have suffered from M.E from before it even had a name &
from many years of being told by doctors it was depression
& that this condition doesn't exist. Now after my 30 years of
having it my doctors note do say I have it! But oh dear we
still have such a long way to go with the medical profession
who aren't listening & think they know our bodies better
than we do for this cruel misunderstood invisible illnes

Barbara Balfour

Brandon,
England, UK

2017-09-28

I suffer from ME/CFS

Lisa Robertson

Canmore,
Canada

2017-09-28

I have CFS and it is a struggle every day with my own body,
we shouldn't have to struggle the health care professionals
who put labels on us.

Julie Rice

Biggin Hill,
England, UK

2017-09-28

I have ﬁbromyalgia

Eleanor shopland

Portishead,
England, UK

2017-09-28

At the very least those with a suspected ME diagnosis
should be referred to a neurologist to rule out neurological
conditions

annedaynes
daynes

ripon, UK

2017-09-28

This should never happen

angela tucker

plymouth devon,
England, UK

2017-09-28

I know two words wonderfully brave young brothers whose
lives have been ruined by ME and who have to ﬁght every
day not only to cope with the symptoms of this cruel disease
but to get treatment and recognition that it is a neurological
genuine disorder. And their families have to ﬁght this battle
for them.

annedaynes
daynes

ripon, UK

2017-09-28

Should never be allowed to happen

Andrew Bretherton

Reservoir,
Australia

2017-09-28

ME is not a functional disorder

Name

Location

Date

Comment

Lucy Mayhew

Stanley,
England, UK

2017-09-28

The suffering of untold numbers - especially in the severe
category, who like me are 100% permanently bedridden,
having had their lives cut off mid-sentence - can never be
adequately captured in words. No disease yet assessed
has been found to so signiﬁcantly impact quality of life so
much as ME/CFS. These ﬁndings have been conﬁrmed by
British, American and European studies but the most recent
Danish study of 23,000 patients with over 20 life-changing
illnesses including multiple cancers, multiple sclerosis,
stroke, bleeding ulcer, heart disease and chronic kidney
failure all had higher quality of life scores than ME/CFS
patients who scored worse across every category used to
determine quality of life. The suffering and physical pain
is hell but emotional and physical damage is ampliﬁed by
dangerously irresponsible protocols like GET. (I, like so
many, have irreparably worsened under this.) And CBT
which, at best could be utilised as a compassionate coping
mechanism, has been cruelly warped speciﬁ

Ian Komosa

Cambridge,
England, UK

2017-09-28

Federal Report Says There’s (Almost) No Evidence
CBT/GET Work in Chronic Fatigue Syndrome (ME/CFS)<a
href="https://www.healthrising.org/blog/2016/08/18/federal-report-says-almo
rel="nofollow">https://www.healthrising.org/blog/2016/08/18/federal-report-s
</a>

Ian Komosa

Cambridge,
England, UK

2017-09-28

<a
href="https://www.healthrising.org/blog/2016/08/18/federal-report-says-almo
rel="nofollow">https://www.healthrising.org/blog/2016/08/18/federal-report-s
</a>

lucy mayhew

Chippenham,
England, UK

2017-09-28

The suffering of untold numbers - especially in the severe
category, who like me are 100% permanently bedridden,
having had their lives cut off mid-sentence - can never be
adequately captured in words. No disease yet assessed
has been found to so signiﬁcantly impact quality of life so
much as ME/CFS. These ﬁndings have been conﬁrmed by
British, American and European studies but the most recent
Danish study of 23,000 patients with over 20 life-changing
illnesses including multiple cancers, multiple sclerosis,
stroke, bleeding ulcer, heart disease and chronic kidney
failure all had higher quality of life scores than ME/CFS
patients who scored worse across every category used to
determine quality of life. The suffering and physical pain
is hell but emotional and physical damage is ampliﬁed by
dangerously irresponsible protocols like GET. (I, like so
many, have irreparably worsened under this.) And CBT
which, at best could be utilised as a compassionate coping
mechanism, has been cruelly warped speciﬁ

Kimberly Krause

US

2017-09-28

Kimberly A. Krause; United States!

Simon Anthony

London,
England, UK

2017-09-28

I and my mother have each suffered from M.E. I am almost
better, she is almost dead. We both lost huge amounts of
our lives.

Name

Location

Date

Comment

Rachel Spackman

Newbury,
England, UK

2017-09-28

My friend is a sufferer of this condition and reading about it
makes you think how diﬃcult it is to live with.

Sue Grant

Taupo, New
Zealand

2017-09-28

I am signing this petition as I have a friend with Me in UK
and she is needing a lot of help with physical things; her
mind is able but her body is not able!

Alida Miller

Wyndham,
Australia

2017-09-28

I'm a ME/CFS patient of nearly 2 decades standing. I am a
trained research scientist who has without doubt suffered
increasing neurological impacts due to this disease.To deny
the complex biological nature of this illness and continue to
claim it's a somatic disorder is inaccurate, unhelpful and a
breach of Human Rights.To ignore our need and mislabel
our illness perpetuates false beliefs and acts as a roadblock
to useful research and development of potential effective
treatments.

Jason Buck

Southampton,
England, UK

2017-09-28

Research and evidence-based response to such is needed
over opinion, derision or quack responses.

Alex Young

Slacks Creek,
Australia

2017-09-28

Psychogenic disorders, or in their current reinvention as
functional disorders, have an unmitigated history of failure.
Proven wrong maybe many hundreds of times, they have
not been proven right once, for any disease.

Kristin Stempf

Ascot Vale,
Australia

2017-09-28

To claim that ME/CFS is a "functional" disorder is to ignore
the cutting edge biomedical research being done in the
USA, Australia and Norway that show it to be a physiological
disorder. It is also a failure by the medical establishment in
duty of care to the patients.

Alex Young

Slacks Creek,
Australia

2017-09-28

Since Charcot started talking about these ideas, one of the
founders of both psychiatry and neurology, and Freud took
up the idea, they have failed and failed and failed to prove
they are right in any instance at all. Instead we are told
epilepsy, diabetes, heart disease, cancer, many immune
disorders, many genetic disorders are all created by the
mind. There is no evidence provided for any of it. Yet the
medical profession in general, though not all doctors, fall
for it repeatedly. How is this not pseudoscience? How is the
practice of pseudoscience in medicine not quackery?

Louise De Pino

Melbourne,
Australia

2017-09-28

The medical profession needs to put aside it's ego and bias
and stop trying to say that ME is a psychosomatic condition
when medical research continues to show that it is an illness
that is biological - PHYSICAL.

Annabelle
Whitehead-Broad

Toowong,
Australia

2017-09-28

As an M.E. sufferer, I need access to support.
Misinformation prevents me from receiving the help I need.

Renee Hills

Brisbane,
Australia

2017-09-28

My daughter as ME/CFS and I want all people with this
debilitating illness to be accorded honest diagnosis and
understanding of their condition.

Name

Location

Date

Comment

Anita Maitland

Wellington,
Wellington, New
Zealand, New
Zealand

2017-09-28

It certainly is not a functional disorder. Anyone who has
lived with this will tell you also. You need to get the facts
right.

dawn Cowhig

Ormesby,
England, UK

2017-09-28

I suffer with M.E and Fibro

Susan Razo

Green Bay,
Wisconsin, US

2017-09-28

I'm going through this with doctors

Maureen Cowley

Redcar, England,
UK

2017-09-28

My daughter suffers from ME/CFS

Rob King

Dereham,
England, UK

2017-09-28

I'm signing because I DON'T have M.E., but I see this as
just one more example of this governments desire to
marginalise and then ignore those who may not have the
strength or the ability to ﬁght for their rights themselves.

Linda Llewellyn

Australia

2017-09-28

This is a biological disease, not an emotional one.

Beth Mizen

Langley, Canada

2017-09-28

I have M.E.

nigel jenner

Deal, England,
UK

2017-09-28

To try and reduce thistress terrible illness

Jane Reid

Derby, England,
UK

2017-09-28

I too am a victim of the way ME patients are treated in NHS.

Jane Reid

Derby, England,
UK

2017-09-28

Things need to change. My treatment by NHS has been
diabolical for 8 years. Former horse rider and headteacher;
life changing disability after glandular fever.

Margaret Rogers

Rockford Essex,
England, UK

2017-09-28

ME is a deliberating illness and should be recognised

john bowlzer

dalgety bay,
Scotland, UK

2017-09-28

My wife has ME and life at best is a struggle without ﬁghting
the system

Diane Gilbank

UK

2017-09-28

I have had the disease for 29 years and been mostly bed
bound for that time. To say it's an emotional disease is very
tough when you have been ﬁghting something for so many
years. I am lucky to have great support over the years from
the medical community. I had a purpose built extension
which has made living a lot easier. When faced with bringing
up three small children at the beginning of this journey, it
was very tough and I am glad but I had no idea it would last
for this amount of time. To survive living with this as a family
has proved very challenging from time to time. I am lucky to
have grandchildren now but miss out and so very very much
of what most people called life.

Nola Miles

Bayswater
Vic, Victoria,
Australia

2017-09-28

ME/CFS needs and deserves the same research support
and understanding as other equally disabling physical
conditions. There is ample research done to show

Name

Location

Date

Comment
physical problems with neurological, endocrinological and
immunological systems.

Jeff Ross

Los Angeles,
California, US

2017-09-28

For Jackie

nicola Stewart

ballymoney,
Northern

2017-09-28

I had ME following bronchitis, thankfully I recovered. Before
I had ME I was sceptical and I thought a certain "type" of

Ireland, UK

person got this illness. I was wrong, ME I when your body
breaks down and it is very real!

Lisa Dyer

Colchester,
England, UK

2017-09-28

Having watched my daughter succumb to M.E. I'd like to say
'what hogwash'. So damaging for her and others.

Else Gingold

Australia

2017-09-28

as a clinical psychologist who has treated patients with
me/cfs I see no evidence that it is a functional disorder.I do
see a great deal of harm done when patients are treated
with this as the assumption.

Lorraine Hill

Llandre,
England, UK

2017-09-28

So many suffer. All are important and need help.

Sarah Johnson

Preesall,
England, UK

2017-09-28

I have ME/CFS and have lost my life that was. My body is
permanently in pain, I’m unable to do the simplest of tasks
around the house without total exhaustion and spend
at least 22hrs a day resting or sleeping.....and....at the
moment....there’s nothing to be done to give me hope
of ever accessing a normal life. Instead I look at electric
wheelchairs and wonder how I will ever afford them. Please
help me and fellow sufferers of this phenomenally diﬃcult
condition. Give us hope of a brighter future. 49 year old
medically retired headteacher who gave her all ..... please
can you give me and fellow sufferers something back?

Angela Smith

Weymouth,
England, UK

2017-09-28

My daughter has suffered and been bed bound and
distressed for over a year, to say it is an emotional response
is an insult to all suffers.

Muriel Logan

Crieff, Scotland,
UK

2017-09-28

ME is not a functional disorder and ME patients are entitled
to the same level of neurological care as all other patients.

Marir Nelson

Halstead,
England, UK

2017-09-28

More needs to be done.

Yvonne Creevy

East Kilbride,
Scotland, UK

2017-09-28

Because it's close to my heart.

Marie
Franklin-Jones

Stafford,
England, UK

2017-09-28

In times when they don’t fully understand ME, it seems
unhelpful to dismiss these patients, they need to feel they’re
being taken seriously.

Susi Hingston

Chester,
England, UK

2017-09-28

Because as a person living with MS I understand the
need for ME sufferers to be recognised as people with a
neurological condition!

Name

Location

Date

Comment

Debs Shipley

Welling,
England, UK

2017-09-28

Bloody disgraceful

Libby May

Farnborough,
England, UK

2017-09-28

For John and all those who have two daily battles.: the life
changing illness and the struggle to be heard and helped.

Roel Klieverik

Netherlands

2017-09-28

ME is real...... I am diagnosed with ME. Before I knew what
was going on with me I followed therapy, the well-known
GET & CBT. unless at the time I didn't

Edmund Daynes

Ripon, England,
UK

2017-09-28

I have family members affected by ME

susan cane

Newton
Flotman,
England, UK

2017-09-28

My dear friend suffers from this awful disease

Emma Reardon

LONDON,
England, UK

2017-09-28

ME is not functional. End of story.

Roel Klieverik

Netherlands

2017-09-28

ME is real..... More research is being needed. At the time
when I followed therapy, the well-known CBT & GET my
situation got worse and I had to stop. Until now the changes
are unfortunately irreversible... The diagnosis ME became
afterwards the therapy and explained to me why I couldn't
handle it and made me even sicker....

Sarah Archer

Dorchester,
England, UK

2017-09-28

I know someone with ME

Belinda Stewart

Aylesbury,
England, UK

2017-09-28

Debilitating diseases need more recognition. To have your
life on hold, by this or a number of other diseases, is awful
and people need to have more understanding. Just because
a disability isn't visible, doesn't mean it isn't there! Crohns
and colitis is prevalent in my household and youWouldn't
wish it on your worst nightmare #

Helen Maclean

UK

2017-09-28

People with M.E. need help , support and proper care.
Ignorance is not an excuse.

sue cumming

Dorchester,
England, UK

2017-09-28

I have friends with this terrible and so obviously real disease

Gaelle Chassery

Reading, UK

2017-09-28

The physical and intellectual limitations of this illness can be
overwhelming and are totally unpredictable in their intensity
and triggers. I often have to stop whatever I am doing, no
matter how much I enjoy it/need to do it, and rest in bed
for hours/days/weeks. Emotionally, I am doing really well
and have been assessed by mental health professionals who
found me very stable and balanced. On a day-to-day basis,
everything has to be carefully done and pacing is essential.
I used to be extremely active and had to adjust every single
area of life to this illness. The most challenging symptom
for me is the incredulity of people who think this is all in
the head/emotions. Totally unhelpful and not supporting
anyone to practically face this or try to recover.

Name

Location
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Comment

Annette Pinnell

West Wickham,
England, UK

2017-09-28

My daughter received her diagnosis of M.E./CFS in 2014,
age 11. She is now 14 with no recourse to medical support
except CBT. This is a psychological resort for a disease which
is clearly physical in origin. It desperately needs the research
and support of neurology.

Claire Boulton

Chelmsford, UK

2017-09-28

I have m.e and without medication it controls my life. It is
extremely dibilitating.

Pamela Heather

Great Cornard,
England, UK

2017-09-28

Fibro sufferes in the family

Yvonne Currie

Edinburgh, UK

2017-09-28

My great nephews dad got diagnosed with it last yr he's
in his 30s had to give up work very emotional for all the
family..We've been through so much lately..Wish every 1 all
the best xx

Jan Robinson

melbourne,
Victoria,
Australia

2017-09-28

I have observed this awful illness up close and personal
with family members. One died the other looks like she is
dying. Functional is a way of dismissing a truly complex
multi systemic disorder.

René Robert

Grootebroek,
NH, Nederland,
Netherlands

2017-09-28

ME PATIËNTS WANT TO LIVE NOT JUST EXIST

Susan Hodges

Liskeard,
England, UK

2017-09-28

People need help

Eilidh Hewitt

UK

2017-09-28

As mother of a family of three all struck down with this
devasating disease in the 80s that robbed them of their past
and their future. I am appalled at this notion of functional
disorder. I watched helplessly (I gave it my all but couldn't
save them) as my children were propelled into severe ME by
the belief that it could be cured with exercise and socialising.
After that they suffered unimaginable torment for a lifetime
and to cap it all were left damaged, isolated and disbelieved
outside of medical care because of the this very ﬂawed and
very wrong assumption of behavioral disorder.

Susan Henesy

Bromley,
England, UK

2017-09-28

I have personal experience of the frustration of trying to
support a loved one with this condition. It can seriously
affect whole families who need respect and support.

Angela McDermott

Dalgety Bay,
Scotland, UK

2017-09-28

This needs as much help it can muster.

Mark Harper

Cambridge,
England, UK

2017-09-28

I am appalled by the constant attempts by elelemnts in
the health services to pretend tha ME is a psychological
disorder. I want to register my anger at this irresponsible
behaviour.

Colin McGlade

Bexley, UK

2017-09-28

People who have this need help

Tanya Stephens

Gravesend,
England, UK

2017-09-28

Being screened for M.E. myself at the moment. The right
support is crucial x

Name
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Denise Russell

Greenhithe,
England, UK

2017-09-28

It's the right thing to do!

Ronne Randall

Nottingham,
England, UK

2017-09-28

More research is needed; more support is needed.

anja puts

Netherlands

2017-09-28

I,am angry!!!!!ME is a serieus illnes#

Claudine Persaud

Edinburgh,
Scotland, UK

2017-09-28

This is clearly a real illness suffered by many people. More
work needs to be done to understand it.

Gerda Zanders

Netherlands

2017-09-28

i'm suffering from ME aswell

Gerda Zanders

Netherlands

2017-09-28

Please help

Fergus Cameron

Portsmouth,
England, UK

2017-09-28

Attempts to reduce ME to emotional roots are unthinling
and harmful.

Keng Ngee Hng

Swansea, UK

2017-09-28

Hi everyone! I am a British doctor who had to stop work
since 29/6/16 due to ME. I have put my story into a book. I
feel that most doctors know very little about this condition,
and I want as many doctors and medical students as
possible to read my story, so that they know what it's really
like. It's a real illness, not just lazy or depressed people. It
also has useful explanations and advice for patients.The
book is called M.E. and Me, A Doctor's Struggle with Chronic
Fatigue Syndrome (had to include both names - more info
on Facebook). It will be out soon on Amazon. Please spread
the word, and consider getting some for any doctors you
know!Join my Facebook group Dr Hng's ME/CFS Friends for
more information. Thank you!Dr Hng

Nina Tomlin

UK

2017-09-28

It needs to be recognised as a disorder forvthosevtobreceive
the help they need with day to day living

Sarah Reed

Quorn, England,
UK

2017-09-28

This would be a further step backwards from a very low
starting point with detrimental impact on patients receiving
appropriate care

Stella Heath

Burgos, Spain

2017-09-28

I have ﬁbromyalgia, which is practically the same thing, and
am well aware that it is a malfunction of the central nervous
system.

Denise Turner

Middlesbrough,
England, UK

2017-09-28

I know two eople who suffer from this and should be given
more help than they get

karen lynch

Sittingbourne,
England, UK

2017-09-28

a very debilitating disease

Mary saunderson

Billericay,
England, UK

2017-09-28

This condition like so many others is real, and devastating.
I think, after reading and talking to a lot of sufferers, that
it seems to appear after a viral infection,and might be an
auto immune reaction to this.Whatever it is, the people who
have it really do suffer a lot, and deserve to be noticed and
respected.
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Anita Roddam

Newcastle upon
Tyne, England,
UK

2017-09-28

ME veteran since 1979. Too frail and exhausted, after
38 years, to say any more than this petition eloquently
proposes.

Maria DAddio

Lake Forest,
California, US

2017-09-28

Stop the horrible cruelty and inhumane treatment of these
beautiful sentient elephants

Letitia Wright

UK

2017-09-28

More research is needed into ME and the people who have it
need help and a good support unit In place.

Mike Simpson

Westbury,
England, UK

2017-09-28

M.E. is a cruel, nasty and invisible condition. Funding for
better and increased research is vital

Elizabeth Ritchie

Sheﬃeld,
England, UK

2017-09-28

My older sister has had ME since she was 14 she's now 36
it's heartbreaking that she could have been anything she
wanted because she has the intelligence but she wasn't able
to ﬁnish school.

Emma Masters

Stainforth,
England, UK

2017-09-28

My friend has m e

Roger Allen

colchester,
England, UK

2017-09-28

Our Daughter has ME, it has destroyed her life and had a
massive impact on our family. It is a continuous battle to
get the help and support she needs. If NICE do not remove
references to M.E./CFS being a functional disorder . (there is
no evidence to support their claim) it will make getting the
right help even harder.Please support this petition. Thank
you

Jane Masson

St Albans,
England, UK

2017-09-28

It's surely time now to recognise that this condition, which
lays waste to so many lives, is not psychosomatic in origin.

Sara Dewey

Hemel
Hempstead,
England, UK

2017-09-28

I have ME and fully support the reasoning behind this
petition.

philip mason

Aylesbury,
England, UK

2017-09-28

People need to have a better understanding of people living
with mental health problems. It's not visually obvious and
nor does it show in behaviour only if you know what you're
looking for.I have worked with these people for a long time
and I wish the public would have better awareness!

Ken Elmer

Trowell,
England, UK

2017-09-28

They need help not exclusion

Anna Woodcock

Barnstaple,
England, UK

2017-09-28

I know a beautiful fun loving 13 year old girl who has
now not left her bed for the last 2 years! Its just so awful.
Research, special care and guidence could help thousands
to ﬁght this terrible illness. Not just in the UK but all over the
world.

Carol Adams

Perth, Australia

2017-09-28

There is not enough help or understanding given to people
with ME
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Location
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Debra Beatie

Engadine,
Australia

2017-09-28

Everyone shld have a chance

lynn robertson

falkirk, Scotland,
UK

2017-09-28

I know someone who has muscular dystrophy

Jane Kirby

Braunton,
England, UK

2017-09-28

I have a dear young friend who is suffering from this and
has been bed bound for 2 years .I have also seen the
devastation caused by a misdiagnosis of Lymes disease that
was diagnosed as an emotional and mental illness.The body
is holistic and this disease is being treated incorrectly.

Lynne Gration

Australia

2017-09-28

M.E. is not a functional disorder

Nichola Smith

Wickhambrook,
England, UK

2017-09-28

I have suffered for over 10yrs with this illness and its
certainly not all in my head!!

Bob Dennis

Newcastle upon
Tyne, England,
UK

2017-09-28

Having lived with this problem for 5 years with ongoing
infections erupting, erythema visible on both lower limbs,
migraine-type headache with visual disturbance, and to
top it all, I can identify the cause: Post ViralAll the evidence
is discounted leaving me isolated. These issues demand
recognition by the meﬁcal profession. Please listen to the
facts.

Bob Dennis

Newcastle upon
Tyne, England,
UK

2017-09-28

Please sign..

Avril Winn

Woodford,
England, UK

2017-09-28

It makes a difference and that's important to those it
concerns.

Sandra Breur

Netherlands

2017-09-28

I am a M.E./CFS patient and in need of a cure and
of a government that wil work with and not against
me/ME! Success abroad will also send a clear message to
organisations in my country the Netherlands.

Bee Cee

Harrow,
England, UK

2017-09-28

CFS hurts. It's not in my head. It's in my body. Live my life for
one day - and then tell me it's all made up....

Louisa Taylor

Swindon,
England, UK

2017-09-28

More and more people I know are being diagnosed with this
then kind of left to themselves. A friend of ours was at out
wedding 5 1/2 years ago and has been unable to move on
her own since. She is only in her mid 30s and had a teaching
career but has had to have someone to care for her every
need for over 5 years now. Please help people with this most
debilitating disease.

Raine Kornfeld

Sydney,
Australia

2017-09-28

My daughter lives ( a very poor quality of life) with this
autoimmune condition, which researchers have shown is
NOT a functional disorder. Sufferers need our help and
understanding., and a CURE.

Katharine
Robertson

Jedburgh,,
Scotland, UK

2017-09-28

ME needs to have more research in order to be better
understood.

Name

Location
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Comment

Josie Wilks

Ellon, Scotland,
UK

2017-09-28

I've suffered with this disease for over 15 years now
and I can say, deﬁnitely, that living this half life is not a
choice, consciously or subconsciously. There is something
biologically wrong in our bodies. Please ﬁnd out what and
help us instead of underminding our suffering.

Caroline Young

Bournemouth,
England, UK

2017-09-28

Neurological conditions are very hard to understand but I
feel the need to support this petition.

Yvonne Mitchell

Australia

2017-09-28

Those who suffer need recognition, understanding and
help.. not left abandoned !

helen nixon

Lancashire,

2017-09-28

Under a specialist this illness is not psychological

England, UK
Silvana Ambrosia

Australia

2017-09-28

Its important that support is given to people with M.E. This
condition is misinderstood and it needs to change.

David Mearman

Stourbridge,
England, UK

2017-09-28

I'm signing this because I also suffer from the condition,
which The State has yet to recognise, and register it's
existance.

Eileen Mcgahern

Ireland

2017-09-28

I know people who suffer from M. E

Angela Mcginley

Edinburgh, UK

2017-09-28

Life is for living it's not about being physically trapped within
your own body especially in young individuals who want to
do more but struggle. Neurological conditions are not all
the same, neurological tests, support, advice and medicine
should be available for these people who are not always
capable independently.

Rachel Chambers

Epsom, England,
UK

2017-09-28

I have ME and nhs have failed us no help left to suffer alone

wendy brown

Colchester,
England, UK

2017-09-28

Because I have lived with this disease for more than 20
years. I have a great desire to DO THINGS so the mind is
willing but the physical limitations prevent most of the
activities that I used to enjoy instead now I happily brag to
my friends if I have managed to do any small thing around
the house because it takes soooo much effort.A so called
ME counseller once suggested I had made myself ill to get
beneﬁts to luve on so I could leave my husband..ha ha I
would rather have left him while I was working as Social
Worker on 20 thousand a year pay........

Carolien Van looy

Gent, Belgium

2017-09-28

Mijn moeder en broer hebben deze ziekte en ondanks het
onbegrip en ongeloof van sommige blijven het fantastische
mensen net zoals al de rest die het ook verdienen om
serieus worden genomen want deze ziekte kan en is pijnlijk
Ik hou van jullie met of zonder ziekte!

mary nairn

Rothbury,
England, UK

2017-09-28

It destroys your life.

Clare Roczniok

Melbourne,
Australia

2017-09-28

I'm a medical professional and I don't ME is a "functional
disorder" either.
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Fiona French

Aberdeen,
Scotland, UK

2017-09-28

The claim that ME/CFS is a functional disorder is totally
unacceptable.

Jacqui Gray

Uxbridge,
England, UK

2017-09-28

I have me/cfs and get no help except antidepressants. It's
not good enough.

Maria Greatorex

Wellesbourne,
England, UK

2017-09-28

No changes to category of this disease .There is nowhere
near enough evidence to do so . Diagnosis is often missed
through lack of research .

Irene Thorpe

Pontefract, UK

2017-09-28

i have ahd ME now for over thirty years with all the co
presenting illnesses adding to it over the years. At least
twice I have had serious conditions missed because of this
psych attitude and have had to endure nasty sly comments
from medics health professional's and even strangers . We
need proper biomedical research that aims to ﬁnd the cause
of this severe debilitating life destroying illness or more and
more will suffer. Stop this nonsense (nonescience ) now

peta cunningham

cupar, Scotland,
UK

2017-09-28

This is an enormous backward step and undermines all the
EVIDENCE based research ﬁndings! I have ME and Fibro
myalgia and it has severely restricted my daily living.

Elena Cristina de
Moya Rubio

Bochum,
Germany

2017-09-28

Doctors shouldn't say it's functional, if they don't
understand the cause.It's ﬁne they say, "I don't know" and
send you to a specialist up-to-date.

Keith Gilmore

Kapunda,
Australia

2017-09-28

Because this is a very worthwhile cause and close to home

David Fyfe

Aberdeen,
Scotland, UK

2017-09-28

Support people with real chronic illness which deserve
research, funding and treatment

Trevor forster

Dipton, Stanley,
Durham, UK

2017-09-28

The WHO clearly differentiates between CFS and ME,
(identiﬁes ME as a debilitating neurological condition). Why
them must NICE insist in using the term CFS/ME? Is this
because the "experts" on NICE panel are from or inﬂuenced
by the Wessely school and the internationally discredited
PACE trial?

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-28

Also had such attitudes from psychologist +psychiatrist in
early years when desperate for help, they didnt even ask
about my life or history, had already ﬁxed opinion from
seeing 'fatigue' in notes. Really damaging. Not to mention
totally unreasonable and illogical. Always thought I would
recover, incredible we still face such attitudes 20years later

Jeffrey Clagg

North Las Vegas,
Nevada, US

2017-09-28

My wife has ME/CFS

eva loena

Leuven, Belgium

2017-09-28

I've already lost 15 years of my life due to this illness without
effective treatments, I hope medecine will treat us better in
the years to come
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Linda Stevenson

Lurgan,
Northern
Ireland, UK

2017-09-28

Sir A Dillon is welcome to swap a day in my shoes...see what
his opinion is then!

Cristina Wissam

Clovelly,
Australia

2017-09-28

I am signing this petition because even a small
breakthrough in the research will make a huge difference to
the lives of many. We need to stand together with suffe rs
and get something done

Jo-annr
Conroy-brown

UK

2017-09-28

My son has had M.E. since he was 3 . He is 11 yrs old now
and still not better or found a working treatment plan

Helena Ruijte

Haarlem,

2017-09-28

ME/Fybrio/Reuma patient

Netherlands
Mark Careless

Wakeﬁeld,
England, UK

2017-09-28

The guidance is wrong and discriminatory.

Helena Ruijte

Haarlem,
Netherlands

2017-09-28

Lost 32 years of my life. It's enough!

Angela Lees

Stockton on
2017-09-28
Tees,England,United
Kingdom,
England, UK

I have a friend whose husband has it. It's a struggle for
them sometimes.

Julia Blanchett

London, UK

2017-09-28

Having had ME since April 1981 and experienced different
extremes of this illness with remissions and relapses over
periods of years I know most deﬁnitely it is NOT caused by
my emotions. My emotions however, have been affected by
it. The sooner a cause and remedy is found the better it will
be for thousands.

Bethann Siviter

Saint Helens,
England, UK

2017-09-28

I have ﬁbromyalgia... its not in my head, its in my body... too
many of us have the same problems... what, mass hysteria?
NICE needs to base their guidance on evidence... there is NO
evidence this is ANYTHING other than a physical problem.

Amy Elliott

Nottingham,
England, UK

2017-09-28

I'm signing because it's not all in my head

Tegan Sommers

Glasgow,
Scotland, UK

2017-09-28

For my Dad.

wendy addesi

kyabram,
Australia

2017-09-28

I am suffering in this system of if you cant see the damage
its not a real diagnosis.People suffering un seen disease
struggle to just make it through each day.Not supported
and not having acknowledgement of pain this changes not
only the person suffering but it can destroy a family.The
daily struggles that are faced trying to justify why we
dont want to get out of bed,socialize we become isolated
and alone.We need to be heard supported and believed.I
was so bullied at my work and made feel useless and it
destroyed my career I have no job after 18 years working
at the same facility and because work cover has dragged
it out trying to disprove my condition I am left with all this
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pain,nerve stimulator C5C6 compression ulner damage
Fibromyalgia,carpel tunnel due to a fall on my good side
.Depending on medication to get through daily duties.This
system needs to change.

Dru Skuse

Gwinear,
England, UK

2017-09-28

My 25 year old daughter has ME. She's living with us
because she can't manage alone. This is not how she
imagined her life would be. If it had gone to plan she would
currently be volunteering in Africa. She has the will and
the motivation, but not the energy. She is also the most
emotionally stable young person I know, as a result of her
own hard work. ME is a cruel illness.

lesley windle

Denholme,

2017-09-28

Everyone deserves to be supported with their illness

England, UK
Rebecca Impey

Australia

2017-09-28

I'm an M E sufferer and feel betrayed by the NICE
description of it as a functional illness. It is not. The WHO
clearly describes it as other. Please, don't take away our
right to assistance by minimalising our debilitating disease.

Lucy Searles

Salford, England,
UK

2017-09-28

Living with this illness has negatively turned my life around
and it's time for action for the thousands of us living with
this dreadful condition.

John Hilliard

London, UK

2017-09-28

Everyday my mind tells me I can do this or I can do that.
Every day my body reminds me I can't. The mind is willing,
the body is not. How frustrating that people who do not
suffer with the condition, get to decide it's medical status.
A million sufferers can not be considered wrong whilst
a handful of Doctors and pen pushers are deemed to be
correct.

Lynn crist

Bromley,
England, UK

2017-09-28

Failed me too and many thousands of others.Please sign
and help spread the awarness

carol cooke

Brooklyn, New
York, US

2017-09-28

This is a very much misunderstood disease. My
daughter-in-law suffers with it every day. She has so much
creative talent and yet she cannot put it to good use. I pray a
cure will be found soon.

Mary Steadman

Rayleigh, UK

2017-09-28

Such a dreadful illness

Shirley briggs

Markethill,
Northern
Ireland, UK

2017-09-28

This illness deserves answers now

Roel Klieverik

Netherlands

2017-09-28

ME is real..... The therapies CBT & GET are making it worse!
Unfortunately I am talking from my own experience...
Nowadays I'm laying down in the dark for 23 hours a day
and I am housebounded. That's what happened...

Conor Hope

Ramsgate,
England, UK

2017-09-28

I have the most determination and willpower out of anyone
I know, yet am plagued with this disease; a disease clearly
correlated with the volume of PHYSICAL exertion I do.
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Campbell Bain

Prestatyn,
Wales, UK

2017-09-28

I have m.e and dont get the help or treatment i deserve. This
illness has taken everything from me and need to get back
to a normal life

Wendy Jones

Dundee,
Scotland, UK

2017-09-28

This is a genuinely debilitating disease which needs to be
addressed, researched and treated correctly. NICE need to
acknowledge and support this

Roel Klieverik

Netherlands

2017-09-28

ME is real....... Before I was diagnosed with ME I followed
the 'famous' therapies CBT & GET. Unfortunately this led to
worsening of ME. Nowadays I am laying in bed for 23 hours
a day in the dark and I am housebounded. And this is also
real.....

lynda jackson

Salford, England,
UK

2017-09-28

If my mum's recovery was down to effort, she would have
been well years ago. The illness needs more research.

Rachel Pick

London,
England, UK

2017-09-28

We need an open-minded and well-researched approach to
this complexdisorder

Sue Wilson

Edinburgh,
Scotland, UK

2017-09-28

A neurologist took my ME seriously and I felt validated
it as a real illness. So, I was horriﬁed to happen on some
of his papers that showed he thinks ME is a functional
disorder. I get the impression that doctors who think ME
is functionalmare humouring patients, telling them their
illlness is real while not quite believing it us real themselves.
Biomedical research is showing now that ME is not a
functional disorder and if doctors had listened to patients
they would have know this decades ago.

Jade Swinerd

Kennington,
England, UK

2017-09-28

This condition needs to be fully acknowledge and people
with the need for specialist support ! To long has it been put
down to emotions and mental health.

Kim Norcross

Leyland,
England, UK

2017-09-28

this isnt a psychosomatic disorder its a physically disabling
condition that takes away your life and leaves you with
nothing, if it was a psychsomatic disorder talking therapy
and CBT would have a dramatic effect on it

Allan Scott

Hitcham,
England, UK

2017-09-28

I contracted ME in 1982, at a time when most people
thought of it as 'yuppie ﬂu'. I was very fortunate to get
a correct diagnosis from two different doctors - at the
time it was hardly recognised. But I lived on my own, and
worked for myself, so I had to ﬁnd a way to carry on. For
me it was possible - just - but I could never have held
down a normal job. And (other than the fact that I turned
completely white during a relapse) there was no visible sign
of my physical weakness. Exercise (the currently favoured
treatment) invariably caused a relapse for me, and I had
to give it up. Diet was what I could drum up the energy to
cook (so not good). And depression was a symptom (not a
cause). There IS a psychological element, but don't confuse
that with a psychosomatic illness. The symptoms, as any
sufferer knows, are all too horribly real.And the good news?
I recovered - almost completely. But it's only 30 years later
that I've felt able to take up regular exercise again.
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Pauline Johannes

Norwich, UK

2017-09-28

Because this is a theory that is used when an illness is not
understood, so many illnesses that used to be considered
mental are now known to be physical

Gina Hathaway

Australia

2017-09-28

Those UK bps need to be forced to learn about the
physiological and physical abnormalities that are CFS and
stop peddling their harmful and unsubstantiated beliefs.

Naomi Hart

Hove, England,
UK

2017-09-28

I have M.E myself and there are times when I can't do
anything. Lifting arms is impossible. Even eating is tough.
Talking is impossible.. do you know what it's like to not be
able to speak and explain to your loved ones what is going
on?

Paula Smith

Rainhill,
England, UK

2017-09-28

ME is real. We more understanding of it and most of all
SUPPORT

Laila Hultberg

Denmark,
Denmark

2017-09-28

Several studies have showed and concluded that ME is a
fysically disorder only. WHO G 93.3

Jesper Aarestrup

Copenhagen,
Denmark

2017-09-28

I have ME

Ciara Quinn

Dublin, Ireland

2017-09-28

ME /Chronic Fatigue Syndrome is a complex, multisystem
medical disease. Categorising it as functional, psychological
or psychiatric is incorrect and will lead to harmful, ineffective
and distressing intervention for vulnerable medically ill
patients. Please amend this guideline to ensure there is no
ambiguity abput this illness.

Vineta Daniele

Leeds, England,
UK

2017-09-28

I have M. E., it's not functional!

Emma Wignall

manchester,
England, UK

2017-09-28

Signing for my wonderful friend who struggles daily with
M.E.

Lisa Beard

Copenhagen,
Denmark

2017-09-28

WHO has already turned down such BS proposal in 2015, I'm
sure they will again!

Rachelle Benhower

Angola, Indiana,
US

2017-09-28

I'm signing because I've SUFFERED from ME for 15 years and
the barbaric treatment needs to end now worldwide.

Jacqueline Wain

Wakeﬁeld,
England, UK

2017-09-28

I care

Ketty Hansen

Holstebro,
Denmark

2017-09-28

Ketty Hansen

Elinor Simpson

Radstock,
England, UK

2017-09-28

I've been ill for 25 years this October, we need help and
support not guesswork and judgment.

Karen Kirke

Templeogue,
Ireland

2017-09-28

On 27th September Walter Koroshetz, M.D., director of
NIH’s National Institute of Neurological Disorders and
Stroke announced grants for three Collaborative Research
Centers investigating the biological mechanisms of ME/CFS.
By contrast, this draft guideline encourages doctors to
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consider ME/CFS as a “functional disorder” “likely to have
an emotional basis” and “not primarily explained based on
physical or physiological abnormalities” – a stance that is not
tenable given the steadily growing evidence that ME/CFS is
a complex multi-systemic organic disease. Read the Institute
of Medicine’s 2015 report, speculate about the outcomes
of neuroimmunologist Avindra Nath’s NIH study and Fluge
and Mella’s phase III Rituximab trial, read Rowe et al’s 2017
primer on diagnosis and management of ME/CFS in young
people, watch videos from the 2017 CMRC conference, or
listen to patients, but do not refer patients for ineffective
cognitive behavioural therapy or harmful graded exercise
therapy on the

Helle Florgard

Ålsgårde,
Denmark

2017-09-28

me is not at functional disorder!

