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When you learn that a family member or 
friend has motor neurone disease, it’s more 
than likely that you won’t know exactly what it 
is and what the consequences may be for that 
person. When I was told in 2013 that my good 
friend Miles had just been diagnosed with 
MND I’m pretty sure I had no idea what that 
meant. As a photographer, if I’m interested 
in something I will try to engineer a way to 
create a project around it. And so it was with 
MND. 

Miles and I came up with an idea that 
would allow us to discover as much as 
possible about the disease, while learning 
about the practical day-to-day experiences 
of those who have MND and the many who 
care for them, as well as fundraising for the 
amazing MND Association along the way. 
26miles4mnd was born. We decided we would 
photograph and interview a broad spectrum 
of people connected with MND and each 
person would be photographed alongside 
Miles (hence 26 miles, which is also the  
length of a marathon, give or take a few 
hundred yards). 

We intended the project to take less than 
a year, but life has a habit of getting in the 
way of even the best-laid plans, so here we 
are four years later with the finished work. 
Our original idea was to use the portraits 
and edited interviews on social media to 
help promote our fundraising efforts, so we 
published 26 portraits and edited interviews 

26miles4mnd

on Instagram over 26 days in 2018. It then 
became clear to us that we had created 
something much more important, a body 
of work which draws on so much personal 
experience and knowledge that it could be 
useful as a resource for anyone wishing to 
learn about MND. 

We decided to create a 26miles4mnd 
book. Doing so has allowed us to go into 
more depth than we could on social media, 
and include the full-length interviews and 
additional information.

There is no denying that MND is a cruel 
disease that can impact just as heavily on 
family and friends as on those unfortunate 
enough to have the disease, but what this 
project also shows is that there are reasons 
to be hopeful. Although there is no “cure” for 
MND, there have been improvements in care, 
and boundaries are being pushed as to how 
the body can be re-engineered to adapt to 
changing circumstances. We have met many 
committed researchers who are working on a 
number of different possible future outcomes 
for those with MND, but most inspiring is 
the resilience and optimism you will find 
throughout these stories.

This project is not an exhaustive overview 
of MND but will hopefully be useful as a first 
stop to understand the experience of MND 
from those involved. 

Cristian Barnett, May 2019. 
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“I’m absolutely astounded by the human spirit and 
the humanity of people with MND and their carers.”
Professor Karen Morrison

Contents

Miles Pilling 6
Medically retired BBC cameraman and  
director living with PLS

Paula Maguire  16
Fundraiser – the Ice Bucket Challenge 
queen 

Ian Pratt  24
Father living with ALS

Amber Michelle Hill & Emma Biondetti 32
Founders of Movement for Hope

Dr Nik Sharma  38
Consultant neurologist at the National 
Hospital for Neurology and Neurosurgery, 
London

Catherine Bingham  48
Specialist nurse in complex neurology and 
rehabilitation

Dan Pallett  54
BBC sports journalist, whose father died of 
MND

Professor Dame Pamela Shaw  58
Consultant Neurologist and director of 
the Sheffield Institute for Translational 
Neuroscience (SITraN) 

Hilary Rowberry 68
Branch volunteer and fundraiser for the MND 
Association

Len Johnrose 72
Retired footballer living with PMA

Matthew Hollis  82
Communication aids coordinator for the MND 
Association

Michael Wenham 86
Vicar and writer living with PLS

Neicey Mann  90
Social connector living with PLS

Professor Martin Turner  96
Consultant neurologist, Oxford University

Sarah Ezekiel  104
Eye Gaze artist living with ALS

Adam Waits  108
Head of Assessment, Smartbox assistive 
technology

Anita Sharma-James  114
Chair of Worcestershire MND Association

Jay Parker  122
Social media and forum officer for the  
MND Association

Euan MacDonald  126
Entrepreneur living with MND

Gina Bellman  130
Actor whose mother has PLS

Sally Light  136
Chief executive, MND Association

Molly Freeman  142
Puppeteer at Smoking Apples Theatre 
Company

Professor Karen Morrison  150
Professor of Neurology

Professor Siddharthan Chandran  158
MacDonald Professor and Head of Neurology 
at the University of Edinburgh

Dr Peter Scott-Morgan   166
Robotics scientist living with ALS

Suzanne Maguire  176
Children’s author living with ALS

About motor neurone disease 181
Useful addresses 182
Acknowledgements 183

“I think most people don’t know the full extent of 
what motor neurone disease is. There’s a real lack  
of understanding of what it means, even among 
some medical staff.”
Miles Pilling



Miles had a career as a news cameraman and 
director at the BBC until disability caused by MND 
forced him to stop working. He jokingly considers 
himself to have won the “MND jackpot”, as he has 
the least common and slowest-developing variant 
of MND – primary lateral sclerosis (PLS). He was 
interviewed by Cristian on his 51st birthday.

Medically retired BBC cameraman and 
director living with PLS

Miles Pilling
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Tell me about the type of motor neurone 
disease you have.
In August 2013 I was diagnosed with a type of 
motor neurone disease called PLS (primary 
lateral sclerosis). The specialists came to that 
conclusion after I’d spent 10 days in hospital, 
having all sorts of tests. My first consultant 
neurologist asked a professor of neurology 
to see me and give a second opinion because 
he’d been finding it difficult to make a 
diagnosis. So it’s pretty rare. I think it’s the 
rarest form of motor neurone disease that 
there is and it’s the slowest developing, which 
means I’ve won the MND lottery in a way. 
That diagnosis was the culmination of more 
than two years of strange things happening to 
my health. I, and the medics I’d seen, thought 
that these were due to a bad back caused by 
years of carrying heavy equipment in my job 
as a cameraman at the BBC.

To stay with the diagnosis, how were you  
told you had MND? Who told you and how 
was that?
Professor Karen Morrison diagnosed me. 
She gave the second opinion after the first 
consultant I saw thought I had either primary 
lateral sclerosis or a rare type of Parkinson’s 
or something similar. It was at the Queen 
Elizabeth Hospital in Birmingham.

When you were diagnosed with motor 
neurone disease what was your first reaction? 
Well, actually I was told it was likely I had 
primary lateral sclerosis and the professor 
said, “Whatever you do, don’t think that this 
is motor neurone disease. Don’t Google it 
because you’ll find out all sorts of horrific 
things about motor neurone disease, which 
is not what you’ve got. This is likely to 

be primary lateral sclerosis.” That really 
confused me because, of course, the 
first thing I did was Google it and all the 
information said primary lateral sclerosis 
was a type of motor neurone disease.

Do you think she said that because if she’d 
said motor neurone disease, then you would 
have naturally made the association with 
ALS (amyotrophic lateral sclerosis)? Do  
you think she was just trying to help you  
by steering you away from thinking you  
had ALS?
I definitely think she was protecting me, but 
I also think at the time the words “motor 
neurone disease” were used a lot more to 
simply mean ALS, whereas now there might 
be more effort to differentiate between the 
different types of MND. Primary lateral 
sclerosis is seen as part of a spectrum of 
about five motor neurone diseases.

When do you think you first had an 
appreciation of what PLS actually was?
When I did what I was told not to and 
Googled primary lateral sclerosis. I found 
it was a type of motor neurone disease that 
causes progressive disability and can, in 
some instances, become ALS – the more 
aggressive MND. So it was pretty shocking 
and devastating. To be honest, I still don’t 
think I’ve come to terms with it.

Prior to that diagnosis was motor neurone 
disease on your radar?
I thought I had multiple sclerosis because 
a GP and a physiotherapist had told me I 
might. Then the neurology consultant who 
first gave me an examination said it could 
be MS, but then the brain scans came back 

with no markers for that. And having heard 
about people with MS and MND, I had this 
vague idea that there were these two types of 
neurological diseases that can cause people 
to become slowly paralysed, and MS was 
the more benign of the two. So I was kind 
of hoping it was MS and not MND. Because 
there are many more people living with MS, 
there are more organisations and support 
structures than there are for MND, even 
though the lifetime risk of getting MND 
is the same as for multiple sclerosis. The 
difference is that people with MS live a lot 
longer, so there are more of them living on 
the planet at any one time than there are 
people living with MND. Most people who get 
MND die within three years of diagnosis.

So once you’d been told you had PLS, what 
happened immediately after that in terms of 
medical support? What were the next steps 
after your diagnosis?
I’d been given a name for this strange set of 
symptoms that meant I was unable to work. 
In a way, it was relief that I’d got a name. I 
phoned up my manager at work and told 
him what it was. Of course, he asked, “What 
does that mean?” and I wasn’t really able to 
explain to him, but at least I had a name. So 
I was able to go into work and explain that I 
did have something serious and that it was 
degenerative. 