Joe Lam

Brisbane,
Australia

2017-09-28

Too little is known of this disease

james wall

Epsom, England,
UK

2017-09-28

The LP studies I have seen are embarrassing. I wonder how
people have so little shame as to put their names to them.
By anybody not a professor they would be classed as child
abuse.

Sara Marshall

Edinburgh, UK

2017-09-28

There are so many diseases that pass un-acknowledged and
untreated. The sufferers are made to feel fraudulent; that
they are to blame. Hope this tiny gesture will go along with
everyone else to raise people's heads outta the sand. Best
wishes to all x

irene taylor

Detling,
England, UK

2017-09-28

my daughter has ME

robin may

Ryde, England,
UK

2017-09-28

Because I've had M.E. for 30 years.CFS is an invention of an
American health insurance company and has no basis in
medical fact.

David Haynes

Lancaster,
Lancashire,
England, UK

2017-09-28

I am signing because I have lived with this condition for
half of my life! The World Health Organisation classed it as
a neurological condition years ago. It is a hidden disability
poorly understood and sufferers are often left feeling as
though they are to blame.

robin may

Ryde, England,
UK

2017-09-28

M.E. is a chronic viral infection leading to all sorts of
neurological disorders such as epilepsy and migraine.CFS
is an invention of an American health insurance company
created to avoid paying out to its customers who had been
diagnosed with M.E.Many British doctors think they know
better than the W.H.O. organisation and that there is no
such thing as M.E.This goes back to the ﬁrst recorded
outbreak in UK which occurred in 1955 at The Royal Free
hospital in Hampstead and was treated as auto-suggestive

Catherine Cosmai

Brooklyn, New
York, US

2017-09-28

I'm signing because people are suffering and need help!
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Phil Tomlinson

Bolehill,
England, UK

2017-09-28

We don't understand m.e., so the last thing we need is an
interpretation that cuts off access to lines of investigation
and help.

Philip Bardzil

Manchester,
England, UK

2017-09-28

My wife has what is generally termed ME and is someone
who was very active, loved life and was independent
minded and hard working. She hates missing out on things
and really misses her work, which she enjoyed and was
important to her sense of self. This is certainly not someone
who 'believes them-selves to be ill'! I am a psychologist and
recognise that some people, sadly, are affected in their
physical behaviours and symptoms by mental or emotional
processes. However, ME has clear physiological markers
and does not fall into this category in my view. Part of the
problem seems to be poor diagnosis and categorisation
of symptoms, leading to a real 'mixed bag' of conditions
being grouped under the general heading of 'ME'. This
seems to result from 'lazy science', failure to recognise
the signiﬁcance of 'degree' of the condition, the agendas
of vested interests, and sensationalist media coverage
which has remained stuck in outdated perceptions from the
1980's. Ironically, avoidance of proper recognition and a

Phillippa Lally

Hitchin, England,
UK

2017-09-28

This is hugely important.

Viktoria Moissidou

Waiblingen,
Germany

2017-09-28

Ich unterschreibe, weil danach geforscht werde MUSS!!!!!

Mike Pepper

Preston, UK

2017-09-28

I have friends who suffer from these. They need support.

Carla Post

Barendrecht,
Netherlands

2017-09-28

Signing for every one who struggles daily with M.E.

Eleanor Jolly

Nailsea,
England, UK

2017-09-28

I consider ME is seriously under-researched and
under-supported, and I dislike the mind-set which labels it
emotionally based (quite untrue from what I have observed)
and thus somehow to be ignored.

Sue Mayes

Lymington,
England, UK

2017-09-28

There is no way that this is a functional disorder. IT IS
PHYSICAL!

wendy Collins

Cleethorpes,
England, UK

2017-09-28

I suffered with M.E. for many years, it is very real and very
misunderstood.

Patricia Duncan

Spain

2017-09-28

I know too many with this condition who do not teceive the
right help and treatment. In this day and ahe it is a disgrace.

Caroline Cooke

Bolton, England,
UK

2017-09-28

I have ME and was turned away by Coventry neurologist

Sally Nielsen

Copenhagen,
Denmark

2017-09-28

We need proper research and proper help

Tomas Hardt

Göteborg,
Sweden

2017-09-28

Its a fact that people got narcolepsi caused by the swine
ﬂue vaccine then why on earth should it be impossible
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that ME/CFS is a disease that people have and not some
imaginary fake disease? Just because the doctors dont have
a cure for this is no excuse to say that its just imaginary!

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-28

Thankyou #

Helen Ineson

Newbury,
England, UK

2017-09-28

I got told for three years i had muscular dystrophy. Went to
see consultant other week.Now she says i got myopthy.Still
no cure

Lyndsay Margaret
Cameron

Wrexham,
Wales, UK

2017-09-28

I am diagnosed with me/cfs

matthew webb

London,
England, UK

2017-09-28

I have suffered from ME for 37 years with absolutely no
understanding of its real biochemical causation from GPs
and gov agencies

Sarah Page

Oxford, England,
UK

2017-09-28

This attempt to reclassify ME/CFS is irresponsible and has
the potential to prevent patients receiving the support and
care that they need.

Jenny Lyus

Bristol, England,
UK

2017-09-28

It is important for treatment and medic understanding
for us to be categorised accurately. It appears that we are
getting misﬁled. The relevant doctors won't ﬁnd us if we're
in the wrong (metaphorical) ﬁling cabinet.

Victoria Whiteland

Carmarthenshire,
Wales, UK

2017-09-28

This is immoral - anyone else who is ill can go to the doctor
for medicine. While these people are left with no hope.

Ray Mayes

Lymington,
England, UK

2017-09-28

I'm signing this because M.E. is not a functional disorder.

Margaret Smith

Cheltenham,
England, UK

2017-09-28

Exactly so Philip, well said. If the stigmatisation of ME under
the vague and meaningless umbrella of CFS was to save
money then it doesn't work. It is ONLY by early diagnosis,
immediate complete rest and very careful management
of the condition that patients stand any chance of any
sort of recovery to pre illness levels - and even then they
have to be careful not to overdo things. Instead all to often
patients are left searching for diagnosis, searching for help,
searching for any sort of effective treatment. By which time
it is too late, the damage has been done and many, far too
many, are left alone to wither away in the dark permanently
disabled. I know because I am one of them. It took 20 years
to get a diagnosis and now I am 95% housebound often
bedbound, only able to go out in a wheelchair and no longer
able to work. How, how, how does that save money!

hannah Monteiro

DERBY, England,
UK

2017-09-28

just because we can't see something doesn't mean it's not
there

Janne Aagaard
Petersen

Gelsted,
Denmark

2017-09-28

I have ME and it is very much a physical and disabling
disease!!

Name

Location

Date

Comment

Judy Winton

Calgary, Canada

2017-09-28

I was struck by a neurological disorder when I was a teen. I
recovered but even 45 years later there are time when I am
exhausted.

Coral Bohne

Anchorage,
Alaska, US

2017-09-28

I just achieved my greatest improvement after I was
out on the migraine drug Topirimate as an experiment
to make blood ﬂow more consistent to my brain by my
neurologist after an abnormal EEG. We each are different,
but neurologists can help.

Deborah
Chiaramonte

Oakville, Canada

2017-09-28

More supports are needed for diagnosis, treatment and
above all understanding.

chris Cox

Ashford,
England, UK

2017-09-28

I have ME

Susan Titcombe

Lynn, England,
UK

2017-09-28

My youngest son has ME/CFS after problems with immune
system damage at birth and diagnosed Glandular Fever in
later years. No-one understands and comments like learned
behavior and work shy are unhelpful and cruel. We need
some serious research here! Lives are being wasted.

Andrea Mardon

Cupar, Scotland,
UK

2017-09-28

There are thousands of reputable research documents
proving that ME is a physical illness, scans show brain
damage!

Margaret Walker

Bootle, England,
UK

2017-09-28

This not an emotion driven illness.

Lynn Jackman

LEEDS, England,
UK

2017-09-28

I'm signing these because two of my friends suffer from
the diseases. They got it different ways, have different
symptoms, have good and bad days. They don't choose to
use mobility aids they need them.

Jane Charlesworth

Wolverhampton,
UK

2017-09-28

I've had ME for 10 years - such a waste, housebound,
nursing career ﬁnished,every aspect of life a struggle each
day. Developed after viral infection/Hep B vaccination
(given to protect me from a serious illness?!!). Severe
symptoms from the start after leading a healthy life. The
WHO classiﬁed it as a serious, complex neurological illness
in 1969 and this still stands so the current situation is totally
unacceptable, including not believing patients true suffering
and implying it is somehow their fault that they are still ill
(emotionally driven). We need understanding, care, support,
compassion and lots of research!

Chris Ellis

Andover,
England, UK

2017-09-28

Evidence based. If the evidence is one way the question is
why do they want to change it? Cost savings.

Kristina Henson

Liberty Twp,
Ohio, US

2017-09-28

Please look at the research coming out of the US, Norway,
Australia, etc. Please help patients to not be discriminated
against because they have an illness that most doctors do
not recognize.

Emma Hancock

Colchester,
England, UK

2017-09-28

I support the cause, personal experience

Name

Location

Date

Comment

Sarah Simpson

Bassingbourn,
England, UK

2017-09-28

my friend is

Sarah Simpson

Bassingbourn,
England, UK

2017-09-28

Just because we have to think about other young people
ﬁrst before ourselves & what's right for their health

Catherine Carr

Embleton,
England, UK

2017-09-28

The UK needs to get in line with the rest of the world with
it’s diagnostic criteria for ME. I can assure you, it is NOT in
my head, nor am I mimicking a physical illness. Just because
we don’t have an absolute test for it right now, doesn’t mean
there won’t be one in the future, when all us suffering now
with ME will be properly recognised!

Lynne Cattell

Coleford,
England, UK

2017-09-28

It's a serious illness if you have it and I should know.

cathrine engsig

Copenhagen,
Denmark

2017-09-28

Neurologists have to be reminded of their medical
responsability regarding this disease.

Michelle Wright

Woodhall Spa,
England, UK

2017-09-28

I have been ill with sudden onset ME/CFS since 2004. My
mind is strong - and it is that, along with support of family
and friends that has helped me cope with this illness - which
has been proven to be physical in cause.

Karen Leech

Cheshire, UK

2017-09-28

My health is made worse by exertion: physical and mental,
ie, computer work. My exacting symptoms seemed so
random in the past but now, I share my experiences
with others, I ﬁnd that my orthostatic intolerance is
commonplace with m.e. I cannot ﬁnd my symptoms ﬁtting
with any functional disorder or any other mental health
condition for that matter.

Michael Simpson

Bristol, England,
UK

2017-09-28

I`m signing because I suffer from ME and have had no help
from anyone ever, told I was ﬁt to work about 6 years ago,
I`ve still not been able to work!

Linda Bringedal

Bergen, Norway

2017-09-28

This is a devastating disease, and it has been treated very
wrongly. I want a good life for my to teenage boys who has
the disease.

Mina Nielsen

Sheﬃeld,
England, UK

2017-09-28

I'm deeply shocked to hear that NICE is engaging in such
unethical behaviour.

Nicky Heppenstall

Derby, England,
UK

2017-09-28

This is NOT 'all in the mind' and NICE need to follow the
EVIDENCE.

Sally Sugrue

Cury, England,
UK

2017-09-28

I feel strongly about this....

bernadette conway

Dumbarton,
Scotland, UK

2017-09-28

My Daughter has this condition .

Karen Cornwell

Haywards
Heath, England,
UK

2017-09-28

I'm signing because I have M.E. and I can assure you, it's
NOT a functional disorder but a neurological condition!

Name

Location

Date

Comment

Anthony Roberts

Milton, England,
UK

2017-09-28

As a retired doctor with a relative with ME, I am convinced
that it is a chemical imbalance, prion infection or some other
undiscovered cause. A test for the disease is absolutely
necessary to give it the status it deserves and the impetus to
ﬁnd a cure.

Michelle Thomson

Armadale,
Scotland, UK

2017-09-28

I have M.E and Fibro

Tracey Clarke

Nuneaton,
England, UK

2017-09-28

ME is such a debilitating and illness and research is very very
poor.

simon rodgers

Chard, England,

2017-09-28

I have M.E.

UK
Steph Byrne

Liverpool,
England, UK

2017-09-28

I was diagnosed in 2003, just been left to get on with it !

Lenny Deans

Waringstown,
Northern
Ireland, UK

2017-09-28

I agree this illness is not a functional disorder.

Merete Petterson

Indre Arna,
Norway

2017-09-28

I hope for a solution.

Claire De Bond

Southend-on-Sea,
England, UK

2017-09-28

More help and understandin is required.

Reebecka McGarva

Kilmarnock,
Scotland, UK

2017-09-28

Suffered from this PHYSICAL debilitating condition for 5
years. Nobody chooses this life, it's not in our heads.

Elizabeth Stout

Israel

2017-09-28

I've had Severe ME for 35yrs and never had any "help" that
actually did help except the advice to rest

Shelly McBride

Waringstown,
Northern
Ireland, UK

2017-09-28

I have seen ﬁrst hand my friend suffering because of this
condition!

C Smit Smit

Milton Keynes,
England, UK

2017-09-28

My daughter has it. Last 2 years of her and our lives have
been totally unsupported by GP's. Everyday is a struggle.

michele francis

Ipswich,
England, UK

2017-09-28

I have seen increasing numbers of people suffer from this
disabling disease/ condition. So hard for them and their
families, and diﬃcult for others to understand when you
really only see people with tho on their good days. Their
disabling incapacity, exhaustion, pain and brain fog is very
real.

Hazel Mayow

Manchester,
England, UK

2017-09-28

Its a no brainer

jayne patterson

Craigavon,
Northern
Ireland, UK

2017-09-28

My daughter suffered with this for 7 years and loSt have her
teenage years and the experience of uni. It is real, no young
person is going to miss out on life just for the sake of it

Name

Location

Date

Comment

Maureen cradock

Coleford,
England, UK

2017-09-28

I suffer from this condition and it affects me in so many
parts of my body such prevents me from leaving a normal
everyday life as it us so debilitating

Nicola Little

Armagh, UK

2017-09-28

Because i have this and doctors dont care

Gillian Bolton

Dumbarton,
Scotland, UK

2017-09-28

Have a son with same condition an he suffers everyday xx

Maryann
Stutchman

Tylertown,
Mississippi, US

2017-09-28

33 years of sitting on the sidelines, watching others enjoying
life is not living.

John Bigglestone

New Malden,

2017-09-28

As her carer, I know my wife and I know very well that

England, UK

the disease is biomedical and not driven by emotion. No
re-classiﬁcation of ME should be contemplated until the
CG53 review is completed

Joan mueller

Darrington,
England, UK

2017-09-28

My daughter is an ME suffer so I see the results of this
illness ﬁrst hand and it is the most debilitating, painful and
wasteful illness I have seen and at the moment there is NO
cure and very little funding for RESEARCH. This is real.

Wendy Walker

Livingston,
Scotland, UK

2017-09-28

Poor Milly to have ME so young, it's bad enough at my age
my advise rest when you need to Milly and pace yourself
when your up again, it takes a bit of getting used to but I
promise it does work. Sending hugs and kisses your way.

Heather Dalzell

Bushmills,
Northern
Ireland, UK

2017-09-28

I care.

Karen Bowman

Edinburgh,
Scotland, UK

2017-09-28

Need medical research whether physical or mental affects
found

MB

Gateshead,
England, UK

2017-09-28

My NHS ME clinic made me worse and then discharged
me. I haven't been downstairs since 2011 because of their
"advice".

Sharon Winstone

Leigh, England,
UK

2017-09-28

It is time Me/CFS is taken more seriously and treatments are
developed to relieve the devastating symtoms it causes

Derek Newbury

London,
England, UK

2017-09-28

This condition is under-researched and under- funded

Barbara Hall

Bedlington,
England, UK

2017-09-28

I am signing this because this is a silent illness. It is not mind
over matter. A real condition.

Lesley Tapp

Trowbridge,
England, UK

2017-09-28

I have MS

Janet Funnell

Orpington,
England, UK

2017-09-28

I have a very dear friend who is suffering

Jason Hewett

Bristol, England,
UK

2017-09-28

Functional bunkum ! Just like IBS heh? That's why NICE now
recommends testing for celiac disease in IBS. It seriously

Name

Location

Date

Comment
affects thousands, even millions of people's functioning. If
NICE use that term, it will be embarrassing.

Brenda Pegrum

ESSEX, England,
UK

2017-09-28

I totally agree with the reasoning behind this petition..

Petra Stafberg

Uppsala,
Sweden

2017-09-28

I Have ME.

Michelle Johnson

Leigh, England,
UK

2017-09-28

I suffer with this condition it's horrible suffering I have to go
through each day and night too many people are suffering
and nothing is being done about it it needs to get more and
more reconisation to ﬁnd answers to a cure

Paul Newman

Elton, England,
UK

2017-09-28

Life should be as full as possible

Ann Jones

Thropton,
England, UK

2017-09-28

Respect and recognition for ME for what it is, is desperately
needed and long overdue.

Michelle Johnson

Leigh, England,
UK

2017-09-28

I got diagnosed 2yrs ago but I've had this condition nearly
ten years I suffer each day and night with chronic pain
tummy troubles fatigue swelling rashes stomach swelling
female problems the list is endless. It's no life I want to
spend time with my children I'm too tired or in too much
pain ##

tracey barker

Hull, England,
UK

2017-09-28

tracey barker

Ula Elliott

Peterlee,
England, UK

2017-09-28

I know people with ME and it is *not* a functional disorder.

Sheena Hewitt

Parañaque city,
UK

2017-09-28

Claims that ME is a functional or emotional disorder is a
travesty of the truth. Denial of ME as a biological disease
and all the serious implications that causes for patients for
the sake of power and money is a crime against humanity

Sheena Hewitt

Parañaque city,
UK

2017-09-28

Claims that ME is a functional or emotional disorder is a
travesty of the truth. Denial of ME as a biological disease
and all the serious implications that causes for patients for
the sake of power and money is a crime against humanity

tracey barker

Hull, England,
UK

2017-09-28

i have had ﬁbro an m e for nearly 10 years,an now my
partner has to care for me,this illness is horrible i forget
things all the time,i carnt do the things i once be able to
do ,my family never understood it,i get so tired just doing
anything an aching like toothache,i have degenertive disc
diease ,an other things,i wish for my life back but i know
thats not going to happen anytime soon.i never ever wanted
a horrible illness like this ever.

Susan Jarrold

Dover, England,
UK

2017-09-28

Because Drs need to see patients and access, people's
illnesses,

Name

Location

Date

Comment

Tracey Henderson

Kirkcaldy Fife,
Scotland, UK

2017-09-28

Only diagnosed a few months but still so confused with it all.
Fewer good days and more bad days now

Jen Titley

Stoke-on-Trent,
England, UK

2017-09-28

Sufferers have a hard enough time, on all fronts, without
continued innacurate obstruction from NICE and, as a
consequence, from medical professionals

kym freeman

hythe,kent,
England, UK

2017-09-28

I have lived this for ten years without help,been treated
inhumanely and discriminated against for having M.E.

pamela fegan

besthorpe,
England, UK

2017-09-28

I want to be heard.....

Michelle Collis

Aylesbury,
England, UK

2017-09-28

Watching my dear friend struggle has been heartbreaking
and this condition needs to be understood

Rosanne Jones

Manchester,
England, UK

2017-09-28

I have M.E. and the PACE trial was a complete mockery of my
suffering.

Roger Carruthers

Caerphilly,
Wales, UK

2017-09-28

I was ill with CFS for 5 years - it was a very real hell, and I
was one of the lucky few who recover.

Joanne Bannister

Manchester, UK

2017-09-28

help & understanding is needed

Kathryn Adams

Measham,
England, UK

2017-09-28

Clearly this man knows nothing about M.E. He needs to talk
to those of us who ACTUALLY HAVE IT.

John Roberts

Slapton,
England, UK

2017-09-28

My wife is severely ill with ME. The current approach has
exacerbated her condition. She is totally house and bed
bound.

Susanp Donnelly

Kirkcudbright,
Scotland, UK

2017-09-28

These people need all the help they can get. Not just turned
away to get on with something they don't understand

Helen Starling

Felixstowe,
England, UK

2017-09-28

I have M.E and struggled to get well for four years this is not
a functional disorder

Lynda Blackston

Manchester,
England, UK

2017-09-28

Lynda Blackston

Jill Carter

Ely, UK

2017-09-28

I have ME/CFS and feel let down by the NHS by the current
lack of treatment for this condition.

sharon mullins

Olympia,
Washington, US

2017-09-28

Functional disorder translated: "We don't know." My
husband had a physically demanding job in the lumber
industry, lifted weights when he got home, hiked, & hunted,
among many other activities. At age 45, he like many but not
all ME sufferers, became extremely ill with a viral infection.
Although he gradually felt some better, he has never been
well since 13 yrs. later. Eventually, Univ. of WA diagnosed
ME/CFS. Thankfully, more and more people are realizing
just how real, complex and devastating this disease is and
seeking a legitimate cure.

Name

Location

Date

Comment

Vanessa Hardy

US

2017-09-28

Patients with Myalgic Encephalomyelitis need the same
support and treatment as patients with any other diagnosis.
Thank you for your consideration.

Ann Palmer

Crawley,
England, UK

2017-09-28

My good friend is locked in and missing from her life

Lee Brain

Tipton, England,
UK

2017-09-28

I have it

Rev'd Peter Doodes

Hooe, England,
UK

2017-09-28

Any that have been involved in assisting an individual with
this crippling disease understand its ramiﬁcations. It is NOT
of the mind!

toni east

york, England,
UK

2017-09-28

A special person has lived with this for many years, too
many years it should be given priority as this illness is
severely disabling and total life changing.

david fawcett

London, UK

2017-09-28

NICE is wrong, and has no evidence to support its stand

Hayley king

Ferndown,
England, UK

2017-09-28

My husband got diagnosed 3 years ago and we were given
no advice just that it was Me and that he should be put
on antidepressants it was a terrible time we have had to
research what ME was ourselves and as the time went on we
found out that it was more common than we thought and
I was lucky enough to speak to a few people that had been
suffering with it for a lot longer

Jessica Maxwell

Havelock North,
New Zealand

2017-09-28

Having had my life destroyed for the past 27 years by this
illness I support the work of NICE. If the

Paula Titterton

Audley, England,
UK

2017-09-28

I have M.E./CFS & would not have been diagnosed if it wasn't
for a referral to my local hospitals Neurology Department
(North Staffs), which was the only place with a ME Clinic local
to me.

Marie Hughes

Exeter, England,
UK

2017-09-28

Because i suffer every day

R. R.

Chester Springs,
Pennsylvania, US

2017-09-28

Neuropathy, migraines and headaches, nystagmus, noise
and light sensitivity, weakness of the neck, tremors,
ataxia, orthostatic intolerance. Just a few of the symptoms
neurology could take part in helping with in ME.

avril nicholson

kidderminster,
England, UK

2017-09-28

There is plenty of evidence that the vagal nerve stimulation
could cure Me but only small scale studies have been done
because lots of people believe ME is psychological!

Rajena Khanum

Ilford, England,
UK

2017-09-28

I agree with this statement.

nancy chatham

Accra, Canada

2017-09-28

I am signing because my friend is suffering from
ﬁbromyalgia.

Name

Location

Date

Comment

Georgia Phillipou

London,
England, UK

2017-09-28

I have faced other debilitating diseases but NOTHING
compares to ME. ME is the worst thing I have ever had
to face.The injustices we face are awful and we need to
get to the bottom of this.Every single ME warrior I know
is extremely strong and a ﬁghter. We need to be taken
seriously ASAP.

Rose McCabe

Sidmouth,
England, UK

2017-09-28

NICE should remove all reference to M.E./CFS from the new
guideline on suspected neurological conditions.

Mona Kleppe

Os, Norway

2017-09-28

This is a very important case!

norma macaulay

glasgow,

2017-09-28

My son has M.E

Scotland, UK
Pia Aitken

London,
England, UK

2017-09-28

My dear friend Petra is a sufferer and what she has to
endure every day is unbelievable. Sheer torture.

Angela Scott

Woking,
England, UK

2017-09-28

The science is pointing very clearly that ME/CFS is a
neurological disorder and distinct from other fatigue states.
Whether of physical or psychogenic origin.

Catharine Stott

Bristol, UK

2017-09-28

You don't seem to be very good at your jobs, what with this
and classifying the menopause as a serious illness.....could it
be all about the money?

Jan Shaw

Bury, England,
UK

2017-09-28

I have suffered with Fibromyalgia and ME for 23 years and it
is NOT a `Functional Disorder` it is a disabling condition and
needs serious research.

Lesley Watts

Hull, UK

2017-09-28

Because i believe

gareth hazell

coventry,
England, UK

2017-09-28

I know and have seen someone to live with ME and although
it's tough and hard patitence carries ME so well but it's taken
her a long long time to understand and cope with it as best
she can

Eileen Walker

Bridlington,
England, UK

2017-09-28

ME is NOT a psychological illness

Charlotte Munro

Sandbach,
England, UK

2017-09-28

I have seen what can happen to someone with ME

Sudarshan Saimbi

Rednal, England,
UK

2017-09-28

I have the condition, and I know it's organic. NICE have sat
on this for far too long.

Joseph Finn

Australia

2017-09-28

I have had the experience of getting worse from being told
I had FND and being pushed to continue to exercise beyond
my limits to the detriment of my health and then not being
believed that I was getting worse, no support to live within
my capabilities and therefore get some joy out of life rather I
was discharged for not complying.

Lynn Foster

Bolton, England,
UK

2017-09-28

So many people are suffering and too little being done for
this extremely debhilitating condition

Name

Location

Date
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Penelope Evans

London,
England, UK

2017-09-28

l have had M.E. for many years and l wish l could be fully
well. It is certainly not a 'functional illness', in severe cases
patients require hospitalisation and tube feeding.

B Brennan

Essex, England,
UK

2017-09-28

I have m.e ra ﬁbromyalgia addisons disease and want to be
treated as a human and listened to

Townsend mclaren

york,
Pennsylvania, US

2017-09-28

I want to help all those who suffer from this terrible disease.

Joseph Finn

Australia

2017-09-28

I think the term 'functional' is deceptive when used to
mean 'the patient's brain made it up'. It's a little bit of
neuroplasticity, a little bit of psychoanalysis and a big wad of
niche-building going on here. No matter whether you have
a wonky walk, fatigue at ﬁve paces, or you get dyskinesia,
rashes or migraines, it's functional disorder. I've become
cynical I know but I can see a nice new chain of clinics and
sprightly gurus springing up who all know how to help.

Arnolda Ashwood

Bangor,
Northern
Ireland, UK

2017-09-28

My niece has it.

susan howard

Coventry,
England, UK

2017-09-28

I have the condition

tessa casey

Week Saint
Mary, England,
UK

2017-09-28

My 10yr old grandson has M.E. he has had it for 2years, he
had the Flu and never recovered from it. He was an outgoing
little boy and full of fun and cheekiness. That just went, the
colour would drain from his face and he would collapse, he
couldn't take any noise or walk far. This QUACK of a doctor
has absolutely no idea. SHAME ON HIM!

Laura Schultheiss

Nr Midhurst,
England, UK

2017-09-28

Been suffering with m.e for over 10 years now. It needs to
be taken seriously!!

Nadine Keys

Cambuslang,
Scotland, UK

2017-09-28

Nadine keys

Robert Tinti

Los Angeles,
California, US

2017-09-28

ME/CFS effects immune, neurological, and metabolic
systems of the body. Then the cascading effects mess up
other systems in the body. I challenge the people involved
with the PACE trials or Lightning Process to a debate with
the people doing the research on ME/CFS. Make it an open
meeting for everyone to hear.

Angelika Fulton

Switzerland

2017-09-28

I have seen how disabling this is and how little
understanding and compassion sufferers receive

Sharon Smith

Runcorn,
England, UK

2017-09-28

I suffer with M.E. it is physical and it is real - it certainly is not
psychologica!! I have gone from working full time, running a
house, renovating same house, full on social life to sitting in
the house every day, unable to work, watching everyone get
on with their lives while mine passes me by, feeling isolated
and cut off and unable to do any of the things I loved to do
before I got ill. Too many belittle this illness and so much

Name

Location

Date

Comment
more could be done to help patients if it was just recognised
more.

Vicky Collins

Harlow, England,
UK

2017-09-28

I'm signing this, because I also have ﬁbromyalgia and other
health issues which has progressed since dignoses. I do feel
we are not always heard and sometimes treated unfairly.

Scott Ferguson

Australia

2017-09-28

I know people with this condition

Adrian Robertson

London,
England, UK

2017-09-28

I

Lesley Gavin

Yate, England,
UK

2017-09-28

My friend has M.E and it signiﬁcantly affects her life. More
support is needed

karen stapleton

Wallasey,
England, UK

2017-09-28

unless you have this you will never know what a waking hell
is......I DO , YET I AM EXPECTED BY ALL TO FUNCTION WITH
NORMALITY.....WHILST THEY TAKE THE PISS

Rise Taylor

Kleppestoe,
Norway

2017-09-28

I have M.E. and it is a real physical disorder which has
crippled me and my life

lori mathieson

East Kilbride,
United Kingdom,
Scotland, UK

2017-09-28

More involvement and education needed for any
Neurological condition. Full support for this petition xxx#

Sandra Donohue

wallasey,
England, UK

2017-09-28

this should e reconciled

lori mathieson

East Kilbride,
United Kingdom,
Scotland, UK

2017-09-28

Deﬁnitely more education is needed for neurological
conditions. Not enough emphasis on knowing what these
are all about. Xxx

Sharon Caldwell

Paisley,
Scotland, UK

2017-09-28

Hopefully this will bring change for others with other
conditions too.

Nicky Griﬃths

Kidderminster,
England, UK

2017-09-28

I developed CFS after taking part in a cancer drugs trial
along with a signiﬁcant proportion of other people on the
trial. While my condition improved after being removed
from the trial I have suffered to a greater or lesser degree
for the past 15 years. Thankfully this summer for only the
second time in those 15 years I have been in remission.

Nada Babic

Australia

2017-09-28

Justice for sick

Maxwell Watson

Southend-on-sea,
UK

2017-09-28

Offensive and false assumptions presented as fact. Having
witnessed the suffering my ﬁancee of 5 years endures day
in day out, I feel like inviting Sir Andrew to witness the same
ﬁrst hand.

Corinne Lindsell

Gymea, Australia

2017-09-28

More needs to be available for research support and
treatment! I've lived with chronic pain myself and I love
Shan who currently suffers this devastating and debilitating
condition!! She is an absolute warrior

Name
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Sarah Owen

UK

2017-09-28

I'm signing this because it breaks my heart to watch my
friend who has suffered with severe ME for well over a
decade still not get the recognition, help and support
from the medical profession that she desrves. It is not a
functional disorder but a physical and disabling disease
which is under-researched and under-supported, her mind
is perfectly willing but her body isn't able. It is inhumane
how so many people are not only missing out on life but are
wrongly perceived as being emotionally responsible for their
condition. It needs to change and now!

Jo Sadd

Australia

2017-09-28

A better understanding is needed with neurological
illnesses.

Deb mold

Crowland,
England, UK

2017-09-28

ME is a physical illness and it needs to be recognised and
treated as such and in so doing, ME patients should be
treated with the same respect and compassion as any other
complex chronic condition.

Stacey Doughty

Coldingham,
Scotland, UK

2017-09-28

I saw how this debilitating disease affected my Dad, and the
lack of help he received from the medical community.

Caroline Corﬁeld

Cramlington,
England, UK

2017-09-28

I'm signing because I've read some of the research into
ME and it's not saying this is a functional condition. Most
research points to this being an auto-immune disorder.

michelle banks

huddersﬁeld,
England, UK

2017-09-28

It is terrible that patients are treated so appallingly.

Jen Jacobs

Australia

2017-09-28

ME was declared a neurological disorder in 1969. It is
considered to be an emerging disease, which means not
enough is known about it yet. Tuberculosis used to be
considered an emotional disease, till more was discovered
about it. Calling ME "functional" is a way to blame the
victim and not take responsibility for funding research and
treatment.

jeannie ﬂynn

hove, England,
UK

2017-09-28

M E is not a functional disorder

Anne Chegwidden

Australia

2017-09-28

It's time for someone to stand up and take responsibility for
what needs to be done to treat this illness effectively.

Alex Dempsey

Linwood,
Scotland, UK

2017-09-28

I have ME also and know the trials we have been and still
have to go through

Ann Berger

London,
England, UK

2017-09-28

It's a truly debilitating condition and should be recognised
as such

Paula Rigley

Mansﬁeld,
England, UK

2017-09-28

Something close to my heart. My mum suffers terribly with
this awful illness,I wish she could lead a normal life and pain
free. Makes me feel all so sad for her.Please sign xx

Clare Bromley

Selby, England,
UK

2017-09-28

My daughter has M.E she is 17 years old and has lived with it
for 6 years. .It has robbed her of so much and the support is
very poor ... More needs to be done.
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Marcus Nichls

Harleston,
England, UK

2017-09-28

If this helps it's worth it. Please sign and share.

Deborah Moseley

Edinburgh, UK

2017-09-28

My son has had CFS ,ME since he was 11. He is now 17. It
has robbed him of his education and his childhood. Having
had many days where he has been unable even to chew
food as the effort is too exhausting, it is most deﬁnitely not
all in the mind. Being unable to make your body work and
do all the things other young people can do, coupled with
social isolation , not surprisingly, cause mental health issues
as a bi product of this condition.

anthony boyce

Kilmarnock,

2017-09-28

I have M. E. IT'S NOT A FUNCTIONAL DISORDER!

Scotland, UK
Jonny Morris

Bozeman,
Montana, US

2017-09-28

Outdated

Ariane Tomes

Bangor, Wales,
UK

2017-09-28

Totally support this, my daughter has CF.

Carol Wiley

Vancouver,
Washington, US

2017-09-28

The truth needs to be known about this disease.

Yvonne
Glover-West

Leigh, UK

2017-09-28

Friends and family have M.E. and I have CFS. More education
about them and believing they are real is what we need.

Kathryn Baker

Adelaide,
Australia

2017-09-28

Supporting change #

Sue Fairhurst

Weston-super-mare, 2017-09-28
England, UK

I have CFS. Devastated when I had to retire early from
teaching. This really is physical and neurological and has
completely changed my life but one of the hardest things is
when others can't 'see' the illness and its effects and don't
believe it. I've had great support from my GP and local CFS
service, but it's about time NICE took on board the reality for
sufferers.

Bea Greathurst

Staines Upon
Thames,
England, UK

2017-09-28

I am signing because so many people suffer from ME and it
is not recognised as a functional disorder and it should be.

Jennifer Chapman

Derby, England,
UK

2017-09-28

I’m an M.E. Sufferer. I know what it’s like to live with
this condition. I disagree with NICE and I wonder why it
disagrees with the World Health Organisation.

carol lindsay

kilconquar,
Scotland, UK

2017-09-28

i have m.e.

ceil rothbart

glencoe, Illinois,
US

2017-09-28

I want to help STOP this false claim. There are too many
biological ﬁnding that prove that this is a medical condition.

Eanna Scully

Brunswick,
Australia

2017-09-28

I know a few people with ME and it's a terrible thing, not
knowing before you wake up in the morning if you're going
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to have a good day or a bad day and still having to deal with
it.

Nikky Baker

Canterbury,
England, UK

2017-09-28

I know someone with M.E

Alison Black

Hastings, New
Zealand

2017-09-28

I support my friend Rosamond Rowe. I agree with her that
ME is not a neurological disorder.

Samantha
Mair-Donaldson

Buckley,
England, UK

2017-09-28

This is not based on evidence based practice & NICE should
lead by example.

Kieron Sim

Musselburgh,
Scotland, UK

2017-09-28

Sounds rough

Kathleen Allardice

West
Dunbartonshire,
Scotland, UK

2017-09-28

My friend daughter has this debilitating condition.

Lori Pearson

Lloydminster,
Canada

2017-09-29

I love you

Jose Rodilla

Valencia, Spain

2017-09-29

Citizenship rights, healthcare and appropriate medical
science update.

latasha henson

Huntingtown,
Maryland, US

2017-09-29

I suffered, I know the symptoms are real, the pain and time
lost to this illness were real. I don't want anyone taking
that reality away from me and anyone else that had and
continues to suffer. In 1990-1993 I had doctors telling me
it was all in my head, there was no treatment, I was told a
positive attitude would cure me. Don't go backwards. Push
forward always.

Mrs Rosemary
Knight

Little Haywood,
England, UK

2017-09-29

Because Nice wouldn't know a neurological condition if it hit
them on the head. So unfair on we sufferers. Just look how
many teachers get this condition and exposed to hundreds
of viruses in their careers.

Frances
Palau-Manderson

UK

2017-09-29

You must reconsider and launch more studies into the
condition and treatment.

Dan Ceraldi

Langley, Canada

2017-09-29

I have SUFFERED from ME for 29 yrs! It IS NOT an
emmotionalillness! This doctor should be ﬁred and sued!!!
Horriﬁc!

Norali Ansa

Longwood,
Florida, US

2017-09-29

Norali ansa

Amelia Anastasi

Kingston
upon Thames,
England, UK

2017-09-29

I have M.E. and there is no help or support for me but there
is for others with less servere illnesses, it's just not right!!!

Bobbie Penick

Indianapolis,
Indiana, US

2017-09-29

I have Fibro/CFS and suffer the same!
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Derya Unutmaz

Avon,
Connecticut, US

2017-09-29

I am a MD/scientist working on ME/CFS. I fully support
this petition. This is a complex biological disease and the
scientiﬁc evidence clearly argues against functional disorder
classiﬁcation.

joan ﬁdler

Northampton,
England, UK

2017-09-29

It's about time there is a major changeIn the Description of
Silent Illnesses, Stop treating folks like they have no place
.They" say" Fibro and ME is Not a thing that gets worse, Ha,
tell my Wheelchair,walking sticks etc. GIVE US SOME CREDIT.

Katherine Wall

Hull, England,
UK

2017-09-29

Good grief how much suffering(I'm 20yrs having MEcfs) do
we have to go through before they get their heads out of
the sand & acknowledge ME CFS is a neurological illness ###

Jenny Peel

Sheﬃeld,
England, UK

2017-09-29

I'm signing because I have previously suffered from this
illness and I ﬁnd it frustrating that Nice can make such
statements despite the evidence. Sufferers need support not
a continuous battle to explain the illness when the evidence
is there. It is a physical illness - treat and support patients. I
was emotionally stable and strong when I was ill.

Stacie Eastham

Alton, Illinois, US

2017-09-29

I've suffered from ﬁbro and chronic fatigue for about 20
years. Finally I am starting to have other issues that are
suggesting issues with my immune system. Just because you
can see something initially in a blood test or on a scan doesn
t mean there isn't something physically wrong. This is not a
psychological problem.

Russell Fleming

Newton Abbot,
England, UK

2017-09-29

This new guideline goes too far. How can NICE justify
supporting statements that assign cause and understanding
which simply don't exist? It is nothing but an attempt by
neurology to rid themselves of problem patients. We need
their help, not their disdain!

Phyllis Griﬃths

Victoria, Canada

2017-09-29

I have spent the past 44 years of my life with ME and the
neurological consequences of it yet am abandoned by those
who might have helped me.

Elizabeth Flanagan

Bacup, England,
UK

2017-09-29

I often feel abandoned. I have M.E/CFS and I am lucky to
have a small number of VERY supportive family and friends.
I also have a very understanding doctor, but he and I are so
limited in what we can do to try and achieve a better state of
health for me. There are too many of us who suffer and ﬁght
daily to do the minimal 'normal' things never mind ﬁght
against organisations that should be helping us. I hope that
NICE change their guidelines for all of us that suffer in the
darkness.

lynne carrington

Bradford,
England, UK

2017-09-29

i suffer with fybromyalgia. its not imiginary its real

Myles Pilling

Melksham,
England, UK

2017-09-29

I believe that the evidence points to a neurological disorder

BRENDAN CAREY

kuala lumpur,
Malaysia

2017-09-29

Something more needs to be done
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Catherine Elaine
Wisden

Feltham,
England, UK

2017-09-29

I've seen what ME does to my cousins life, the pain,
limitations, frustration. The career ended, the children who
had to do everything for themselves, social life ended. Pain
pain pain and more pain. And exhaustion.

Lisa Millard

Rotherham,
England, UK

2017-09-29

M.E/CFS is a physical not a mental condition and needs to be
recognised and classiﬁed as such.

Jessica moriarty

Walsall, England,
UK

2017-09-29

Love you berni xx

Christine SWINHOE

Edinburgh,
Scotland, UK

2017-09-29

I have a friend that has had ME forever 25 years

Christine Hill

Middlesbrough,
England, UK

2017-09-29

All illnesses deserve any help they can get

sharon lewis

shanklin, UK

2017-09-29

My brother has me

Katie Boucheron

Peterborough,
UK

2017-09-29

Already there is not enough treatment and support for this
devastating illness, this would just make things even worse!

Deborah Causer

Didcot, England,
UK

2017-09-29

This is a real illness.There is already the scientiﬁc evidence to
prove it.

SUSANNAH Nelson

NEWARK,
England, UK

2017-09-29

<a href="mailto:susannah@nelsonnet.net"
rel="nofollow">susannah@nelsonnet.net</a>

Margaret
Donaldson

Bexhill on Sea,
England, UK

2017-09-29

These people need help

Marion Dines

Glasgow,
Scotland, UK

2017-09-29

I'm signing this petition because I'm sick of people not
getting the care they need Nobody seems to care anymore
they are in their little bubble We need to get out there and
help each other

Bernard Kornfeld

Australia

2017-09-29

I’m signing in support of my niece and her family.

jan gibson

Birmingham,
England, UK

2017-09-29

Life changing illness needs more research

michelle obrien

Tegryn, Wales,
UK

2017-09-29

As an ME sufferer I am fully aware of being dismissed and
abandoned by the medical profession.

Iona Stewart

Tregarth, Wales,
UK

2017-09-29

I have CFS and there’s not enough evidence to support
that it is not a physical illness and therefore it shouldn’t be
deemed a mental illness when there hasn’t been enough
research into it, your mind so strongly wants you to get out
of bed and move and do the things that you really want to
do but you PHYSICALLY can’t.

Susan Smith

London, UK

2017-09-29

Signed, I hope this will help and you get many more
signatures.
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andrew Hewitt

PERTH, Scotland,
UK

2017-09-29

ME destroyed my life, I fell ill with severe ME at 11 years of
age and 32 years later I am still signiﬁcantly impaired. For
three decades my illness has been denied and trivialised
adding insult to injury. Time for the truth! ME is a biological
illness that needs medication not platitudes.

Donna Mazgaj

Gunnislake,
England, UK

2017-09-29

I have ME/CFS.

Bente Kaspersen

Bærum, Norway

2017-09-29

#

Michael Durrant

Halesworth,
England, UK

2017-09-29

I have ME and am fed up being written off.

Deborah Green

Huntingdon,
England, UK

2017-09-29

Unbelievable! How many more lives can NICE be allowed to
ruin? Deﬁnitely not NICE!

Vivienne Bratten

Portstewart,
Northern
Ireland, UK

2017-09-29

Horrible illness

Ali Webb

Hindhead,
England, UK

2017-09-29

The fact that this battle still needs to be fought is baﬄing.

Sharon Rousseau

Nanoose Bay,
Canada

2017-09-29

Evidence has conﬁrmed patient neurological symptoms.
Organic non-psych disease. Maybe new generation
neurologists will have an open mind.

Susan Reilly

Canterbury,
England, UK

2017-09-29

About time!

Jamie Hewitt

Perth, Scotland,
UK

2017-09-29

ME is biological not a functional disorder

Caroline Cooper

Swindon,
England, UK

2017-09-29

ME sufferer

Caroline Bugeja

Newport, Wales,
UK

2017-09-29

I have CFS and if the damn thing was "emotional" I'd be a lot
better than I am!

Sasha McLeod

Edinburgh,
Scotland, UK

2017-09-29

I have had ME for 31 years. My son has also suffered for
the last two. It has decimated my life. We need help, not
incorrect labels or more suggestions that it's a fake illness.
We need research & a cure asap if not for me but my young
son.

Sasha McLeod

Edinburgh,
Scotland, UK

2017-09-29

I was 11 too & now 31 years later I have a twice collapsed
spine, shattered knee, & fybromyalgia. Chronic & intractable
pain that I could not stand where it not for my 3 y
children.Life is not the life I planned to have & although
I push to make the best life I can, it is very diﬃcult. I am
independant but now rely on help constantly. I use a
wheelchair & mobility scooter when I'm up but most if life
spent in bed.
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R Lynch

Urmston,
England, UK

2017-09-29

Since I got ME/CFS with Fibromyalgia I have suffered issues
with brain function, I was a management accountant before
I became ill, I tried working with the condition & one day I
couldnt do my job, I had done it since I was 16. I struggle
counting, doing maths in general, reading, spelling I have to
sound out big words like when I was a child, concentration
& understanding is very poor & I rely on my partner to read
all my letters & to understand them for me as I struggle with
the simple things you take for granted in life, I feel NICE &
parliament don't understand the condition & don't want to,
they are letting down all sufferers & are miles behind the
rest of the world with this condition.

Ali Outhred

Randwick, New
South Wales,
Australia

2017-09-29

I have had ME/CFS for two years. Only in the last 6 months
have I found a Dr who is treating the myriad symptoms that
come with this disease, and who is attempting to ﬁnd the
root cause through these treatments & research. Previous
Drs, an exercise physiologist and my rhuematologist told
me to exercise to get better, and I didn't understand why
a)I would end up in incredible pain after each exertion and
b) why I would be bedbound for days after following their
instructions. Something needs to change - it's clear this is
in our heads, and I am glad I have a dr who recognises this
and hope ALL ME/CFS sufferers can be treated properly.

Angela Saunders

Watchﬁeld,
England, UK

2017-09-29

It is ludicrous this is still so misunderstood. I haven't willed
this, I got it because of being attacked with several viruses
at once and not being able to ﬁght them off properly! And
it doesn't 'mimic' physical symptoms, it GIVES you physical
symptoms. It is not depression. You need to get people with
experience of this (those who are able) on your consultation
panel along with the experts in this ﬁeld (of which there are
very few sadly.)

Dagmar MacQueen

Sliema, Malta

2017-09-29

I've suffered from this disease for 10 years. I cannot
describe what it's like suffering from a condition that is so
life changing and all pervading that the medical profession
pays so little attention to.

Annette Pinnell

West Wickham,
England, UK

2017-09-29

I recall that Jennifer Brea whose ﬁlm 'Unrest' is coming to
the UK soon stated that ' I don't know' is a beautiful phrase.
If medical researchers can be prepared to look for answers
when they don't understand, rather than dismissing the
unexplained as psychological and if this illness can have it's
proﬁle raised, perhaps we can have some funding from the
government which ﬁnds a real solution. I've certainly had
enough of CBT! and the 'Lightening process!' Come on Dr
Esther Crawley, don't you think children are going to report
feeling better after brain training or are you more naive
than I thought?!? Anybody else catch Radio 4? Exciting that
there's been some debate but it seems to be biased towards
the one who sat on the committee who created the NICE
guidelines.

terry butterworth

Tadley, England,
UK

2017-09-29

This is close to my heart having several family members
affected by this illness that robs people of their lives.
In teenage years it takes away all those growing into
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adulthood times. Please please do something to stop people
thinking this is just laziness or yuppie ﬂue. Until you know
someone with this you have no idea how awful life can
be for them. CFS is just one symptom. It is not just about
exhaustion.

Richard Tyrrell

Carlton Colville,
England, UK

2017-09-29

I believe this is a horrible disease that can strike when you
least expect truly horrible to have

kerryn pagett

Sutherland,
Australia

2017-09-29

I know someone with this condition #

Scott Daubney

Shaw, England,
UK

2017-09-29

I have ME. I want to die.

Kerry Swanson

Edinburgh,
Scotland, UK

2017-09-29

I suffer from M.E, and the government have no clue how
debilitating this illness actually is! To even suggest it's
emotional is blatant ignorance

Isobel Vale

Oxford, England,
UK

2017-09-29

I experienced bowel cancer some years ago and believe me,
ME is far worse.

Shaun Doherty

Antrim,
Northern
Ireland, UK

2017-09-29

Personal experience with a family member

Annie ONeill

Reading,
England, UK

2017-09-29

I have friends with ME and it is a horrible disease that
people don't understand. More research and understanding
is needed.

Peter Watson

Chipping
Norton, England,
UK

2017-09-29

Any 'functional disorder' arises as the result of getting M.E.
and not before getting struck down it.

Claire Driver

London,
England, UK

2017-09-29

I'm an ME sufferer. How can it be functional when I am
trying to live a normal life but can't?! The condition needs to
be properly understood and the medical profession and the
wider public needs to understand it. I'm tired of being tired!

Janet Barrons

Bishop
Auckland,
England, UK

2017-09-29

Because the symptoms of M.E. Are devastating enough with
out the stigma and lack of understanding that we currently
endure.

Samantha forest

Swindon,
England, UK

2017-09-29

.

Simon Duffy

Sheﬃeld,
England, UK

2017-09-29

There is no evidence that ME lacks a physical cause and that
it is psychosomatic nor do the current limits of scientiﬁc
knowledge provide any evidence.

Ann Ruck

Gloucester, UK

2017-09-29

I know a couple of people with this condition they are brace
people as they never moan about it no matter how hard life
gets for them x

Name

Location

Date

Comment

Alan Guest

Cleobury
Mortimer,
England, UK

2017-09-29

NICE really needs to sort out the guidance for ME/CFS and
support patients.

Richard Lea

Rugby, England,
UK

2017-09-29

Nobody, absolutely nobody, chooses to suffer from M.E.
To think that M.E. is, in any way, a voluntary condition is
absolute nonsense. It might be a consequence of adopting
a mental attitude or approach but that is purely an unknown
and unintended result of any such mental attitude. Please
do not remove access to help for such a condition.

claire panks

Irthlingborough,
England, UK

2017-09-29

Someone very close to my heart battles daily!

Jenny Cochrane

Ashington,
England, UK

2017-09-29

I have struggled through yet another diﬃcult day of pain
and physical limitations, at times pausing to ask myself what
is causing this? After 43 years of ME one thing I am certain
of is that my emotions are not the cause. Stop treating
me this way, I should be able to turn to the health system
for help and their best efforts, not harmful guidelines.
Repeatedly I read research that gives me hope and states
clearly that there are physical causes. I understand that
these research results are only on small numbers but
collected together there is a strong case that the illness
is not emotional. I am insulted by the NICE approach.
The extensive review in the USA came out with a call for
funding for more research, support, and understanding for
sufferers. How can NICE with access to the same research
and information get this so wrong?

Derek Cull

Girton, England,
UK

2017-09-29

ME sufferer for 6 years. Give us hope by telling UK GPs and
medical researchers this is physical disease that needs a
treatment.

Caroline Daley

Australia

2017-09-29

I was diagnosed with CFS back in the late 1990s. While
being one of the fortunate people who have a decline in
symptoms after 5 or so years, I am certain that the cause is
not neurological. I am unaware of any evidence-base that
would support this false assertion.

Sara Sykes

Redcar, England,
UK

2017-09-29

It seems like people who have ME have been abandoned by
the NHS.

Amanda Skilton

Caterham,
England, UK

2017-09-29

I believe the NICE guidelines are wrong

Ellie Brown

Sheﬃeld,
England, UK

2017-09-29

I am now housebound 1 year after taking my dream job. I
had an operation whilst managing my ME (diagnosed for 5
years) and since have deteriorated and never recovered.

Samantha Farrant

Norwich, UK

2017-09-29

Scott I understand how you feel but please remember your
family and friends they would be devastated if you died. I
suffer with CFS and still get that puzzled look from people
when I tell them. I hope your OK x
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susan hind

Birmingham,
England, UK

2017-09-29

The lack oh health care support just drives people's
ignorance / suspicion about the illness - how can you get
your peers on board when medicine fails to invest properly
in it?

Gareth Williams

High Wycombe,
England, UK

2017-09-29

My sister has it and don't like seeing her like this.

Barry Humphries

Caldicot, Wales,
UK

2017-09-29

The effects are ignored or downplayed by the med
community

david ﬁncham

Yeovil, England,
UK

2017-09-29

My wife has ME.

Deborah Taylor

Leeds, England,
UK

2017-09-29

I know many many patients and friends with this condition
and it is not a functional illness. I am a specialist therapist
in this ﬁeld and have seen the spectrum of disorders that
present under the umbrella term CFS/ME sometimes but
feel that neurological guidance that suggests this blanket
description severely undermines the research in ANS and
immunological mediators of symptoms etc...

Mary Gale

Ashford,
England, UK

2017-09-29

I see my cousin struggle with no help or care!

Lyn Bunker

Houghton le
spring, England,
UK

2017-09-29

I watch my daughter struggle constantly and we need more
research and help ﬁt sufferers

Sharon Dunigan

Cranbrook,
England, UK

2017-09-29

It's about time ME was recognised for what it is - a serious,
debilitating physical illness.

Gwendy Griﬃn

Strathcarron,
Scotland, UK

2017-09-29

As a ﬁt, busy person I got ME in my forties and had to
suspend the degree I was taking. Terrible condition and
certainly not emotional.

gemma mccallum

Ashington,
England, UK

2017-09-29

I have suffered with this life changing disease for over 25
years. I have fought for and seen progression in the support
available to patients with M.E/CFS and this latest guideline
WILL take the treatment of M.E/CFS back to the dark ages,
causing further damage to already vulnerable and severly ill
patients.

Wendy Richardson

Poole, England,
UK

2017-09-29

I know a few people with this illness and it's awful to watch
them suffer daily.

Sally Lindsay

San Antonio,
Texas, US

2017-09-29

My friend Keren suffers with this, and it is a real, horrible,
physical illness.

Rena Miller

Portslade,
England, UK

2017-09-29

It's a worthy cause.

Vanessa Tranter

Derby, England,
UK

2017-09-29

I also have m.e. I got diagnosed 4yrs ago.
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matthew neate

bristol, England,
UK

2017-09-29

I have ME and I'm sick of being treated like I'm not sick! I can
not take the way drs treat me any more! I want to kill myself
and drs in Bristol have driven me to this. I don't have the
ﬁght anymore, I never did.

james mccaffrey

Cheshunt,
England, UK

2017-09-29

25000 people affected in the U.K. There is no known
cure or cause therefore every option should still be
explored,therefore I support this petition

julia cosgrove

Leeds, England,
UK

2017-09-29

I have M.E.I was astounded when I was referred to a
neurologist for my illness for her to tell me she didn't
believe in it!!! That is basically calling me a liar...I told her
the research was scientiﬁcally proven and she should look
into it. She wrote my g.p a letter asking him to test me for
stiff person syndrome?My tests all came back negative of
course cos she was looking for something else because she
does not KNOW how to look for M.E. The reason she doesn't
know is because of N.I.C.E guidelines...These prevent us
from treatment.If N.I.C.E. seriously think we the patients
do not understand WHY they are deliberately not giving
us care then they are deluded....But it will all come out.
Mainstream Media will be on this like crazy after the forged
trials about PACE trials...The world is watching.. America is
ahead everyone else is following them and fast....We are
negligent deliberately in the treatment and care of patients.

susan gray

Jarrow, England,
UK

2017-09-29

My daughter has this awful condition and my heart breaks
for her.

Richard Varley

Leeds, England,
UK

2017-09-29

Sufferer for many years. This illness has ruined my life. The
condition must not be classiﬁed as a "functional" illness.

Sharon Wall

Cambridge, UK

2017-09-29

My son has CFS and needs neurological support and much
more research into the illness.

Arnolda Ashwood

Bangor,
Northern
Ireland, UK

2017-09-29

My niece has this

Trevor Best

London, UK

2017-09-29

Because this illness should not be forgotten , misunderstood
or underfunded. Fair support is truly required.

Majken Kruse

Esher, England,
UK

2017-09-29

I know quite a few friends who are suffering and need help.

Jan Wade

Scottsdale,
Arizona, US

2017-09-29

It’s time to disable the Intentional obstructionists, such as
the corrupt Esther Crawley. & forever strip them of their
power to injure, permanently cripple, & even cause early
death to ME patients

Cara Swindell

London,
England, UK

2017-09-29

Something close to my heart

craig scanlan

Australia

2017-09-29

Please put some serious research into this disease.

Name

Location

Date

Comment

Racquel Ferrier

Birmingham,
England, UK

2017-09-29

I’ve also dealt with a very similar debilitating illness

Allan Percival

Durham,
England, UK

2017-09-29

NICE has consistently supported a neurological route to ME
and left treatment methods in the hands of psychiatrists.
In our almost 30 year expierence of a family member
"emotion" or "functional disorder" was never evident prior
to the onset of the condition and only rarely thereafterusually following time-wasting CBT and painful exercises.
REMOVE ME/CFS from the new guideline on suspected
neurological conditions.

Sue Percival

Durham,

2017-09-29

our daughter has had M E for 30 years.

England, UK
Nasim Marie Jafry

Glasgow,
Scotland, UK

2017-09-29

I have know since early 1984 that ME is a neuroimmune
illness - I was diagnosed by a consultant neurologist
after a nasty Coxackie B4 virus I got 16 months earlier.
Psychologisation of ME has helped no one, but only added
to the burden/suffering of patients.

Kelly Anderson

Seaham,
England, UK

2017-09-29

I have been suffering from ME/Cfs for numerous years and
diagnosed for 4 and feel it needs to be properly understood
and those of us suffering properly supported as it is not yet
the case. This condition is not in my head, in fact trying to
push through it and not listening to my body had made me
physically unwell

Amy Curtis

London,
England, UK

2017-09-29

Love you mumma

vivien jones

co durham,
England, UK

2017-09-29

I have ME and i want to be understood

Penny Rolfe

Southend On
Sea, England, UK

2017-09-29

I have Essential Tremor, ET is a movement disorder and had
been seen by the movements disorders clinic at Queens
Hospital Romford. Amongst the disorders at the clinic MS, ET
and ME alongside similar neuro disorders are all seen by a
movements disorders specialist.Therefore as ME is treated
as a movement disorder, not a functional neurological
disorder.

Allan Scott

Hitcham,
England, UK

2017-09-29

Scott, it's possible to survive and recover. I once felt like you.
It took me seven years, but I got my life back, and so can
you.

Penny Rolfe

Southend On
Sea, England, UK

2017-09-29

although I don't have ME , I have the lifelong Neurological
Condition Hereditary Essential Tremor . Considering that 1 in
60 British people have ET, we still aren't well recognised by
Government in the same way as those with Parkinsonism. ET
is the most common of all movement disorders although it
is less well heard about than many other neuro disorders. I
ﬁnd I have to explain that I am not nervous nor am I a heavy
drinker. I understand that ME is also a very misunderstood
disorder.

Name

Location

Date

Comment

Sarah Hennell

Bristol, UK

2017-09-29

I've been ill with M.E./CFS for 15 years. We are desperate
for proper care and treatment; instead we are constantly
doubted, left unsupported, or actually subjected to
inappropriate so called 'treatments' that are not only
unhelpful for our condition but are actually potentially
dangerous- causing worsening of symptoms and often
leaves patients bedbound,

Dee Sunyata

Adelaide,
Australia

2017-09-29

Considerable published science has identiﬁed multiple bio
markers of physical pathology is ME sufferers, including
abnormal MRI results.

Melanie Mills

Adana, Turkey

2017-09-29

To support fellow sufferers and to ensure we are looked
after and given the best treatment. can

Alex Bickler

Leeds, England,
UK

2017-09-29

To see more research and accurate diagnosis

Bonnie Mac Gowan

Huntsville,
Alabama, US

2017-09-29

Please give her a diagnosis so that she can decide how to
treat and get well or at least improve the quality of her life

Angela Waller

Cambridge, UK

2017-09-29

I care for someone with ME who has had a bright future out
on hold, and have seen how the failures of the NHS have
made things so much worse.

Andy betony

Manchester,
England, UK

2017-09-29

I've got m.e. and it's an absolute disgrace how it's viewed!!!

Paul Taylor

Liverpool,
England, UK

2017-09-29

I've seen what this condition can do more research and
resources are needed.

Bob McDonald

Tranent,
Scotland, UK

2017-09-29

When someone needs help they need help.

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-29

You're not alone can you ring the ME association helpline for
support?

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-29

It's 0844 576 5326 or the 25% ME for severely affected

Jessica Bardzil

Ramsbottom,
England, UK

2017-09-29

25% group for severely affected 01292 318611. Sorry I
messed up the replies hope it makes sense.

Claire Brown

Shrewsbury,
England, UK

2017-09-29

Scott, hang on in there, change is coming, we have hope at
last! Please reach out to someone!

peter casey

Week St Mary,
England, UK

2017-09-29

My grandson has it

Catherine Guerrier

Brighton,
England, UK

2017-09-29

Because i suffer with chronic fatigue as part of ﬁbromyalgia
and its not a functional either acc. to DWP

Edmund Mckee

Newcastle,
Australia

2017-09-29

I signing because I care and have Stomg exeprion to to
inherent predudice of any kind

Name

Location

Date

Comment

Ingrid Rastall

Cambridge,
England, UK

2017-09-29

I have been extremely ill for almost 30 years with a nasty
neurological illness that has almost totally destroyed
my quality of life, called M.E. I am livid about the way we
as an illness group have be treated by the doctors and
politicians in this country who literally leave us to die
without support or dignity, never mind any compassion!!
It's totally disgraceful as we are just as ill and seriously
affected as someone who has M.S. or a similar degenerative
neurological illness!

Sarah Ford

Maldon,
England, UK

2017-09-29

I think anyone who suffers from this need all the help they
can get

Georgia T Melhuish

Farnborough,
England, UK

2017-09-29

My Brother has severe CFS and it has totally destroyed life as
he knew it......

Jean Petrie

Penzance,
England, UK

2017-09-29

ME sufferers need sound, detailed research into the causes
and treatment of this disease. CBT might help some, but it
CANNOT be the only treatment offered.

Bee Lilli Bennett

Porthcawl,
Wales, UK

2017-09-29

I've had years of being fobbed off by gp's. I've had to
be diagnosed privately and all my pension is spent on
supplements, treatment and therapies. I get no help
whatsoever from any NHS sources and have to take
in a lodger so I can pay my bills. We are ignored and
sidestepped.

Ingrid Rastall

Cambridge,
England, UK

2017-09-29

Scott, hold on and keep going as the doctor's and
researchers outside the U.K. are now challenging what's
been done to us in the U.K. and they are taking pieces out
of them and ridiculing them for their disgraceful disregard
of actual medical/scientiﬁc research ﬁndings! Then, the
politicians will not have a leg to stand on credibility wise
and they will have to change the way we get treated and
helped. Keep going, you can do it, one little step at a time,
then rest, then another little step... the sun does come out
from behind the clouds to make rainbows

Sarah Berriman

Saint Andrews,
Scotland, UK

2017-09-29

I was diagnosed four years ago with ME/CFS and the
suggestion that ME/CFS is functional and that symptoms
are emotional or mental diﬃculties presenting physically,
with no disease process is not backed up by medical
research into the condition. The model on which this
notion of functional disorders is based, that people with
ME/CFS are afraid of any physical activity and have ﬂawed
thinking processes is so far removed from my own personal
experience of this condition and that of the testimonies
of people living with this condition, their family, carers,
medical professionals not to mention the growing body of
biomedical research into ME/CFS, that I am astonished it
is even still is considered with any seriousness at all. I am
very concerned that ME/CFS is been considered a functional
disorder as this in accurate and ignores research that
supports a biomedical model of ME/CFS as a neurological
immune condition.
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Norma Garrett

Lisburn,
Northern
Ireland, UK

2017-09-29

I have a niece who suffers with ME.

Norma Garrett

Lisburn,
Northern

2017-09-29

I have a niece who suffers with ME.

2017-09-29

My daughter suffers from this awful illness and we are
left to just struggle by with no help whatsoever!!! It's hard

Ireland, UK
Michelle whalley

Saint Georges,
England, UK

enough as it is getting through each day without having to
ﬁght and battle to get the help we need!!!
Mary Ann Bart

Newhaven, UK

2017-09-29

If any of the powers that be - and are - knew the people
whom I know with ME - they would have much more of a
listening eye - much more of a compassionate eye - and
would value these precious people as suffering - NOT from
emotions or any other mental condition . . .Please grant
them the support which they need - and fund research into
this disease at its physiological roots. Thank you!

Ann Marshall

Almería, Spain

2017-09-29

To help receive the help needed.

EILEEN SMITH

BLACKPOOL,
England, UK

2017-09-29

M.E seems to be very misunderstood

Patricia Hargreaves

Ellesmere Port,
England, UK

2017-09-29

People with illnesses like this and others should have the full
support that they deserve.

Ann Jarvis

Devizes,
England, UK

2017-09-29

My son has ME and I know how dreadfully it has affected
him physically

Geraldine Curtis

Trowbridge,
England, UK

2017-09-29

I’m signing because… (optional)my daughter has had m e
for over ten years and I have watched her struggle with her
health and the NHS doesnt seem to have any answers apart
from cbt and graded exercise therapy!

Margaret Mar

Worcester,
England, UK

2017-09-29

It is high time those who assert that ME is a functional
disorder join the 21 century and read recent research.

Derek Beasley

Pewsey,
England, UK

2017-09-29

It's dysfunctional and real

Mairin Valdez

Reading,
England, UK

2017-09-29

ME sufferers are not mentally ill

Valerie Greatorex
Richardson

UK

2017-09-29

I have relatives with this

Elizabeth Thomson

Forth, Scotland,
UK

2017-09-29

To help

emma reinhold

Winchester,
England, UK

2017-09-29

As a GP I know that ME is biological. Functional is used in
this guideline to denote psychological in origin. I strongly
object to this distortion of the evidence.

Name

Location
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Iona Fabian

Aston, England,
UK

2017-09-29

Thousands of people are seriously ill and are being poorly
served by the NHS

Haze Richards

Spain

2017-09-29

It's not just neurology that needs to be educated by most
doctors who refuse to accept that ME is anything other than
imagination.

Joanne Knight

Windermere,
England, UK

2017-09-29

I was told on two occasions by doctors that I was so critically
ill with severe M.E. that I may not survive the night. For 4
months I couldn't even open my eyes. I had seizures. My
wrists turned in and my feet turned in like is seen in head
injury victims (I have since been left with dyslexia). I lost my
ability to eat solid food for an entire year. My speech was
affected. My breathing was so laboured my GP said I really
needed to be on a ventilator to give my lungs a rest but
not hospital would take me as M.E. "wasn't a real disease".
I was bedridden for nearly a decade. That doesn't happen
with a functional disorder. If NICE spoke to severely affected
patients, instead of psychiatrists with business interests
and a reputation to protect, they may make different
recommendations for this devastating neuro-immune
disease.

JULIE MORTON

SHEFFIELD, UK

2017-09-29

Julie morton

Kate Prendergast

London,
England, UK

2017-09-29

There is culpable ignorance among some in the medical
ﬁeld........

Clare Johnson

Great Sankey,
England, UK

2017-09-29

More needs to be done to help everyone with health
problems

Malcolm Jackson

London, UK

2017-09-29

How many times do we have to walk this road? We deserve
care not insults.

Glyn Copperwheat

Doncaster,
England, UK

2017-09-29

Action is needed.

Anne Martin

Kirkcaldy,
Scotland, UK

2017-09-29

p

Allison Condon

Wellingborough,
England, UK

2017-09-29

there is little help for people with ME/CFS as it is so dont
take more away .. you should be helping to provide more
help x

kirsty evans

Lancaster,
England, UK

2017-09-29

When you've seen someone physically incapable of even
using the toilet unaided you can't pretend that their illness is
purely emotional/mental.

James Knight

Hayward's
Heath, England,
UK

2017-09-29

Because ME/CFS is NOT a functional disorder.

SW

England,
England, UK

2017-09-29

The message on the picture says it all
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jon hadley

Worcester,
England, UK

2017-09-29

its about time that CFS/ME was properly treated and
not just being told by Drs that its all in the mind:-( Its
the mitochondria that have been attacked and not
hypochondria!

Christine Brown

Liverpool,
England, UK

2017-09-29

I suffered from M.E for 8 years in the early 1990's and
cannot believe that sufferers still have to ﬁght to be
recognised as suffering a physical illness.

ANN BIRDS

MANCHESTER,
England, UK

2017-09-29

Yes we all just left to rot.

Mohamed Nilam

Moratuwa, Sri

2017-09-29

A VERY WORTHY CAUSE.....

Lanka
seona
mason-chadburn

Dunbar,
Scotland, UK

2017-09-29

Due relief .

Renea Conaway

Centre,
Alabama, US

2017-09-29

For 29+ yrs. I've struggled with this hideous disease. 29 yrs.
there're millions of Priceless Memories I've missed! 29yrs.
Doctors are No More Able Nor Care about ME! My kidneys
and lungs are a wreck because of complications from ME!
My IQ has suffered because of ME! My Beloved & Faithful
Husband is my Only friend.I didn't ask nor do anything to
be stricken by ME! I HATE ME and I don't want even More to
have to struggle and try to Exsist with it! And because the
Medical Community Can't Explain it; They're just going to
act like it Isn't Physically, Mentally, and Emotionally Real;
Will Not Make ME go away! It will just cause ME patients to
Suffer Even More!

Natalia Prats

Exeter, England,
UK

2017-09-29

Trying to have this neurological condition -not suspected,
but very real-, classiﬁed again as a psychological disorder,
which it has never been, is a vile attempt to dismiss and
desert all its sufferers while laughing at them. I sincerely
hope that the scoundrels who keep trying to do this fall
deeply ill with it.

irene richardson

Glasgow,
Scotland, UK

2017-09-29

My daughter suffers from M.E.and I can assure you that this
is a real illness!!!and all the other symptoms that go along
with it!!

maria barton

waddon,
croydon,
England, UK

2017-09-29

It is the right thing to do

Glenys Arthur

Southport,
England, UK

2017-09-29

ME/CFS - cruel and debilitating. Ignorance still abounds.
I am signing to support my niece, my son, and all others
suffering or supporting those who have this disability

Petra Northmore

coventry,
England, UK

2017-09-29

I have had M. E. for 20 years, and I'm still treated like a liar.

Veronica Byrne

Sydney,
Australia

2017-09-29

No one should live with a debilitating condition such as this.
We have the knowledge & potential to ﬁnd a cure to help
sufferers & their families achieve a happier future.
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Geraldine Sephton

Bath, England,
UK

2017-09-29

I suffer this terrible chronic condition and I feel totally let
down

Hilary Norley

Bristol, England,
UK

2017-09-29

This needs to be recognised for what it is.

Christopher Perry

Bristol, UK

2017-09-29

NICE is under scrutiny with regard to ME already. Recent
research showing physical abnormalities can't be made
to dissapear. There will be no excuses accepted this time
if NICE uses unscientiﬁcally supported assumptions in it's
decision making.

Jill Frater

Wallsend,

2017-09-29

England, UK

I have no control, I do not choose to suffer this illness, if I
had any control over it I'd choose to lead a normal life!

kathryn haslam

Manchester,
England, UK

2017-09-29

I

Jenny Allen

Boise, Idaho, US

2017-09-29

I am signing this, but the petition is worded in a confusing
manner. Why do you want ME removed from the NICE
guidelines for neurological conditions? It seems that
the petition should just request that NICE corrects their
misstatements and misinformation regarding ME. NICE
should state that the patients with ME *should* be sent to
a neurologist for examination and withdraw the statements
about ME not being functional disorder or neurological
disorder.

Derek Garside

Rhuddlan,
Wales, UK

2017-09-29

I believe in this

Amy Mullins

Fayetteville,
North Carolina,
US

2017-09-29

CFIDS has been with me since I was 15 years young. I am
in great pain every day and either bed or sofa bound. It
is so painful to live every single day with so many chronic
aﬄictions caused by CFIDS only one of them being great
fatigue with severe brain fog. Only GOD and other severe
sufferers know the severe chronic pain we bear every day
of every year. We need so much more funding to help ﬁnd a
cure asap.

Janet Cleaver

Northwich, UK

2017-09-29

I have suffered from ME for 34 years and have had
little interest or help, only been offered pain killers and
antidepressants.

Jacqueline Wilmot

West
Kingsdown,
England, UK

2017-09-29

I have M.E. Simple as that.

carol harnett

Shenley Lodge,
England, UK

2017-09-29

I believe it is needed so all sign please!!

belinda tickle

chorley,
England, UK

2017-09-29

We need to be listened to .i live with this debilitating
condition . I once was a full time nurse im lucky if i can do a
1/4 of what i use to
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Sharon grey

sunderland,
England, UK

2017-09-29

ME is misunderstood #

Vicki Hon

Caernarfon,
Wales, UK

2017-09-29

It would be a backwards step for many patients who make
positive steps forwards under proper neurological care.

Claire Cooper

Leeds, England,
UK

2017-09-29

I have suffered with this illness for nearly 30 years now, and
know ﬁrst hand that I could not just wish myself better from
it

Mary Smith

Norwich,
England, UK

2017-09-29

My daughter has lost her youth to this terrible illness
with medical staff either sceptical about her illness or not
knowing how to help. The only treatment offered was
psychological and exercise which did no good at all

Claire Cooper

Leeds, England,
UK

2017-09-29

Long overdue and much needed

bette van rooijen

heerhugowaard,
Netherlands

2017-09-29

My son is suffering from ME for 30 years!! I'm sick and tired
of waiting for treatment for him!!

Valerie Knaggs

Australia

2017-09-29

I have aeen programs about this on television.All
neurological problems are not distinct how could anyone
possibly fake these miserable symptoms.Research is needed
and people should be listened too not discarded.

Michelle Fielding

Moreton-in-Marsh, 2017-09-29
England, UK

We need a proper classiﬁcation and better medical care

Angela Dyson

Sparsholt,
England, UK

2017-09-29

Those that have founded NICE and GET have no
understerstanding of the neurological disease ME/CFS.
Psychiatrists and thise that work in the ﬁeld of mental health
know a great deal about the workings of the mind but they
know very little about physical diseases such as ME/CFS. The
truth will be revealed and then those that wish to keep the
truth hidden will be exposed for what they are doing.

Rei Fortier

North
Vancouver,
Canada

2017-09-29

M.E. is not a functional disorder.

Rob Palmer

Norwich,
England, UK

2017-09-29

The new NICE guidelines are essentially saying that it's all in
the head which is a blatant lie and there is much evidence to
prove it's not the case.

Beverley Nicoll

Great Bookham,
England, UK

2017-09-29

M.E. is not a functional disorder

David Burrows

Arnold, England,
UK

2017-09-29

It's like leaving someone, that you could help ... to drown ...
& saying 'there, there's ... instead of helping them out ...

Fiona McHale

Bubwith,
England, UK

2017-09-29

I have a friend whose daughter suffers with this

Name
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Stephen Hitchings

Enﬁeld, Australia

2017-09-29

I'm signing because innocent sufferers are entitled to get
relief from this crippling disease as soon as possible.

Gerard Kilkenny

Coalway,
England, UK

2017-09-29

It is about time the medical profession took this illness
seriously

Juan Lacalle

Panamá,
Panama

2017-09-29

They deserve our support!

sally james

auckland, New
Zealand

2017-09-29

The Health system should support all those who need it.

Puck Groeneweg

Hoofddorp,

2017-09-29

Because I just want to contribute vote for those how suffer

Netherlands

that horrible illness.

michael robson

Bournmoor,
England, UK

2017-09-29

M.E. is quite obviously a physical condition - as our family
well knows - Shame on those who try to label it otherwise in
the hope of reducing support to sufferers of M.E. especially
shame on Dillon, the £200K a year self appointed CEO of
NICE....which he founded!!!

mark wileman

salisbury,
England, UK

2017-09-29

I have ME and I need a cure

Rachel Elliott

London,
England, UK

2017-09-29

Patients with ME are severely neglected in this country and
I agree with all vigorous attempts to challenge misplaced
and misleading labeling such as this! We need help from
neurologists and much greater research and understanding
in this area.

Evie Liolios

Australia

2017-09-29

It is incorrect scientiﬁcally; and, unconscionable morally,
leading to needless suffering.