But what happened medically was that I was 
sent home from hospital with a consultant 
appointment booked for three months later, 
and then every six months since I have seen a 
consultant. They just say, “Yes, your symptoms 
have got a bit worse,” and that’s it really. 
Nothing else much happens.

So there were three months between 
diagnosis and seeing your consultant.  
What else happened in those three months?
Nothing I can remember, other than me 
trying to continue working and then trying 
to arrange a departure from work that wasn’t 
going to leave me bankrupt!

So just to go back in time – when did you 
first realise that you had a medical issue?
Looking back, I actually think I had funny 
symptoms for 15 years before the diagnosis, 
possibly even longer. For example, in my work 
at the BBC, I remember doing one job where 
I was handholding a camera while filming a 
rock concert. After about an hour or more of 
moving around the stage with a camera under 
my arm and lifting it up and so on, I put the 
camera down and tried to lift my arms into 
the air. They wouldn’t go any further than my 
waist. They just literally wouldn’t go up and I 
said to the other guys, “Are any of you finding 
that your muscles are so tired that you’re 
getting this problem?” but it was only me that 
was having that weird effect. I think, yes, that 
was probably a symptom … many, many years 
before.

When did things reach a point at which you 
sought medical help?
I started getting regular problems with my 
back going into spasm, but I thought it was 
just a bad back. I was given physiotherapy,  
but I found the exercises I was asked to do 
made it worse, as the muscles all down the 
back of my legs had got very tight, along with 
my waist.

Miles Pilling
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How long before diagnosis was that?
Four or five years before diagnosis I started 
to get a bad back – maybe even longer ago. 
Before I got to see a neurologist, I paid to 
see a private orthopaedic consultant because 
I was having to take time off work due to 
my so-called bad back. I paid a few hundred 
pounds and he got me booked in to have 
invasive things done to my back. I had stuff 
injected into my spine and X-rays done of my 
spine. These were really painful procedures; 
in fact, perhaps the most painful experience 
of my life. And there was actually no need for 
any of that at all. 

It seemed really difficult to get to see a 
neurologist in Worcester where I live. When 
I was at the pain clinic and when I saw the 
orthopaedic consultant and my GP, I kept 
asking, “Do I need to see a neurologist?” I 
was told, “No, I don’t think that’s necessary.” 
One GP even said, “You’ve got a bad back, 
learn to live with it.”

Eventually I got a neurology appointment 
several months in the future and then one 
day I went to see my GP and she told me to 
come to terms with the fact I might have 
multiple sclerosis. I went home from that 
shattering news and found a letter on my 
door mat from Worcestershire Royal Hospital 
telling me they had cancelled my neurology 
appointment due to staff shortages and they 
didn’t know when they would be able to offer 
me another one. That was less than an hour 
after my GP had told me I might have MS!

After smashing a mug in exasperation, I 
phoned the neurology department of my 
local hospital. I got through to a neurologist’s 
secretary and explained my situation. I told 
her that I was having to take days off work 
and my symptoms were ruining my life. She 

was, thankfully, very sympathetic and she 
arranged for a neurologist to phone me.  
He saw me a couple of weeks later. So, in  
fact, I had to arrange an appointment with  
a neurologist myself in the end.

Presumably a neurologist would normally 
only see patients after a referral from a GP?
Well, yes, but this neurologist and his 
secretary were sympathetic and flexible 
people. He asked me to strip down to my 
underwear and walk across the consulting 
room. I remember he looked shocked and 
said, “We should be treating you as a priority 
patient. For you to be as disabled as you are 
at your age, there is something very serious 
going on.” He was genuinely upset that 
nobody had taken me seriously up to that 
point.

I was back at work a few days later and 
editing an item for the 6.30pm news. I 
remember it was 6.20pm, so I had 10 minutes 
until the piece was needed and I was under 
pressure. My mobile rang and it was the 
Queen Elizabeth Hospital in Birmingham 
asking me to go in that night. So I finished 
that edit, went into hospital and my life 
changed forever.

That must have been pretty scary. How did 
it feel?
It was quite strange because I thought I’d be 
in for a couple of days but stayed for 10, and it 
felt like I had every neurological examination, 
test and scan possible. I also had a constant 
stream of medical students asking to examine 
me because I was such an unusual specimen!

So after you were diagnosed, were you still 
working?
Yes, I was still trying to work. I worked from 
when I was diagnosed in August through to 
April the following year, but I was doing less 
and less – no live on-air work as a director 
and I couldn’t lift a camera. I was trying to 
work in the newsroom, but I was taking 
masses of muscle relaxants and opioid 
painkillers just to get me through the day. 
Colleagues would see me struggling to walk 
a few paces and say, “You really shouldn’t be 
here.” I was officially signed off as unfit for 
any work in April 2014.

So between that period and now how has 
your life changed?
I have a hell of a lot more free time than I 
used to have. I get bored out of my mind at 
times because I don’t have enough to do, but 
when I do have things to do I get absolutely 
worn out and often don’t have the energy to 
enjoy them as fully as I want to. There are also 
a huge number of things that I just physically 
can’t manage any more. So it’s kind of a catch- 
22 – the MND that I have makes me very tired 
because it makes my muscles really tight, so 
anything I do takes 10 times the effort that 
it used to. For example, getting up from a 
chair takes 10 times the effort. So although 
I look perfectly OK and from the outside if 

you see me sitting down, you’d think I look 
healthy, on the inside more often than not 
I’m in physical pain and discomfort, with my 
muscles on the edge of cramping or actually 
in cramp. 

When I was diagnosed, I was still able to 
walk short distances reasonably well with 
crutches. Now I have to use a mobility scooter 
because walking at all is difficult and painful, 
as my muscles are so tight. 

In terms of the disease progression, how 
would you say things have changed in the 
last 12 months?
Although PLS progresses very slowly 
compared to many other types of MND,  
I have noticed I’ve got weaker in the last  
12 months and it seems my arms are affected 
more. So it’s harder for me to lift things, 
to take something off a shelf. I still take 
photographs as a pastime, and although I sold 
my heavier cameras and bought lightweight 
ones, I can’t use some of the zoom lenses I 
worked with at the beginning of this project 
four years ago because they feel heavier. 
Attempting to use them causes me to strain 
muscles.

I’ve had four different neurologists since 
2013 and the last one I saw told me there’s 
a possibility I could in fact have a slowly 
developing form of ALS and not pure PLS, 

Miles Pilling

“Having MND in so many ways is truly awful. I mean it’s 
totally altered my life. All of the things that as an ordinary 
person you hold on to and can give you a sense of who you 
are have been changed massively by the disease.”



12 13

which obviously wouldn’t be great news if it 
was true.

Having PLS has totally altered my life. All 
the things that you hold on to and can give 
you a sense of who you are have changed 
massively.

I had a career in television that I’d worked 
very hard to establish. I’d fulfilled my 
ambition of getting a staff job at the BBC, 
which I did for 16 years, then almost overnight 
I was forced to give all that up. 

Physical activities – I used to enjoy walking 
and going on walking weekends with friends 
and I used to swim a lot. I can’t do any of that 
any longer. 

I was a skilled classical guitarist. Now it’s 
really difficult to sit and hold a guitar for more 
than a few minutes. 

Developing PLS was sadly also a 
contributing factor in the break-up of my 
family. When my wife and I got divorced the 
process was a devastating experience for me, 
far beyond the normal emotional upheaval 
of divorce. It seemed no professional person 
involved – solicitors, barrister or judge, 
when it finally had to go to court – had any 
empathy or understanding about my medical 
condition, despite it being explained to them. 
In fact, the judge stated she would not take 
my MND healthcare costs into account. 

I’m describing this stuff not to make people 
feel sorry for me but to demonstrate the 

impact of a diagnosis of MND and the lack 
of understanding in the wider world of the 
implications of that diagnosis.

How would you describe your life now? 
I have times of great happiness and I have 
times when I get really fed up. I have the 
opportunity to appreciate the natural, smaller 
things in life – and that should not be taken 
lightly. It’s an amazing opportunity in these 
times. As healthy-bodied people we are so 
much caught up in being busy and doing stuff 
that we have forgotten how to just “be” and 
how to truly enjoy living for the sake of living.

But then there is a continual process of 
grief, as your body reminds you of what you 
can no longer do, things that you once took 
for granted. When I’m asleep I have dreams 
where I’m perfectly able to do everything I 
used to. Then I wake up and sometimes think, 
I’d rather just go back to sleep and enjoy 
doing the things I could do when my body 
was working.

What would you say is better now in your life 
and what do you feel positive about in the 
future?
If I hadn’t been diagnosed with MND and had 
to stop work, I wouldn’t have had the time to 
develop my stills photography, in particular 
my street photography. I used to do some 
street photography at times when I was off 

work, but after being diagnosed with MND 
I threw myself into going out and taking 
photos from my mobility scooter. I earned 
myself the nickname “Scooter Shooter” and 
I’ve had several exhibitions, all of which have 
raised money for neurological organisations, 
including the MND Association. I probably 
wouldn’t have exhibited my photographs 
publicly if it hadn’t been for motor neurone 
disease.

Through collaborations with the MND 
Association and Movement for Hope, I’ve met 
some really interesting and inspiring people. 
I’ve also had the opportunity to get involved 
with presentations and I’ve volunteered my 
time on projects helping develop equipment 
to help people with neurological illness.

They say a crisis shows you who your 
true friends are. During this 26miles4mnd 
project we’ve met some amazing people who 
we’ve photographed and interviewed, and 
also incredible people have stepped forward 
and volunteered their time to help make the 
project a success.

What I’ve realised during the process of 
meeting scientists, researchers and others in 
the MND world is that there is so much going 
on behind the scenes in the fight to find 
treatments and a cure that we don’t really hear 
about. It makes me feel positive that there will 
definitely be effective treatments and a cure 
for MND in the future. It will happen.

I know you’ve said that at some points you’ve 
found the 26miles4mnd project a little bit 
difficult because it can be a reminder that 
you have MND and that’s something that 
you don’t want to be reminded of. In terms 
of meeting people with motor neurone 
disease, has that helped you think about 

MND in a different way? Has it given you 
a different insight into motor neurone 
disease?
What’s great about meeting other people 
with MND is that you know they understand 
what it’s like. In particular, when I’ve met 
people with primary lateral sclerosis or other 
slow-developing types of MND, that’s been 
great because we’re kind of in a little camp by 
ourselves. Motor neurone disease in the pure 
ALS form is absolutely and totally horrific. It’s 
basically a death sentence that will kill most 
people within three years. So people don’t 
have time to adjust to it and it just finishes 
them off, devastates their families and it’s 
horrendous. Quite understandably, that’s what 
gets most attention in the world of motor 
neurone disease. 

But people like myself with slow-
developing types of MND quite often get told, 
“You’re doing really well, aren’t you?” and that 
can be quite frustrating. I know other people 
have found this too. We are not doing well 
relative to how our lives were before MND. 
We are lucky in some ways, yes, but we might 
still be feeling really bad when inside our 
muscles are hurting, we’re worn out and we 
want to be able to do stuff that physically we 
can’t any more. 

It’s been really good to meet people with 
PLS and other slower developing forms of 
MND, as it can feel like we don’t really get 
noticed because ALS is so horrendous and, 
quite rightly, most of the effort goes into 
helping people in that situation. In a way, we 
are more like people with multiple sclerosis. 
I’ve even thought about joining an MS 
support group because the kind of life I lead 
is perhaps more the life of someone with 
multiple sclerosis than someone with ALS.

Miles Pilling

“But then there is a continual process of grief, as your body 
reminds you of what you can no longer do, things that you 
once took for granted. ”
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Let’s go back to the photography you do now 
as “Scooter Shooter” from your mobility 
scooter, as opposed to photography on two 
feet. Has that changed your photography?
Yes it has. One of my favourite pictures, which 
I took when I was still walking, is a close-up 
silhouette of a guy walking away from me 
and wearing a fedora hat. The lighting was 
lovely and what made the photo great is that 
I walked behind him and held the camera 
up above my head to get a shot of his head 
and shoulders with the street stretching away 
before him. Obviously I can’t do that from a 
scooter so I’m limited in the angles I can get, 
but I can get other interesting angles that 
you wouldn’t necessarily see when on two 
feet. Limiting your possibilities can actually 
help you think more creatively – so it’s an 
advantage in a way. 

At first, especially when I was using a 
traditional mobility scooter, I seemed to 
become invisible. I could take photos and 
it was like nobody saw me. Now I have an 
unusual-looking silver folding mobility 
scooter and people stare at me more, so it’s 
harder to take photographs from it. 

In fact, when I first got this scooter I went 
to the shops with my teenage daughter 
and she said she felt sorry for me because 
everybody was staring! Having said that, if I 
go to a bigger city like Birmingham it’s less of 
a problem because a man on a silver scooter 
is probably not such an unusual sight. I had 
thought about getting another traditional-
looking scooter just for photography, but I’d 
have to find somewhere to keep it. 

That’s interesting. I didn’t realise there was a 
difference in the perception that people have 
of you on a different scooter. So people don’t 

see through you in the same way that they 
used to. Do they see you as being slightly 
less disabled because you are on a slightly 
more “cool” scooter?
Psychologically, I definitely feel less disabled 
being on a more cool-looking scooter. I’ve 
had children on two-wheeled silver scooters 
go past, point to me and say, “Look Mummy, 
that’s cool” because it has the same sort 
of aesthetic as those scooters. It’s called a 
TravelScoot and it can be a fun thing to use. 
I tend to use it when I go out and do things 
that are enjoyable, but I do get noticed more 
on it. Recently I had security guards come and 
tell me to stop taking photographs outside a 
library! I’m sure it was due to the fact that I 
showed up clearly on their CCTV because I 
was on an unusual scooter. I don’t know what 
harm they thought I was doing. People take 
photos around that particular landmark all the 
time and don’t get stopped but I did. 

I moved on to the pavement where I 
was absolutely certain that I was on public 
land and could freely take photos, but they 
came out and hassled me again half an hour 
later. It’s legal and anyone has the right to 
take photos in public of anyone and almost 
anything in the UK, but that’s what you are 
up against these days if you take pictures in 
public, sadly. 

How does having motor neurone disease 
affect the people around you and how they 
perceive you?
I think most people don’t know the full extent 
of what motor neurone disease is. There’s a 
real lack of understanding of what it means, 
even among some medical staff.

Relationships all round are affected. If I’m 
asked to go and do something with friends 

I have to think about the accessibility of the 
place we’ll be going to and whether I can 
cope with it or not. Sometimes I have to turn 
down invitations because it’s obviously just 
not physically possible, or I’m not confident 
enough to go along and hope for the best.

Interestingly, places and events that you 
might think would be very inclusive can 
be surprisingly lacking when it comes to 
disability. It’s very often still treated as an 
“add on”. On one occasion when I wrote to 
query why a place was terribly difficult to get 
around after I’d been told beforehand it was 
accessible, I was given the excuse that tight 
budgets have pushed accessibility down the 
list of priorities. That’s just not good enough. 
Creating public places that are accessible 
should be non-negotiable in the 21st century.

Having MND has affected every single 
relationship that I have, and a diagnosis of 

MND, because it is degenerative and there is 
no really effective treatment or cure, makes it 
difficult for those close to you.

For example, I’m in a relationship with 
somebody and in the back of my mind has 
been the thought that it might be difficult for 
her to fully commit. There’s a lot less certainty 
about how well I’ll be in the years ahead than 
if I didn’t have MND. That is obviously a big 
thing for her. We go to MND Association 
events together so she knows what MND 
entails. She’s met people with different types 
of the illness, including PLS. 

Actually I feel extremely fortunate to have 
met my partner after I was diagnosed because 
she loves me for who I am now! She sees 
past the fact that I have a type of MND and 
has the attitude, I think, that there’s a lot of 
uncertainty in life for anyone, irrespective of 
whether you have MND or not. 

Miles Pilling

“Having MND has affected every single relationship that I 
have, and a diagnosis of MND, because it is degenerative 
and there is no really effective treatment or cure, makes it 
difficult for those close to you.”



Paula had personally raised £4,027,000 when we met 
her. We interviewed her the day after she returned 
from the ITV Pride of Britain Awards, where she’d 
been presented with the Fundraiser of the Year 
Award in front of a national TV audience. 

Fundraiser – the Ice Bucket Challenge queen 

Paula Maguire
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“I would say that it’s a disease that takes away somebody’s 
ability to talk, walk, lift things, and ultimately it stops them 
breathing. It takes away all of their independence.”

What made you want to start raising money 
for the MND Association?
In June 2009 my uncle Stuart was diagnosed 
with MND. At that time I knew of it but 
couldn’t have told you what it was, and none 
of my family had even heard of it. He died 
only nine weeks later and at that point we 
were all still coming to terms with what MND 
was, what it would mean and how it would 
affect him … it was very, very quick. 

The day after he died I decided that people 
needed to know more about MND because of 
how devastating it is and the fact it’s terminal. 
I thought that money aside, we needed to 
raise awareness because we found that people 
would ask us how Stuart died and we’d explain 
he had motor neurone disease, then every 
time we had to go through the whole back 
story of MND. I used to watch my auntie 
going through that and I realised that she 
shouldn’t have to explain all the time. People 
should just be aware of what MND is. 