Colin-Roy Hunter

Altrincham,
England, UK

2017-09-29

I am a PWME - 20 years. No=one has ever suggested to me
that it is psychological/psychosomatic. I am under an NHS
endocrinologist who along with my G.P. is very supportive. I
am one of the very few lucky folk, as most do not receive the
support I have & do receive.

Jo Lloyd

Coventry, UK

2017-09-29

I'm signing because too many of my friends are being
debilitated by this disease that no one seems to have any
deﬁnitive to.

Miranda
Wallis-dunning

Hungerford,
England, UK

2017-09-29

I have watched a friend who worked so hard now having to
ﬁght to live a 'normal ' with her family

Diane Thompson

Londonderry,
Northern
Ireland, UK

2017-09-29

My best friend has been battling with this for 10 years and I
just want to see her well again xx

Susan Holland

Edinburgh,
Scotland, UK

2017-09-29

I've known folk with M.E. and it's no joke

colleen harley

Ruspidge,
England, UK

2017-09-29

I'm singing because I have had M.E. for 30 years, and this is
wrong !!!!
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Tricia Ashburn

Retford,
England, UK

2017-09-29

If this was all in my mind, then my mind would have rejected
it long ago!

John Davies

Whitstable,
England, UK

2017-09-30

The false distinction between neurological and functional
with a condition that is evidently both is used to pass the
buck of care by effectively classifying it as neither.

Shel Mandy

Gravesend,
England, UK

2017-09-30

Because, I too have ME, amongst other chronic conditions,
it’s not fun! It’s an end of life!

Gillian
Hetherington

Wanaka, New
Zealand

2017-09-30

We shall keep speaking out for G and all those who endure
this beastly ailment .

Min Lacey
Cheltenham

Cheltenham,
England, UK

2017-09-30

I have very good friends with ME, and as a sufferer of an
incurable neurological diseasae, I am happy to stand with
them (when I have the spoons...)

Denise Ravenscroft

Brisbane,
Australia

2017-09-30

I have faced the challenge of M.E. for a decade! People need
help not hindrance!

Graham Sanderson

Chch, New
Zealand

2017-09-30

Because I care for my friend robin

MURRAY
ROBERTSON

Australia

2017-09-30

Our beautiful planet (and its people) need to be
sympathetic, empathetic and basically kind-hearted. Why
are we unable to get this right? Billions of pounds ﬂow
through The City every hour yet the wealth is unevenly
distrubuted. Have a heart Theresa May!

Glenda Horsfall

Fleetwood,
England, UK

2017-09-30

My niece is suffering...

Lynne Robertson

Aldershot,
England, UK

2017-09-30

Signing as a sufferer

michelle davies

Sunrise Beach,
Queensland,
Australia

2017-09-30

I have suffered from sudden onset of impairment in working
memory, executive functioning, expressive aphasia and
thought clarity in my most acute stages of CFS/ME. Also
had motor planning issues and severe mental fatigue with
slower processing times and needing people to repeat
sentences. Also forgot people I had met by face and name.
Prior to CFS/ME I never forgot a face or phone numbers.
With this illness you constantly forget what you had planned
to do walking into a room and simple choices or simple
tasks become excruciatingly diﬃcult. I'm a Psychologist. I
kept a diary of symptoms and needed other people to write
for me when I was well enough to document. My Dr ruled
out stroke. It was CFS/ME.

Ally Vyner

Australia

2017-09-30

Can’t think why I wouldn’t

Sharnell Sweeney

Brisbane,
Australia

2017-09-30

ME is disabling disease no one should have to live with it
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Laura-Lee Marriott

Derby, England,
UK

2017-09-30

This is an absolutely debilitating condition of unremitting
pain and fatigue, sufferers need help urgently

Ingvild Hakestad

Bergen, Norway

2017-09-30

We need neurology to be more involved with research into
the biomedical nature of M.E./CFS

emma mitchell

London,
England, UK

2017-09-30

I have ME, don't want to have it, and was not helped by the
neurologist I consulted in the early stage of the illness.

Tina Rodwell

Stowupland,
England, UK

2017-09-30

ME has many dysfunctions and dis regulations within the
body that are testable, we haven't learnt yet how or why and
therefore It has been hidden and mistreated for decades.
This has to stop! The cost of NICE attitudes has cost lives and
society millions.

david cowan

Fairford,
England, UK

2017-09-30

The NHS is supposed to be there to help people with this
type of ailment.

Aoife Gallagher

Oxford, England,
UK

2017-09-30

NICE have a responsibility to highlight the truth about
illnesses, based on fact and good evidence.

Ellie Carter

Dorking, UK

2017-09-30

I know a number of people affected by ME and want to do
something to help further the research and get the right
treatment for them. Too many misconceptions.

Elizabeth Sulkin

London,
England, UK

2017-09-30

I have CFS. It's cause not a "functional disorder".

Claire Herriott

Hertford,
England, UK

2017-09-30

I believe ME is not a functional disorder.

Claire Fielder

London,
England, UK

2017-09-30

Research is so important to get the best treatment and
diagonos.

Joanne Frankel

Cheshire,
England, UK

2017-09-30

I have ME and have had very little support from the medical
profession

Christine Ayre

London,
England, UK

2017-09-30

Lives are being wasted - please sign

Sarah Scarborough

Newport
Pagnell,
England, UK

2017-09-30

To support the suffers if this dreadful condition

Pamela Warrender

Dunfermline,
Scotland, UK

2017-09-30

Until there id distinct proof that this is a functional disorder
how can you justify limiting any form of help to these people
? years ago there was an aricke in the BMJ and Nursing
Times that only on autopsy could they proove that the M.E.
Sufferers had a neurological disorder and that brain scans
done with the PET scanner showed changes in the brains
of these people. Has this all changed ? Waiting to autopsy a
brain is a hellishly drastic way of prooving that they have this
condition !!Functional disorder or not the effect is still the
same.
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Jacqui Dickson

London,
England, UK

2017-09-30

Im concerned that NICE are not taking account of evidence
and are oroducing inaccurate guidelines.

Jo Holding

Worthing,
England, UK

2017-09-30

My son, my sister and my niece have all suffered a great
deal with this illness. I strongly disagree that M.E is a
fuctional disorder.

Marian Shaw

Tralee, Ireland

2017-09-30

I have ME 27 years! My active life came to a full stop!We
need proper treatment.

Ed Davey

UK

2017-09-30

I don't understand why evidence that suggests ME may have
neurological causes is being disregarded.

Erik Durrant

Sollentuna,
Sweden

2017-09-30

My niece is suffering from M.E.

Donald Elliott

London,
England, UK

2017-09-30

It is clear that M.E. is primarily a physical condition, not one
driven by emotional disorder, though naturally it gives rise
to emotional stress.

Bryn Davies

Isleworth, UK

2017-09-30

Needs a re-think and rephrasing.

Wendy Daley

Wrexham,
Wales, UK

2017-09-30

This classiﬁcation is a huge step backwards for M.E
sufferers!!!

Odette Elliott

London,
England, UK

2017-09-30

I agree that, as the petition says, people with ME/CFS "need
help not disdain". It is good news that some research is
at last being undertaken, but sufferers and their carers at
present feel so "abandoned and alone".

Viv Frost

Chelmsford,
England, UK

2017-09-30

I have lived with my daughter having this condition.

L Woodcock

Cambridge, UK

2017-09-30

Being left to manage your own illness without support from
experts is a terrible thing.

Sheron Mitchell

Croydon,
England, UK

2017-09-30

I am signing this petition as I have seen ﬁrst hand the effect
of ME in someone who was extremely ﬁt, active and healthy.

Sally Johnson

Thornton-Cleveleys, 2017-09-30
England, UK

This may be the only way to make people think and get
something done xx

jo towers

Wellington,
Wellington, New
Zealand, New
Zealand

2017-09-30

I havehave friends with ME and they need the help .

Avril Thomas

Uckﬁeld,
England, UK

2017-09-30

So frustrating not to be able to help my 16 yr old grandson
who was SO active till last year. He has missed nearly a year
of school and all family social events, such a misunderstood
illness.

Michael McClure

Birmingham,
England, UK

2017-09-30

Support for our protectors. They save us we should save
them!
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Karen Histed-Todd

Postbridge,
England, UK

2017-09-30

ME/ CFS is not all in the head. Everybody I know who suffers
would love to have their old lives back.

Barb Robinson

Ipswich,
England, UK

2017-09-30

I am NICE Stakeholder who contributed to the recent NICE
consultation on ME and CFS (cfs/me as NICE call it). NICE
must show cross compliance and consistency across all
guidelines development and all reviews. It doesn’t currently.
“Regarding the classiﬁcation of chronic fatigue syndrome
and myalgic encephalomyelitis, or CFS/ME, the Government
accept the World Health Organization’s classiﬁcation of the
illness as a neurological condition of unknown origin.”The
current NICE guideline for M.E./CFS (2011) makes no
mention of this disease being considered a functional
disorder, or that it is considered to be caused by emotions
and the ME community will do their very best to ensure that
this remains the case while the ME/CFS guideline is reviewed
and updated.It was interesting to note, when documents
relating to the ongoing ME/CFS guideline review process
were released, that: “The Association of British Neurologists
also takes an interest in [M.E./CFS] as one that is common,
disabling and distressing

Barb Robinson

Ipswich,
England, UK

2017-09-30

PLEASE DO NOT DO DONATE TO CHANGE as the money
does not go to petitioners. In my experience, Change are
a diﬃcult organisation to deal with and seem not at all
altruistic. However, I will sign as I am NICE Stakeholder who
contributed to the recent NICE consultation on ME and CFS
(cfs/me as NICE call it). NICE must show cross compliance
and consistency across all guidelines development and all
reviews. It doesn’t currently. “Regarding the classiﬁcation of
chronic fatigue syndrome and myalgic encephalomyelitis,
or CFS/ME, the Government accept the World Health
Organization’s classiﬁcation of the illness as a neurological
condition of unknown origin.”The current NICE guideline
for M.E./CFS (2011) makes no mention of this disease being
considered a functional disorder, or that it is considered
to be caused by emotions and the ME community will do
their very best to ensure that this remains the case while the
ME/CFS guideline is reviewed and updated.It was interesting
to note, when documents relating

Barb Robinson

Ipswich,
England, UK

2017-09-30

PLEASE DO NOT DO DONATE TO CHANGE as the money
does not go to petitioners. In my experience, they are a
diﬃcult organisation to deal with. However, I will sign as I
am NICE Stakeholder who contributed to the recent NICE
consultation on ME and CFS (cfs/me as NICE call it). NICE
must show cross compliance and consistency across all
guidelines development and all reviews. It doesn’t currently.
“Regarding the classiﬁcation of chronic fatigue syndrome
and myalgic encephalomyelitis, or CFS/ME, the Government
accept the World Health Organization’s classiﬁcation of the
illness as a neurological condition of unknown origin.”The
current NICE guideline for M.E./CFS (2011) makes no
mention of this disease being considered a functional
disorder, or that it is considered to be caused by emotions
and the ME community will do their very best to ensure that
this remains the case while the ME/CFS guideline is reviewed
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and updated.It was interesting to note, when documents
relating to the ongoing ME/CFS guideline

Katrina Allen

Ratho, Scotland,
UK

2017-09-30

"Functional disorder" labelling is negatively impacting on
the care ME patients receive from GPs and other HC profs
as well as neurologists. From experience, it's also impeding
diagnosis (and therefore treatment) of conditions with
overlapping symptoms e.g. POTS, EDS, scleroderma that
neurologists aren't recognising

claire rudge

ipswich,
England, UK

2017-09-30

A family member suffers with this condition...

Ellie Strachan

Sussex, UK

2017-09-30

My husband has ME. No help, no understanding.

roz lucas

Penryn, England,
UK

2017-09-30

I suffer from M.E it is a living hell. You degenerate over the
years and there is no help or support. No therapies. You are
just left to a very slow very miserible death!

Alison Dowson

Ushaw Moor,
England, UK

2017-09-30

Both of my children suffered from this horrible illness for
eight years. It is very real, debilitating and frightening.
Shame on NICE and this government for trying to sweep it
under the carpet yet again!

Julie Adams

London,
England, UK

2017-09-30

As someone who has been diagnosed with CFS and
Fibromyalgia and has struggled for the last 25 years with
poor health and bowel problems after a bad bout of food
poisoning in Istanbul, Im here to tell you that I KNOW that
this illness is not in people's heads. Its real. Ive sat across
from doctors and been given that 'look', so I know how it
destroys you when youre not believed. One day they will ﬁnd
out how it works. Based on my own experience Id say it was
autoimmune

Neena Odedra

Stevenage, UK

2017-09-30

In support of my dear friend Sally who is going through the
most horrendous time trying to ﬁnd a way to help her dear
daughter Rosie.

Linda Patmore

Australia

2017-09-30

We must all stand together on this and demand that
the right thing is done. No more cutting corners and
cutting costs, time for action is now and to put this right
immediately.

Mike Brown

Ellesmere Port,
England, UK

2017-09-30

The condition is very distressing and needs your support

Theresa Fitzgerald

Cannock,
England, UK

2017-09-30

If ME/CFS is driven by emotion how come it cannot be
"cured" by psychotherapy? How come emotionally happy
people still are unable to recover? What is it that makes so
many people who call themselves medical professionals
determined to dismiss this condition? Is it because they feel
failures because they cannot ﬁnd a quick ﬁx and like with
so many complex conditions they feel powerless and so try
to pretend that the condition doesn't exist? Medical history
is littered with diseases that they have tried to dismiss
in this fashion - especially when it is women who are the
major group who are aﬄicted. Certain cancers used to be
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disregarded in this fashion, as was Multiple Sclerosis for
many years, for example.

Barb Robinson

Ipswich,
England, UK

2017-09-30

I know Sally and Rosie too!

Eilidh Hewitt

UK

2017-09-30

Hello Ewart Your story struck a cord with me as three of
my children developed severe ME then (bit different from
you) later went on to develope a catalogue of conditions.
One has Keratoconus & Coeliac disease, another has
Gastroparesis and the third has MS and Ulcerative Colitis. All
have Osteoporosis. Proper specialist Consultants are badly
needed to moniter those with ME especially children. They
were also subjected to such poor advice and protection at
the begining of their ME, and coerced into activities that
destroyed any chance of recovery.

Ros Cooke

London,
England, UK

2017-09-30

I'm signing this petition because I have watched my Sister
suffer with this condition for 30 years, which has been
added to by people misunderstanding it and treating it as a
neurosis rather than a 'real' condition which, has seriously
limited her life and caused a lot of pain.

David Emerton

Stockton-on-Tees,
England, UK

2017-09-30

I agree that NICE Guidelines should be as evidence based as
possible.

Emmanuel
Goldman

Godalming,
England, UK

2017-09-30

I have seen the debilitating effect of this illness on a friend.

Christine Buckel

Cumbernauld,
Scotland, UK

2017-09-30

Words like "likely" and "may" should not be driving such a
policy. As far as I can see, there is no evidence base for such
a decision.

Kate Doran

Blackpool,
England, UK

2017-09-30

I have m.e.

Adrian Swinstead

Bedford,
England, UK

2017-09-30

the neglect of this issue is intolerable

Angelique Farrant

Cheadle Hulme,
England, UK

2017-09-30

I have M.E. diagnosed 12 years and counting.

PW

Taunton, UK

2017-09-30

The evidence is now so strong that ME/CFS is a serious
multisystem neuro-immune disease that it becomes
intellectually embarrassing for anyone to continue to
consider it to be a psychosomatic disorder.-Countess of Mar

Amy Matthews

Orpington,
England, UK

2017-09-30

I suffer M.E.

elizabeth jane
baxter

Bognor Regis,
England, UK

2017-09-30

I'm signing because, along with many others, my M.E./C.F.S.
started with a virus. There may be psychological elements to
the condition, but there are deﬁnitely physical elents too.

Joanna Colin

Manchester,
England, UK

2017-09-30

ME/CFS is an evil illness. It gets sidelined because it is
a complex condition that is without a deﬁnitive test for
diagnosis. Just because there is no test does not mean that
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it is a functional illness and can therefore be ignored. It is
not acceptable that the lives of over 200,000 people & their
families are basically ignored & disbelieved. NICE NEED TO
STOP DOING THIS

Sara Taylor

Glasgow,
Scotland, UK

2017-09-30

My signature is needed and so is yours.

Lucy Foggitt

Preston, UK

2017-09-30

Reason For Signing - my girlfriend has grown up with her
mum suffering from this condition, their are one of the
strongest families I know ####

Katrina Darking

Watford,
England, UK

2017-09-30

It is time the psychiatrists had some scientiﬁc challenges
from doctors who know more about bodies.

CLARA MARIA
NOLIN

Argentina

2017-09-30

TENGO FIBROMIALGIA Y SINFROME DE FATIGA CRONICA
(ME), SE LO QUE ES..I DO HAVE FIBROMYALGIA AND ME. I
KNOW WHAT IT IS. PLEASE SIGN. HELP IS NEEDED. THANX

Thelma Mac

Koh Tao,
Thailand

2017-09-30

I suffered from M.E. for a few years. I was lucky to have a
doctor who did not believe it was brought on by emotion/
neurological disorders. She believed there was something
else causing it. I coincidentally stopped using Soy milk at
that time and my health improved. It didn't occur to me until
a couple of years later that it was the link for me. Therefore
I truly believe it is caused by food/additive in food/gmos
which cause it. Therefore, further research MUST continue
to prove M.E. is not just in our heads.

Ben Jackson

Woodford,
England, UK

2017-09-30

To support my friend

Robert Keen

UK

2017-09-30

It must be a terrible condition to experience

Lesley Olsen

Watford,
England, UK

2017-09-30

Its extremely disheartening that NICE are not moving
forward and continue to contribute to ME/CFS being a
stigmatised chronic illness

Claire Mundell

Durham,
England, UK

2017-09-30

I have M.E.

Annie Wickham

Bristol, England,
UK

2017-09-30

My sister has M E One of my best friends with an ME died to
suicide.Numerous other people known to me have ME

Alicia Butcher
Ehrhardt

Hamilton
Square, New
Jersey, US

2017-09-30

I've had Me/CFS for almost 28 years. It cost me my career as
a research physicist at Princeton U.'s Plasma Physics Lab.

Heather Gillespie

Edmonton,
Canada

2017-09-30

M.E. Is not a functional disorder.

Amber Blair

Tadley, England,
UK

2017-09-30

NICE.... the most backwards and damaging organization
apart from Drs Wessely and Crawley, in relation to M.E in
the world. Even the corrupt CDC have revised the CBT/GET
advice due to research pointing to M.E being a biological,
multi-systemic disease and NOT a functional disorder....
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Terri Yates

Sherwood Park,
Canada

2017-09-30

It is NOT an illness to be ignored by Neurology! We need
help and to ignore that cry for help is not honoring the
Hippocratic Oath. Are they real doctors or just in it for the
money?!!!!

Pat Williams

Stanford in the
Vale, England,

2017-09-30

That NICE calls these ideas 'evidence-based' makes me feel
angry and sad. Any 'new' illness needs thorough research

UK

Farah Cheema

Slough, England,

before conclusions can be made. Both my daughter and
I had overnight onset - woke up ill, years apart. Nothing
different from one day to the next except our bodies'
physical health.
2017-09-30

I suffer from debilitating ME myself

UK
S Scott

Cowley, UK

2017-09-30

There is an evergrowing amount of scientiﬁc evidence
that demonstrates that M.E is a biological illness. There
is no evidence to show it is a functional disorder. This
idea is contrary to NICE guidelines for M.E. Therefore, the
NICE Neurology guidelines need to reﬂect this instead of
perpetuating incorrect information.

Ken Hodcroft

Aberdeen,
Scotland, UK

2017-09-30

If anyone thinks ME is a functional disorder the should think
carefully again..and talk to the optimum health clinic et al

James Scott

Cowley, UK

2017-09-30

ME/CFS is an autoimmune disease. The attempts to classify
it as a psychiatric disorder is very very frustrating.

Betty Cawdell

Long Whatton,
England, UK

2017-09-30

I have a son newly diagnosed with ME, struggling to get
help

Jackie Scoones

London,
England, UK

2017-09-30

ME is a very serious physical illness and people suffering
from it need proper diagnostic testing and treatment.not
half baked silly psyche therapies

Jackie Scoones

London,
England, UK

2017-09-30

ME is obviously a serious physical illness and needs to be
treated as such with proper diagnostic testing and not these
silly psyche therapies.The NHS needs to get its act together
and start treating the sick!The job it was created for.

Julie McCormack

Cheltenham,
England, UK

2017-09-30

I'm supporting this petition because, I know People who
suffer with this terrible condition and how it effects them.
Good luck.

Cassandra Wall

Elsﬁeld, England,
UK

2017-09-30

I have had ME for 30years and,despite having a Cambridge
degree have never been able to work and earn a living.

joyce plummer

Accrington,
England, UK

2017-09-30

I know someone personally that has this and from a ﬁt
healthy person to someone who could not even walk
properly was upsetiting

Keiran Moon

Edinburgh,
Scotland, UK

2017-09-30

I have M.E. and it is not in my head, it is a real physical
condition.

Lindsey Fox

London, UK

2017-09-30

It's about time something was done,I've been living with
this crippling illness for 4 years now,it as turned my world
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upside down,Do they think we like to live like this.NO, i want
a medication that is for this illness that could help me and
millions of others to get better,so that we can start to live
our life's again....not going to medical professionals and
they say oh what can we give you let's have a guess cause
there's nothing for you,and then you are just left to our own
devices .Were is the support, we're is the therapy, we're is
the medication .Nowhere because they don't know what
to do,Would you ask somebody with m.s or some other
terrible illness to smile and think happy positive thoughts
and exercise and you will get better, NO ...but we have to
put up with this bullshit.Sorry rant over.Very frustrated m.e
sufferer.

Mrs Down

Crowborough,
UK

2017-09-30

Our sporty teenage daughter was crippled with ME and
suffered for four years, we tried every conventional and
alternative method going . Until we met a NAET practioner
and our lives changed. She sat her GCSEs and is now
ﬂourishing on her science a level course, with ambitions to
be an astrophysicist. It took some time and some money
but worth every penny and she hasn’t had a day off sick
in nearly two years. Please spread the word. NAET is life
changing

Jon Bowen

King's Sutton,
England, UK

2017-09-30

I have suffered ME/CFS for a total of 10 years of my adult
life. I'm one of the lucky ones that has made a partial
recovery and I'm now able to work and support my family.
The only treatment I was ever offered through the NHS was
psychotherapy. I tried it, it certainly helped me cope with
the disease better, but it did not change the disease itself. I
hear this same story anecdotally all the time, but it remains
anecdotal simply because there is so little proper research
on this illness. It should be taken more seriously, researched
more seriously and treated more seriously. Dismissing it as
effectively a "form of depression" is consigning the sufferers
to the dustbin of healthcare failure.

lynette barton

Latton, England,
UK

2017-09-30

I have ME and would like the best available care and
support.

Susan Donnelly

Glasgow,
Scotland, UK

2017-09-30

I have M.E and have had increasing bad bouts over the past
2 years. We need help for this illness

laura gregg

Darlington, UK

2017-09-30

I have Cfs believe me no emotion can make your body
so tired and exhausted. please remove the barriers
and confusion so we can have a little more peace and
consideration.

Angela Kirkup

Blackburn, UK

2017-09-30

As an experienced psychological therapist whose ME and
POTS started with a severe virus while studying psychology
at Masters level while working as a full-time clinician
climbing hills at weekends, I can vouch, 24 years on, after
engaging personally in every kind of therapy available, that
ME is neither a functional disorder, nor driven by emotion.
Unfortunately there is a stubborn arrogance perpetuating
that perception among certain health professionals. Their
'inappropriate illness beliefs' are resistant to any kind of
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contradictory evidence including biomedical research!
Please let's release their almost exclusive hold on this
devastatingly debilitating condition. The WHO classify ME
as a neurological disorder. There are so many exciting
insights from scientiﬁc research: neuro-immune factors,
metabolomics, possible genetic predisposition... Please
take a look at the YouTube presentations from the recent
OMF Stanford Symposium on ME! With open minds,
collaboration, and proper funding we could be on

Sue Middleton

Hamilton, New
Zealand

2017-09-30

This invisible and insidious disease is destroying the lives of
thousands of patients and their families.

Wendy Smith

Methil, Scotland,

2017-09-30

Signing because it is NOT a functional condition. Would like

UK

to see the opposers to this live a month with it. You don't
know until you've been in their shoes! #

Andrew Denning

Yate, England,
UK

2017-09-30

My partner has ME/CFS. This is an important campaign.

Francis Harriman

Southport,
England, UK

2017-09-30

the medical establishment has been massively off the pace
regarding this condition for decades

Devika Rosamund

London,
England, UK

2017-09-30

I have some friends with ME and I see how they suffer.

Craig Coleman

Newbury, UK

2017-09-30

My friend suffers

Serena Shore

UK

2017-09-30

I have friends who suffer everyday and would like to help
get answers.

SUE HOCKEY

Shepton Mallet,
England, UK

2017-09-30

My Daughter has M.E. So do many others and there seems
very little help for them

Alfred Grero

Moratuwa, Sri
Lanka

2017-09-30

A very deserving case...

Julia Chappell

Penisa'r Waun,
Wales, UK

2017-09-30

I have ﬁrst hand experience of how important Neurologists
are and I also know how debilitating ME is.

della louise Welsh

Plymouth,
England, UK

2017-09-30

I

Megan Williams

London, UK

2017-09-30

Something needs to be done to help all those in need!

NAOMI Porter

London,
England, UK

2017-09-30

I know what it is to have a neurological condition. FMS. It is
ver hard to make the people you know and who care about
you understand how invasive a condition like this can be,
so even harder to manage in a world where the symptoms
of this type of disorder prevent you from living the life you
used to or the life to which you aspire and are intellectually
longing for.

Graham Wynne

Dublin, Ireland

2017-09-30

I have only recently become aware of how debilitating this
illness can be. Everyone suffering from it needs the most
expert help they can get
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Jim Ure

UK

2017-09-30

A worthwhile campaign towards achieving proper
recognition of ME/CFS as a physical condition.

chantal Patel

Sketty, Wales,
UK

2017-09-30

For ME sufferers this feels like a slap in the face..it is hard
enough coping with a debilitating condition without
implying that it is an emotional /functional one..Shame on
NICE

mel king

norfolk, England,
UK

2017-09-30

Every signature counts to facilitate change

Lesley Wakeﬁeld

Durham,
England, UK

2017-09-30

Lesley Wakeﬁeld

Jean Elliott

Bristol, England,
UK

2017-09-30

I'm certain this is a move to stop ME sufferers from
qualifying for PIP. It is not a functional disorder. Chemical
markers are being found over and again in research. Back
off psychiatrists. Have you not done enough damage
already?

Lynda Bellinger

Worcester Park,
UK

2017-09-30

Needs to be shared for more to be aware.

Grace French

Newcastle,
England, UK

2017-09-30

M.E sucks even more than it should for sufferers and carers
due to the lack of support available.

Sophie Gower

Thatcham,
England, UK

2017-09-30

M.E / CFS needs to be given the professional care it
deserves. For too long has it been treated as a whimsical
illness with no treatment and the NHS needs to get up to
date with research to treat it with the seriousness of the
condition.

Michele McGill

Uddingston,
Scotland, UK

2017-09-30

Something needs to be done for people suffering from this
invisiable illness

Sally Phillippe

Middlesbrough,
England, UK

2017-09-30

I have had CFS/ME for over 20 years with virtually no help
from the NHS. I know ME is not a functional disorder as
I had a SPECT brain scan done in my ﬁrst few months of
illness. It showed gross abnormalities in the brain function
which could not have been found if it was a functional
disorder.

carolyn clark

devonport, New
Zealand

2017-09-30

I have seen ﬁrst hand the devastation caused by doctors
who have told ME sufferers that "this is all in your head".

carolyn clark

devonport, New
Zealand

2017-09-30

Thanks for the post Sue Middleton. People need to know
there is change coming to help them.

Jan Barker

Camborne,
England, UK

2017-09-30

NIH in USA just announced funding for research... 7million
dollars, I believe! Teams of scientists collaborating to
reseatch biological markers etc. No longer ANY mention
of there being a "psychological " element... Time for UK to
catch up...

Neil Conn

Airdrie, UK

2017-09-30

It is sad that the UK is lagging behind organic research into
this horribly debilitating condition. Time for NICE/NHS to
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wake up. It is nothing short of scandalous the way adults
and children in the UK have been (mal)treated whilst living
(or rather struggling to simply exist) with this serious and
much misunderstood illness. Please waken up ,dear medics,
and have the courage and humility to recognise that you
need to change track if real progress into ﬁnding effective
treatments for those with ME is ever to be achieved. I really
hope this petition helps all whose lives have been affected
by ME. Good luck!

Mark
Kasozimusoke

London,
England, UK

2017-09-30

The scientiﬁc consensus is leaning towards there being a
neurological and/or immunological process going on in ME.
Clearly some people are misdiagnosed or even malingerers
but to label a whole cohort of people as having a functional
or neuropsychiatric problem is surely incorrect...

Zoe Campbell

London,
England, UK

2017-09-30

The main "emotionally driven disorder" I have comes from
iatrogenic gaslighting.

pat massie

Redcar, England,
UK

2017-09-30

It`s terrible how sick and disabled are being treated. The UN
have sent UK 3 reports backing the disgraceful way people
in UK are treat by the Tory Government in the UK.

lucy panasiuk

Market
Harborough,
England, UK

2017-09-30

I have ME/CFS.

Claire Dawson

Dorking,
England, UK

2017-09-30

People with ME/CFS deserve to have evidence based
medicin.

kris Barker

Mablethorpe,
England, UK

2017-09-30

JC4PM Toriesout

Elaine Byard

North Shields,
England, UK

2017-09-30

I have M.E.too

Peter Kemp

Teddington,
England, UK

2017-09-30

M.E. is not a functional disorder, except in the minds of
those who proﬁt from saying that it is

Malcolm Lewins

Willington,
England, UK

2017-09-30

Any one could end up with this . I had a really bad dose of
ﬂue once but didn't take care of my self properly and had a
mild form of M E it took nearly 3/4 years to shake it of and
even then it some times come back when I'm not well

David Newman

Crewkerne,
England, UK

2017-09-30

It is painfully obvious to anyone who has, or is caring for
someone with this condition that it is not a 'functional
disorder'. It is shameful that progress in investigating
this disease in this country has been so stunted by an
emphasis on testing dubious psychological hypotheses
on both ill-deﬁned and inaccurately deﬁned groups of
patients, who do not reﬂect, or even include people with
true ME. That the results of such research are then touted
as valid treatments for true ME is both clinically inept
and profoundly depressing for those whose lives are on
hold, waiting for some real, effective therapy.It just is not
enough to suggest treatments that resemble curing Type
1 diabetes by shouting NO while standing on a piece of
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paper, or denying them insulin while persuading them to
gradually eat more doughnuts. We need more research,
better therapies and an end to the confusion and conﬂation
of chronically fatigued patients and those with ME.-If not
then it begs the question - Should we also now re-as

Catherine Moore

Castletown, Isle
of Man

2017-09-30

I have M.E. but haven't seen a Doctor in years due to being
laughed at, told I was being disrespectful after just wanting
to go to sleep after struggling for 50 minutes to walk a usual
10 minute distance. I want Doctors to understand we are all
different in our symptoms and deserve respect and help..

Gayle webber

Bury Saint
Edmunds,

2017-09-30

I have ME and have lived with its effects for 26 years

2017-09-30

Like so many others, ME transformed my life. One
day I was a highly functional & successful person with
no psychological issues. Within a few months I was a
non-functional, non-working person with no psychological
issues.Do years of debilitating illness cause some people
to experience psychological issues? As with every other
debilitating illness, the answer is yes.In making this
determination please address your personal prejudices
against our disease. If you assume people with ME are
lazy or experiencing psychological issues, I encourage

England, UK
Diana Hamann

Los Angeles,
California, US

you to glance through the pre-illness resumes of patients.
Interview those patients about their lives before and
after their illness. Then follow the science. MRI techs can
accurately conclude that a person has or does not have
ME in blind tests. The PACE trial has been invalidated
at a statisticians convention. Small underfunded study
after small underfunded study concludes that we have a
physiological condition, not a mental issue. We need your
acknowledgement a
Christine Laennec

Glasgow,
Scotland, UK

2017-09-30

There is a mounting body of evidence that ME/CFS is a
biomedical condition, and nothing to do with emotions
or psychology. Please base the next NICE guidelines on
current research, including discoveries about natural killer
cell abnormalities, high levels of speciﬁc cytokines (Montoya
2017), metabolic dysfunction, and lack of ﬂora in the gut.

Kate Duarte

East Sussex,
England, UK

2017-09-30

Because I have M.E & anyone I have spoken to with M.E
wishes they had never got it. It ruins lives, & these people
are forgotten, left in pain trying to survive & are laughed at
by healthy people for their misfortune.

Clare Johnson

Lowestoft,
England, UK

2017-09-30

I know several people with ME and it's obviously a chronic
illness that needs help not frustrating misunderstanding!

Morag MacDonald

Ardrishaig,
Scotland, UK

2017-09-30

My sister has M.E which was caused by the cocksackie
(prabably spelt wrong) virus this was diagnosed by a
specialist.
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Sarah Sowden

East Worlington,
England, UK

2017-09-30

I've been told I have FND, functional neurological disorder
on top of ME/FM.

lee sidell

teignmouth,
England, UK

2017-09-30

It the right 5hing to do

Laura Crabb

Leyland,
England, UK

2017-09-30

I'm lucky enough to be able to study/work with this
condition, and I am highly motivated to do so. However
there are days where I am beaten by the physical limitations
this illness can bring. It has nothing to do with my emotional
or mental state. That comes because of the fact my body
refuses to work. Seems like we are going backwards again in
getting ME recognised by medical professionals.

Linda Sarkar

De Winton,
Canada

2017-09-30

My daughter and I have suffered from ME since 1985 and
1989. The time has come for those who are responsible
for doing so much damage to all of us, that it pushed
researchers and people including Family members to
believe it was all in our heads. As if we were not suffering
enough, everyone forgot who we were and are, their
answers, the doctors are telling us. Unforgivable , the
amount of damage that was done to us as people. They
should all be held accountable and the Five million pounds
they took, paid back with interest. Our patience is over this
is our time...to ﬁnally get well with the right doctors and
researchers taking care of us.

Michael Stevenson

Edinburgh, UK

2017-09-30

We can do this

Linda Sarkar

De Winton,
Canada

2017-09-30

My Daughter and I have suffered from ME since 1985
and 1989. We have heard this crap from every so called
doctor because of those who said it was all in our head.
Told to have another baby, I had three, the eldest being in
University at the time. We think it is melingerers, who suffer
from this, she knew me for a few days, I said lady you do not
even know me. Doctor after doctor. Finally we have the top
Doctors and Researchers looking into our illness who will
come up with an answer and then the so called psychiatrists
can pay the 5 million dollars back that they took for ME and
pay it back with interest. Disbelief they made him a SIR. He
said he is afraid ME patients want to harm him, give me a
break. You took the Hippocratic Oath to do no harm. You
did so much harm to us you will never be able to pay that
back to us. We never meant any harm we just got sick and
needed someone to believe us, everyone forgot who we all
were before we got sick because people like you told them it
was all in out heads, we had

Amanda Brooks

Manchester,
England, UK

2017-09-30

I know people with M.E. who have been ill for many
years then ﬁnally due to purchasing heart rate monitors
discovered exceedingly high heart rates. This lead to a
diagnosis of dysautonomia and subsequent medication
which means they are now vastly improved. People with
M.E. need to be investigated more NOT less for neurological
dysfunction as there is clearly medical negligence occurring
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due to physicians not investigating patients symptoms
rigorously enough.

Brenda Henderson

Bromsgrove,
England, UK

2017-09-30

Proper medical and clinical support for sufferers of ME is
ridiculously lacking. This will only make it worse.

John Hopkins

Birchwood,
England, UK

2017-09-30

Everybody needs help at sometime in their lives.

Lesley Gwilym

UK

2017-09-30

I have seen the effects of ME

Patricia Lewis

Macclesﬁeld,
England, UK

2017-09-30

I was diagnosed with this 5 years ago.

Jonathan Hillier

Southend-on-Sea,
England, UK

2017-09-30

I have M.E and I know it’s a real illness as it has robbed me
of so much

ronit shakhani

Edgware,
England, UK

2017-09-30

every condition needs medical support. ME is not a
functional issue I've seen it ﬁrst hand.

Anita Marler

Paignton,
England, UK

2017-09-30

With the World Health Organisation classiﬁcation of
this condition as a disorder of the nervous system i.e.
neurological, and with the UK Government, and UK
Department of Health agreeing, the proposed reviewed
NICE guideline is totally at odds with this!?!

Russell Forgham

Castlethorpe,
England, UK

2017-10-01

My mother suffered from ME for nearly 20 years until she
died and it was totally debilitating, not a functional disorder.

Lourds Lourds

Singapore

2017-10-01

I support those affected by the disease, that they should get
all the necessary medical help possible.

Rachel Meidan

Ramat-Gan,
Israel

2017-10-01

I left Britain to live somewhere with cheaper private medical
care because ME was not taken seriously by the NHS. You
can not ignore patients forever. If it were a functional
disorder we would all be able to work and function on
antidepressants instead of still ill.

Camilla Cracchiolo

Los Angeles,
California, US

2017-10-01

I am a Registered Nurse and follow the research closely

Karen Moran

Blackpool,
England, UK

2017-10-01

I'm signing because many people with complex and
debilitating illnesses like M.E or similar are pushed to one
side and have to ﬁght for medical recognition and a proper
diagnosis.

Jenny Meagher

Malvern east,
Australia

2017-10-01

How much more biological evidence do they need?

Maya X

Manchester,
England, UK

2017-10-01

I'm signing because I thought I should

Maya X

Manchester,
England, UK

2017-10-01

I thought I should

Name

Location

Date

Comment

Joshua Hill

Australia

2017-10-01

This is absurd and ﬂies in the face of the recent
ground-breaking research that has been done on ME/CFS.
Read a paper, any paper, from the Open Medicine
Foundation at Stanford University, or the National Centre
for Neuroimmunology and Emerging Diseases at Griﬃth
University.

Heather Pitcher

Goginan,
England, UK

2017-10-01

NICE's claims that ME is a functional disorder and is "likely
driven by emotion" demonstrates a complete lack of
willingness to understand and tackle this illness, and
demeans its sufferers.

Donna Cattermole

UK

2017-10-01

I've had M.e for 25 years and have sister who also has it. It
is a real deliberating illness and the times you see people
don't believe you. So pleased there's big research starting in
Norwich.

Jan Nadin

Cheltenham,
England, UK

2017-10-01

This is a debilitating illness and there needs to be more
support and research as well as more awareness of the
effect it can have on the sufferers and their family and
friends.

maryjane stevens

Marden,
England, UK

2017-10-01

Signed.

margaret hughes

Rhyl, Wales, UK

2017-10-01

I have known sufferers and seen their suffering and that of
their immediate family.

Frances McCart

East Kilbride,
Scotland, UK

2017-10-01

I have friends with this and I see how hard it is for them

Adele Evans

Wellington, New
Zealand

2017-10-01

I've lived with ME for over 20yrs now. To say it is a functional
disorder is ludicrous. I want to be able to live life to it's
fullest but to have ME is hard enough I don't want to be
ﬁghting against incorrect, bogus information out in the
medical or public arenas.

Gill Finch

Wigan, England,
UK

2017-10-01

Several family members with this condition & something
needs to be done to help suffers. Instead of making them
feel like hypochondriacs.

Gill Finch

Wigan, England,
UK

2017-10-01

Too many people are suffering and not enough being done
to help. I have several family members with this illness.
Surely there must be a genetic reason. Research is a must
and soon. My 16yr old would like a life to look forward to.

Jennifer McBryde

Australia

2017-10-01

The M.E. symbol should be recognized for what it is - a
neurological disease. I have the right to say this because I
was eventually diagnosed in Australia with CFS after being
diagnosed with psittacosis from pet birds. Wait for the
story to unfold in my yet to be published book - Beyond the
birdcage.

Paul Armstrong

Barnsley,
England, UK

2017-10-01

X
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Wendy Hoyle

Kilsyth, Scotland,
UK

2017-10-01

I'm signing because my daughter has ME. She has fought
it hard for the last 7 years, and not enough is done to help
her and all of the other sufferers. So many people just think
its nothing. They are so wrong. It needs to be properly
diagnosed, recognised for, what it is , and what it does to a
person.

Roberta
Fox-Braddock

Cardiff, Wales,
UK

2017-10-01

It could happen to any of us.

Daryl Buck

Stanford in the
Vale, England,

2017-10-01

M.E. patients need proper investigation by neurologists.

UK
Sarah Mason

UK

2017-10-01

NICE guidelines need to be appropriately evidence based
which is clearly not the case in this situation. Unless the
inclusion is withdrawn, countless harm will likely be caused
to hundreds of sufferers of ME and similar mitochondrial
conditions.

allison allen

Southampton,
England, UK

2017-10-01

My son in law suffers so much with it.

Yvonne Castle

Southampton,
England, UK

2017-10-01

Any pain should be taken seriously. Too easy for people to
be judgemental.

Eva van Sonderen

Amsterdam,
Netherlands

2017-10-01

I am signing because it is clear to me that M.E. is a physical
disease, not a psychological disease at all. the fact that
science hasn't found the cause (probably the many causes)
of M.E. doesn't say anything. For many physical diseases
the cause hasn't been found yet. i would suggest to search
for environmental triggers, (pollution, pesticides, high
frequency radiation) that has a devastating effect on the
neurological system.

Tanya
Robinson-Morgan

Madeley,
England, UK

2017-10-01

This is a truly horrid condition and is life changing for those
suffering.

Julie Scott

Canterbury,
England, UK

2017-10-01

I'm fed up with ME sufferers being fobbed off and
disregarded by medical authorities in the UK.

Mary Dixon

Kilsyth, Scotland,
UK

2017-10-01

I have been a sufferer since 1991.

richard sivyer

Rhyl, Wales, UK

2017-10-01

Let's hope we get enough signatures

DEBORAH
SANDERSON

Caterham,
England, UK

2017-10-01

I have ﬁbromyalgia amongst other things so I understand
the struggle

DEBORAH
SANDERSON

Caterham,
England, UK

2017-10-01

I need to

Carol Docherty

Sandiacre,
England, UK

2017-10-01

I'm signing because I am, like too many of us, set adrift,
having to manage this devestating illness myself and/or be
misunderstood by family friends and professionals. With
all the evidence so far, why are so many governments,
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professionals and health organisations ignoring this
evidence?

Fiona Yildirim

Dover, England,
UK

2017-10-01

This needs to be addressed

chauntelle pate

Littlehampton,
England, UK

2017-10-01

My partner has cfs

Bo ying Adams

Wymondham,
England, UK

2017-10-01

I would like members of NICE to live with sufferer for a week
to understand the daily battle they go through. The disease
sucks up every ounce of energy you have complimented be
pain and body lympness. I support this petition as I live with
daughter who is a living dead.

David Turner

Mickleton,
England, UK

2017-10-01

My wife suffers from this debilitating, life changing
condition.

Gill Suttle

Ross-on-Wye,
England, UK

2017-10-01

The continued meddling of psychiatrists in M.E. has to
be curbed. The proliferation of psych names applied is at
best a rearguard action; the most delicious of them being
"Pervasive Refusal Syndrome" when we turn down their kind
offers of behavioural therapy designed to make us abandon
our "learned illness behaviours (sic)". Thank God for solid
research - above all, for pioneers like Dr Myhill.

Lois Friedlander

Birmingham,
England, UK

2017-10-01

I care.

Hazel Johnston

Glasgow,
Scotland, UK

2017-10-01

It's a dam disgrace

K.Newman
Newman

Macclesﬁeld,
England, UK

2017-10-01

A relative was referred to psychiatric services b/c of cfs.
Symptoms were actually due to neuroborreliosis. Terrible
way to treat desperately sick people, suggesting they are
fabricating their illness, and their suffering is 'their fault for
having a poor attitude'.

Sarah Allen

Colchester,
England, UK

2017-10-01

I'm signing this for the forgotten 1000's - one of which is my
beautiful baby girl!

Sarah Allen

Colchester,
England, UK

2017-10-01

For my beautiful daughter XXXX

Susan Shingleton

London,
England, UK

2017-10-01

Society is judged by how the weakest are helped.

constance carvill

Newbridge on
Wye, Wales, UK

2017-10-01

Of course it is an awful disability.

Caroline Lever

Barnet, England,
UK

2017-10-01

I have had various consultants over the last 30 yrs conﬁrm
that I has M.E./C.F.S experts in their ﬁeld, it is not a
'functional' disorder.

Jane Boyd

Madeley,
England, UK

2017-10-01

For my late mother who suffered with ME for years and did
her utmost to get well with virtually no medical help.
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Margaret Jones

Caterham,
England, UK

2017-10-01

I know that it's an awful thing to have as I have at least 4
people that have it xxx

Pam Clewley

Broadstairs,
England, UK

2017-10-01

It's plain ignorant to not recognise this illness as a
biomedical condition as there is so much research now
worldwide showing there is a blockage in the energy of
ME/CFS sufferers.

Debbie Sanderson

Isle of Man, Isle
of Man

2017-10-01

This premis is so obviously wrong and used as a guideline
purely for ﬁnancial reasons and to excuse the government
from supporting research and the provision of suitable care.

Nicola Diamond

Canterbury,

2017-10-01

England, UK

How dare you?! Have you not read the work on
mitochondrial dysfunction? People with ME/CFS are sick to
death of this kind of label. Its bad enough to be ill but not
being believed is horrendous.

P Wilson

Belfast,
Northern
Ireland, UK

2017-10-01

In support of a proper related diagnosis to allow help &
support for neurological disorders.

Pamela Robinson

Daventry,
England, UK

2017-10-01

I know so many people struggling with this disease!

Jacqueline
Pellettier

Arundel,
England, UK

2017-10-01

It is truly shocking that NICE are considering taking this
regressive step. It is diﬃcult to think of another patient
group who have to struggle so much to get their illness
recognised as those people with ME/CFS. The continual
attempts to identify it as a psychosomatic illness when it is
clearly not waste so much valuable time and money that
could be used to help identify the cause of this horrible
illness, develop meaningful treatments and ultimately ﬁnd
a cure. Shame on you members of NICE. ME/CFS is NOT a
functional disorder.

lesley kidney

Bicester,
England, UK

2017-10-01

As someone with Mal de Debarquement (a barely
recognised or researched condition of unknown origins) I
know how hard it is to have something that no-one can see,
and have no-one understand the diﬃculties faced doing
ordinary things that others do without a thought. NICE
should know better when it comes to conditions such as
ME/CFS!

Lee Irving

Newcastle upon
Tyne, England,
UK

2017-10-01

I suffer from Fibromyalgia, which is shares similarities with
M.E. / CFS and can categorically say emotions don't drive the
condition.

ruth nathan

Worthing,
England, UK

2017-10-01

I know many people who have been stricken with this
horrible illness. They are not neurotic there is a physical
basis that has not yet been found.

Paul Clarke

Saint Austell,
England, UK

2017-10-01

I have ME

judith goeden

Caterham,
England, UK

2017-10-01

My daughter has ME, and most days cannot do a thing. Her
daughters help her bath, wash her hair, and have taken over
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the running of the house. She worked very hard to bring
up 3children on her own, working full time for most of it.
Her youngest is nearly 17, she started full time when he was
2. Although this is a physical illness, it does a affect your
psychological health, mainly because you feel helpless and
frustrated because you cannot do what you were used to
doing, in her case, everything! Once you get a diagnosis,
you seem to be on your own, no help seems to be available,
and because you look ok, people do not believe you are ill.
This is also very frustrating. She used to outgoing and had
an active social life, now she is ill, she sees hardly anyone,
as she can't leave the house,a lot of the time. Anyone
who thinks this is,a functional disorder, should live in my
daughter's shoes for a year, then they would see it is more
degenerative than functional!

Tariq Hanaﬁ

Kidlington,
England, UK

2017-10-01

No need for NICE to change this. The ME Research
Organisation clearly states what has been known to the
World Health Organisation for at least the last 10 years.
Why should NICE diverge from this? Monetary savings?: <a
href="http://www.meresearch.org.uk/what-is-me/?gclid=Cj0KCQjwpMLOBRC9A
rel="nofollow">http://www.meresearch.org.uk/what-is-me/?gclid=Cj0KCQjwpM

sonia craggs

Coedpoeth,
Wales, UK

2017-10-01

Because this is one of those awful disorders which is often
ignored and dismissed, despite sufferers being unable to
live a normal life in any respect.

Teresa gregory

Congleton,
England, UK

2017-10-01

No-one should suffer

Ann Austin

Whangarei, New
Zealand

2017-10-01

Because NICE needs to look at all the new research that
is available and talk to the researchers involved in this
devistating illness

Lesley Fiddler

Standish,
England, UK

2017-10-01

Let's do more!

Lyndsay McCallum

Falkirk, UK

2017-10-01

I have ME and it’s hard to even have the condition
recognised nor understood.

Maggie McCaul

Tittensor,
England, UK

2017-10-01

I'm signing this petition for everyone who has or is effected
by this condition xx

Eileen Philips

Woodridge,
Illinois, US

2017-10-01

I have ME, and it deﬁnately affects me neurologically. I need
neurological help and support and treatment.

Caroline Parr

Truro, UK

2017-10-01

It's not a life threatening illness, so I understand that it's
a low priority in funding & research, but it's certainly life
changing illness. Until you experience it or know someone
who has it, you'll never understand how cruel & debilitating
this illness really is!I have really painful CFS!

Debra Krause

Wickliffe, Ohio,
US

2017-10-01

The symptoms are real and should be treated. There is a
cause and effect!
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Karen Whalley

Stoke-on-trent,
UK

2017-10-01

Have ME

colette Bridge

Runcorn,
England, UK

2017-10-01

I have had ME diagnosed for four yrs and feel NICE need to
take more advice from people living with it and more GPs
need training to identify and further resources are needed
locally

Becky Hayward

Leeds, England,
UK

2017-10-01

Recently met a close friend to my sister in law who suffers
from m.e. and it was eye opening to talk to her and ﬁr her
to share her experiences with me! She has struggled every
single day for the last 10 years and at just 30 she shouldn't
have to! Signing for her and for all others suffering from this
horrible condition!

Kathy Cohn

London,
England, UK

2017-10-01

ME/CFS are not functional disorders!This is a totally
inaccurate and deceptive description.

Jane Howcroft

West Kirby,
England, UK

2017-10-01

My daughter suffers with this and I disagree with NICE
conclusions as do all the experts we have met.

Sharon Tyler

Aylesbury,
England, UK

2017-10-01

Something like this is life changing and people with this
condition need a lot of support

Elizabeth Rudge

Ipswich, UK

2017-10-01

It an illness that get ignored way to often :(

Jane Lane

Birkenhead,
England, UK

2017-10-01

Im signing this because I have a few friends who suffer
M.E/CFS. I know how it impacts their lives and that they need
all the help they can get when things are really bad.

Kevin Roche

Rochford,
England, UK

2017-10-01

As an M.E sufferer diagnosed in 1993 we need to be given
help to live not be brushed aside into some kind of obscure
existence and left to rot

Allison Lakin

West Kirby,
England, UK

2017-10-01

I have a daughter with ME and have seen ﬁrst hand how this
condition affects her physically and emotionally.

Patricia Brown

East Leake,
England, UK

2017-10-01

This is not 'all in the mind'. Research has discovered that it is
an inﬂammatory illness which could soon be diagnosed with
a blood test. See article in the Daily Telegraph recently.

Jonathan Burgess

Bodmin,
England, UK

2017-10-01

I'm still waiting for my hospital appointment to see a
neurologist in Bristol. No neurologist in Cornwall can
diagnose my condition, so can't be treated yet! In the
meantime, I'm getting weaker and weaker, whilst DWP try
their best to avoid paying beneﬁts #

nyomi reene

Coulsdon,
England, UK

2017-10-01

My mum struggles with M.E and I watch it ﬁrst hand at how
it can physically and mentally destroy a person !

Wina Smith

Marrero,
Louisiana, US

2017-10-01

Research needed badly! Very ill with m.e. ﬁbro

Sheila Campbell

Peebles,
Scotland, UK

2017-10-01

Scientiﬁc evidence shows ME is serious multi system disease
(IOM report 2015) not a functional disorder

Name

Location

Date

Comment

Rita Joy

Eaton Ford,
England, UK

2017-10-01

Forty years of my life have a a pain ﬁlled living hell!! I did
work extremely hard, be frugal, run a successful business,
only to lose everything because doctors do no know how
to diagnose and treat this illness. My illness is neurological,
and my life is ruined! I woke paralysed, inﬂammation of
spinal cord and brain stem, and neuropathic pain which was
excruciating! The cancer, heart disease! I have seen my pain
and inﬂammation on thermal imaging !! Pharmaceuticals
have made me even more I'll and damaged!

Carol Bandy

Mold, UK

2017-10-01

Support for my cousin.

Polly Lindley

Colchester,

2017-10-01

I stand for this, and it needs to have more recognition just

England, UK

like other invisible illnesses!

Joan McVichie

Ottawa, Canada

2017-10-02

ME is not a functional disorder, & neurology needs to be
referred to for an assessment.

Derek Reay

Fareham,
England, UK

2017-10-02

I have suffered from M.E. for more than 12 years now, and
possibly more. There are many Doctors who recognize this
illness, and can advise M.E. patients on where to seek help.
However, the D.W.P. and their associated Beneﬁts Tribunal
Board members, seem to have trouble accepting the fact
that the symptoms can vary from day to day, and even Hour
to Hour.

IAN HORNBY

Coventry,
England, UK

2017-10-02

I'm signing because I was diagnosed with CFS/ME and
suffered a debilitating life with it for 4 years. It wasn't until
another unrelated condition prompted a cervical spine MRI
scan. The scan revealed compression & some damage to the
spinal cord at C4/C5. The outcome of ACDF surgery resulted
in all symptoms of CFS/ME disappearing. All along I always
believed that there was a physical / neurological cause of
my CFS/ME and this proved it. It wasn't all I'm my head or
caused by 'emotional thinking'.

IAN HORNBY

Coventry,
England, UK

2017-10-02

I'm signing because I was diagnosed with CFS/ME and
suffered a debilitating life with it for 4 years. It wasn't until
another unrelated condition prompted a cervical spine MRI
scan. The scan revealed compression & some damage to the
spinal cord at C4/C5. The outcome of ACDF surgery resulted
in all symptoms of CFS/ME disappearing. All along I always
believed that there was a physical / neurological cause of
my CFS/ME and this proved it. It wasn't all I'm my head or
caused by 'emotional thinking'.

Alicia Sheats

Phoenix,
Arizona, US

2017-10-02

My little Sister needs my support, I love you Sissy!!

kim warburton

beaminster,
England, UK

2017-10-02

I have MEIm not depressedIm not emotionally nor
psychologically impaired. Infact i am probably the healthiest
i have ever been mentally and emotionallyME needs
more support to ﬁnd its causes based on REAL science,
not politics, lack of funding and personal biases of those
who still believe BELIEVE its 'made up'Sexism is rifeIf the

Name

Location
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Comment
proportion of males with ME/CFS was higher it would be
taken more seriously

Carol Gipson

Folkestone,
England, UK

2017-10-02

In support for my niece & any other sufferers.

Victoria Irving

Gateshead,
England, UK

2017-10-02

Supporting my brother.

Daniel Stanton

Ilford, England,
UK

2017-10-02

The NICE guidelines have been harmful to my girlfriend, and
the NHS blindly follows them. They need to be changed.

Helen Gray

Sheﬃeld,
England, UK

2017-10-02

Neurological symptoms are just that : symptoms, not the
cause. We need cross-disciplinary bio-medical research that
looks across all symptoms as a whole. Then we will start
understanding why this syndrome is so apparently complex,
with symptoms affecting every system in the body, including
the brain. Do science, not dismissive supposition.

Patricia Greem

Bernalillo, New
Mexico, US

2017-10-02

It is a real neurological disease and we need more research ,
maybe studying the cell, starting with the mitochondria

Robert Bluett

Wallasey,
England, UK

2017-10-02

This move ﬂies in the face of evidence to the contrary and
seems political or ideological rather than rational.

Evelyn mithell

Chacewater,
England, UK

2017-10-02

Spain I hope you lose all your Tourists hope your people
have a hard time until you Stop this Barbaric Practice

Michelle Jackson

Accrington,
England, UK

2017-10-02

I have ME it's made my life STOP. It limits everything I
do, conﬁnes me to my house & makes the smallest task
impossible. ME robs you of a life.

Michelle Jackson

Accrington,
England, UK

2017-10-02

The people from NICE making the classiﬁcation want to try
living with CFS/ME. They'd soon have their eyes opened as to
how debilitating & soul destroying CFS/ME can be.

Michelle Jackson

Accrington,
England, UK

2017-10-02

I have ME

Tracy Ray

Lancashire,
England, UK

2017-10-02

I have ﬁrst hand knowledge of witnessing ME and the
devastating, incapacitating symptoms of it. It is not
psychological, and calling ME a 'functional disorder' is not
helping the sufferer of ME. They are then abandoned and
left to 'rot' by medical professionals, where they suffer and
struggle for years, and often become physically worse which
in some cases has sadly, unnecessarily lead to death. All
evidence proves that ME is an actual physical illness with
various, often severe symptoms, and blood work indicating
positives ﬁndings of viral strains etc. ME includes having cfs.
To label a sufferer of ME and cfs (cfs can be apart of other
conditions but cfs is not ME) is dismissing a serious physical
health condition and so seriously failing the patient.

Victoria Pearson

Lincoln, England,
UK

2017-10-02

We call on NICE to remove all references to M.E./CFS from
the new guideline on suspected neurological conditions, and
to claims that M.E./CFS is a 'functional' disorder.

Name

Location
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Comment

Pam Sullivan

London,
England, UK

2017-10-02

I'm signing because I suffer from ME/CFS, after years of
being told I was just anxious and depressed I was ﬁnally
diagnosed with this horrible illness. The advice I was
given, good luck, goodbye cone and see us if you want
anti-depressants. The gp even hinted that as I was sensible
and had a good attitude I would be ok but that most people
just play on it for their own convenience. I have to spend
70% of my life in bed or reclining on a chair, my health is
deteriorating but there is nowhere to turn for help.

Shonagh Soutar

Tayport,
Scotland, UK

2017-10-02

Sick of being fobbed off by the NHS ..total joke

Helen Crowder

Nottingham,
England, UK

2017-10-02

I now have a diagnosis of ﬁbromyalgia but for over 25 years
I was repeatedly dismissed by medical professionals as
needing to pull myself together. having a diagnosis doesn't
reduce the pain or chronic fatigue but it does give me some
self esteem.

Julie Carson

Falkirk, UK

2017-10-02

Remember I’m just a call away x

Egbert Vis

Alkmaar,
Netherlands

2017-10-02

I signed the petition because the Dutch guidelines also need
a dramatic turn i I Into the direction of a fully scientiﬁc based
approach of ME: stay far away of fraudulent research and
change to thorough research into the mechanisms of ME. (
I never use the misleading term ME/CFS); thats my wish for
the DutchGov

JB

Milton Keynes,
England, UK

2017-10-02

More research desperately needed to help improve lives and
productivity of so many and their carers. More complicated
than NICE makes out.

Christine White

Bury Saint
Edmunds,
England, UK

2017-10-02

I have chronic fatigue syndrome and feel so frustrated and
isolated.

Siobhan Knowles

Blanchland,
England, UK

2017-10-02

I suffer with M.E & I know what it's like.

Manjit Saimbi

Hinckley,
England, UK

2017-10-02

In support of my Nephew and his family, who have all had to
put up with ME

Susan Law

Perranporth,
England, UK

2017-10-02

I have ME and I would really appreciate that neurology
include people suffering with the horrible condition. I
even paid privately, (many years before ﬁnally obtaining
a diagnosis) to see a neurologist...who just said it was
migraines. A condition that affects my whole body with
cognitive dysfunction. You really need a specialist who
understands how to treat you. They need to be involved.

Christine O'Connor

Glasgow,
Scotland, UK

2017-10-02

In support of my aunt Theresa x

Emer Buggy

Woking,
England, UK

2017-10-02

I am sick of my illness being categorised as a psychological
illness. There is no evidence for this claim and it is holding
back research into cures and causes.

Name

Location

Date

Comment

Kirsten zwarick

Ellicott City,
Maryland, US

2017-10-02

Signing in memory of my 31 year old brother whose life was
stolen by ME and the lack of care and support given to this
horrible disease. No one should have to sufferer like People
with ME do. We can’t call them patients because many will
not acknowledge this is a disease. Please help!

Kirsten zwarick

Ellicott City,
Maryland, US

2017-10-02

In memory of my brother Justin who was 31 when he passed
away. ME stole his life.

Lynda Wright

Harrogate,
England, UK

2017-10-02

I've had ME every second of every minute of ever hour of
every day, week, month and year for at least the last 35
years, it's relentless

Carol Hodgson

Dalbeattie,
Scotland, UK

2017-10-02

I have M.E., it is such a debilitating illness, it effects the
patient and their family.

angela Harris

Lytham Saint
Annes, England,
UK

2017-10-02

I have had ME for many years, I want to live life, be part
of family and friends lives. I am sick of being out of it and
before it's over, I want MY LIFE BACK.

Gina
Langford-Cadman

Dursley,
England, UK

2017-10-02

I have ME/CFS. I have so many neurological problems
shared with many, many people. How can NICE be so
blinkered and decide to take a huge step backwards?
Incredible, and dangerous.

Tinuviel shaw

Glasgow,
Scotland, UK

2017-10-02

I have m.e. and was diagnosed by Neurology and treated by
them & rheumatology.Stress makes a lot of illnesses worse
including m.e..People with me can be depressed but that's
because of chronic pain & exhaustion that isolates you from
society.I think though that there could be auto immune links
& nutritional deﬁciencies since I have both issues.Its unfair
to say it's 'emotional' and single it out from other illnesses ,it
won't promote recovery at all.I have had it for ten years and
it certainly is not controlled by my emotions.

Jill Sangster

Perth, Scotland,
UK

2017-10-02

ME/PVFS is Physical.. Ask me I have had it 7 years.

Teena Twelves

Spalding,
England, UK

2017-10-02

This is a real step backwards, just as scientiﬁc research is
beginning to prove the physical changes in ME brains, the
government goes with the psych lobby and again blocks
off access to opportunities for funding for research and
treatment. Given the prevalence and potential severity of
M.E., misguided and inaccurate guidelines like these can
have life-changing implications for thousands of sufferers
and all those who care for them.

Ann Donovan

Harleston,
Norfolk,
England, UK

2017-10-02

I suffer with this dreadful condition. We suffer bias,
prejudice and disbelief on almost a daily basis from oﬃcials,
people and a society that labels us "shirkers". My life is now
completely different from the life I had and expected. We
need support and research not the closing of some of the
limited doors open to us.

Jane Kyte

Perton, England,
UK

2017-10-02

I have been diagnosed with ME
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Margaret Ross

Glenrothes, UK

2017-10-02

I want some help for all people suffering from this,my
daughter once ﬁt and healthy,is now almost beaten by this
horrible illness.

Claudette
Lawrence

London,
Missouri, US

2017-10-02

Because I have ME and in the past have been told it is
psychological, rather than neurological.

Thai Rodger

Dundee,
Scotland, UK

2017-10-02

This should be know as long term illness

sue Williamson

Lowton,
England, UK

2017-10-02

I have this disease and it has completely changed my life,
physically mentally emotionally and ﬁnancially we need
support

angela kane

Minnigaff,
Scotland, UK

2017-10-02

In support of my friend who is a long time sufferer of this
condition..

shelley clabon

London, UK

2017-10-02

This illness rips people's lives out from under them & to
say it is effectively " in your head " is inhumane to say the
least, ignorant is another word. Not only do we have an
illness that far out does most other most illnesses out there
for suffering & misery we don't even get sympathy from
anyone because it is labeled by idiots that it's not a " real "
illness. I have a degree in hypnotherapy so have studied the
mind, CBT, meditation, positive thinking etc so much that I
could teach & not one bit of it affects your body when you
have this disease. You should do all these things to help not
waking up everyday & thinking 'what is the point in living,
I'm just existing like a ghost so I may as well end it ' but
it deﬁnitely holds no sway over how your feel physically. I
still can not believe M.E & CFS are still considered the same
disease. Anyway I'm off to continue being housebound,
having no joy or life but still thinking positive thoughts coz
those of us with M.E are the strongest most hopefull sick
peopl

Jon Paul Martin

Tremadog,
Wales, UK

2017-10-02

I care for a friend who has this awful disease. If it were mind
over matter mental balance of emotions as NICE seems to
think she would have recovered years ago. Instead she has
passed through gp/hospital/neurology tests and none have
been able to help. She is alone to suffer daily and cope as
best she can, with no help or treatment. This is inhuman
and NICE must wake up to the research and directives of
other countries. The uk is lagging behind accepting or even
showing an interest in research results and new treatments
being embassies by other countries. M.E. kills. It depletes
the muscles and the heart and lungs are muscles....any
layman can see where that will lead.

Michelle
Wagerﬁeld

Thame, England,
UK

2017-10-02

People with ME need access to real medical help, there is no
evidence of ME being a psychological dis order.

Denise Wagerﬁeld

Thame, England,
UK

2017-10-02

I'm signing because my daughter needs proper medical
help.
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Andrew Baker

Ashford,
England, UK

2017-10-02

As a sufferer I fully support anything which highlights the
blatant failures of NICE to acknowledge this condition
for what it is. We haven't chosen to have this debilitating
illness so treat us as you would treat others who suffer with
numerous other serious conditions. If NICE truly believed
what they say why are ME/CFS sufferers not able to donate
blood

Jeannette Harding

Sawston,
England, UK

2017-10-02

I have severe ME/CFS and the biggest battle I face is people
who believe it is all in the mind.

Anne Galpin

Ipswich,
England, UK

2017-10-02

I have been a sufferer for 20 years with very little support
and this would be a retrograde step.

Dennis Bonner

bellmawr, New
Jersey, US

2017-10-02

Dennis Bonner

Elizabeth Slinn

Winchester,
England, UK

2017-10-02

I know people with this and it is debilitating.

Jenny Furber

Bournemouth,
England, UK

2017-10-02

M.E. is deﬁnitely not a functional disorder and anyone would
know that if they had to live in the body of someone who
was a sufferer. My physical disabilities are in no way driven
by my emotions. If so, why when I am feeling happy am I in
so much pain or exhibit some of the horrible neurological
symptoms of M.E.. In NICE's understanding then, happiness
causes pain and disability! Perhaps if I became depressed
would I be free from pain then........ I think not! This is a
neurological condition and always has been. People with
M.E. are being treated as hysterical people just like they
were before a cause was found for Multiple Sclerosis, which
M.E. can be so likened to. Get it right NICE for goodness
sake and get us the treatment and research we need not
coming up with new and very incorrect guidelines.

Brooke Cowen

UK

2017-10-02

Close to my families heart!

angela white

London,
England, UK

2017-10-02

Due consideration and evidenced research must be applied
to this statement by NICE. ME and it's sufferers have been
overlooked for far too long. It's this type of irresponsible
tosh which hampers funding and further research and
continues ignorance.

ella libby

Ecclefechan,
Scotland, UK

2017-10-02

two people in my family have this! people just don't
understand how hard it can be sometimes.

pam smith

Amesbury,
England, UK

2017-10-02

I have had ME for over 30 years. Fortunately, my GP was
ahead of his time and knew a lot about ME. The approach
that it is a functional disorder is way beyond words

Debbie Smith

Reigate,
England, UK

2017-10-02

ME is a serious, chronic,complex systemic disease that
profoundly affects the lives if patients. US IOM.

veronica aldous

Purley, England,
UK

2017-10-02

I have ﬁbromyalgia and so I can understand the enduring
pain and isolation chronic illness brings. M.E is extremely
debilitating and extremely painful. It isn't some made
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up illness, it isn't an illness which will pass. It is a terrible
aﬄiction and can cause the sufferer to have hardly any
quality of life at all. It is not psychological, it is real and
horrible. They used to say all this about ﬁbro and now they
have stopped. Stop them saying it about M.E. CBT and
counselling do not help as proven in recent studies.

Debbie Smith

Reigate,
England, UK

2017-10-02

The UK psychogenic approach to me MUST change. The
PACE trial was ﬂawed and the published results wrong!There
is so much biomedical research showing the abnormalities
in many of the bodily systems. Fight for truth to prevail.

David Arnott

East Kilbride,
Scotland, UK

2017-10-02

As a sufferer of a neurological disorder namely, cervical
myelopathy due to a spinal cord lesion NICE decided to
remove one of the drugs I am prescribed for my condition.
I now have to attend hospital every six weeks to have
lidocaine infused intravenously. Thanks NICE.

Nancy Wilson

Kirkton,
Scotland, UK

2017-10-02

I'm signing because it's ludicrous to think ME is
Psychological rather than nuerological with all the research
going on .

Emma Nathan

Bedford,
England, UK

2017-10-02

The whole view on this horriﬁc illness needs to change.
I have lost my life in the last 6 months and this is most
deﬁnitely not a functional disorder or psychiatric in origin.
Depression and anxiety can arise due to losing control of
our own bodies and the fear and isolation we go through
but this is a neuro immune disease and needs to be
recognised as such!

Liz Stewart

Castle Douglas,
Scotland, UK

2017-10-02

M.E. sufferers need more help and support not less!

Susan Hardy

Hitchin, England,
UK

2017-10-02

I'm signing because my ME is deﬁnitely a physical disease
and certainly not "all in my head".

Susan Hardy

Hitchin, England,
UK

2017-10-02

My life was turned upside down by ME 4 years ago. It has
cost me my job, my career of some 30 years, and ultimately
my Nursing Registration. As a 'healthcare professional' I am
appalled by the mismanagement of and lack of treatment
for patients with ME. The NICE Guidelines have served
as a 'cop out' for medical practitioners. It is time to treat
patients with respect, and provide choice and clarity over
the treatment options, and a true working partnership
between patients and medical practitioners.

Tammy Hernandez

Spring City,
Utah, US

2017-10-02

Tammy Hernandez

zara hughes

eastbourne,
England, UK

2017-10-02

I have had m.e now for 15 years, mostly
bedridden/homebound. some of the symptom have
worsened. I would have thought that NICE WOULD have
got it by now. This is ridiculous. Love to all you sufferers out
there xxx
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Geraldine O'Brien
Mead

Scarborough,
England, UK

2017-10-02

I know someone with ME and can vouch that it simply
cannot be referred to as a 'functional disorder' especially as
no back evidence has been provided to support this claim.

John Cartner

Eltham, UK

2017-10-02

I've seen the effects of this illness ﬁrst hand, something
needs done now.

Mandy Lafferty

Motherwell,
Scotland, UK

2017-10-02

I have ME

Paul Williams

Oldham, UK

2017-10-02

Deborah Buxton

Highcliffe,

2017-10-02

I have ﬁbromyalgia and would like to support others.

England, UK
valerie Carr

East Ayton,
England, UK

2017-10-02

Proper funded research desperately needed for this awful
disease

Robert Vaughan

Torquay,
England, UK

2017-10-02

I feel very strongly about this Subject.

Carl sullivan

Newton-le-Willows, 2017-10-02
England, UK

CFS is hard enough to ﬁght without having to ﬁght for it to
be recognised and understood that it's not just "in our head"

Ann Hollstein

Andover,
England, UK

2017-10-02

I have had ME and I know it is not a functional disorder.

Ann Hollstein

Andover,
England, UK

2017-10-02

I know its not and everyone else who has travelled this way
does too.

Lisa Smith

Gt DUnmow,
England, UK

2017-10-02

Jo is very ill and been misdiagnosed

Ruby Valentina

Brighton, UK

2017-10-02

I have been given the diagnosis of cfs/me and experience
many neurological symptoms. If no one can say exactly
what causes ME how can they say it is an emotional not
pyhsucal disease. Of course living with this illness effects
you emotionally and that does have a knock on effect. But I
am a naturally extremely positive, optimistic, active, healthy
person and it's only getting this illness whatever it may be
that has changed my physical health but not my positive
attitude. The fact that my identical twin sister developed this
illness at the same time as me suggests that something has
triggered a genetic condition. More research and facts are
needed not more useless stigmatising labelling.

Linda Botham

Manchester,
England, UK

2017-10-02

My sister has had this crippling disease for years and years
and I don't know why it's not funded.

Esther Sánchez

Mersch,
Luxembourg

2017-10-02

it could happen to you

Gary Reed

Borth, England,
UK

2017-10-02

I also suffer with CFS and don’t feel that support is available
from the NHS
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Lynn Faulkner

Columbus, New
Mexico, US

2017-10-02

Millions of people depend on your getting this right.

A Stinson

Wivenhoe,
England, UK

2017-10-02

I fully support this petition and I hope all my face book
friends will too.

diane tomlinson

Cheltenham,
England, UK

2017-10-02

14 years now no one asks for this life changing illness, it
ruins lives for so many

John Banner

Wolverhampton,
UK

2017-10-02

A much more worthy cause than many that we taxpayers
fund.

M Hamill

Lymington,

2017-10-02

I have this illness as well as Fibro and my life has been

England, UK

turned upside down. My life is utterly miserable and very
diﬃcult with all the various horrible symptoms.

Carole Senior

Westhoughton,
England, UK

2017-10-02

Why am I signing? Because, along with many, many others,
I am in despair at the arrogance and closed minds of NICE
who continue to ﬂy in the face of evidence, both empirical
and anecdotal, when dealing with ME. New guidelines that
helped and supported patients and NHS staff would be a
welcome novelty! The day-to-day effort of living with ME is
hard enough in itself; battling for oﬃcial recognition is an
unlooked for added extra. Any emotional damage is largely
a result of this struggle rather than a cause of the ME - my
psyche is ﬁne thanks; it's just my body can't keep up.

Julie Hunter

Wandsworth,
England, UK

2017-10-02

Ive had this illness since 2004. My work life (what I loved)
had to come to an end. I got this illness from catching
Glandular Fever

Benjamin
Kidd-Bentley

Dumfries,
Scotland, UK

2017-10-02

I have ME and was left with nothing from Neurology they
just left me hanging.

Kathleen Burton

Crewe, UK

2017-10-02

This illness takes away peoples lives. Its time it was given
the attention and respect it so richly deserves. There is far
too much ignorance amongst members of the medical
profession. Leave the comments and opinions to those
medical professionals who really know what they are talking
about and who have done the research. Otherwise keep
quiet or educate yourself.

Marcia Marcia

London,
England, UK

2017-10-02

When you have the will to do things but can not perform
or sustain performance if able to try, then this is not a
psychological cause but a cruel and truly awful physical
medical condition which robs lives.

Aileen Raven

Denbigh, Wales,
UK

2017-10-02

Fed up of Doctors who are not willing to do their research to
expand their knowledge!!

Aileen Raven

Denbigh, Wales,
UK

2017-10-02

Fed up of Doctors who refuse to do the research needed to
expand their own knowledge.!

Hannah Hassack

Sheﬃeld,
England, UK

2017-10-02

ME/CFs urgently needs to be recognised for what it is.
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Alison Hill

Liphook,
England, UK

2017-10-02

Deﬁnitely not psychological. On the other hand Effects of ME
will probably leave psychological effects. I went down with
ME when I was in a happy time of my life, so it manifesting
with depression just does not wash it with me!

Alison Hill

Liphook,
England, UK

2017-10-02

This is not an emotional disease. The way it is handled by
medical practitioners can cause a lot of emotional damage
though! I got ME following numerous bouts of tonsillitis
and antibiotics. After my tonsils were taken out at age 35,
I was ready to return to a healthy life, when gradually I
went downhill. Skeptical medics and my frustration led
to depression. Many years later I am back to a relatively
normal life, so I think of myself as one of the lucky ones,
although still on medication.

Joan Kerr

Edinburgh, UK

2017-10-02

Diagnosed with M.E over 20 years ago then functional
disorder in 2007. Have pushed for further investigations
which show that I have a rare autoimmune condition. Don't
ever give up for a proper diagnosis.