So we started fundraising by doing lots of 
different things. At that point we had our own 
business selling radio codes and all the profits 
from selling those radio codes went directly 
to our local branch of the MND Association. 
Then at my uncle’s funeral I decided I would 
do the Great North Run the following year, in 
2010, and I talked Robert, my husband, into 
doing it too. My uncle’s son – my cousin – 
said he’d join us. So in 2010 Robert and my 
cousin Graham did the Great North Run with 
me for my Uncle Stuart and since then I’ve 
done the run every year.

I’ve now done seven Great North Runs, two 
Great Yorkshire Runs, a Great South Run and 
the Leeds half-marathon. I’ve also jumped 
out of planes, abseiled down a viaduct in 
Derbyshire, done Tough Mudders, jumped in 

the sea on Boxing Day and done Major Series 
events but there’s lots more I want to do.

I can see the excitement in your eyes when 
you talk about what you’ve done. What’s been 
the most enjoyable challenge?
Probably the most enjoyable one was one of 
the hardest – the 100km Race to the Stones 
along the Ridgeway. It was tough – you had 
46 hours to complete it and I did it in 25 
hours and two minutes. I have to do it again 
because I have to lose that two minutes! But 
the sense of achievement was unbelievable 
and at times when it got tough I just thought 
about people living with MND and also those 
who had lost their lives to it. I’d started to 
have a lot of friends with MND and I thought, 
as difficult as this is for me now, it’s nothing 
compared to what they are going through. So 
at a particularly tough time I said to myself: 
right Paula, pull yourself together and get up. 
You’ve only got a kilometre left to do now, so 
get it done!

You said you’d heard of MND but you didn’t 
know what it was. If you have to describe it to 
somebody now in just a few sentences, what 
do you say?
I would say that it’s a disease that takes away 
somebody’s ability to talk, walk, lift things, and 
ultimately it stops them breathing. It takes 
away all of their independence. My uncle 
ended up completely bedridden; he couldn’t 
do anything whatsoever.

I have also learned that there are different 
versions of MND. I have some friends who 
are in wheelchairs because they can’t walk, 
but I had another friend, who to look at you 
wouldn’t know there was anything wrong … 
you wouldn’t have known he had MND.  

He could walk fine but he couldn’t speak. He 
had no voice whatsoever and that was how 
MND affected him. Unfortunately, he passed 
away earlier this year. 

The variety is quite bizarre and I think that’s 
what makes this condition quite difficult to 
explain and to understand. I think you could 
put 10 people with MND in a room with 
another load of people who don’t know what 
MND is and they would all struggle to see 
that they have the same thing. 

I think that’s one of the issues with 
MND – the different ways it affects people. 
The ultimate thing is that it does take away 
everybody’s independence at the end and 
there is no cure. I always make sure that 
people are made well aware of that – there 
isn’t a cure for MND.

We’ve met more than one person who’s 
said that in some ways a diagnosis of 
MND is worse than a diagnosis of cancer. 
With cancer there is some hope, there are 
treatments for it and life can be prolonged 
even if you can’t be saved, but for MND 
there really is nothing.
Yes, Riluzole can be said to prolong the agony 
for a few months, so you do have to ask if 
that’s really worth it.

Why do you think MND awareness is 
still quite low even after the Ice Bucket 
Challenge?

Paula Maguire

I think it’s never really been in the press so it’s 
not a fashionable type of thing if that makes 
sense. Not that I’m saying cancer or anything 
else is fashionable, but it’s something that’s 
always been in the spotlight, always been in 
the limelight. The big charities can afford to 
spend a lot of money putting themselves out 
there in the first place.

The MND Association is such a tiny charity. 
The Ice Bucket Challenge actually brought 
in half of their annual income, which I think 
shows just how small they are, and a lot of 
work still needs to be done to raise awareness 
out there. Yes, they got an extra £7,000,000 
that year and people have said that they 
should be advertising and putting adverts on 
TV and things like that, but I don’t necessarily 
think they should because I don’t think they 
have the money to do it. Advertising is so 
expensive that £7,000,000 won’t last long. 
A lot of that money has gone into research, 
which is important because you want to give 
people hope. 

Eventually we all want to find a cure but 
realistically that is still a long time off, so 
in the meantime we need to be supporting 
people and giving them hope. If we can make 
life more comfortable for people living with 
MND, I think that’s where the money needs 
to go. So unfortunately because of that, the 
advertising isn’t out there – the awareness is 
down to the volunteers being able to get the 
message across.
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I did see a big increase in awareness for the 
Ice Bucket Challenge. The year I did the Great 
North Run dressed in an MNDA vest, nobody 
knew what it was. Then last year (a few 
months after the Ice Bucket Challenge) I did 
it dressed as a meerkat and it took me forever 
because people kept stopping me saying, “Oh, 
MND, that’s the Ice Bucket Challenge. Can 
we have a photo?” That was amazing because 
suddenly there were so many people who 
actually knew what MND was. The nice thing 
was that there were lots of photos so I’m now 
in lots of people’s homes. They won’t know 
it’s me, as I’m dressed as a meerkat, but I’m 
wearing an MNDA vest so if that’s a talking 
point, then more and more people are starting 
to talk about it. 

The film The Theory Of Everything boosted 
awareness that little bit more because I think 
a lot of people didn’t realise that Stephen 
Hawking had MND. But also people may 
think that as Stephen Hawking had MND and 
he lived for a long time it can’t be terminal. 
That’s why it’s so important to stress that 
there are different variants of MND and that 
he’s a massive exception. He’s a big exception.

What made you start the Ice Bucket 
Challenge in the UK?
We found out about the American ALS Ice 
Bucket Challenge because the Kennedy 
family had just done it and challenged Barack 
Obama to do it too, so it was on the news.  
As soon as I saw that it was for ALS I thought 
to myself: ALS is MND. This has to come to 
the UK but it has to come to the UK for the 
right thing. 

It was a Friday evening so I knew the 
MND Association would be closed but I 
didn’t want to wait because I knew that 

someone else would pick up on this and use 
it for something else. I immediately set up a 
JustGiving page – the Ice Bucket for MND – 
and then set up the text number – the ICED55 
number – with the intention of starting it 
over the weekend. I was working on the 
Saturday so nothing happened and on the 
Sunday it was chucking it down – the rain was 
horrendous. I decided not to wait any longer 
so I made my husband Robert go into the 
garden and do the first challenge as I filmed 
him from the conservatory. I wasn’t going to 
get wet!

So he did the first one and he didn’t even 
nominate anybody. It was just an initial start 
up to get people interested. We had a £500 
target, but I didn’t think we’d ever get there. 
I just thought a few friends and family would 
do it and we’d never raise anything like 
£500. By the end of the first week a lot of our 
friends and family had done the challenge 
and we were at £470.

A lot of tweets were sent out to different 
celebrities. I was explaining that in the US it 
was called the ALS Ice Bucket Challenge but 
in the UK ALS is MND. That was my aim. 
I did not set out in a million years to raise 
£7,000,000; it was to make people see that 
ALS equals MND.

The tweets had the text number, the 
JustGiving page and links to the videos but 
my main aim was to make people realise that 
ALS equals MND.

When did the first video happen?
On 10 August 2014 and it wasn’t until a couple 
of weeks after then that I remembered that 
my uncle had died on 9 August 2009. We’d 
done it all on the weekend of the anniversary 
of his death without even realising. That hit 

home a couple of weeks later. I think he was 
watching. He’d have probably have been 
watching and saying, “What on earth are you 
doing you idiot?” Ha, ha, ha!

You must have met a lot of people with 
MND now. If there was one piece of advice 
that you’d give to someone just diagnosed 
with MND what would it be?
Seek out support groups. I’ve met a lot of 
people who’ve tried to keep it to themselves 
and deal with it but there is a lot of support 
out there. You don’t have to go down the 
branches route. You can just get on Facebook 
and get to know some of the people on there, 
so you can have a laugh and keep that banter 
going. Then you realise that you’re not on 
your own. There are a lot of people out there 
who are living with MND and it’s quite nice 
to be able to see that it has not completely 
stopped their lives. 

Most of the people I know with MND are 
still doing the things that they want to do.  
Yes, it might have changed how they do 
things, but they are still doing them. You can 
have bad days and if there are days when you 
don’t want to do anything, then don’t! You 
don’t have to. You don’t need to have a smile 
on your face all the time but don’t sit at home 
wallowing because there are people out there 
who can help you.

How do you keep yourself so positive?  
You must get worn out.
Earlier this year I got quite low. We’d lost 
a few of our friends to MND. I’d just done 
a half-marathon and I ached all over and I 
thought to myself: I don’t know if I can keep 
doing this. It’s taking so much out of me and 
I feel like I’m giving absolutely everything 
and have got nothing left for myself. I took 
myself off Facebook and Twitter and stayed 
away from everything for a couple of days 
and then realised how much I missed it all, 
bizarrely enough. I put my trainers back on 
and went out for a run and thought: right … 
keep going. 

But I have promised myself now that for 
the rest of this year I’m going to have some 
“me time” and some family time. I’ve already 
got lots of things planned for next year so I’m 
going to really rejuvenate my batteries for a 
couple of months.

What did you miss about it?
I think I missed being able to speak to people 
and help them be positive. I don’t like seeing 
people being down and going through a 
lot. I missed seeing who needed some help. 
Sometimes it just means sending a text 
message saying, “You’re not on your own, 
I’m here. If you need a shoulder to cry on, 
I’m here. If you want somebody to rant at 

“Eventually we all want a cure but realistically that is a long 
time off, so in the meantime we need to be supporting 
people and giving them hope. If we can make life more 
comfortable for people living with it, I think that’s where  
the money needs to go.”

Paula Maguire 
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or scream at or if you just want a laugh, I’m 
here.” Or sometimes I’d send a text saying, 
“Just letting you know that I’m thinking 
about you.”

You’ve just won the ITV Pride of Britain 
Fundraiser of the Year Award, which is 
absolutely amazing. You won that as an 
individual but how much of it has been a 
team effort between you and Robert?
Oh, it’s always a team effort whenever I 
do anything. The Pride of Britain Award 
obviously focuses on the Ice Bucket 
Challenge, which is definitely a team event, 
but it’s also about the fact that I’ve been 
fundraising since 2004 for other charities  
as well. 

When I do individual events it’s me out 
there running but it’s the support of my 
husband Robert and my two girls that gets 
me there in the first place. They’re always 
there. They come to every event and they’re 
my biggest supporters whenever I do 
anything. When I sign up to anything, they 
might be the first to say, “What on earth are 
you doing now?” but they’re always there for 
me so it’s definitely a family group. If there 
was something I wanted to do and they really 
didn’t want me to, I wouldn’t do it. If it was 
something quite dangerous, then I would 
listen to them first as well. 
 

Would the person you were two or three 
years ago recognise the person you are now?
Probably not, no.

Why?
I recognise that I like to help people and I 
will always be there for people because that’s 
the type of person I am. I am caring and 
supportive. So yes, I recognise myself in that 
respect. 

But as for some of the events I’ve done – 
no! I’d never have imagined that I would be 
happy getting up every Sunday morning and 
going out for long runs because in the past I 
was more than happy to just sit in the house 
and watch TV day in, day out. I don’t watch 
soap operas or anything any more – they bore 
me to tears. I would rather be out there doing 
something. So in that respect, no, I don’t 
recognise myself. That’s how I’ve changed. 
But I’ve always been that caring, supportive 
person. I’m just really happy now that I’ve 
found somewhere I feel I belong. That’s 
me and that’s what I want to do and I’ve no 
intention of stopping. 

We travel around the country and help 
other people with their events as well. I don’t 
always have to take part in them. Next year, 
I’ve already got six big events lined up so I’ve 
got loads and loads that I’m waiting for. I’m 
not going anywhere just yet … ha, ha, ha!

“Most of the people with MND who I know are still doing 
the things that they want to do. Yes, it might have changed 
how they do things, but they are still doing them.”

Paula Maguire 



Ian Pratt

Father living with ALS

On 10 September 2012, at the age of 42, Ian was 
diagnosed with motor neurone disease. His 
diagnosis followed months of tests that were 
triggered by some muscle cramps and fasciculations 
(twitches) dating back to 2008. The most significant 
indicator that something was seriously wrong was 
when he lost 20kg for no apparent reason. Miles 
talked to him three years after his diagnosis.
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What was the first thing that made you 
realise something was wrong?
I used to have really severe muscle cramps 
and twitches for no reason. I’d be sitting there 
in the lounge with Catherine lying on my arm 
and she’d say, “Oh, your arm’s twitching” and 
so that’s how it started. When we went to see 
Professor Pamela Shaw at Sheffield, we found 
that we could date symptoms like that back to 
about four years previously. I remember going 
home to Australia one year for Christmas and 
getting stuck in the river because my legs and 
everything cramped up. That was about four 
years before my diagnosis. So it took that time 
before I even realised there was an issue. And 
in the 12 months or so prior to diagnosis, I 
used to go to the gym three days a week with 
no issues whatsoever, until one day I started 
dropping weights. I also started to lose a fair 
bit of weight for no apparent reason.

My GP didn’t really flag up anything, but he 
knew there was something wrong, and I just 
wasn’t prepared to let it go either. I went to 
a rheumatologist but saw a neurologist first 
and was told that it was likely to be a trapped 
nerve in my spine. They checked that out for 
a while and it turned out to be a red herring. 
The rheumatologist I was seeing said there 
was nothing she could help me with. She 
referred me to another specialist who was  
a neurologist.

I insisted on a copy of my referral letter and 
in it she queried whether it might be motor 
neurone disease. I had no idea what that was. 
I Googled it and that was when I first found 
out about MND. My heart really sank but you 
know, unfortunately, everything fitted. Pamela 
Shaw diagnosed it. 

At that point I was still fully functional. I 
was walking and still doing everything fairly 

normally. I passed every test she put me 
through but there were obviously signs that 
she could see; she knew that things were a bit 
nasty. That was after my third EMG. The first 
two were inconclusive, although there was 
something showing up but not indicative of 
MND. I asked for copies of all those reports 
because I wanted to know what was going on. 
I knew something was wrong. I knew it wasn’t 
in my mind and I wasn’t going nuts and that’s 
the path that most of us go down at some 
point.

When I was diagnosed there seemed to be 
confusion even among the doctors about 
what to call MND … 
Well, I think that’s what’s frustrating about 
the disease in general. You mention cancer 
to someone and they go into this thing about 
“Oh no, the worst possible disease ever.” But 
when I was being diagnosed and I was told 
that I didn’t have cancer (because by that stage 
I’d had full body scans and PET scans and 
goodness knows what else), I wasn’t ecstatic 
because I knew there was something seriously 
wrong. The problem with MND is that in the 
UK we refer to it as MND, motor neurone 
disease, while others call it ALS, Lou Gehrig 
disease or Charcot disease. It’s got that many 
different names across the world so we are 
fighting a battle to tell people what it is.

I don’t even use the MND/ALS term now. 
I just say I have motor neurone disease 
because anything else just confuses people I 
think. You know, I was really ticked off when 
we were doing the Ice Bucket Challenge last 
year and everyone was saying, “I’m doing 
the ALS Ice Bucket Challenge for Macmillan 
Cancer Research.” I’d say, “Why are you doing 
it for cancer research? MND is not a form of 

cancer, it’s got nothing to do with cancer.” 
Macmillan didn’t help either because they 
didn’t set the record straight.

Some patients we’ve met, and some of the 
specialists, say that being told you’ve got 
motor neurone disease is actually worse than 
being told you have cancer, because even if 
you can’t get rid of cancer you can extend 
people’s lives by years. 
When I was diagnosed I was 42, almost 43, 
and my daughter Georgiana was just turning 
two. I was given this diagnosis, “You’ve got 
this terminal illness and there’s nothing at all 
we can do for you – nothing at all.” They gave 
me this Riluzole drug and said it might slow 
things down by a couple of months.

I’m sure it’s the only diagnosis that comes 
with an apology: “I’m sorry to tell you that 
you have motor neurone disease and there’s 
bugger all I can do to help you.” I just can’t 
imagine from a physician’s point of view how 
they cope with that. 

You know, I don’t want cancer either. There 
have been lots of cancers in my family – some 
people have survived, some have had a very 
tough battle. It’s been hard, but I guess with 
my disease I know I’m going to die from 
it so I do everything I can to enjoy my life. 
The nice thing about having MND (if there 
is a nice thing) is that I never feel sick from 
having chemo or other treatments, so I can 
get on and enjoy the time I have with my 

daughter and my wife. Some people with 
cancer don’t get that. I think it helps to look  
at the positive side all the time.

You seem like a very positive guy. You’ve got 
natural smile lines around your eyes.
I’ve always been a glass-half-full kind of guy.  
I just don’t get negativity. I don’t get the point. 
We’re all put on Earth for a reason – to do 
something – and I’m here to enjoy my time 
with my child, with my wife. Yes, it’s sad that 
I won’t be here to enjoy lots of things, but I’ve 
gone from thinking I’m not going to be here 
to maybe I won’t be here. It’s not a definite for 
me any more because there’s lots of hope out 
there and my hope is that they’ll find a cure 
for this thing in my lifetime. I’m also resigned 
to the fact that they might not, or won’t, but so 
long as my daughter doesn’t have to live with 
the threat of motor neurone disease hanging 
over her head, then that will be ideal for me.

It makes me really angry when people just 
sit around waiting to die. If you want to die, 
just get on with it … do us all a favour and 
move on.