Marcia Marcia

London,
England, UK

2017-10-02

You only have to know someone with the condition to kow
its not a functional problem. How many millions will need to
have it before it is taken seriously?

sophie done

Kendal, UK

2017-10-02

for my bestfriend who suffers with ME

Christine Brunton

Worthing,
England, UK

2017-10-02

I am living with ME and not enough support and research is
being done

Helen Green

Cropwell Bishop,
England, UK

2017-10-02

I have this disorder and resent the implication that it is
functional! How dare they when they don't know us! In
fact I believe mine has been CAUSED by SSRI's, which I
should never have taken, but what other support is given
instead of, during, and upon withdrawal? I have done it by
myself ﬁnally after 21 years, and have felt somewhat better.
Perhaps I am permanently damaged, and what can I do
about it? Just disappear and take this insult it seems!

Anna Bigglestone

Birchington-on-Sea, 2017-10-02
England, UK

My mum, and three other of my friends are battling every
day with this disease... it is awful. My Mum has a very poor
quality of life having to spend most of it in bed unableto talk
and play with her grandchildren, have coffee with friends,
go to the theatre or simply get down the stairs each day. It
breaks my heart to see her suffer so.

Julia Mount

Auckland, New
Zealand

2017-10-02

ME is not just "all in the mind".

Mandy Wilkinson

Corbridge,
England, UK

2017-10-02

I have ME!

Jacqueline Brine

Bristol, UK

2017-10-02

Diagnosed ME 1985 following ﬂu virus.

valerie moody

Letterkenny,
Ireland

2017-10-02

it is now time for M.E to be treated with the respect it
deserves as a genuine neurological conditions and let
science be our judge and not the opinion of a few self
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important professionals with a hidden agenda. we have
had enough of these insulting attacks without foundations.
we have been waiting patiently having to suffer in silence
without the medical help we so desperately require.it is
time for governments to change direction and ﬁght for the
rights of M.E. sufferers - Innocent until proven guilty - so
why not allow a public hearing and allow the M.E experts
and community to present their scientiﬁc evidence so that
we can have a fair trial before a few indivuals with a hidden
agenda feel the right to insult us again making it even more
diﬃcult to access medical help. i have had M.E many years
13 of which bedbound and i know from experience how
diﬃcult it is to receive any help not even a 'spinal tap' which
is a normal test for neurological symptoms. Surely this
injustice should be exposed a

Zoe Hulme

Altrincham,
England, UK

2017-10-02

As the sister of a sufferer I live with this. As a scientist, show
me your evidence...

Maria Hutley

Braunton,
England, UK

2017-10-02

I am signing because I have seen how debilitating ME is
on the lives of all affected by it and their families. Having
witnessed three friends struggle I feel compelled to show
my support.

Sue Mootz

Australia

2017-10-02

Real research is needed. This medical condition is ruining
the lives of once active young people.

andrea powrie

Burghead,
Scotland, UK

2017-10-02

M.E needs to be addressed for what it is, a chronic illness
that wipes out a persons ability to live like able bodied can, it
should not be reclassiﬁcation as a "functional disorder".

Jan Booth

Stretham,
England, UK

2017-10-02

I have ME and correct guidelines will hopefully prevent some
of the appalling treatment I and many other ME sufferers
have subjected to.

Catherine Batsford

Lincoln, England,
UK

2017-10-02

I have ME. It is a very real condition and yet it is still not
considered as important enough to get proper funding for
treatment or research.

Lisa Bradley

Halifax, England,
UK

2017-10-02

My beautiful little sister has this and nobody took her illness
seriously due to her age things need to change

Martin Reed

Wivenhoe,
England, UK

2017-10-02

After living with my wife Jo who had ME for most of her adult
life it was quite clear that it was not caused by emotional
state but had physical symptoms that correlated with
physical activity. The illness started after a serious physical
illness that was clearly the trigger. Please help stop this
classiﬁcation by NICE that will cause many problems for
people with ME.

Marian Anderson

Borough Green,
England, UK

2017-10-02

Four members of my family have M.EIt is NOT a 'functional
disorder'.

Matt Savage

Feltham,
England, UK

2017-10-02

I don't have M.E. - but I know people who d have this
diagnosed condition. The cause of this disease is unknown
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- so how can it be described as 'functional'? Nobody really
knows, it's all unproven theory.

Poleta Lillico

Australia

2017-10-02

Had M.E for over 20years & it is so important that we get
access to the correct specialists that can actually be the
positive change.

Helen Evans

Milford Haven,
Wales, UK

2017-10-02

The emotion experienced is in response to enduring a life
altering illness and being accused of exaggerating and self
perpetuating symptoms.

Sylvia Symonds

Ipswich,
England, UK

2017-10-02

I have suffered from M. E. for over 30 years and have
personally suffered at the hands of Drs who aimed to
cure my erroneous thinking with CBT and graded exercise
which actually resulted in a permanent worsening of my
condition at which point they abandoned me leaving me
more disabled than before! Time to get real and ﬁnd a
medical solution based on fact, research and evidence not
ﬁction based on ﬂawed trials of suspect treatments with
biased results!!!

wendy wanless

London,
England, UK

2017-10-02

Wendy nixon

Sylvia Symonds

Ipswich,
England, UK

2017-10-02

NICE needs to read the latest research and advice from CDC
stating that more exercise is not better for M.E. patients as it
causes lactic acid to build up in their muscles causing more
harm as we who have suffered graded exercise regimes can
conﬁrm is the case. First do no harm!!

Marc Herlands

San Diego,
California, US

2017-10-02

I've been disabled with ME/CFS and Fibromyalgia for
decades. My testing has shown that these are diseases that
have deﬁnite causes which affects the brain and the body.
Psychosomatic illness is not real in most if not all cases of
these diseases. Rather it is poor testing that results in false
negative testing.

Tara Bacon

Wivenhoe,
England, UK

2017-10-02

Hell no. ME is a debilitating condition. It can cause
depression, but it is not caused by depression.

Sharon Bedford

Norwich, UK

2017-10-02

I have had M.E. for 25 years now. I welcome it being
classiﬁed as a Neurological illness and ﬁnd it insulting that it
be classiﬁed as an illness purely caused by emotion. People
that have had this illness long term also welcome as much
funding as possible in the hope of a cure one day being
found. I already have one G.P at my practice you cannot
discuss M.E with as he does not believe it exists. I have
suggested it is time for him to retire. Small minded people
are not the way forward. Please everyone, sign the petition
Thanks

Lorraine Jenkin

powys, Wales,
UK

2017-10-02

I'm signing because it's true .

June Perkins

Australia

2017-10-02

It is important to understand and support this condition.
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Shelby Rallis

Meridian, Idaho,
US

2017-10-02

Please read current research from Ron Davis at Stanford and
many others. See the Open Medicine Foundation website
for info on the August meeting on the molecular basis
for ME/CFS. And, please please please DO NOT subject
children or anyone else to the quackery of Parker’s Lighting
Process—brainwashing and snake oil—dangerous mentally,
emotionally, and physically.

Katie Schade

Melbourne,
Australia

2017-10-02

A loved one suffers from M.E and I believe a wider
understanding is needed to provide better assistance.

Paul Winnister

Beaconsﬁeld,
England, UK

2017-10-02

My wife suffers from M.E. It is a very real and debilitating
physiological condition.

Tony Crouch

Great Dunmow,
England, UK

2017-10-02

ME is not a functional disorder

Philip Walkley

Newport,
England, UK

2017-10-03

There is no evidence that M.E. or C.F.S. is psychogenic, but a
huge body of evidence that they are organic in origin.

Lynn Tonkin

Erwood, Wales,
UK

2017-10-03

I am signing this because it has now hit and destroyed
two of my friend's lives. ME is a devastating neurological
condition and should be treated as such.

megan lee

Dalkeith,
Scotland, UK

2017-10-03

I have had M.E. for coming up seven years now and it
has stopped me from attending school because of all the
cognitive impairments it brings

Jenny Collins

Peterborough,
UK

2017-10-03

ME is not a functional disorder and NICE should know better
than to aim it is.

Janet Thomas

Coorparoo,
Australia

2017-10-03

All psychiatrists and psychologists who believe that ME/CFS
is "functional", which has nothing to do with function,
deserve to develop the condition and then they would
certainly change their opinion. The history of medicine is
littered with conditions of unknown aetiology that are, never
the less, well understood. And in a similar vein, doctors are
pleased to use many drugs whose effects are well known yet
whose mode of action is still largely unknown.

Victor Rodley

Wakeﬁeld,
United Kingdom,
England, UK

2017-10-03

For 20 years I have suffered from this illness
and I am tired of the same old"It's all in your
mind"(functional),nonsense.Please give us some real
help,instead of leaving us abandoned and forgotten

Lee Viverette

Henrico,
Virginia, US

2017-10-03

My friends brother suffered and died from this disease

Caroline Gray

Dyserth, Wales,
UK

2017-10-03

ME is cruel and physically real disorder and sufferers need
support, treatment and acknowledgement by the medical
profession

Melissa Hains

Stafford,
England, UK

2017-10-03

Im not sure if its just me but have had M.E for a good few
years now, and reading info from the medical side of things
and from the government. I ﬁnd it all very political. M.E
affects every aspect of my life and orhers with this god awful
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disease, and its not fair to us all that we are being treated
by the medical profession and government like this. We
deserve much better.

Marina Cowdell

Riverside,
California, US

2017-10-03

I suffered with this illness for 32 years. I've lost everything
I loved to do including work. There needs to be funding
research and medication.

Susannah McLaren

London,
England, UK

2017-10-03

My good friend who was the most active bubbliest person I
know was struck down with this illness one day and there is
no way this was emotional

Tamara Mulkey

Sandy, Utah, US

2017-10-03

I have M.E./C.F.S.

betina miller

laguna beach,
California, US

2017-10-03

It's the right thing to do.

Zina Kaleniuk

Australia

2017-10-03

My daughter has lived with this debilitating disease for 7
years. Time for the medical world to stand up for sufferers.

Anna Harrison

UK

2017-10-03

My beautiful sister has been struck with this crippling
illness...despite her struggles she's is the bravest woman I
know and my inspiration xx

Dionne Franklin

Roehampton,
England, UK

2017-10-03

M.E. Patients carry the heavy feeling of fatigue, like being
Involuntarily & permanently anaesthetized. You are no
longer in control of your body. It dictates to you your
new cycle of life. U become a prisoner to its symptoms.
Housebound & Isolated. Consistently being caught out with
pain that makes you scramble to ﬁnd places of safely at a
drop of a hat's notice. How long will u sleep there? Could
be 2hours... Could be 20 hours. Your body decides, not the
person. We live hour to hour, day to day. The disability is the
most debilitating illness in everyway.

Nick Wright

Axminster,
England, UK

2017-10-03

I have a close family member with severe ME, so I have
some idea of the brutal reality of this condition.

Helena Dennison

London,
England, UK

2017-10-03

ME needs treatment with diet (and not from a dietician but
from a proper nutritionist). ME originates in the gut; it is not
psychological.

Joanne Roberts

gqy edd, Wales,
UK

2017-10-03

I have M.E

claire davies

Burscough,
England, UK

2017-10-03

These people need to walk in our shoes

James Todd

Craigavon,
Northern
Ireland, UK

2017-10-03

I suffer daily with this illness, went from being ﬁt and active
healthy young man to effectively being housebound, losing
my job/career and being unable to live independently. I can
tell you straight this is not some made up/emotional based
illness.

Emma Williams

Prestatyn,
Wales, UK

2017-10-03

It's a neurological condition, a real condition which people
really suffer from
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Birgitta Smith

Härnösand,
Sweden, Sweden

2017-10-03

My late husband's grandson suffered from ME. He couldn't
go on living but committed suicide at the age of 23.

Orin Ivan Vrkaš

Zagreb, Croatia

2017-10-03

I've had it for 6 years. I know what it's not.

Helen Taylor

Tunbridge wells,
England, UK

2017-10-03

Too many people are being left to struggle on with little or
no help.

Camilla Solheim
Adams

Nordkjosbotn,
Norway

2017-10-03

Had ME for 17 years. I work in the medical ﬁeld as a
biomedical engineering. This is not a functional disease.
There is so much evidence.

John Onjjboat

Valletta, Malta

2017-10-03

It's there right to be looked after

Patrick Turley

Wokingham,
England, UK

2017-10-03

I want people to realise that ME is an illness not a condition!

Peggy Nagle

Dayton, Ohio, US

2017-10-03

I am caregiver for my partner who has had ME/CFS for over
30 years. This is a real disease and not functional.

Prof. Peter Patrick

Wivenhoe,
England, UK

2017-10-03

Signing in memory of Jo Reed

David Stergo

Berwick,
Australia

2017-10-03

When you live with it, you know that it is not purely a
"mental condition" Just because you can't ﬁnd a cause, don't
just label it "mental".

David Stergo

Berwick,
Australia

2017-10-03

I think there seems to be an attitude of, "we can't ﬁnd a
cause, therefore it's a mental issue"

Kathryn Mullins

Fresno,
California, US

2017-10-03

My and my family's lives have been devastated by this
debilitating disease that I've had for over 20 yrs. Now
bedbound at 66. I was active in every aspect of life. It took
5yrs to diagnose. Then and now still no treatment that
works for all. EXCEPT WE DO KNOW IF YOU PUSH, YOU
CRASH. After so many crashes you may not.be able to get
up again. This is multi systemic disease so even talking,
reading, bathing, taking a walk can be considered pushing
for some. If you aren't going to listen to your patients: 1. You
shouldn't be in the ﬁeld of medicine. 2. Then listen to the
many experts all over the world that KNOW this is a multi
systemic debilitating disease that effects up to 2 million in
the USA alone.

Philippa Ferguson

Hamilton NZ and
Dublin, Ireland,
Ireland

2017-10-03

I know someone with this disorder. She is one of the
most positive and dynamic people you could meet yet has
contracted ME.

Connie Elder

Cambuslang,
Scotland, UK

2017-10-03

CFS sufferer, counting 'spoons' daily

David Stott

Huntingdon,
England, UK

2017-10-03

A lot of my family and my partner have, or have had,
ME/CFS. Seeing my Aunt unable to walk and my partner
struggle (spiritedly, I might add!) with life's activities
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is diﬃcult to see, and proper diagnosis/treatment will
inevitably suffer as a result of reclassiﬁcation.

Josie Skillen

Red Lodge,
England, UK

2017-10-03

I need to see Justice for sufferers not Judgement and
dismissal!

Stephanie Freeman

Fenstanton,
England, UK

2017-10-03

Having been diagnosed with ME last year after years of ill
health and struggling with many symptoms notably chronic
fatigue, and having been told by clinical specialists that it is
likely my ME was brought on by never fully recovering from
glandular fever aged 11, it is devastating that more is not
being done to properly classify the illness. Signed by an ME
patient who is currently mentally OK.

gina ﬁsher

West Drayton,
UK

2017-10-03

Oh, I thought this review was a sign of real progress. What
mention of thr biomedical research, genetic,and dozens of
other research projects. Bit confused, had the impression
It was a sincere re assessment. the battle goes on millions
missing...........

meshiel Brown

London,
England, UK

2017-10-03

To get the right support, the condition needs to be
understood. Miss categorize a condition and people suffer
further for lack of focused understanding and help.

Bruce Morier

Gold Coast,
Australia

2017-10-03

I'm signing because it needs a big government ﬁnancial
help. help

Tanya Marlow

Plymouth,
England, UK

2017-10-03

This is the equivalent of denying a disease exists. Although
there is no clear agreement on the aetiology of M.E., an
absence of evidence is not evidence of absence. The premise
of a functional disorder relies on there being no other
explanation for the symptoms - but this is simply not true.
There are too many biological abnormalities for this to be
shunted in the realm of internalised stress. In the NICE
guidelines for ME itself, it does not deﬁne it as a functional
disorder, and the World Health Organisation deﬁne it as
a neurological condition. A minority of psychiatrists don't
believe in ME as an organic disorder, but the evidence
is growing to the contrary. The NICE guidelines for
neurologists are extremely important for the fair treatment
of ME patients, and it's imperative that they reﬂect the latest
evidence, not just one outlier theory.

Donna Culp

Memphis,
Tennessee, US

2017-10-03

I’ve had this DISEASE for over 40 years . ME is Progressive
!!!! Too much activity causes HORRIFIC WORSENING of All
the symptoms. PLEASE , get this RIGHT . Many people’s lives
Depend o it !!!

Kaye Bonato

Kyogle New
South Wales,
Australia

2017-10-03

I'm signing because of my darling friend in the UK. I know
she's not the only one suffering but she's very special to me.

Nina Peterson-Tait

Woodthorpe,
England, UK

2017-10-03

I believe that ME is a physical disorder which requires
medical research.
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bee mundy-castle

MANCHESTER,
England, UK

2017-10-03

More must be done to support people with this aﬄiction.

Rebecca Rattle

Ipswich,
England, UK

2017-10-03

It has affected many of my family including my aunt and
sister

Diane Thompson

Leeds, England,
UK

2017-10-03

I suffer from this disability !! I didn’t Ask for illness !! I didn’t
ask to be in pain We need more recognition please please
help us this illness happened to me after getting swine ﬂu !!
It’s not caused by mental health problems

Diane Thompson

Leeds, England,
UK

2017-10-03

I have had this illness since 2011 and I am getting worse
! I didn’t ask for it I just caught swine ﬂu !! My gps won’t
test me for anything else they put evreything down. To the
illness

Martin Holland

Leeds, UK

2017-10-03

There is ample good scientiﬁc evidence of physical
abnormalities in ME; so the term 'functional disorder' simply
does not apply. NICE needs to look at evidence from other
sources than just a small group of UK psychiatrists, who
perpetuate a discredited model using discredited diagnostic
criteria.

Sarah Swithenbank

Leeds, England,
UK

2017-10-03

My dad has M.E and it deserves a full recognition of this
debilitating illness.

Jessica Maher

Wythenshawe,
England, UK

2017-10-03

It needs to be done

Cathy Clarke

Stockport,
England, UK

2017-10-03

My son is 12. He was diagnosed at 9. His headteacher
initially said he had an attachment disorder and didn't want
to leave me. He actually had glandular fever followed by
severe croup, leading to ME/CFS.

Brian Welch

Longridge,
England, UK

2017-10-03

I had ME for almost 10 years. This started suddenly at a time
I was ﬁt, activem, and enjoying life. GP ﬁrst diagnosed a
virus from the inital starting symptoms, dizziness exhaustion
coming on in hours whilst out walking the dog. There was
not an emotional/functional cause.

Loz Murray

Montrose,
Scotland, UK

2017-10-03

I was misdiagnosed with ME/CFS and it turned out to be
Lyme disease and multiple co infections. This I can assure
you was not in my head it was a serious bacterial infection!

Douglas Morrison

Camberwell, UK

2017-10-03

I am signing this petition because my daughter was
diagnosed with ME/CFS two years ago, and we've
experienced ﬁrst-hand the ignorance across the medical
profession when it comes to this illness.

Jessica Bardzil

Ramsbottom,
England, UK

2017-10-03

Thanks for putting it so well

Megan Proctor

Clapham,
England, UK

2017-10-03

I have had cfs for most of my life and ee dont get the
recognition support or understanding we need !
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Michelle Knowles

London,
England, UK

2017-10-03

My illness is most certainly not psychosomatic! I was the
happiest I had ever been when I became ill and nothing of
my illnesses are going to be "thought better". I'm outraged
that this is still being questioned and that people who are
incredibly vulnerable, are being treated with such disrespect
and suspicion.

Pam Smith

Coventry,
England, UK

2017-10-03

ME and ﬁbromyalgia sufferers need, and deserve, treatment
based on an accurate deﬁnition of their condition.

Roger Allen

London,
England, UK

2017-10-03

NICE should not shut off treatment options for ME.

Lesley Law

Draycott in the
Clay, England,
UK

2017-10-03

ME is a complex disease with symptoms similar to Lyme
Disease and very debilitating.

sharon knowles

Barnsley,
England, UK

2017-10-03

My daughter suffers this illness. It is very debilitating for her
and terrible for those around her. We feel totally helpless as
we cannot do anything to help her

Kathryn Walker

Germany

2017-10-03

It's physical. I write this for my friend, Alice Parker, who was
given a diagnosis of ME in 1989 and who died in 2006 aged
56. These were her words: "It's physical".

Debbie Evans

Weymouth,
England, UK

2017-10-03

i too am battling M.E it's real and it HURTS . Please do not
ignore us or this awful debilitating condition

Debbie Evans

Weymouth,
England, UK

2017-10-03

i have Fibromyalgia and a form of CFS , i have been battling
this for over 11 years . It's debilitating exhausting and
painful. I suggest all those out there who do not believe us
should suffer a week or so in our bodies and be denied and
ignored and fobbed off as hypochondriacs, because that's
what i was originally told !

Pierre Thieren

Wavre, Belgium

2017-10-03

Tant que l’argent est maître du jeu, nos vies ne compterons
jamais aux yeux de ceux qui le gèrent.

Kia Macpherson

Hull, England,
UK

2017-10-03

It's the right thing to do!

Kenneth Neil

Pertshire,
Scotland, UK

2017-10-03

As a sufferer of ME/CFS/Fibro and now on my 3rd attempt
at PIP and the constant throw backs from healthcare
professionals can someone please wake up and help us!

Aian Macpherson

Hull, England,
UK

2017-10-03

I had M. E. I was told to 'get over it' by educational
psychologists at school. It did not help! M. E. Is not in the
head. It does not come from anxiety or psychology. People
need time, rest and understanding. Not pressure to do the
impossible.

Kenneth Neil

Pertshire,
Scotland, UK

2017-10-03

As an ME/CFS/Fibro sufferer on his 3rd PIP refusal and
desperate for help, please can we get some help for us, we
all want to be better and hope and pray that we can be!
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Pauline Laughton

Chard, England,
UK

2017-10-03

Having had M.E. for nearly 20 years l KNOW!!

Amanda Murdoch

Llandysul,
Wales, UK

2017-10-03

ME is physical not emotional. No one should be left crawling
across a room being shouted at by a nurse that it's "all in
your mind" as a friend of mine was.

Joanne Godwin

Roehampton,
England, UK

2017-10-03

When you know someone suffering from ME, you know it
is not a functional disorder. The experiences/evidence of
suffers and their families/friends should not be ignored.

Jessica Campbell

Fareham,
England, UK

2017-10-03

I’ve had psychological illness in the past and this is not it.
Never in my life has my body let me down like it is now. I
need a neurologist not a chat with a therapist.

reg dickson

Stranraer,
Scotland, UK

2017-10-03

I am 69 and have suffered me. for 35 years I try to keep my
exercise at a low level so i dont suffer the following days.
more should done for young people with me

Jackie Davie

Leeds, England,
UK

2017-10-03

Many friends, including those in support groups online live
with ME, and it's debilitating side effects, physically, and
psychologically. This is not 'all in their heads'.

Steph Walford

Bishop's
Stortford,
England, UK

2017-10-03

I can.

Gemma Binns

Ipswich, UK

2017-10-03

More MUST be done. Hope this gets the signatures plus
more!

Helen Gibb

Galashiels,
Scotland, UK

2017-10-03

Sick of waiting for proper scientiﬁc research and treatment

Emma Phillips

Shrewsbury, UK

2017-10-03

I believe that people with ME/CFS deserve proper treatment
not side lining

Gareth Cook

Skelmersdale,
England, UK

2017-10-03

The reason is simple because I'm human and more needs
doing

Monica Cameli

Boardman, Ohio,
US

2017-10-03

This is a serious medical condition! We need people to
recognize this and truly help those who have this terrible
condition!

Lyndsey robson

Edgware, UK

2017-10-03

Because it's the right thing to do.xx

Lin Macpherson

Cambridge, UK

2017-10-03

This is false information !

jacwui
barbet-shields

surrey united
kingdom,
England, UK

2017-10-03

I have ﬁbromyalgia cfs and me

Rachel Best

Milford Haven,
Wales, UK

2017-10-03

I have known 2 people who have suffered from this illness
and have seen the consequences of their suffering. It is very
real.
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Lesley Downie

Findhorn,
Scotland, UK

2017-10-03

those with ME need support and treatment not to be
dismissed

margaret cox

Alresford,
England, UK

2017-10-03

More needs to be done . Don't shove it on the back shelf
help needed on more diagnosis

Suzanne Williams

Feltham,
England, UK

2017-10-03

I did not choose to lose my health, hopes, dreams and
ambition throughout my entire adult life to ME/CFS. I have
tried to live my life despite this illness and it is an insult to
all of the people suffering and trying to do the same to call
it a 'functional' condition. People who are naturally hard
workers who do not deserve this stigma. There may not
be a cure in my lifetime but I hope future generations will
beneﬁt from research and attitudes will shift from disbelief
to support.

Leslie Wilson

London,
England, UK

2017-10-03

It IS important.

Lindsay Offer

Croydon, UK

2017-10-03

My daughter has had ME for 17 years and has yet to see a
consultant for ME under the NHS.

christine Buckler

Ilminster,
England, UK

2017-10-03

I know it's real...

Rachel Dalgleish

East Kilbride,
Scotland, UK

2017-10-03

I'm signing because it's time we no longer stay silent about
M.E. #

Colin Freeman

Bury St
Edmunds,
England, UK

2017-10-03

I am signing because its time for politicians of all parties to
join the rest of us in reality and get out of their bubbles that
they live in. Its time for you to start doing the right things,
recognising ME and funding research into it would be a
good start.

Herbie Golightly

Heysham,
England, UK

2017-10-03

Because people suffering from genuine, debilitating physical
symptoms should not be brushed aside with an "it's all in
the mind" simplistic response.

LOUISE FROST

Halstock,
England, UK

2017-10-03

If my sister in law had not been rebuffed by a neurologist in
2013 she may now be walking than in a wheelchair. It's for
her and others in a similar situation.

M Wright

Manchester,
England, UK

2017-10-03

M E is such a misunderstood condition. More needs to be
done.

Christine wood

Colchester,
England, UK

2017-10-03

I have ME.

Jodi Block

Hudsonville,
Michigan, US

2017-10-03

As a person with ME/CFS for 25 years, I can vouch for the
fact that it is not a functional disorder.

Marie Moon

Leeds, England,
UK

2017-10-03

My husband suffers with me and believe me he would rather
be ﬁt and well than how it affects his way of life.

Name

Location

Date

Comment

Marie Moon

Leeds, England,
UK

2017-10-03

The doctor told my husband oh it will go away in two years
wish I could bump into her eighteen years later.why would
you give up a good quality of life if it's all in your head more
needs to be done.

Christine Argyle

Southampton,
England, UK

2017-10-03

It is very diﬃcult watching your daughter struggle with life
now with ME when once she was such an active and involved
member of society

Clare Jones

Manchester,
England, UK

2017-10-03

I know too many people who have or are suffering from
ME not to be shocked by the way it is handled by medical
professionals (not all!) and society at large.

Tim Wilcox

Manchester,
England, UK

2017-10-03

It’s a debilitating illness

graham argyle

colchester,
England, UK

2017-10-03

SUPPORT IS NEEDED AND FEEL IT IS A SHAME PEOPLE
HAVE TO DO THIS WHEN IT SHOULD BE AVAILABLE
AOTOMATICALLY - NHS SHOULD GET THEIR PRIORITIES
RIGHT

Lisa Whight

ipswich,
England, UK

2017-10-03

M.E is a life changing illness that is not recognized or
understood by so many people, sadly including alot of the
medical profession, we need awareness and support.

Susan Ballantyne

Newcastle upon
Tyne, England,
UK

2017-10-03

I have personal experience of illness and the prejudice it
brings!

Anna Lamoury

Slyne, England,
UK

2017-10-03

My friend was cured of ME by the lightening process which
acknowledges that it is a disorder of the autonomic nervous
system.

Julie Phillips

Elkhart, Indiana,
US

2017-10-03

No one would willingly lose everything they loved: career,
relationships, ﬁnancial stability, cognition, ability to
participate in athletics, travel if it were a functional disorder.
If I could control my heart rate, blood pressure, blood
volume and other physical symptoms while upright, I
certainly would. No one would choose abuse from medical
system.

Audrey Hughes

Tring, England,
UK

2017-10-03

Sufferers need all the help they can get.

Anna Arnone

Eastbourne,
England, UK

2017-10-03

I suffer from ME. It is not a functional disorder. It is
real, probably a number of different illnesses, one of
which is probably an over active immune system. I have
long thought my ME symptoms are rooted in the latter.
Others with ME will have different symptoms and causes.
Stop discriminating and making our lives worse. With
understanding and support, and if the quacks actually listen
to us, we can improve things for all people with ME. And
ﬁnd the causes (plural) thus diagnosing the diverse diseases
under this umbrella term.

Name

Location

Date

Comment

Edwin Thwaites

Lancaster,
England, UK

2017-10-03

Science needs to be independent of the politics of scientiﬁc
careers.

Amanda Wood

Taunton,
England, UK

2017-10-03

I have two friends who suffer from this debilitating illness more support and awareness is needed.

claire glare

Liverpool,
England, UK

2017-10-03

I'm signing because I know several people with ME and it is
not psychosomatic

Barrie Cartledge

LANCASTER,
England, UK

2017-10-03

I believe in it.

Andrew Barr

Newbury,

2017-10-03

My wife suffers from this, and have seen the pain and an

England, UK

anguish that has taken over her life.

Lynn Dunn

Stowmarket,
England, UK

2017-10-03

I know a lot of people with ME and they deserve better

Amity Slockee

Bruny Island,
Tasmania,
Australia

2017-10-03

ME is not a functional illness. The patients know this, their
carers know this and research is increasingly uncovering the
physical issues behind this illness. Don't be ignorant NICE.

Jennifer
Heinzelman

Bainbridge
Island,
Washington, US

2017-10-03

To have ME classiﬁed correctly for all who suffer from this
disease

Shirley white

Andover,
England, UK

2017-10-03

S A WHITE

Lucinda
Cuthbertson

Brattleboro,
Vermont, US

2017-10-03

My Sister-in-Law had this disease and she is as far from a
pyschological disease as you can get. She did recover from
ME after about two years with help from a real Doctor.

Karen Murphy

Petaluma,
California, US

2017-10-03

Living in US

Stephanie Freeman

Fenstanton,
England, UK

2017-10-03

##

Sharleen Harty

Berkeley,
California, US

2017-10-03

I have had ME?CFS for 4 years & am now bedridden - before
I was a swimmer, walker, teacher, researcher & grant writer
- both in US & abroad.

Sue Relf

Carshalton,
England, UK

2017-10-03

People in chronic pain should not be left to just get on with
it ,

Nicole Flores

Woodside, New
York, US

2017-10-03

It's about time y'all got your head out of your asses. I've lost
my patience and my decorum. You know better. You've been
educated better. ACT LIKE IT.

Janet Eccles

Grange-over-Sands, 2017-10-03
England, UK

I'm signing this because my daughter aged 40 suffers
from this blighting condition. It needs to be researched
thoroughly and properly RIGHT NOW!

Name

Location

Date
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Tammy Mildren

Plymouth,
England, UK

2017-10-03

I have m e and it is very much a physical disability as I 99%
it's cause my non epileptic sezuires

trisha lie

Orphir, Scotland,
UK

2017-10-03

NHS does and says what it wants and get off with utter
neglect

Hannah Deane

Union City, , US

2017-10-03

I have ME and it's awful to be so misunderstood

Katie Taylforth

Killinghall,
England, UK

2017-10-03

i have ME

Nicola Wright

Manningtree,
England, UK

2017-10-03

I’m signing because I have a special needs daughter & also a
family with other mental health/physical issues & there just
isn’t enough understanding/training or funding to ‘easliy’
access help/information & support without having to ﬁght
which when you are living with someone with a chronic
illness is exhausting.

Sarah Greely

Margate,
England, UK

2017-10-03

We shouldn't be putting barriers up to treatment. End the
'blame culture' for all the courageous sufferers!

sanchia reed

Taunton,
England, UK

2017-10-03

I have suffered for 27 years and I am sick of the medical
profession sidelining this illness and their blatant "just chuck
it in the f*** it bucket" attitude

Helen McDonagh

Brighton,
England, UK

2017-10-03

People are suffering with little support or understanding. Its
time to acknowledge ME/CFS as a dabilitating illness

Anna Holmes

Towednack,
England, UK

2017-10-03

Because they are not telling the truth. It’s not emotional

Wilma Scott

East Kilbride,
Scotland, UK

2017-10-03

ME has to be recognised and sufferers and their
family/caters get all the help available.

Julie Savage

Tea Gardens,
New South
Wales, Australia

2017-10-03

I have experienced Chronic Fatigue for 20 years and I'm
nowhere near as sick as those with MEI know from ﬁrst
hand experience from having friends with CFS and ME
and from research papers I've read and evidence from all
over the World including the work and clinical studies of
Paul Cheney MD PhD and Daniel Peterson MD McGregor
& Dunstan Newcastle University NSWSuhadolnik et al and
others Harvard University Etc etc etcThat ME is NOT caused
or created by psychological means and NICE therefore
is operating under false and misleading premises and
are therefore negligent in their duty of care to patients
and the public suffering from and often severely disabled
by CFS/METhankyou very much for your willingness to
appreciate the Truth and act accordingly in this regardYours
SincerelyJulie Savage

Les Rood

Miami, Florida,
US

2017-10-03

I have suffered painful unsettling nuerological problems. As
time has gone by some are better but some are worse. But
remembering how i was treated is still a tender wound.

Kate Bower

Bristol, England,
UK

2017-10-03

Queensland’s Griﬃth University have identiﬁed the cause
of the disease. Please consult them and others who

Name

Location

Date

Comment
understand the workings of this illness. Claiming it’s
psychological can only be an emotionally or prejudicially
based action whilst it ﬂies in the face of scientiﬁc research.

Sharon Moy

Ipswich, UK

2017-10-03

Its so unfair and needs to be addressed .

Penny Rose

Kettering,
England, UK

2017-10-04

I have chronic ME...25 years .. my daughter 39 years has it..
son 24 years has it and my youngest 16 has it!! So very very
diﬃcult.i am a nurse and am now only able to work 12 hours
a week.. my eldest after completing her degree and then
a masters can only work 1 split day and my son works full
time but crashes every night at 7pm! No help, no support,
no answers..

Penny Rose

Kettering,
England, UK

2017-10-04

Oh and just to add... Haven’t even got the energy or brain
power to apply for ﬁnancial help from disability... and have
been advised I will probably be turned down anyway ##

Marsha Gresko

San Diego,
California, US

2017-10-04

20 years of being dismissed and misdiagnosed. There are
overt and veriﬁable lab indices and the physical evidence
has been directly in front of their faces. This is ego and
arrogance in action on their part.

Maureen Pelton

Carlsbad,
California, US

2017-10-04

I have suffered with M.E. for 42 years.

Kathryn Casey

Dublin, Ireland

2017-10-04

Kathryn Casey

Tanjil Wright

Australia

2017-10-04

Too many people have been ignored and referred to
psychiatric care rather than address the physical reality of
ME.

Denise Dawson

Australia

2017-10-04

This is a ridiculous statement

sarah dietschi

Encinitas,
California, US

2017-10-04

A friend suffers and has been struggling for a
diagnosis/treatment for YEARS! More research $$ and
treatment options are needed!

Gail Adams

Coventry,
England, UK

2017-10-04

I am wheelchair bound with this illness. No depression, still
enjoying my life when pacing but need a cure not pointless
nice rubbish circulated to drs. It's time for change'

Matthew Willis

UK

2017-10-04

MY girlfriend has had m.e for well over 6 years now some
days are worse than others but people who do have it
need to listen to there bodies as when you do feel drained
with energy that is the key time to just rest.. 1 thing that
makes me smile is that she still stays strong and positive but
there needs to be so much more resources available so this
disease can be understood as most doctors just haven't got
the knowledge needed.

Samantha Frost

UK

2017-10-04

I am probably going to be diagnosed with this very soon
and I have been treated very badly by my gp. I also deﬁnitely
have Lyme disease but the gp will not admit to this.

Name

Location

Date
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Madiha Gemie

Lochmaben,
Scotland, UK

2017-10-04

Yes ~ M.E. has to recognised ~ can be a debilitating illness &
can effect any one of us at any time in our lives ~ need more
research into M.E. for sure ####

Gwynneth Elias

Port Talbot,
Wales, UK

2017-10-04

The way that we are treated is disgraceful, inhumane and
intolerable. The ignorance and trivialisation of this life long
and devastating illness is cruel and unforgivable. 22years
and I'm still waiting for respect.

Emma Rosser

Porth, Wales, UK

2017-10-04

My son has M.E along with EDS-H type 3 and Fibromyalgia.
M.E is NOT a psychological illness, noone choses as 18 to be
in a wheelchair or bedbound!!! Its a real physical illness and
needs proper research and proper treatment.

Suella Postles

East Leake,
England, UK

2017-10-04

This is a vital identiﬁcation to make clear.

Alyson Heath

Coventry,
England, UK

2017-10-04

ME needs to be given a higher proﬁle to help those who are
genuinely in need of help and support.

dean
MacKay-Morris

DEVIZES,
England, UK

2017-10-04

ME should have neurology support like other diseases like
MS

Anne Sharman

Ibberton,
England, UK

2017-10-04

I've had M.E for 20 years. It has blighted the life of my family
and myself causing ﬁnancial hardship and misery. It is not
"all in your mind" I try so hard to have some quality of life
but every time I do something fun I pay for it big time. I
agree, more funding is seriously needd

Sharon Potter

Melton
Mowbray,
England, UK

2017-10-04

I also believe M.E./CFS is not a 'functional disease' and
should not be referred to as this unless there is clear
evidence this is the case... (Which there currently isn't of
course) As a sufferer I'm totally bewildered by all the very
severe symptoms, but can pinpoint the sudden onset to
a virus with fever, which started it all in my case.There
needs to be way more research and less 'speculation and
assumption'

Helen McDonagh

Brighton,
England, UK

2017-10-04

Real help is needed.....diagnosis, treatment and better
awareness in the medical community

Sharon Potter

Melton
Mowbray,
England, UK

2017-10-04

Ive had m.e/CFS for 4 years... I can attribute it's onset
to a virus with dizziness, fever and severe headaches... I
just never got better and my whole nervous system went
crazy for a good few months! It's bewildering with all the
symptoms changing day to day. It's certainly a physical
disease and frustrating that no matter what you try to
improve your health, mentally and physically, it's just
relentless. There needs to be more research, investigations,
awareness and way more support from the various medical
professions for the millions of sufferers.