I heard you are a supporter of Dignity in 
Dying?
I’ve been an advocate for the Dignity in Dying 
cause. I think we should have a choice as 
individuals, but it’s funny that this disease 
tests you on every level almost every day.  
You know I’m coping with shit now that  

Ian Pratt

“Every day find something positive to look forward to, so 
there’s some benefit in every day that comes along. Sure, you 
have some crap days but every day above ground has got to 
be a good one!”
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I never thought I would – for instance, having 
someone wipe my bum for me or feed me. 
When I was diagnosed, I can remember 
saying to my wife Catherine,“When I get to 
that point, I want out of here.” I don’t want 
that to happen any more. 

My daughter is now at a beautiful age. I 
love every minute with her and I just think I 
want all the time I can … but we’ve also made 
provision that I don’t want to linger and have 
Georgiana coming to see me in a hospice bed 
or something for months on end. Catherine 
and I have an intervention point when 
enough’s enough.

How old is Georgiana now?
She’s just turned five. I was in hospital having 
tests on her second birthday and I can 
remember saying to Pam Shaw, “I’m going 
home this afternoon whether you’re done or 
not because it’s my daughter’s birthday and 
I want time with her.” We came home. Ten 
days later I got my diagnosis and up until 
that point I hadn’t really noticed there were 
significant issues. We just knew things weren’t 
quite right.

Obviously she accepts you as you are, but  
do you discuss difficult issues with her?
I record things for her – video diaries 
– because my concern when I was first 
diagnosed was that I wouldn’t live long 
enough for her to remember me, but now 
I know she will. But we are very specific in 
this house that we don’t talk about motor 
neurone disease in front of her, although we 
do have conversations about me needing help 
and being a little bit different to everybody 
else. She accepts that I’m in the wheelchair 
and that’s life for her, you know. She’s hasn’t 
known me any other way.

How did you meet Tony Bray (the organiser 
of Swimming the Solent for MND)?
We met on a Facebook page about MND. He 
used to be a radio presenter on Vectis Radio 
on the Solent and I used to phone in and have 
a chat. Then we went down to meet him on 
the Isle of Wight and things snowballed from 
there. The first year they did the event there 
were four of them. Last year I think there 
were about 24 and this year there’s 40 or so. 
It’s been an incredible, unbelievable event.

And the challenge is in honour of you 
basically?
Well, Tony was looking for a charity to support 
at that time and he thought that MND was 
under-represented so he picked up on it and 
met us. Our families have become very close 
and he asked me if he could do the event in 
my name, which obviously I’m ecstatic about.

We did some broadcasts together, including 
some for the BBC on the Isle of Wight, but for 
me it comes down to what we were talking 
about before – that this disease has many 
names but it’s the same disease. My goal has 

always been to raise as much awareness of it 
as possible.

Is there one piece of advice that you’d give 
to somebody who has just been given a 
diagnosis of MND?
A friend of mine in Australia has just been 
diagnosed, in fact. I think for the first 12 
months I went under a rock. I didn’t want to 
know about it. Didn’t want to talk to people 
about it. It took me a while to come to terms 
with it. I was very emotional. But I think once 
I got through the first year I realised that’s not 
the last Christmas, that’s not the last Easter 
and the last birthday and so I don’t think 
about it any more. I can remember going to 
a birthday party for a friend of my daughter’s 
and being really upset. I said to Catherine, “I 
don’t know if I’m going to see our daughter’s 
birthday next year,” but that doesn’t even 
come into my mind now.

Supposedly, the progression is slow for me 
and some other people don’t have the chance, 
but my advice is to get your life together. Get 
your will and that sort of stuff sorted out, 
which is what we did the first week after I 
was diagnosed. Then put all that crap to one 
side so you don’t have to think about it again. 
Once all that is done it’s a big weight off your 
shoulders and then just enjoy what you’ve got. 
Every day, find something positive to look 
forward to so there’s some benefit in every 
day that comes along. Sure, you have some 
crap days but every day above ground has  
got to be a good one!

Is there anything you’d like to say that we 
haven’t covered?
The thing that’s really interesting with this 
disease is that you hear about doctors seeing 

“I’m sure it’s the only diagnosis that comes with an apology: 
‘I’m sorry to tell you that you have motor neurone disease 
and there’s bugger all I can do to help you.’”

Ian Pratt 
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“Maybe we did win the lottery but with the wrong  
frigging ticket!”

only two MND patients in a lifetime, but the 
MND Association is now starting to use very 
different numbers from those in the past. 
When I was diagnosed, the number quoted 
was two in 100,000 get this disease, which 
was crap, and I challenged them on that. If 
you look at death rates, everybody with MND 
dies – period. No ifs, buts or maybes. 

So if you look at the UK death rates of half a 
million people a year and they say on average 
five people a day with MND die, then you’re 
looking at about one in 278 people and now 
the MND Association are quoting those sorts 
of numbers. We’ve seen this on our Facebook 
page: it’s not uncommon to wake up and 
someone else that you’ve been friendly with 
has gone and so you know those numbers 
don’t lie. I know I’m going to be in those 
numbers at some point but I’m not planning 
on being there for a while.

The other thing is that for the first time 
since we’ve been seeing Pam Shaw, she’s 
saying that the number of people now getting 
motor neurone disease is one of the highest. 
I think that’s because they’ve got better 
mechanisms to identify it more easily. Three 
years ago, I was screened for all the genetic 

Ian Pratt 

tests and was told that I have no genetic 
markers, but at my clinic two months ago I 
was screened again because they’ve identified 
a whole lot of new markers. So even in three 
years there’s been something happening. It’s 
not fast enough but it’s happening. You know, 
I can’t give up because it would piss me off to 
think that if I did, they might find a cure the 
day after!

I’m not sure whether it’s my optimism or 
not – maybe it is – but all I’ve ever asked for 
is for them to come up with something that 
slows this down. I don’t care if they can’t stop 
it at this point. Just slow it down. Give me a 
few more years with my daughter, with my 
wife. I’d be happy with that. But if that’s not 
the case, then I’ll enjoy the time I’ve got with 
them anyway. 

I honestly believe they’ll find a cure. It’s a 
big haystack they are looking in, but I think 
they’ll find it. If not for me, then for others. 
I certainly don’t want my daughter to worry 
in her lifetime about getting this and it’s very 
unlikely that she will because none of my 
family has it – I’m a sporadic case. Maybe 
we did win the lottery but with the wrong 
frigging ticket!
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When Miles first met Amber Michelle and Emma 
they were PhD students at University College, 
London. They’d invited Miles to show the street 
photographs he takes from his mobility scooter 
at a Movement for Hope exhibition called 
Neurocreativity. Miles later took part as a speaker at 
their event Rewired – an evening at the intersection 
of art and science, which was held at the Royal 
Geographical Society in London. 

Founders of Movement for Hope

Amber Michelle Hill & 
Emma Biondetti
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“It was really great to see the connection going on between 
patients telling their stories and the researchers and artists. 
They were all trying to describe what neurological conditions 
are, but from different points of view.”

Movement for Hope is an organisation 
that combines neuroscience and art 
expertise to create artistic performance 
events and exhibitions to raise awareness 
of neurological conditions. The events 
involve patients, researchers and artists 
collaborating and performing together.  
All the members of staff are volunteers.  
The money raised goes to neurological 
awareness education, adaptive equipment 
and research support.

How did Movement for Hope come into 
being?
AMH: Movement for Hope started in 2011 
as an awareness project for MND and MS. 
We put it on social media and found a few 
people who wanted to expand on it. We 
decided to make it an umbrella organisation 
to raise money for three identified targets 
– awareness, research support and adaptive 
equipment – and that’s really how it started  
as a project.

And why?
AMH: Mainly because I was doing pre-clinical 
work from the research side and I felt like 
I didn’t have a connection with people who 
were suffering from the condition I was 
studying, which at the time was MND.

I went online and found a few interviews 
and one of those was with Tony Judt, the 
historian, who had ALS. He said, “This 
condition is so devastating because there’s 
no hope and there’s no help. You know what 
the end will be and the real calculation is that 
you might live longer than you might want to 
because your family needs you.” 

That kind of hurt me because I was sitting 
there in a lab at the time, well past midnight, 

just trying to get one millimetre closer to 
what was going on with this condition, and  
I knew that researchers around the world 
were doing the same. I just thought there 
needed to be a bridge and that he didn’t have 
any idea about me and I had no idea about 
him. There was no connection.

I contacted Sarah Ezekiel (see page 104) 
and asked if I could interview her to find out 
more about her experience of living with this 
condition. For me, it was important to know 
why I was working in that lab in order to keep 
going, to keep my motivation going.

After I met with Sarah and a few other 
people, something clicked in me and I 
said to myself: OK, there needs to be more 
awareness. I have some research knowledge 
and I paint, so it started off as this little 
project called Paint Aware – a Move Hope 
Project. The aim was to try to bridge that 
communication gap between the lab and 
people living with the disease.

And Emma, how did you get involved?
EB: The first time I got in touch with 
Movement for Hope was in 2014. I went to 
Amber’s group to do my final project for my 
Masters degree and at the time they were 
preparing and performing an event called 
Rewired. It was an awareness event and it 
involved researchers, artists and patients.  
I was in the audience and it was really great  
to see the connection going on between 
the patients telling their stories and the 
researchers and artists. They were all trying 
to describe what neurological conditions are, 
but from different points of view. It all worked 
so well and I decided I wanted to get involved 
with Movement for Hope. But then I went 
back to Italy to finish my degree so I actually 

joined Movement for Hope one year ago 
when I came back to the UK for my PhD.

Tell me about Rewired
AMH: Rewired initially took place annually 
at the Bloomsbury Theatre and it’s a mixed 
art/science event. The advertising line that 
we use is: researchers utilising the arts in 
collaboration with patient advocates to 
communicate their research to a public 
audience. It’s a collaborative event that 
includes research talks and live performance 
and exhibitions.

What message do you get from the people 
you see through Movement for Hope?
AMH: We see a variety of people with 
different conditions and we often come into 
contact with them through the hospitals and 
our own researchers at UCL who work with 
us. Everyone’s perspective is a bit different but 
usually quite inspiring, helpful and positive.

The Seize the Day event was a dance piece 
for which we interviewed five people with 
varying perspectives on different neurological 
conditions, then created dance performances 
from those interviews. So one person had 
transverse myelitis, another had MS, there 
was Sarah Ezekiel who had MND and also 
Sarah’s daughter who told Sarah’s story from 
her perspective. In fact, that was the first 

interview with Movement for Hope. We 
also interviewed someone with Parkinson’s 
disease. 

They all had really different views of what 
their condition meant for them and how they 
were getting through it, and they were at 
different stages. We found it to be inspiring 
for the most part. 

If someone wants to get involved with 
Movement for Hope, how can they do so?
EB: Our contact email is movementforhope.
org

Because we are all volunteers and we don’t 
need office space our costs are really low. All 
the money from ticket sales goes back into 
the three pots of research – support, adaptive 
equipment and awareness education. We are 
able to fund those areas quite sustainably.  
We also have donations and sponsorship,  
and we apply for outreach grants.

Who came up with the name Movement  
for Hope?
AMH: Me … the name came as I realised that 
there must be a way to bridge art and science. 
They are very different fields and what I 
thought was the sort of common variable 
between the two fields was movement. 
You have movement in a general sense in 
every art form that exists. And you have 

Amber Michelle Hill & Emma Biondetti
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biological movement and movement within 
every aspect of neuroscience, whether it’s 
movement disorder or, when you get down 
to the very biological level, the movement of 
our cells. I just thought there must be a way to 
connect the two with this theme. I don’t know 
if it really works but that’s how I came up with 
the idea. 

It definitely works. I love the fact that it’s  
art and science – the mix of the two. Is there 
anything you’d like to say that we haven’t 
already covered? Just before we finish, what 
are your qualifications?
AMH: I have a PhD in biomedical 
neuroscience from University College London 
and my area of study is multiple sclerosis. 
We’re doing a translational project – pre-
clinical to clinical, looking at neurometabolics 
in MS and at biomarkers.

EB: I am a PhD student in the Medical 
Physics and Bioengineering department 
at University College. My thesis is about 
methodology to quantify the magnetic 
susceptibility of tissues, a property that tissues 
and all materials have. It’s interesting to 
measure it because although I’m not working 
on neurological diseases, there have been 
recent studies that have proved that magnetic 
susceptibility could be a biomarker for 
multiple sclerosis.

Amber Michelle Hill & Emma Biondetti

“They all had really different views of what their condition 
meant for them and how they were getting through it, and 
they were at different stages. We found it to be inspiring for 
the most part.”



Miles and Nik Sharma met when they were 
asked by Amber Michelle Hill to collaborate on a 
presentation for Rewired, a Movement for Hope 
stage show combining science, art, music and dance 
to raise awareness of neurological health conditions.

Consultant neurologist at the National Hospital  
for Neurology and Neurosurgery, London

Dr Nik Sharma
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What made you decide to become a 
neurologist?
I like logic and I like mathematics and 
what I found exciting about neurology and 
cardiology at the time was that they were very 
logical. However, when I started to look more 
into cardiology it just seemed a little dull in 
comparison to the brain. Ultimately, what I 
really enjoy about neurology is that although 
the investigations play a really important role, 
fundamentally it always comes down to the 
history and examination, which I enjoy. Plus, 
the brain is one of those organs that we’re 
going to be studying for hundreds of years 
and still finding out new things about.

Another neurologist told me that he felt a 
little like Sherlock Holmes when trying to 
identify problems in new patients.
I observe how people walk, the clothes they’re 
wearing – shoes particularly. It’s fascinating 
because you can sometimes work out 
problems, even before the person comes into 
the room. It’s often the very small things that 
you can spot problems with, so it’s really fun 
to do.

Tell me about the Biomax ALS project.
It’s about looking at the connection between 
the gut microbiome – the bugs that live inside 
our large bowels – and the inflammatory cells 
in the brain called microglia. It’s an unusual 
study in the sense that it’s a really exciting 
new area and it turns out that those little 
inflammation cells are actually really quite 
dependent upon the gut microbiome. In mice, 
if you take them away, then the inflammatory 
cells don’t work as well. It’s exciting because 
the microglia cells may be able to help people 
living with motor neurone disease, and they 

may be able to explain some of the differences 
that we see in a person’s journey.

They may have the potential to slow 
progression, but the difficulty has always 
been how do you influence them? One of the 
fascinating things about the gut microbiome 
is that it’s pretty easy to measure, relatively 
speaking, compared to say having to have 
a lumbar puncture, and it’s also easy to 
influence. So it’s a great project. The Reta 
Lila Weston Trust and, to a lesser extent, the 
Motor Neurone Disease Association fund the 
study.

The Reta Lila Weston Trust has a long-
standing association with University College 
London. They are part of the larger Weston 
family who are involved in retail and they 
are a fantastic group; really exciting to work 
with. They had a call for microbiome work in 
neurodegenerative diseases in 2016 that was 
way ahead of the curve. I was lucky enough to 
apply for that and after a few hiccups it was all 
settled, and they awarded £1.2 million, which 
was their largest grant ever.

I did a little reading before coming to 
interview you and was interested to learn 
about microglial cells and the fact that at 
first in motor neurone disease they can be 
protective of the motor neurones but they 
become toxic later on. Have I understood 
that correctly?
Yes, they can do, and I think that may have 
been my piece on the MND Association 
website you were looking at. In MND, 
Alzheimer’s disease and Parkinson’s disease, 
there is an accumulation of protein within 
the cells and eventually that accumulation 
of protein causes problems. The protein is 
different in different diseases but one of the 

very first things that we think occurs when a 
cell does accumulate some of that protein is 
that the inflammatory cells – the microglia 
– become active and can potentially target 
that cell. In principle, they can try to clear up 
some of the problems and there is work in 
animals to support that. The challenge later 
on when there’s lots of damage is that when 
the microglial cells become activated they try 
to clear up everything and that can be quite 
toxic.

This is theoretical in humans as far as I’m 
aware, but it’s something that we’re excited 
about – the potentially neuro-protective part 
earlier on. Particularly if we can influence that 
by targeting the gut microbiome.

What’s fascinating about the gut 
microbiome and the brain is that this 
link between the two isn’t really new. Our 
brains have kind of co-evolved with the 
microbiome all through our evolution, so we 
are discovering that our brains are actually 
very dependent on the microbiome for all 
sorts of different things. There are some really 
exciting connections there. As a neurologist, 
guts aren’t really what I deal with but it’s a 
fascinating connection.

I’ve heard the gut being called the second 
brain …
Absolutely. In fact, there are more cells in our 
guts than there are in the rest of our body, 
so there is a question mark about which is 
supporting which.

Have you come to any preliminary 
conclusions yet in the Biomax ALS project?
We have had some delays in starting the 
project. This is to be expected in such a new 
area. Because we are actually intervening and 

trying to alter the microbiome, it involves 
what is called an FMT, which is a microbiome 
transplantation that involves taking capsules 
containing microbiome. So there have been 
some delays because this is classified as a 
pharmaceutical intervention by the regulatory 
bodies. Because it’s such a new area, lots of 
the appropriate regulations are normally used 
for dealing with drugs but this isn’t quite a 
drug. So we’re hoping to start later this year 
and we are on track to do that.