Christopher Jones

Birmingham,
England, UK

2017-10-04

I have ME/CFS.It's a terrible condition and fundamentally
life changing.Thank you to everyone for sharing and giving
what you can.

Name

Location
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Laura Quigley

Woolwell,
England, UK

2017-10-04

Because they haven't learned a thing from 20 years of
research!!!!!

Kim stewart

wisbech,
England, UK

2017-10-04

I've yet to speak to a doctor who has asked about the my
me symptoms. I haven't been advised on any help available.
My doctor looked up the NICE advise when I had been
diagnosed and nothing else. No conversation at all.

Dorothy Buggle

Whitchurch-on-Thames,
2017-10-04
England, UK

There needs to be more support and research for ME/CFS

Susan McCann

Clayhanger,
England, UK

I have ME and am incensed that NICE appear yet again
to be moving backwards rather than forwards in their

2017-10-04

understanding of the condition.
Linda Harrison

Mali Losinj,
Croatia

2017-10-04

In support of Nicola and anyone else who needs people to
pull together in supporting this illness...

Chloe Edgar

Weston,
England, UK

2017-10-04

One of my closest friends suffers with this illness and she is
the most brightest person i know. I can tell you now she is
not 'mentally ill or confused'

Clare Wilson

Honley, England,
UK

2017-10-04

I have ME and have had no help from the medical
establishment what keeps my condition stable is the
supplements I have to buy myself and the homeopathic
doctor which has been more help than my own.

Clare Wilson

Honley, England,
UK

2017-10-04

ME is s crippling illness with no recognition. I have been
called lazy, a hyperchodriac , I have been told it's all in my
head?I have to ﬁght to keep my beneﬁts every year. Even
though I have evidence from my doctor of my chronic
condition.My life has been totally affected by this illness. ME
is caused by a retrovirus similar to AIDS We need to have
this recognised.As the condition is very debilitating.Antiviral
medication from my homeopathic doctor is the only
medication so far that is giving me relief

Stuart Kimber

Birmingham,
England, UK

2017-10-04

My daughter has M.E.

Andrew Tatlock

Bolton, England,
UK

2017-10-04

My mother suffered with M.E for over 40 years and got little
or no support from her GP and no recognition from the
NHS.

Karen Davies

Pyle, Wales, UK

2017-10-04

Loads of people need help and support in life, and there's
nothing out there! people are suffering and perishing,
through lack of it !

Andrea McAllister

Coventry,
England, UK

2017-10-04

Need help for this disease

Diane Burns

Indianapolis,
Indiana, US

2017-10-04

This condition is real. I care about those who suffer from it
and want to help.

Name
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Laura Johnson

Hartlepool,
England, UK

2017-10-04

My sons have MEIt’s taken their life

Emma Dickinson

Accrington,
England, UK

2017-10-04

They should be researching these illnesses . Sick of hearing
you have FND (functional neurological disorder) which is a
sham diagnosis when doctors have no answers. They won't
admit it but the diagnostics just aren't ready for ME or CSF
patients but that doesn't mean the patients are responsible
for their illness and they deserve as much support if not
more.

Kevin Carey

trim, Ireland

2017-10-04

I Know ME is a Physical Condition

Anthony Roach

Manchester,
England, UK

2017-10-04

Nice ha ha Not so nice idiots

Emma Northwood

Leeds, England,
UK

2017-10-04

I am a research scientist, with a PhD in biomedical sciences.
I have had M.E. for nearly 20 years and it is a real physical
condition.

William Holder

Asheville, North
Carolina, US

2017-10-04

I sincerely hope members of NICE and their families don't
have the misfortune of experiencing CFS personally - they
would change their tune in a hurry.

Gail Boyd

Australia

2017-10-04

These people should be supported

Frater Atrous

Bromley,
England, UK

2017-10-04

I suffer yet docs won’t recognise it as a condition even
though I’ve suffered from age of 12. Now at 40 they say I
can’t have a condition that long .

Adeela Qureshi

Birmingham,
England, UK

2017-10-04

I have suffered with M.E and Fibromyalgia for close to six
years. It is an organic disease that destroys lives at the
moderate, severe and very severe end of the spectrum.

david loomes

West Wickham,
England, UK

2017-10-04

NICE & The NHS are in the dark ages, current recent
Biological Researches are getting very close to ﬁnding the
cause / causes of this horrible disease. 30 seconds spent on
google ridicules NICE thinking and current approach!

Thomas Scott

Skelmersdale,
England, UK

2017-10-04

This is more common than people think and is an awful
illness.

Coko McCarten

West
Sacramento,
California, US

2017-10-04

I'm signing because I know ﬁrsthand the horrible affects of
this condition from several of my clients. Let's ﬁnd a cure.

Judy Openshaw

Isle of Man

2017-10-04

It is something we all should be aware of

Sylvia Rollison

Sellindge,
England, UK

2017-10-04

My daughter has suffered from ME for over 20 years, it has
caused her so many problems in her life. It exists and should
be known.

Julie Osborne

Cheslyn Hay,
England, UK

2017-10-04

Having to watch my beautiful daughter change from being
a happy, lively teenager into a young person who was
in constant agonising pain. Someone who could hardly
leave the house for over 4 years...and then it had to be in

Name

Location
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Comment
a wheelchair was the cruelest thing ever! Please sign this
petition for Jodie, myself and all the other poor people who
suffer this cruel disease. Thank you xx

Nicky Hemery

Godalming,
England, UK

2017-10-04

I am signing because I have had ME/CFS for over 14 years
and the impact of it is with me every day. I no longer claim
incapacity beneﬁt or ESA because the pressure of having to
'prove' I was ill every six months and then being told I wasn't
is too exhausting and only worsens my condition.

Jacqueline
Roxby-Brown

Neasden,
England, UK

2017-10-04

The People who have this terrible disease have a right to a
descent life as possible! They should not be compared with
other Disabilities!

Sarah Pick

Littlehampton,
England, UK

2017-10-04

I have had m.e. For 10 years and it's a really devastating
illness that needs tons of research put into it to cure so
many ill people around the world

Jodie Osborne

Walsall, England,
UK

2017-10-04

I suffer from this awful condition. It's about time people take
it seriously!

Sue Glover

Cheltenham,
Gloucestershire,
England, UK

2017-10-04

I & many others (who have a more severe form) are treated
appallingly! This includes a G.P. in my local practice! I will
NOT see him again! HELP needed - not 'stigma'; denial!

eimear forde

Galway, Ireland

2017-10-04

ME destroys lives, it is a physical biological illness. No
amount of cbt changes that. People with ME need medical
research and treatment for this devastating illness. Please
face the truth and do the right thing for the ME community.

Jon Campling

London,
England, UK

2017-10-04

Cos its bullsh!t x

Christine Mackie

UK

2017-10-04

I live with this illness and have tried everything to get better.
I have done extensive research myself and I know it is
neurological

Shammi Aulakh

Edgware, UK

2017-10-04

M.E does destroy lives and more research should be done.

Patricia Oldﬁeld

Huntingdon,
England, UK

2017-10-04

I suffer from this condition and just need the public and
professionals to understand what we sufferers go through.

Kelvin Brown

Willenhall,
England, UK

2017-10-04

It is certainly not all in the mind. Easiest explanation to give.

Sally Adams

Saint Helens,
England, UK

2017-10-04

I have Fibromyalgia and was told by a smug neurologist,
based on zero scientiﬁc evidence, that it was all in my head.
Utter nonsense and immensely insulting to those of us who
battle these diseases and regus3 to give in to our symptoms.

Rebecca Lewis

Grayrigg,
England, UK

2017-10-04

Because I have ME, and so does my daughter.

Lotte Mason

Conwy, Wales,
UK

2017-10-04

I'm signing because it's so important for people to be
respected and have their health diﬃculties recognised,
understood and treated by someone knowledgeable!

Name
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Anna Martin

Kendal, England,
UK

2017-10-04

Having suffered with ME since I was 9, missing school and
losing friends, being unable to maintain even a part time
job for 4 weeks and recently having to go into a wheelchair
because I am unable to walk without shaking, weakness and
pain, being mostly housebound and struggling to breathe
from the exhaustion I can safely say it is not a 'functional
disorder' as they would like you to believe.People with this
condition would give anything to actually be able to work, or
even anything more than just exist.

karolin holtorf

Germany

2017-10-04

Weil ich helfen möchte. Und auch betroffen bin.

Jane Hunting

West Bridgford,

2017-10-04

My daughter was successfully treated by a healer whose

England, UK

opinion was that ME 'lives in the gut'. He kick started her
immune system into recovering and she was completely
well again after 3 years and went on to get a Masters in
Psychology.

Gabriella Russo

Bushey,
England, UK

2017-10-04

Having gone through ﬁve years of serious illness due to ME,
and with no diagnosis or help, I know that people with these
conditions need the proper diagnosis and treatment.

john muir

Houston, Texas,
US

2017-10-04

i have this and its caused by the toxins used by those in the
medical system. idiots that they are.

Elizabeth DeAlwis

Sudbury,
England, UK

2017-10-04

My 14 year old son has been sick with ME for 2 &1/2 years
& we need to ﬁnd a cure for this illness that is becoming an
epidemic.

Elizabeth DeAlwis

Sudbury,
England, UK

2017-10-04

This is most deﬁnitely a physical illness I have whitnessed
each & every day for the last 2 & 1/2 years in my now 14 year
old son.

Elizabeth DeAlwis

Sudbury,
England, UK

2017-10-04

This is most deﬁnitely a physical illness that I have
whitnessed each & every day for the last 2 & 1/2 years in my
14 year old son. Please sign to help raise awareness of this
crippling illness.

Robbie Stepney

Colchester, UK

2017-10-04

2 years ago my wife was as ﬁt and healthy as anyone could
be. She ran a few times a week, did exercise classes and
was enjoying life. Then literally overnight following virus
like symptoms her life changed. Too many symptoms to
list in addition to massive unexplained daily fatigue. Ive
been shocked and disgusted with the complete lack of
understanding and support from the medical profession.
(other than one supportive GP) We’ve been pushed from
pillar to post, no one listening, no one taking responsibility.
Unacceptable. Recently have an ME diagnosis but now what?
This IS NOT a functional disease, it’s A PHYSICAL one. If you
saw the effect ME has on someone on a daily basis you’d
never say that, and would realise just how unimformed,
unhelpful, and disrespectful that statement is. Wake up.
Give people with ME the help they need and deserve.

Thomas Hill

Bolton, England,
UK

2017-10-04

Becauase I support this petition

Name

Location

Date

Comment

Jai Adami

Edinburgh,
Scotland, UK

2017-10-04

ME = long term chronic fatigue a severe physical condition
with huge psychological implications

robin strickland

Tollerton,
England, UK

2017-10-04

My wife has this.

Carmelina Crudo

Canada

2017-10-05

I came down with the Epstein Barr virus June 2016 and it has
developed into CFS/ME. I had the usual Mono symptoms for
3 months but then I just got more weak and more fatigued
leaving me bed ridden for 14 months straight. I already had
Fibromyalgia, Myofasia Pain Syndrome, Chronic Regional
Pain Syndrome, Piriformis Syndrome, Meniere's Disease,
Blephura Spasm, Complex Chronic Pain Disorder, Breast
Cancer survivor only 3 years in, and Leaky Gut. But this
past year after getting sick with the virus, my life was a
nightmare. I had a ruptured cervical disc in 2005 that started
this excruciating painful journey and after surgery I was left
with a spinal cord injury. Nothing I have experienced was
as fatigue induced as this horrible disease. Nothing ever
stopped me from going to church and cooking dinner and
living some kind of life. I lived every minute of every day im
excruciating pain for 12 years yet nothing put me in bed
unable to dress myself, feed myself or look after my family
until CFS/ME. This is real an

Rona Jones

Holywell,
England, UK

2017-10-05

I have an amazing friend with M.E they need more help not
less

Gillian Stewart

Edinburgh,
Scotland, UK

2017-10-05

I feel very strongly that there needs to be more in place
to diagnose treat and monitor people with this illness.it
is multi faceted and prob no two people have the same
symptoms,more specialist involvement needed

Lisa Munroe

UK

2017-10-05

This has effected a member of family

Claire Higham

Ely, England, UK

2017-10-05

Support for ME had been terrible and mainly because
doctors don't know enough about it and then push the
cause on the patients and not about their ignorance.

Carmel
Cunningham

Brighton, UK

2017-10-05

I overcame a broken neck through rehab, I got through
meningitis but I cannot ﬁght M.E. it disables you with
exhaustion, severe weakness and pain. The more you try to
ﬁght it the bigger your relapse that can last weeks, months,
years or a lifetime

R Biomedtherapies

Cambridge,
England, UK

2017-10-05

I was ill for three years, and bedbound for a large part, with
M.E./C.F.S which was awful but I was 'lucky' in comparison
to some who have been suffering with this for decades.
For me, and others I have since met, it was just a label
for underlying chronic infection that the doctors couldn't
diagnose because my immune system wasn't strong
enough to produce a response that would give a positive
blood test. I had some success with supplements, more
improvement with long term antibiotics but couldn't
get any further or back to work. I found out about a
non-invasive, effective alternative therapy that is not

Name

Location

Date

Comment
common in the UK but is practiced all over the world,
including Europe, USA, Australia and all over South
America, which has helped me get my life back and back
to health. If you want to hear more about my story, email
me at <a href="mailto:biomedtherapies@gmail.com"
rel="nofollow">biomedtherapies@gmail.com</a>

Penny Philcox

Sheﬃeld,
England, UK

2017-10-05

My daughter has this debilitating condition so I know
ﬁrsthand the importance of this issue

Alison Jackson

waterlooville,
England, UK

2017-10-05

I have M.E. and have had it for over a decade. I also have
ﬁbromyalgia. I know ﬁrst hand how damaging the belief that
it is a functional disorders related to tge emotions of the
patient is. Unless this attitude changes we can never hope
to establish a true record of prevalence in the UK, devise
treatment plans that work or hope for more research to
combat it. That starts with NICE.

Hayley Smith

Mossley,
England, UK

2017-10-05

I agree, I also have M.E.

alamara munshi

Sheﬃeld,
England, UK

2017-10-05

I believe that ME/CFS, is a pointer to underlying chronic
conditions.

Kelly Keep

Hove, England,
UK

2017-10-05

I have M.E. and I’ve had almost no help and so much
misunderstanding and disdain from others, including
medical professionals. Guidelines need to be correct.

Valerie Nicholson

Scarborough,
England, UK

2017-10-05

The reasons for the increase in neurological disorders have
for far too long been under-researched, underfunded and
the effects underestimated. Especially in ME where NICE's
present classiﬁcation is highly inappropriate and treatment
given often in many cases makes the patient more " broken
".

Stuart Rea

Arbroath,
Scotland, UK

2017-10-05

I know someone who suffers from this horrible condition

Nathan East

Lymington,
England, UK

2017-10-05

This is a step back in attitudes that reminds me of the
situation, 30 years ago, when I was ill with ME. This must be
changed!!

Morag Stone

Greenock,
Scotland, UK

2017-10-05

I suffer from ME/CFS - the condition I battle with every day
is certainly not driven by emotion. I’m really offended by it
being classed as a ‘functional disorder’

Morag Stone

Greenock,
Scotland, UK

2017-10-05

I have suffered from ME/CFS now for 3 and 1/2 years and I
have had no help from Dr’s or consultants at all, well apart
from being given an ambient wheelchair to use on days I
don’t have the energy to get to appts ..... however, I don’t
have anyone to push me in it.It’s not one bit emotion related
and I can’t make plans, as I don’t know how much I’ll be able
to do when I wake up each morning.It’s a horrible illness, I’m
often bedbound and I really feel for others who suffer from
this condition too x
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jude lochheas

Blaenavon,
Wales, UK

2017-10-05

M.E. is important

Jodie Ow

Foz do Arelho,
Wales, UK

2017-10-05

Because things need to change

naomi burgess

London,
England, UK

2017-10-05

i am a sufferer of ME. I am also psychological consultant
to TYMES Trust, The Young ME Sufferer and author of
Guidelines for the assessment of ME for Educational
Psychologists. I am so fed up that I get no help with my
symptoms. I was retired from my job at the age of 46 and
so had to work for myself to make ends meet. My Incapacity
Beneﬁt was stopped, I had to appeal on two occasions to get
a blue badge. I want help, I want support, I want research,
All I get is a hospital discharge when I am not better. I am ill,
not malingering. It's time to recognise my disability.

naomi burgess

London,
England, UK

2017-10-05

I have been a sufferer since 1980. I am psychology
consultant to TYMES Trust (The Young ME Sufferer) and
author of their Guidelines for ED Psychs, on assessment
of young people with ME. I was retired sick in 1996. I got a
diagnosis 16 years after onset. I got incapacity beneﬁt for a
short while. it was removed because I could touch my toes,
somehow indicating I had no issues with stamina/strength.
I had to appeal on two occasions for a blue badge. I am
lucky I can do some work for myself. I want knowledge,
acknowledgement, cure, support, help, not discharge from
hospital with no consultant to see. I wanna be better in this
life, I want to be able to put days out in my diary, I want to
go into town to exhibitions, galleries and the theatre. You
know what, if it were functional and if all it took was Mind
Over Matter then I would be soooooooooooooooo happy.

Dorothy Wiggins

Stanford-le-Hope,
England, UK

2017-10-05

I sign this petition because this is a very debiliting complaint
to have and I have seen what ME can do to a person

Elaine Byard

North Shields,
England, UK

2017-10-05

I’m an M.E. Sufferer so it makes sense to sign this petition I
got me when after being misdiagnosed with a virus I went
into a coma in my home with 1 heartbeat every 6minits
This terriﬁed my partner I woke up paralysed turned out
it had toxoplasmosis Spent 4years in a wheelchair And
I still have problems I now have seizures and although
I take medication for those seizures I don’t know what
tomorrow will bring I could end up in the wrong year or Be
so confused that I panic because I don’t know what day or
year it is I know I’m not the same as I used to be before the
M.E. To say the least there are some very bad days and some
good days Every day is special Although remembering the
day befor is really diﬃcult I’ve had M.E for many years when
I was able I obviously wanted to know more about it myself
and another lady I met at an M.E group opened a self help
support group And although we don’t have a part in that
any longer I can report that the group is still useful to many
people There is not a

Gina Hathaway

Australia

2017-10-05

5 years in bed ....no real medical care
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Sancha Briffa

London,
England, UK

2017-10-05

I'm signing because people need to be given consistent
information to help them understand their illness and to
recover from it

Sarah Mills

Winchester,
England, UK

2017-10-05

I have M.E., I have also previously studied psychology
at university for 6 years. M.E. is most certainly not a
functional disorder any more than M.S. is. It is time they
started listening to patients. Throughout history there
have been inaccurate judgements made about illness by
the psychiatric/psychological profession. Don't let this
be another mistake and base guidelines on inaccurate
assumptions and prejudices that will no doubt cause harm
to patients.

Joanne davies

Minehead,
England, UK

2017-10-05

This is SO depressing that after all these years NICE is still
coming out with such rubbish.

Samantha Heeps

Ely, England, UK

2017-10-05

When my mother was pregnant with me her extreme
sickness was thought to be in her mind and ignored by
many. Carrying my own three children with hyperemisis
gravadium I know it is a real physiological illness! I wouldn't
have survived without medical treatment...Just because
medicine cannot currently ﬁnd causes for illness it doesn't
mean they aren't very real and very debilitating.

margaret mitchell

Easthouses,
Scotland, UK

2017-10-05

ME caused me to have to give up my job and lead a very
limited life when I was in my 50's. I have worked hard at
managing this condition and I am greatly improved since
the initial onset but I still don't have a deﬁnite diagnosis
despite still dealing with muscle /joint weakness and "brain
fog" right up to present day. I stopped going to doctors or
mentioning ME as they obviously were not prepared to even
acknowledge it. I do know however that Something organic
or mechanical caused this illness and not some emotional
upset. Stress of any kind physical, mental or emotional
exacerbates the symptoms but do not cause the illness.

Joan Houston

Dalkeith,
Scotland, UK

2017-10-05

In support of all sufferers with this debilitating illness, ME!!!

sylvia ann jenkins

Chester,
England, UK

2017-10-05

M. E. needs recognition, peopleliving with it experience pain,
fatigue and loss of appetite

Julie Cairns

Blackburn, UK

2017-10-05

Having m.e. I know how this illness is not driven by emotion.
People need to understand how diﬃcult it is without being
dismisssed as emotional.

Linda Hawkins

Huntingdon,
England, UK

2017-10-05

I have this also

Geoffrey Williams

Stanton in Peak,
England, UK

2017-10-05

Anyone with knowledge of this condition will understand
that it is not a psychiatric condition. It is appalling that
NICE should say that without evidence, and essentially tell
patients it's their fault and to "think" themselves better.

Name

Location

Date

Comment

Lesley Patching

Seaford,
England, UK

2017-10-05

An awful illness

Hazel Hockings

Plymouth,
England, UK

2017-10-05

My daughter lives and works part time with this condition,
and it has very very physical symptoms, is very debilitating.

Marion East

Limpsﬁeld,
England, UK

2017-10-05

Because my son suffered this in the 1980's and still nothing
is being done.

Caroline Bader

Ashford,
England, UK

2017-10-05

I am a person with M.E. Once an illness is said to be
'functional' then zero help. We need decent biophysical
research. In the mean time we need doctors to know this is
a physical illness.

Carol Mcintosh

Newtongrange,
Scotland, UK

2017-10-05

Its a subject close to home

Irene Donelon

Manchester,
England, UK

2017-10-05

ME is a real syndrome with real physical markers not a
functional disorder

Maggie Charters

Newtongrange,
Scotland, UK

2017-10-05

Im signing this petition as it's a very misunderstood disorder

Rhona Proberty

Vale of
Glamorgan,
Wales, UK

2017-10-05

I've had ME and still live with its limitations. It could never
have been "functional".

Claire Tripp

Chandlers Ford,
England, UK

2017-10-05

My daughter has ME/CFS

Gill Thornton

Fareham,
England, UK

2017-10-05

I have M.E and know this is true

Maria Moores

Manitou, Canada

2017-10-05

Having lived with ME for 10 years now, I know what it can
do to a person (especially children) to be told your illness is
in your head and that you need to exercise when that is the
one thing that makes you dramatically worse.

Mike Allen

Honiton,
England, UK

2017-10-05

Diagnostic Medicine cannot be altered by political decisions.
Honesty required here

sally hibbin

london, England,
UK

2017-10-05

I have known several people with ME

David Barron

London, UK

2017-10-05

People with unseen disabilities need to be heard and
listened to as helped!

Catherine
Mckenzie

Dalkeith,
Scotland, UK

2017-10-05

My sister has suffered from this since she was a young
woman and has never had an agreed diagnosis. It has
affected her life for years and it needs to be recognised as a
debilitating illness affecting many people.

Fionnuala Mehigan

Barking,
England, UK

2017-10-05

I have battled M.E for 15 plus years . Please please sign the
petition... love to all xx
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Madelon Riehl

Rotterdam,
Netherlands

2017-10-05

Have a friend sufferring ME for more than 20 years. So
painfull to see the impact on her life.

Kathryn Larrad

Pudsey,
England, UK

2017-10-05

Kathryn Larrad

Gemma Clark

chorley,
England, UK

2017-10-05

M.E. Is NOT a functional disorder!

Deborah Haring

Leeds, England,
UK

2017-10-05

I have ME

Jenna Hagan

Wrexham,

2017-10-05

The research and real evidence supports the truth of the

Wales, UK

condition which should be reconsidered using people who
actually suffer from the condition. This has already been
provern that it is a REAL CONDITION !!! Stop playing with
peoples lives !!! The evidence is already there x

Trina Porche

Sour Lake,
Texas, US

2017-10-05

I have ME. It is not a functional disorder. I am unable to do
simple 'normal' daily tasks.

Mary Johnson

Ipswich,
England, UK

2017-10-06

I know that ME/CFS is not an emotional disorder... my
partner has Suspected ME and he is genuinely ill. His mood
has not caused this...

Anna Aita

Whitby, Canada

2017-10-06

Carm is a ﬁghter!

Helen Stapleton

Pendlebury,
England, UK

2017-10-06

NICE ought to live with this illness before stating rather
stupidly its emotional. Its painful and ruins an person's
life. Unable to work or socialise. You become an spectator
watching others have an fun life while you die an slow death
in pain and exhaustion. Its an crime that NICE refer this as
functional.

Darren Lye

UK

2017-10-06

It's a terrible illness as I see my neighbour and friend lizzie
suffer

robin strickland

Tollerton,
England, UK

2017-10-06

Now 15 years of illness for my wife - she cannot walk at all
and spends long periods in bed. Constant pain, spasms that
doctors don't understand, plus umpteen other problems.
When will they start treating this illness as an illness?

Irene Mehigan

Fakenham,
England, UK

2017-10-06

This is a life changing illness and people who have it
struggle every day and trying to do anything can be like
climbing a mountain because of the effort it takes to do
anything. This condition has been known about for decades
and yet there seems to be very little help available to people
who have this. I know someone who has ME and can only
imagine how hard it is to ﬁnd the strength to overcome
all the pain and diﬃculties when your physical and mental
reserves are so worn down.

Genevieve Govey

Greenhithe,
England, UK

2017-10-06

Friends support
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Deborah ﬁeld

South Cerney,
England, UK

2017-10-06

So many suffering this debilitating illness that's pigeonholed
to mental health

Vivian Montgomery

State College,
Pennsylvania, US

2017-10-06

pkeade revise the NICE guidelines.

Helen Morgan

edinburgh,
Scotland, UK

2017-10-06

Focus on ﬁnding the cause and cure

Anne Davies

Sheﬃeld,
England, UK

2017-10-06

The way the medical world views and treats ME/cfs is in
urgent need of revision, all knowledge and treatment should
be available and utilised.

john paton

prestwick,
Scotland, UK

2017-10-06

My friends wife has it

Casey B

-, UK

2017-10-06

Referring to M.E./CFS as a functional disorder undermines
the impact that these conditions have on those affected
by them. It is vital that oﬃcial bodies use the correct
terminology to allow patients to feel validated and heard.

joan smith/sharpe

Dumbarton,
Scotland, UK

2017-10-06

Because I feel very strongly about this subject.

Lyn Mynott

Clacton on Sea,
England, UK

2017-10-06

I think that, yet again, patients are not being listened to and,
because doctors don't understand the condition, it is put
down to being all in the mind.

Joy DEVLIN

Wokingham,
England, UK

2017-10-06

ME is not a functional condition. I have had mild-moderate
ME on and off for more than 30 years. As a Professional
Kinesiology Practitioner, I ﬁrmly believe that every disease
that we experience has a physical, emotional, mental and
spiritual component. However, recognising the interplay
between these aspects of our being is very different to
insisting that people with ME have created their condition
as a result of emotional imbalance. We cannot simply pull
ourselves together and go back to leading the healthy,
active productive lives that we yearn for. The biased view
that ME is purely emotional in cause has adversely affected
millions of people internationally and has resulted in
slow progress in researching the physical causes of the
condition. There should be no more excuses. Please,
please, please take a more thoughtful, balanced view of our
condition. Ensure that we have the same rights to access to
appropriate support as every other patient in the UK.

R Yorke

Birmingham,
England, UK

2017-10-06

friends of mine with ME have not always had the care
they've needed. I want our systems to give proper care to
those who need it, including ME sufferers.

Sarah Lawrence

Daventry,
England, UK

2017-10-06

Neurologists didn’t think MS or Parkinsons was neurological
either, until the tests were found to prove it. Diabetes was
thought to be hysterical, once upon a time. Sufferers need
support not ridicule.
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Tracy Saxelby

Birmingham,
England, UK

2017-10-06

Again people with debilitating illness are being pushed to
one side

Kim Spong

Epsom, England,
UK

2017-10-06

It is clearly not in the mind. How ridiculous.

U J Power

Roade, England,
UK

2017-10-06

Lack of understanding calls for research not cover ups
and denials. As a hypothyroid patient with CFS etc for
20yrs, know what it is to ﬁght trough everyday. Physical not
psychological. Psychologist conﬁrmed to me and my Dr's.
Change in medication to T3 cleared my CFS. NICE say patient
experience valued. NOW is your chance to prove it NICE!

Sandie Reid

cowdenbeath,
Scotland, UK

2017-10-06

I’m signing because people suffering from these illnesses
are not being emotional they are suffering from illness
causing them pain.

Lilian Swallow

Harlow, England,
UK

2017-10-06

This is the ﬁrst step to science going backwards.

Lauren Phillips

Plymouth,
Michigan, US

2017-10-06

ME has stolen my life.

Rachel Cutler

Buckinghamshire,
England, UK

2017-10-06

I'm apposong because my own mother suffered greatly
with ME it ruined her life, all the doctors said that it was in
her head. Complete and utter rubbish . This needs to be
changed and ME needs to recognised as a physical problem

Amanda Preece

Bracknell,
England, UK

2017-10-06

Having lived with M.E./CFS for over 12 years I can say ﬁrst
hand it is not an 'emotional illness' it came out of nowhere
for me (probably caused by a series of bad colds and
weakened immune system). It has robbed me of precious
time with my 2 children and should be given more serious
thought from the medical world and others.

Jan Hewett

Norwich,
England, UK

2017-10-06

Too many people lack any understanding of this condition.

Lorna Bramley

Hyde, England,
UK

2017-10-06

NICE should be renamed NIC - NEGLIGENT, INCOMPETENT,
CORRUPT. The E for EXCELLENCE could be reinstated
however, as they are Excellent at Neglect, Incompetence and
Corruption.

Christine Johnstone

Kilmarnock, UK

2017-10-06

I know someone with it

Shona Birney

Kilmarnock, UK

2017-10-06

I have had this debilitating disease for 11yrs and i feel some
health professionals still don't understand and make me feel
as if I'm making it up or being lazy

Carole Randell

Brighton, UK

2017-10-06

It is possible to recover from this debilitating illness, but
the medical community and the public message needs to
be updated to convey this. Your signature is important as is
your opinion. And, 'yes' I have recovered from this having
spent 7 years practitioner hopping, researching etc, I do
understand where you are.
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keith hodgenia

neston, England,
UK

2017-10-06

ME/ CFS is so often a misdiagnosis of an endocrine
condition. Shape up. Make people well.

patricia Darling

Benﬂeet, Essex,
England, UK

2017-10-06

I support this petition 100%, as a cfs/m.e. sufferer of 20
years. My life was changed beyond belief.

Bryn Evans

Essington,
England, UK

2017-10-06

As a Science trained graduate with a wife who had to give up
nursing due to the condition, it is important that it is given
correct designation.

Alan Christopher
Creaser

Hull, England,
UK

2017-10-06

M.E. is a Physical/Mentally disabling disease,which makes
life HELL!!

Michael Edmonds

Sketty, Wales,
UK

2017-10-06

A friend of mine suffered from, it for many years

Andrea Bird

Plymouth,
England, UK

2017-10-06

I'm signing because having both Fibromyalgia and CFS, I
can assure it is debilitating and deﬁnitely a neurological
condition

Maureen Scott
-Nash

Datchworth,
England, UK

2017-10-06

This is an extremely debilitating illness that affects every
aspect of life for all who suffer from it. I am a victim of this
illness and ﬁrmly believe that it would be cost affective
for the government to spend monies on research rather
then on the myth that its All in The Mind! Nobody chooses
to suffer from such a miserable, painful and life changing
illness.

Maryam Khan

London,
England, UK

2017-10-06

I care about all types of illnesses, prevention and cure!

Alison Whale

Manchester,
England, UK

2017-10-06

Classifying ME/CFS as a 'functional' disorder disregards all
recent biomedical research and does a huge disservice to
patients who are harmed by having their illness wrongly
categorized.

Patricia Whitnell

London,
England, UK

2017-10-06

As I know what it's like to be disabled it's terrible and it's
ruins your life

Caroline Withers

Andover,
England, UK

2017-10-06

ME is real

jo toovey

Reading,
England, UK

2017-10-06

I have cfs and ﬁbromyalgia. Emotional wellbeing can often
be affected by the exacerbating symptoms of this condition,
rather than the cause. I challenge anyone to be 100% perky
when you are in a regular amount of pain and your body
restricts you like a cage, whilst your mind is still active and
capable. We need research, not fobbing off as havong a
psychosomatic condition.

Ed Lord

Alderley Edge,
England, UK

2017-10-06

This is simply absurd! This is not a neurological condition!
Stop mislabeling this condition as being something it is not!

Wendy Jevon

Walsall, England,
UK

2017-10-06

All of the pathological and physiological evidence proves
that both ME and ﬁbromyalgia are neurological conditions.
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Comment
How can anyone who has studied the evidence can deny this
is beyond comprehension.

Jacobs Robert

Verwood,
England, UK

2017-10-06

I am a homoeopathic doctor. In my experience ( 40 years in
practice ) ME is a physical condition and needs to be treated
as such.

Laura Krause

Mississauga,
Canada

2017-10-06

I have CFS, it's NOT in my head, and I sacriﬁce so
much and put forth a Herculean effort to maintain my
independence/daily life. But I have such a hard time being
healthy enough to work enough hours in my chosen
profession to support myself. And as more and more
research is done on our disease, these type of theories hold
less and less weight and are actually harmful to people like
myself who live with this disease.

carol marshall

Farnborough,
England, UK

2017-10-06

IT is not a functional disorder

sandra chapman

bristol, England,
UK

2017-10-07

These disorders need more research and attempts to write
them off as emotionally based is yet more examples of the
conservative attitude to the nhs services of the uk. Sufferers
need help not disdain.

Janet Grierson

Galashiels,
Scotland, UK

2017-10-07

I have observed ME in people close to me over many years.
It is deﬁnitely not a functional disorder and needs proper
research and informed treatment.

pam joy

carlisle, England,
UK

2017-10-07

I work with people with CFS and ME and implying its
functional and emotionally driven is so bloody insulting to
them.

Glenn Townsin

Rickmansworth,
England, UK

2017-10-07

To raise awareness..

Carol Leach

Tonbridge,
England, UK

2017-10-07

my daughter was accused of having psychiatric disorders
for many years. It was an excuse not to pay attention to
her. She had bl**dy EDS! However by the time she had
been ignored for 18 years she was on anti-depressants,
anti-psychotics and was a codeine addict. She's had a
diagnosis, she weened herself off all these things and she is
forging a new life for herself. However others may not have
a supportive family, money and courage enough to do this
for herself.

Sara Hughes

Ringwood,
England, UK

2017-10-07

This is a complex disorder and sufferers need all the support
they can get. CFS is real and often misunderstood. I wouldn't
wish it on anyone! Please help those who are struggling by
deﬁning it appropriately. Thank you.

Sarena Mason

Axbridge,
England, UK

2017-10-07

This is a backward step and potentially abusive to those who
suffer daily with a physiological condition. Appalling.

JAN RENNIE

London,
England, UK

2017-10-07

It is common sense

Name
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tara roberts

Weston-super-Mare, 2017-10-07
England, UK

i'm absolutely furious that anyone would suggest that this
condition is the result of 'emotions',.

Larissa Fry

Axbridge,
England, UK

In this guideline, it is claimed that M.E./CFS is a functional
disorder and that functional disorders are likely driven by

2017-10-07

Comment

emotion, 'which may mimic physical disease'. Just means
they don't know yet, so if you don't know, why write it?!
Lynne Campbell

Aberdeen,
Scotland, UK

2017-10-07

Because, as valid as emotions are in affecting our health ME/CFS is a complex neurological condition and hopefully
the days of ‘its all in your mind’ are over. Mental health
problems should be taken more seriously and so should
neurological ones. There’s a deﬁnite distinction and it needs
to be preserved.

Stephanie
Goldstone-Creasey

Thornton-Cleveleys, 2017-10-07
England, UK

How on earth can changes to the mitochondrial DNA,
and inﬂammation of brain tissues, both of which have
been found in sufferers of Myalgic Encephalomyelitis,
as well as other physical disease processes, be
deemed/interpreted/diagnosed as psychosomatic? This is an
outrage.

Sarah Reynolds

Ware, England,
UK

2017-10-07

I have a 'functional' disorder - its causing pain and
inﬂammation up the left hand side!

Claire Maw

Hull, UK

2017-10-07

I have ME & feel totally lost ,some medical people still don’t
believe it real

Peter Nickoll

Buckingham,
England, UK

2017-10-07

I know from personal experience how debilitating and life
changing ME is. My daughter suffers. She has had to give up
her managerial role in a large charitable organisation and
her ability to participate in a social life is hugely impaired.

Cecilia Löfberg

Mora, Sweden

2017-10-07

In the tors KNEW stomach ulcers was a psychological
condition and patients were told to go in therapy led
by a psychologist. Today they KNOW that ME is another
psychological condition, so severe those of us claiming to
suffer from it must be highly delusional and sometimes
be sectioned for psychiatric care. Well, how about
showing some humbleness and realise there will always
be conditions which the edical profession does not
comprehend - yet.I have had ME for 16 devastating years.
Three times I was very close to dying. It is an insult beyond
comprehension hearing that this is a "functional disorder"
i.e. only going on in my mind.

Jenny Rowlands

Lytham Saint
Annes, England,
UK

2017-10-07

Never was an organisation more misnamed.

Ann Jones

Cambridge, UK

2017-10-07

I have had ME since 1989 and it is not in the mind. We need
to be understood and helped.

dee harnedy

Drogheda,
Ireland

2017-10-07

I hav me
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Roisin Monahan

Drogheda,
Ireland

2017-10-07

My sister has ME . She and everybody else needs all the
help that they need and deserve . This has changed her life
entirely #

reg atkins

Weston Super
Mare, England,

2017-10-07

I am signing not only because my daughter has it but
because everyone needs to understand the support needed

UK

to overcome its many side effects.

TOM Bass

Snodland,
England, UK

2017-10-07

I know some people who are affected by this

Yvonne Hother

Leyland,
England, UK

2017-10-07

If it was all to do with emotions, I would be out of here
participating in life and not allowing half my life to go down
the drain! Giving my Daughter her Mother back, my Mother
her Daughter and Brother his Sister. Its too late for the last
two members. We need help and more research to ﬁnd a
cure.

John Lewis

Crowborough,
England, UK

2017-10-07

I have experience of this debilitating condition.

Muqbool Khan

Mitcham, UK

2017-10-07

I've studied medicine, neuroscience and psychology so I
should know the difference

Erica swainson

Ambleside,
England, UK

2017-10-07

I'm suffering daily with ME and ﬁbro, it's torture, beyond
words. My heart hurts with loss yet my heart is hopeful with
desire to recover..

Zoe Potgieter

Roose, England,
UK

2017-10-07

My sister has M.E.

Amanda Nash

Lasham,
England, UK

2017-10-07

I can see how it has affected close family, it is a horrible
illness.

Wendy Swainson

Lancaster, UK

2017-10-07

My daughter has me and suffers badly functionally it is heart
breaking

Kitty Parker

Nottingham, UK

2017-10-07

How many more studies are needed to show real,
measurable differences in ME patients' muscles, guts,
brains, and metabolic proﬁles, before NICE accepts this
is a real disease? There are dozens of them, published by
respected researchers all over the world. The NHS accepts
that it's a real disease, so why is NICE considering wording
indicating that it's not? I've given 41 years of my life to ME;
I used to be a dancer, a keen hillwalker, and a competitive
swimmer. So what do they think happened – did I wake up
one day and decide that I couldn't be bothered any more?
Or that I fancied a life in a wheelchair, at a time when I
couldn't even access public buildings or get on a bus? Did
my friend get bored of her new BMW and her comfortable
income from a successful business, and decide Jobseekers'
Allowance was a much more tantalising prospect? I'm
waiting...

Sylvia Townsend

Bristol, England,
UK

2017-10-07

I'm signing because I had M.E. 25 years ago. This was a
time when M.E. was called 'yuppie ﬂu' & was claimed to

Name

Location

Date

Comment
affect women more than men. I chose not to have the
diagnosis on my medical records because I was worried
about losing my teaching job by having such a terrible
label. Then a (male) archdeacon & a female round the world
sailor were diagnosed with M.E. Lots of articles & some
books were written so the general public knew more. It also
helped when some G.P.s were diagnosed !I still suffer from
the effects of M.E. but have had a good life. I have been
fortunate to have a supportive husband & family.

Carol Carter

Kilsyth, Scotland,
UK

2017-10-07

My husband got ME from a virus that wouldn't heal. So do
lots of other people. Please look at that aspect.

Susan Roberts

Llanidloes,

2017-10-07

I have had ME for 27 years following abdominal surgery

England, UK

and a virus. I am astounded that despite all the clinical
evidence of chronic illness GP's are still leaving training
totally ignorant of the many facets of the illness. Only a
month ago a GP told me that my low resting heart rate was
a sign of my ﬁtness, in fact athlete level. This was despite
the fact that that I have spent nearly half of each week bed
bound from exhaustion for all of these years. A few days
later I had a heart attack.

Susan Roberts

Llanidloes,
England, UK

2017-10-07

I had ME 27 years ago and have half of every week bed
bound following a number of years initially, when I was
Totally bed bound. I never fail to be astounded by the
ignorance of most GP's with regard to this illness and by the
fact that medical students continue to be brain washed into
believing it does not exist.

Karen Antoni

Brighton,
England, UK

2017-10-07

Because it's important

Karen Comer

Bristol, England,
UK

2017-10-07

My daughter has CFS and there is no treatment that helps
her. Her life and that of her husband have been massively
changed. So many people with ME/CFS need help.

Karen Comer

Bristol, England,
UK

2017-10-07

My daughter suffers terribly from CFS, and her life (and
that of her husband) has been dramatically changed. No
treatment helps her, or most of those who live,with cruel
illness. To be misunderstood on top of feeling so ill just adds
insult to injury.

Joanne Boone

Caledon, Canada

2017-10-07

My dear friend suffers from this. She is one of the strongest,
faith ﬁlled women I know, and this has brought her to her
knees.

Kat Day

Bristol, England,
UK

2017-10-07

Dear Karen, I healed myself from M.E./C.F.S. back in 2010. I
now help other sufferers to do the same. Please contact me
direct if you wish to discuss this further. Kat Day

Kat Day

Bristol, England,
UK

2017-10-07

Dear Joanne, I healed myself from M.E./C.F.S. back in 2010. I
now help other sufferers to do the same. Please contact me
direct if you wish to discuss this further. Kat Day
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Kat Day

Bristol, England,
UK

2017-10-07

Dear Erica, do not give up hope! I healed myself from
M.E./C.F.S. back in 2010. I now help other sufferers to do the
same. Please contact me direct if you wish to discuss this
further. Kat Day

Kat Day

Bristol, England,
UK

2017-10-07

Hi Yvonne, you are right, it's not just about emotions.
Holistic healing is required on all levels of being including
mentally, emotionally, physically, and spiritually. I know
because this is how I healed myself from M.E./C.F.S. back
in 2010. I now help other sufferers to do the same. Please
contact me direct if you wish to discuss this further. Kat Day

Kirsty payne

Alton, England,

2017-10-07

UK

There is no evidence to suggest that these conditions are
'not funtional' and I believe strongly that decisions made
around healthcare should be backed by empirical evidence.

Holly Rowlands

Leeds, England,
UK

2017-10-07

I have moderate M.E/CFS and it is disgusting in this day and
age that even with the WHO distinction and recent research,
that this kind of language should be in such a key document.
It shows the u.k to be a backward, ignorant and ill-informed,
developed country to the rest of the medical world and it
totally diminishes the suffering of 250,000 people with this
illness (in just this country) who are struggling to survive in
every aspect of their lives already.

Sophie Allen

Winscombe,
England, UK

2017-10-07

M.E is not a functional disorder it is a disorder of the
nervous system.

Ada Cowie

Clacton-on-Sea,
England, UK

2017-10-07

I am signing because I have Dystonia, another neurological
illness that I have had for years but suddenly people are
implying aspects of it are functional

Gail Hodgson

Saint Austell,
England, UK

2017-10-08

Get real and stop being ridiculous. Patients are suffering
physically and it isn't psychogenic or psycopathalogical.

Andrea Carpenter

Sutton, England,
UK

2017-10-08

I've had M.E for 23 years. It was caused by the epstein barr
virus. It is not a functional disease!

Susan Hemsley

Whitﬁeld,
England, UK

2017-10-08

I've had ME for 30yrs #

Lynn crist

Bromley,
England, UK

2017-10-08

Neurology department has failed me and left me to rot. they
are now putting me through neurological physiotherapy
which basically is CBT in disguise it's not going to help me

Hannah Boyd

Wolverhampton,
England, UK

2017-10-08

There needs to be greater research, support and
understanding about M.E. and CFS

Chiara Lyons

London,
England, UK

2017-10-08

I have had M.E. for over six years now and have had to
do my own research to help understand and manage my
neurological symptoms. The health care system should be
supporting the development of research and knowledge in
this area, not denying physiological basis for it. Change is
needed now!
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Lucinda Blackadder

Shoreham-by-Sea,
England, UK

2017-10-08

It's time that people with this condition were treated with
respect.

Marion Barnett

Carluke,
Scotland, UK

2017-10-08

This is not a mental illness; it has a physical basis. Time to
stop blaming sufferers, and give us the treatment we need
and deserve.

Kat Day

Bristol, England,
UK

2017-10-08

Dear Lynn, do not give up hope! I totally empathise
with you. The medical profession also failed to help me
adequately. But, through alternative routes, I healed myself
from M.E./C.F.S. back in 2010. I now help other sufferers to
do the same. Please contact me direct if you wish to discuss
this further. You are not alone. Kat Day

Kat Day

Bristol, England,
UK

2017-10-08

Dear Chiara, despite the medical profession not really
helping me, I went on to heal myself from M.E./C.F.S. back in
2010. I now help other sufferers to do the same. There is a
gift beyond the curse of suffering! Please contact me direct
if you wish to discuss this further. Kat Day

Kat Day

Bristol, England,
UK

2017-10-08

Dear Marion, I agree that blame needs eradicating and
better treatment is deserved. The medical profession failed
to help me when I was ill so I sought alternative routes and
I healed myself from M.E./C.F.S. back in 2010. I now help
other sufferers to do the same. Please contact me direct if
you wish to discuss this further. Kat Day

Merrilie Godfrey

Guildford,
England, UK

2017-10-08

This condition is so poorly understood, and so are its
sufferers. Calling it a functional disorder or a psychological
problem is disrespectful and false.

Caroline
Mohamed-Shahin

Herefordshire,
England, UK

2017-10-08

I'm suffering from this invisible illness and want to support
my fellow sufferers.

Emma Williams

Birmingham,
England, UK

2017-10-08

The fact that this petition is necessary shows how removed
NICE is from the current knowledge of ME. ME isn't a
functional disorder as the IOM report made abundantly
clear. Can NICE please get up to date and stop persisting
with this medieval approach so that ME sufferers may get
the appropriate treatment and support from neurologists.
It's time we moved on from this nonsense. Really.

Zena Carter

London,
England, UK

2017-10-08

Cfs is a physical illness. It is so important to ensure the
medical profession understand this.

caryn lee

Warwick,
England, UK

2017-10-08

My father suffered from me and was continually told it was
recognised illness.

pauline harrington

Widley, England,
UK

2017-10-08

More should be done for ME sufferers.More training for
staff in this condition and help for patients from diagnosis .

Melanie
Bowman-Oie

Halifax, England,
UK

2017-10-08

I have ME and i want the label of "functional" removed so
there can be more research done into the illness.

Jenny Lyons

London,
England, UK

2017-10-08

I'm signing because of the lack of understanding, care
and insight from professionals and lay people, that those

Name

Location

Date

Comment
who suffer from ME and other undiagnosed neurological
diseases, are burdened with during prior to, and during
diagnosis.

Julia Matthews

Barnsley,
England, UK

2017-10-08

I don't agree it's functional

zenayda serrano

Cabañas, El
Salvador

2017-10-08

conozco a la paciente de este problema y se que se debe
investigar más, pero tambien debemos tratar con dignidad
y respeto a los pacientes con trastornos o problemas
neurológicos

Duncan McLeod

Basingstoke,
England, UK

2017-10-08

I have seen, ﬁrst-hand, the debilitating effects of M.E.

Carol Tapp

Darwen,
England, UK

2017-10-08

This is a petition for common sense too.

Carol Tapp

Darwen,
England, UK

2017-10-08

To call ME a 'functional' disorder is going back to Victorian
times. A common sense approach, instead of this insensitive
description, is what is called for.

Lisa Bowall

Redhill, England,
UK

2017-10-08

I'm signingtjis because my daughter has ME and I have
ﬁbromyalgia aswell .These both need to taken more
seriously . It's a debilitating illness.

Pamela Risk

Edinburgh, UK

2017-10-08

Sick of organisations such as NICE and NHS being ill
informed and negligent towards patients with chronic
disease. They are frankly clueless and the fact they don’t
have an answer doesn’t mean it’s acceptable to say it’s
all in the patients head. I don’t have ME. I do have Auto
Immune issues though and I am in a similar position these guidelines are not ﬁt for purpose and need serious
reconsideration.

Sophia Panaretou

London,
England, UK

2017-10-08

We can’t be using an umbrella term to describe conditions
we do not understand and leave people feeling helpless and
alone to deal with it.

Tess Hill

UK

2017-10-08

I believe wholeheartedly.

Anita Cook

Leamington Spa,
England, UK

2017-10-08

Wish more was done to recognise and help people with this
illness

David Livings

Huddersﬁeld,
England, UK

2017-10-08

No one cares about M.E my wife has it and suffers every day

Jenny Bowall

Betchworth,
England, UK

2017-10-08

I know how devastating ME is as my grandaughter has it.

Victoria Hamill

Midsomer
Norton, England,
UK

2017-10-08

My husband has me
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Deborah Menzies

cheltenham,
England, UK

2017-10-08

A close friend of mine suffered with this and told by her GP
to 'pull herself together!' I know how ill she was and how she
was sidelined and ignored. Things have to change!

Doris Sanderson

Wasilla, Alaska,
US

2017-10-08

Why does this need signatures to be in effect!!!

Sonia young

Hull, England,
UK

2017-10-09

My brother suffers with the condition

Helen smith

Maidenhead,
England, UK

2017-10-09

I have three friends whose daughters lives have been
consumed by ME. It is very real and has affected the girls
and their families lives dramatically - please sign x

Cristina Chacon

Santo Tomas, El
Salvador

2017-10-09

Porque estas personas que sufren esto, son inocentes del
porque sufren ya con esto, y no deben ser maltratadas ni
excluidas de la sociedad

Sharon Shuter

London,
England, UK

2017-10-09

I suffer this chronic illness, 14yrs and counting.

Marion
Tweed-rycroft

Ledbury,
England, UK

2017-10-09

Marion Tweed-Rycroft

Julia Padﬁeld

Bristol, England,
UK

2017-10-09

This is a REAL debilitating illness and should be recognised
as such

ali lloyd

Turnastone,
England, UK

2017-10-09

my son has had ME for the past 2 1/2 years and it has
robbed him of the life his peers are able to enjoy

Jay Hutton

Bristol, England,
UK

2017-10-09

I am an ME/CFS sufferer

Susan Banﬁeld

Newcastle upon
Tyne, England,
UK

2017-10-09

I have friends with these conditions and know how bad their
lives are.

Dawn Mason

Petersﬁeld,
England, UK

2017-10-09

The science does not support this reference to M.E. being a
functional disorder.

Bridget Wiltshire

Brockworth,
England, UK

2017-10-09

I've had ME for years and it certainly is very real

Bridget Wiltshire

Brockworth,
England, UK

2017-10-09

I have suffered from ME since the early '90's.

George Reynolds

Beeston,
England, UK

2017-10-09

I have a close friend with ME.

diane heaven

Comber,
Northern
Ireland, UK

2017-10-09

This needs sorted the FcUk out

Frances Lamarra

Edinburgh,
Scotland, UK

2017-10-09

I

Name

Location

Date

Comment

Angela Osborne

Bath, England,
UK

2017-10-09

Having supported my daughter through ME the unhelpful
attitudes she encountered were deeply damaging and
unhelpful. Approaches to this condition have to change.

Astrid Mick

Eaton Bishop,
England, UK

2017-10-09

I am wondering if ME has something to do with the
proliferation of plastics in our environment along with
pesticides and all the substances in fact which we have been
adding to the environment more or less since the end of
the Second World War, not to mention the electro-magnetic
pollution in the environment. It would take a lot of research
to pick this apart (or even to see connections between all
of those), but it is high time we woke up to our polluting
habits....

Kerry Ann Lambie

Livingston,
Scotland, UK

2017-10-09

I suffer from ME. More needs to be done to properly
recognize this illness.

Magda McQueen

Cheltenham,
England, UK

2017-10-09

NICE's "treatment" approach to CFS, ME and Fibromyalgia is
total bollocks.

Ruth Bourne

Crowborough,
UK

2017-10-09

M.E. is a physical disease that truly devastates people's lives.

Nicola Warner

Poplar, England,
UK

2017-10-09

I suffer from M.E and my medical centre was shut down 2
years ago due to lack of funding by the government. Now i
have no help at all from the NHS. More needs to be done

Gillian LAPPIN

ELLON, Scotland,
UK

2017-10-09

ME for 17 yes.

Ian Taylor

Rattlesden,
England, UK

2017-10-09

A functional disorder displays physical disease. There is
ample evidence of such disease in ME/CFS

Pamela Jones

Swansea, UK

2017-10-09

ME is a physical illness and it is time that the powers that
be recognise that fact and act to help sufferers instead of
ignoring them!

Tamara Sneddon

Downpatrick,
Northern
Ireland, UK

2017-10-09

I'm sign this as I've suffered many years from ME and not
any help X everyday I'm in crippled pain and ever Year pain
gets harder to deal with X with nothing only over counter
medicine this is not good enough

Siobhan Doyle

Liverpool, UK

2017-10-09

Outraged!!!

Karen Thompson

Combe Martin,
England, UK

2017-10-09

My daughter struggled with this condition for one and a
half years. She continued working and spent every minute
sue wasn't at work sleeping. It was the only way she could
survive. If she hadn't been able to live at home with me
coaxing her to eat meals I had cooked but she was too tired
to eat I don't know what would have happened to her.

Nomie Maxwell

Glasgow,
Scotland, UK

2017-10-09

This illness has to be fully recognised and correctly
recategorised ASAP! Sadly, as things currently stand, far
too many doctors still try to claim that ME/Chronic Fatigue
Syndrome (& other similar neurological/multi-system
diseases and immune dysfunction disorders like

Name

Location

Date

Comment
Fibromyalgia, etc.) are either psychological in nature or
completely imaginary conditions, when they in fact cause
untold pain and misery for sufferers, destroying the quality
of their lives and in some of the more severe cases, even
leading to its eventual loss!

Brenda Maguire

Birmingham,
England, UK

2017-10-09

This illness needs more help and support from health
service and government.

Yvonne Peebles

Ireland

2017-10-09

When you have had it as long as I have and have suffered
injustice for 54 years then like me, exhausted by it all, will
say NO COMMENT!

Jackie King

Ewyas Harold,

2017-10-09

ME suffered too

England, UK
susan smith

Walsall, England,
UK

2017-10-09

My friends who live with this condition are not 'making it
up', it is not 'all in their heads', it is a real and debilitating
complex illness which should be properly recognised and
allocated speciﬁc and knowledge-based support from
healthcare professionals.

Liz Banks

Sheﬃeld,
England, UK

2017-10-09

ME is not a functional disorder. GPs are being given the
wrong information therefore cannot effectively help those of
us who have CFS/ME

Samuel Rees

Sheﬃeld,
England, UK

2017-10-09

It's clear to me that M.E. is a physical disorder and not a
functional disorder.

Susan Hawes

Colchester, UK

2017-10-09

Had ME for many years..The symptoms are endless...Tired
Had ME for many years:( Symptoms are endless..Tired of
being exhausted all the time with no quality of life..When
will someone understand this dreadful illness...

Peter Ross

Port Talbot,
Wales, UK

2017-10-09

It is a debilitating disorder that can cause havoc with suffers
& families around them!

Jess Woods

Walsall, UK

2017-10-09

Forever supporting everyone with M.E i have a close person
whom i know suffers

holly Welstead

Paignton,
England, UK

2017-10-09

As an ME sufferer I am fed up of being expected to
function normally by both people around me & medical
professionals. It's time ME was properly recognised

Graeham
Mounteney

Nottingham,
England, UK

2017-10-09

I was a keen cyclist, fell walker and photographer. How
are my emotions driving an illness that stop me from
successfully pursing activities I love? Time NICE guidelines
reﬂected real 21st century scientiﬁc research and not the
pseudo science of the purveyors of PACE and the associated
buddy network.

Darlene Avram

Caledon, Canada

2017-10-10

I'm signing because we must increase our knowledge and
become more educated in order to help ﬁnd a cure !

Lisa Schuler

Corona,
California, US

2017-10-10

Because i believe they are deﬁnitely wrong.. M.E..is not a
functional disorder.. Get it right NICE.
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alison Peyton

Reading,
England, UK

2017-10-10

I live with ME every day, it is real!

alison Peyton

Reading,
England, UK

2017-10-10

I live with ME and have done for over 20 years. I work &
manage to maintain an active life most of the time. But it
is always about balance & management. I want there to be
better research & help. I would like to see if more suffers
could manage better with more support.

Veronica Clark

Essex, England,
UK

2017-10-10

When you have M.E. you feel abandoned and as though
there is no help anywhere. Most GPs either don't believe you
have it or don't know much about it. All the hospitals do is
diagnose then send you home to get on with it. How are we
expected to cope with this horrible very painful condition?

maggi reynolds

central, Hong
Kong

2017-10-10

I want to help all those in need.

Dr Catherine
Powell Glass

Newport, Wales,
UK

2017-10-10

As a patient and Dr I know this is wrong.

patti bright

dolgellau, Wales,
UK

2017-10-10

my husband has M.E and he feels no one understands.

Catherine Catizone

Newcastle,
England, UK

2017-10-10

This is a condition that affects my life daily, we need proper
care and attention

Heather Hayes

Groomsport,
Northern
Ireland, UK

2017-10-10

Ok then show us the evidence!

Joan Leckie

Paisley,
Scotland, UK

2017-10-10

I had doubts 25 years ago when my GP referred me with
what he thought were neurological symptoms. There
was even a suggestion then that it could be MS. I was not
diagnosed with ME until 6 years ago when I had a totally
debilitating relapse.I am now 75 years old with no history
of psychological illness. I was a nurse who managed a
full time job with no absences despite some symptoms
persisting.However I have no doubts whatsoever that my
symptoms on this relapse were neurological, physical,
severe and still on-going although improving this last year.

Ian Krout

Brentwood,
England, UK

2017-10-10

I'm signing because as having suffered with this condition
for several years.

Jessica Bond

Phoenix,
Arizona, US

2017-10-10

My friend is suspected of having this disease.

Chantelle Swift

Peasedown Saint
John, England,
UK

2017-10-10

im a teenager with m.e which causes me to miss out on a
lot of things including a lot of education, I havnt had the
support I've needed to learn how to deal with this

Tatiana Olarte
Fernández

Colombia

2017-10-10

Es urgente y necesario visibilizar las medidas de apoyo que
los sistemas de salud deben implementar para atender este
tipo de condición.
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Vineta Daniele

Leeds, England,
UK

2017-10-10

I have M. E., it is not a functional disorder, I have been
bed/house bound for about 4 yrs now. I experience do many
physical and very disabling symptoms on daily bases, I still
can not self care fully, but my dreans are big. My spirit is
tortured by this illness but is still ﬁghting to get well and
claim back all M. E. has taken away from me in my 30ies:
chance to hava a child anf family once, friends, ability to be
a rock again for my partner and family, ability to live normal
life without physical daily pain, fevers etc, I want to be able
to regain my strength to work with children with disabilities,
families again; I want to run thriugh the medow without
collapsing at the end if it, I want to serf the waves, I want to
paint, sew, meet friends, be able to get out if the house and
do stuff, have a puroose of life again, have a reassurance
that this pain is not forever, that I will be supported by
medics once. I want to live soooo much, like never before in
my life! I keep doing everything I possibly can to

Vineta Daniele

Leeds, England,
UK

2017-10-10

I have M. E., it is not a functional disorder, I have been
bed/house bound for about 4 yrs now. I experience do many
physical and very disabling symptoms on daily bases, I still
can not self care fully, but my dreans are big. My spirit is
tortured by this illness but is still ﬁghting to get well and
claim back all M. E. has taken away from me in my 30ies:
chance to hava a child anf family once, friends, ability to be
a rock again for my partner and family, ability to live normal
life without physical daily pain, fevers etc, I want to be able
to regain my strength to work with children with disabilities,
families again; I want to run thriugh the medow without
collapsing at the end if it, I want to serf the waves, I want to
paint, sew, meet friends, be able to get out if the house and
do stuff, have a puroose of life again, have a reassurance
that this pain is not forever, that I will be supported by
medics once. I want to live soooo much, like never before in
my life! I keep doing everything I possibly can to

Steven Cadman

Hemingﬁeld,
England, UK

2017-10-10

We need to help not abandon

philippa Ellis

London,
England, UK

2017-10-10

Please support people with this disease. In a world
swimming in a chemicals soup. Please do not be so ignorant
to think that this will not affect some people adversely. It is
not 'all in the mind '.

Mellissa Bond

Ada, Oklahoma,
US

2017-10-10

Support for loved one and family.

Graham Woodland

Worthing,
England, UK

2017-10-10

My daughter has been suffering this illness for many years

Claire Lagan

Belfast,
Northern
Ireland, UK

2017-10-10

We need proper treatment!!
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Claire Lagan

Belfast,
Northern
Ireland, UK

2017-10-10

We need proper treatment!!

Luigi Ciardullo

Vaughan,
Canada

2017-10-10

God bless you Carmelina

Sally Campion

Witham,
England, UK

2017-10-10

I have chronic fatigue as a part of my ﬁbromyalgia, there is
nothing doctors can or will do to help! No one, including me,
want to live like this but we have no choice!

Ravi Shukla

India

2017-10-10

GOD IS WITH YOI JUST NEED TO CARE IT AND GOOD
TREATMEMT ..

Bethany Eisenberg

Arlington,
Massachusetts,
US

2017-10-10

I am unable to work. Unable to hike. Or bike. And often
unable to stand or speak. My doctor has told me for ﬁve
years my tests are not out of range and I have been denied
disability. I have met one doctor out of hundreds in 5 years
that has ever heard of our illness or even thinks debilitating
housebound fatigue and loss of your entire functional life is
an illness. God bless us that we have the internet to support
each other from our beds. It is devasting to lose your career.
Health. Activity. And mind. Most of us were overachievers.
Of course we can barely handle this disability and then to be
told time and time again there is nothing wrong with you.
But you know you cannot sit up or barely breathe.

tracey griﬃths

Chessington,
England, UK

2017-10-10

I am ill will ME

Helen Cooper

Shenstone,
England, UK

2017-10-10

ME is a genuine disability that has a huge impact on people’s
daily lives

Janelle Wiley

Portland,
Washington, US

2017-10-10

It’s important to actually look into the biochemistry
of problems and not jump to conclusions or mistake
correlation for causation or the other types of mistakes
being made. Think carefully, fund the research, do the
science, and treat people with respect. The concept of
“functional” disorders as being non-organic or an end
diagnostic category is most certainly not respectful. Nor
does it appear to me to be aligned with the basic principles
of science or even of medicine.

Ruth Ryder

Chichester,
England, UK

2017-10-11

People with ME and other neurological conditions need
support not suspicion.

samantha speed

Bridgwater,
England, UK

2017-10-11

I have ME/CFS and I am fed up of not being taken seriously.
It's time something was done!!

Bella Milroy

Chesterﬁeld,
England, UK

2017-10-11

Ive lived with ME for 5 years now and there is NO emotional
route cause to this condition, brought on after contracting
viral meningitis.

Sue Ripley

Bury, England,
UK

2017-10-11

A wealth of published scientiﬁc research from around the
world clearly demonstrates that ME is not a functional
disorder.
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Sarah Price

Corby Glen,
England, UK

2017-10-11

I have ME.

Faye Barnden

Spaldwick,
England, UK

2017-10-11

Research over many years has shown that ME is a
neurological condition.

Al Winter

Crowborough,
England, UK

2017-10-11

(M.E. since 2006) By signing this petition, my aim is to
encourage and inform the Government, rather than
criticise it. I am also not shy to admit that I have reached
the point of downright begging. So, please, please help
us with this scientiﬁcally and medically proven condition:
M.E. is a genuine neuro-immunological illness and not a
cop-out because we just do not feel like working or taking
responsibility for our own lives. Period.In addition, let me
put this thought to you: the sooner you place more ﬁnancial
investment into research and production of a cure, the
sooner we can all get back to the workforce. You would
no longer have to shell out on Disability Beneﬁts, medical
and pharmaceutical bills, ambulance usage, doctors and
specialists, caregivers, etc, etc. Unemployment ﬁgures
would lower and the nation's economy would be in a
healthier state. Please help me get my life back. Thank you
for listening.

Laura Henderson

Carryduff,
Northern
Ireland, UK

2017-10-11

ME is ruining my life. There is not enough doctors who
understand the condition

Claire McGeough

Falkirk, Scotland,
UK

2017-10-11

I have been dealing with ME since my teens, mostly
unsupported. I feel absolutely abandoned by the health
service and the government.

Rachel Lapworth

Bournemouth,
England, UK

2017-10-11

I have ME and have been abandoned by the NHS leaving
me unable to continue my career and unsupported by
healthcare professionals notwithstanding that this is a life
changing illness. If I had cancer and was abandoned this
way there would be an outcry. This is shameful neglect,
breach of duty of care and lack of compassion.

Anthony Davies

Bethnal Green,
UK

2017-10-11

Finally got diagnosed with CFS in January this year following
3 years of wondering what was wrong with me & doctors
trying to convince me that I was depressed, when I knew
I wasn't. Since being diagnosed I have had doctors tell me
that I need to push through it, get on with your life & CFS
is a rubbish diagnosis. Not worked since 21st October 2016
& having to appeal for ill health retirement following being
turned down due to not having enough CBT or any GET.
I have been advised that these are only a coping strategy
and there is no cure. This illness is a physical condition
which has side effects of making you feel low and frustrated
sometimes completely 'useless', it can be so debilitating.

Isabel Butler

Southend-on-Sea,
England, UK

2017-10-11

If you could be in my body for one day, let alone the 18
years I have suffered this dreadful illness and tried all the
interventions put in place only to get worse by trying them
you would probably cry. You would feel guilty for denying
us, you would realise it is so far from being a functional
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disorder that you would see how foolish it was to even
think that. Yes, strong words but the guidelines need to be
accurate and truthful to ensure people are treated properly
and are not put through ineffective and harmful treatments
any more.

Pamela White

Bournemouth,
England, UK

2017-10-11

I know too many people with this condition and similar - ie
Chronic fatigue - the NHS needs to be more pro-active

Ian Jarvis

Buxton, England,
UK

2017-10-11

I've had M.E for 14 years... came down with it in 2003 and
diagnosed 2005/2006. It's taken me all this time to ﬁnally get
the help i need... Slowly but surely things are changing for
the better!

Jessica Jackson

Orpington,
England, UK

2017-10-11

How can this be a functional neurological disease when we
have brain abnormalities? Since when are brain lesions in a
26 year old normal??? You are ignoring the science.

Julie Edenborough

Weymouth,
England, UK

2017-10-11

I have ME please give us a legitimate voice.

Sandy Casey

UK

2017-10-11

Holly asked. And have friends with m.e.

Peter Bennett

Lytchett Minster,
England, UK

2017-10-11

I'm signing this petition because the illness is real,
misunderstood and sufferers receive little or no help or
understanding. Enough is enough!

Jo Whale

Oakley, England,
UK

2017-10-11

More understanding and recognition of this horrid illness is
required

Susan Kenneth

Ballindalloch,
Scotland, UK

2017-10-11

I've been in a relapse for 6 months, unable to do much other
than listen. It's like a ﬂu that goes into your muscles and
gets worse if you try to do normal activities. I love life,have
lots of interests and things I want to do, so why should I
suddenly have to drop out of it for long periods?

Emma Gardener

Stoke-on-Trent,
England, UK

2017-10-11

I have M.E it is very much a physical condition which
subsequently has a huge impact on my mental health. It
is a multi faceted disease and VERY real. We deserve to be
treated seriously, fairy and with respect.

Nicole Kay

Rochford,
England, UK

2017-10-11

Please everyone sign this petition!

Jane Small

Eastleigh,
England, UK

2017-10-11

Anyone who knows Simon please sign!

Virginia Leary

Garrison, New
York, US

2017-10-11

These people need help, not harrassment!!

jean watkins

cardiff, Wales,
UK

2017-10-11

We must ﬁnd a cure There are so many suffering to much

Christina Hood

Culcheth,
England, UK

2017-10-11

I suffer from M.E and just want to get the right help yo get
well
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Rachel Nelson

Shrewsbury,
England, UK

2017-10-11

My son has M.E. and has done for 18months. He desparetly
wants his life back and his determination is incredible.
Consider the sufferers before you cast your dumbfounded
accusations. Live with it and then you will see how this
affects everyone, the sufferer, their parents and their
siblings.. it's about time the help and support was in place
and the period of negativity and burying heads in the sand
should stop. We know there is no quick ﬁx and a remedy to
cure, but a bit of help and support would help immensely.

Simon Small

Southampton,
England, UK

2017-10-11

I have ME

Heather Rome

Maidenhead,
England, UK

2017-10-11

So many conditions that at one time were considered to be
"functional" have since been proven to be physiological in
origin. Because the causes and pathways of M.E. are still
unclear, cost-cutting within government want to spend less
money on patients who have it, pure and simple.

Nicolette Baker

Faversham,
England, UK

2017-10-11

I had ME for 30 years and have gone from moderate/severe
to severe and feel strongly about this.

Julie Roadnight

Aberdeen,
Scotland, UK

2017-10-11

The condition is not 'in the head'

katy hayman

PLYMOUTH,
England, UK

2017-10-11

As i suffer from M.E

Pauline Hepple

Tamworth,
England, UK

2017-10-11

M.E. is not a psychiatric disorder and sufferers should be
given full medical & neurological support.

geoffrey small

eastleigh,
England, UK

2017-10-11

It's important.

Rebecca wardley

Bolton, England,
UK

2017-10-11

It's about time full support and recognition to this dreadful
disease is in place

Gemma Hunt

Birmingham,
England, UK

2017-10-11

ME is so much more than just a functional disorder. It
impacts on every aspect of your life, especially on your
pyschological state

Agnes Pinteaux

Manchester,
England, UK

2017-10-11

I am an ME sufferer. Not been offered any blood tests even
though it started with a nasty viral infection. Not been
offered much treatment either.

Deborah Reynolds

Accrington,
England, UK

2017-10-11

I have a Cousin who has struggled for many years with this
extremely debilitating condition, but she continues to live as
full a life as possible with her very supportive family.

Deborah
Middlemiss Donkin

Sunderland, UK

2017-10-11

It stops people from leading their normal lives and they are
very misunderstood.

Deborah
Middlemiss Donkin

Sunderland, UK

2017-10-11

It stops people from leading their normal lives and they are
very misunderstood.
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Deborah
Middlemiss Donkin

Sunderland, UK

2017-10-11

It stops people from leading their normal lives and they are
very misunderstood.

sarah hind

London,
England, UK

2017-10-11

I believe it is imperative that sufferers of ME are treated with
the appropriate care.

Darren Prince

Twickenham,
England, UK

2017-10-11

anyone who knows me knows that I am strong willed. If I
could get rid of ME/CFS by willpower alone I wouldn’t be
suffering. my mind is willing my body is simply unable. This
is a physical condition for which there is pitiful NHS help and
support - this urgently needs to change

Florence F

Winnipeg,

2017-10-11

It robs you of living a full and active life.

Canada
vaughan thomas

Crickhowell,
Wales, UK

2017-10-11

I have M.E and have been left more or less alone for 10
years. Doctors just don't know what to say or do.

vaughan thomas

Crickhowell,
Wales, UK

2017-10-11

I wholeheartedly agree with you. I have been told by
Doctors 'just manage as best you can'.

Sam Booker

Selby, England,
UK

2017-10-11

I was diagnosed with ME/CFS at 14 but I was left
undiagnosed for around 4 years because no medical
professional believed in ME/CFS. If the guidelines were
better I would have been diagnosed earlier which would
mean I would have had help to manage the condition earlier
resulting in a better quality of life.

Kerry Newnham

Lowestoft,
England, UK

2017-10-11

ME makes me Ill, seriously ill, not functionally impaired.

Kerry Newnham

Lowestoft,
England, UK

2017-10-11

I've signed because ME makes me seriously ill, not
functionally impaired and I'm fed up with the UK doing
everything it can to avoid recognising this as the serious,
systemic disease that America recognises it as.

Ellen Purton

Twickenham,
England, UK

2017-10-11

We need to be researching cause and cures for this disease,
not having to waste time and energy defending sufferers
from being told they it has an emotional cause.

Russell Prince

Carrington,
England, UK

2017-10-11

I believe that this condition request much more help from
the NHS

wendy macaulay

FORRES,
Scotland, UK

2017-10-11

I have m.e and ﬁbromyalgia and they are very physically
debilitating.

Anne Vaidya

Birmingham,
England, UK

2017-10-11

Calling this illness a functional disorder denies the
existing science evidence and appropriate investigation
and treatment for patients. It has also caused quite
inappropriate stress, denial of welfare, care and respect for
patients because it denies their experience and encourages
them to keep trying to do things which makes their health
and chances of recovery worse. This unhelpful functional
belief has caused harm to patients for far too long already.
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Hilary Sacharewicz

Redditch,
England, UK

2017-10-11

I've signed because I've watched my daughter struggle to
walk, fall asleep mid sentence and be unable to have any
true social life. Her doctor says it isn't a real illness in spite of
a specialist diagnosis. What hope is there?

David ﬂetcher

Lowestoft,
England, UK

2017-10-11

We need the help!!!!

Karen Vallance

Kings Lynn,
England, UK

2017-10-11

I am supporting a very dear friend.

Jenny Bibb

birmingham,
England, UK

2017-10-11

More should be done to support people with M E the
support they get is a joke i am a mother and grandmother of
M E sufferers so i know ﬁrst hand how they suffer

Kerru Smith

Barking,
England, UK

2017-10-11

Try living with it

Willie Ross

Saint Andrews,
Scotland, UK

2017-10-11

Guidelines must be evidence based. NICE will fall into
disrepute otherwise.

Rosemary Snell

Frome, England,
UK

2017-10-11

Help and recognition is a deﬁnite must

Heather Wilson

UK

2017-10-11

education

Claire Percy

Gateshead,
England, UK

2017-10-11

Something more has to be done for those suffering having
suffered with M.E for nearly 5 years I know there is so many
people out there suffering alone and isolated, we are so
misunderstood and need more help.

Judy Booker

Bridlington,
England, UK

2017-10-11

My daughter was diagnosed at 14 with ME. She went
undiagnosed for 4 Year’s though because medical
professionals did not understand ME/CFS. If she had been
diagnosed at the start she would have had a much better
quality of life both at the time and now. ME/CFS needs more
recognition and more help needs to be available for people
diagnosed with this dibilitating condition.

Emmanuel
Pinteaux

Sale, England,
UK

2017-10-11

Recognition that this is a real illness

Jenny Brown

Selby, England,
UK

2017-10-11

My Husband also has ME.

Ian Middleton

Painswick,
England, UK

2017-10-11

ME is a very real condition!

Jacqui Kirtley

Sunderland,
England, UK

2017-10-11

I am a sufferer of 12 years these treatments don't work &
NICE guidelines need to be changed

Jacqui Kirtley

Sunderland,
England, UK

2017-10-11

It's an existence not a life. U.K is Way behind in research &
treatment. Recognition by all health professionals needed &
understanding.
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ELEANOR
HAYWARD

MORAY,
Scotland, UK

2017-10-11

For those who suffer this awful illness which many still do
not understand

Erica Halladay

Stornoway,
Scotland, UK

2017-10-12

My sister has ME and nas had for over 25 years

Sandra Whyte

Glenrothes,
Scotland, UK

2017-10-12

As a sufferer of M.E/CFS & Fibromyalgia those are very real
and debilitating syndromes that have a huge impact on your
daily living FACT!!

Jo Bromage

Hanwood,
England, UK

2017-10-12

Very sad how many people getting ms specially children's
awful illness

Karen Osborne

Swansea, Wales,
UK

2017-10-12

I have seen the effects of ME/CFS and know how debilitating
and frustrating for the sufferer it can be.