Will you be starting trials in people?
Yes. The type of research that I do is called 
system level neuroscience. Ultimately what 
that means is that I do study people – people 
living with motor neurone disease and other 
diseases. For me, that’s really important 
because while we can learn a lot from animal 
models, if I want to help people living with 
motor neurone disease and ultimately find a 
cure or an effective treatment before I retire, 
we need to go right to where the problem is.

  Humans are very complicated. We can 
study humans now in ways that aren’t invasive 
and that we wouldn’t have been able to do 10 
or 15 years ago. The former chief executive of 
the Medical Research Council had a phrase 
that was something along the lines that 
humans are the new animal model of the 21st 
century. The amount of data we are producing 
now that we can collect from an individual is 
pretty profound.

Scientifically, how much real necessity 
is there for still using animal models in 
research and how much effort goes into 
trying not to use animals?
As I don’t typically use animal models myself, 
this is an area in which I don’t have direct 

Dr Nik Sharma
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“I think I’m an eternal optimist and what keeps me truly 
optimistic is seeing people living with motor neurone 
disease and how positive and driven they are. I’m constantly 
in absolute awe of that and the challenges that they have to 
face. Doing research and hitting some barriers just pales in 
comparison. So that’s my primary inspiration.”

experience, but I do work with a number 
of people who do. First, yes, there’s a huge 
amount of effort and work and regulation 
that goes into making certain that any use of 
animal models is appropriate and will provide 
appropriate results, either negative or positive. 
It is never, from my understanding, ever 
undertaken lightly in the UK. 

The question of how useful are they? Well, 
I think this is a really challenging question. 
There’s no doubt that we have learnt a huge 
amount of information from animal models. 
The microbiome work is based upon studies 
on animals. I think it’s always slightly in the 
eye of the beholder where they think the 
solution will come from. 

My very simplistic way of viewing it as 
a clinician scientist is that if you were to 
start with a headline in a newspaper saying 
“cure” or “radical treatment” found for motor 
neurone disease, what’s that article going to 
be talking about? I mean, how would we have 
got there? To me, that would be something 
that’s been found in people living with the 
disease. For me to be able to get to that stage I 
think we need to be able to understand people 
living with motor neurone disease.

That’s not to say that the animal models 
don’t provide huge amounts of valuable 
information, but from my own personal 
perspective of trying to work backwards 
from if we do have a cure, how will we have 
got there? I think the key component will be 
studying people. I think studying people very 
early in the disease process will probably be 
the most essential thing. We’ve learnt this 
from cancer and other diseases. We need to 
be able to stop the process early on because 
ultimately trying to treat any disease very late 
is a real challenge. So I think early diagnosis 
will be probably one of the key points.

How do you keep yourself positive when 
there’s been so much research done in the 
past and yet there is still no cure or effective 
treatment for MND?
I think I’m an eternal optimist and what keeps 
me truly optimistic is seeing people living 
with motor neurone disease and how positive 
and driven they are. I’m constantly in absolute 
awe of that and the challenges that they have 
to face. Doing research and hitting some 
barriers just pales in comparison. So that’s  
my primary inspiration.

Do you believe there are different types  
of MND or is it one disease spectrum?
That’s a question that I do spend a lot of 
time thinking about. There certainly is a 
very large spectrum. I think that there will 
be different groups and different extremes, 
but I do think even within that spectrum we 
will be able to use methods like imaging of 
the brain and potentially the gut microbiome 
and other markers to work out who would 
respond to what treatment. I think that any 
separation, or trying to classify the disease 
into different categories, should have the aim 
of trying to find the most effective treatment. 
Ultimately, we’ll be driven by whether we 
find that different groups respond to different 
treatments.

You said something interesting there about 
the gut microbiome being a marker. I’ve 
spoken to Professor Martin Turner at Oxford 
University and he’s doing a lot of work 
looking for early markers. Is that one of the 
primary aims of the Biomax ALS project?
The potential roles that the gut microbiome 
could play could actually be quite a few. The 
primary aim of the study is to see whether 
it could intervene as a treatment, not just as 
a marker. That’s one particular aim. Work 
coming through from the cancer world is 
starting to suggest that some of our responses 
to anti-cancer treatments are determined 
by the microbiome. So we may find that 
actually lots of our understanding about how 
certain drugs may or may not work may be 
related to, or have some interaction at least, 
with the microbiome. If that were to be 
applied to people living with motor neurone 
disease, it would be something to discover if 
there were a microbiome that made people 

respond better or respond less to a particular 
treatment. I think that would also be very 
exciting, even if it didn’t have a direct role.  
So more than a biomarker I would say.

Do you still see patients as a clinician?
Oh yes, absolutely. I still see patients with 
general neurology conditions as well as doing 
a weekly clinic for people living with motor 
neurone disease. To me that is essential 
because it keeps me very acutely aware of the 
problems. 

Also I’m a firm believer in asking people 
living with motor neurone disease and other 
conditions to take part in my research. I 
generally run the idea past them and if they 
haven’t stopped laughing after three or four 
minutes I know it’s probably not the right 
thing to do! But we do involve people living 
with motor neurone disease at all stages in 
the design of the study. We’ve run a number 
of events where people living with motor 
neurone disease, and their carers and families, 
have inputted directly into the microbiome 
work. This is not only in the design of the 
protocols – how it’s set up – but also in how 
the samples are collected and what they 
might be willing to do, right up to the concept 
of having a transplant of a microbiome in its 
own right.

For people living with motor neurone 
disease, in fact even across the board with 
other neurodegenerative diseases, this idea 
seems to really resonate. They’re really keen.

How would a microbiome transplant 
physically be done?
Great question. So traditionally these are done 
quite invasively, via a tube into the nose and 
into the stomach, or via a tube up the tail 
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end and directly delivered. Now that’s just 
too invasive. We are working with a company 
in Scotland and what we will be doing for 
people with MND is to provide capsule forms 
that are just much simpler. If we can deliver 
the microbiome with a capsule, then we can 
move into a larger trial much more quickly 
because it doesn’t require lumbar punctures 
and everything else. That for me is a real 
attraction – that it’s so easy to manipulate  
and to take samples.

So when you ask people what they are willing 
to do, is it literally how many poo samples 
per week they are willing to send you? 
Well, it was a fascinating discussion, but this 
was actually done with Dr Amber Michelle 
Hill. Amber ran a couple of patient liaison 
sessions on this and there were a number 
of different questions. One was about the 
actual physical method of collection. Without 
getting into too much detail, there are 
different devices that can be used and we 
wanted to get a sense of what people thought 
of them. We also wanted to see whether 
people were willing to do this in their 
homes. It can easily be done at home. The 
overwhelming feedback was, “Yes. Absolutely!” 
We also wanted to see what number of 
samples people would be willing to provide.

One of the things that I spend a lot of time 
considering in any clinical research is whether 
this is too much to ask a person living with 
motor neurone disease to do. Is the burden 
of the experiment too much? It needs to be 
appropriate, so one of the questions that 
we asked was “Is it going to be OK for you 
to send in six or seven samples across the 
study?” The overwhelming response was “Yes, 
and why aren’t you collecting more?”

Is it very different to the way you would 
collect a stool sample to take to the GP?
It’s virtually the same. The differences are  
that from a microbiome perspective we don’t 
want the sample touching water and we don’t 
want it contaminated by urine. The tube 
you put the sample into is different. What 
will happen is it will be collected, put into a 
labelled envelope, sealed and posted to us.  
So it’s remarkably easy to do.

How do you choose whose microbiome  
to look at?
That’s a really good question. I think there 
are two sides to this. To understand the effect 
the microbiome has we need people really, 
really early in the disease process. And that’s 
before they are taking any medication. Before 
they are taking any supplements. Because the 
microbiome is so variable we need people 
early in order to understand that relationship.

One thing that I do want to look at is 
actually the opposite side, where some 
people are really slowly progressive. Is 
there something in their microbiome that 
is determining that? Something that’s on 
my radar is to look at people in whom 
progression of the disease is much slower 
than for everybody else to see if there 
is something different. This is because 
ultimately it’s so easy to interfere with – we 
can measure it – and if we find that there is 
something, then it should be easy to test that 
hypothesis.

Having done a little bit of reading about 
you, I understand that neuroplasticity is 
something that really fascinates you. I’m just 
wondering, with an upper motor neurone 
dominant disease, is there more potential 

for the neuroplasticity of the brain to retrain 
itself to take on some of the function that’s 
been lost from motor neurone damage?
I think our brains are actually really plastic 
throughout life and they have the ability to 
change and adapt. So, if you learn how to 
juggle we can do brain scans and show the 
little areas that change. If you forget how to 
juggle, because it’s not a life skill, those areas 
then go back to normal. 

To me, with people living with MND or 
any of the neurodegenerative disorders we 
often just think about things getting worse. 
What we don’t think about – and this is 
another thing that interests me – is that it’s a 
bit of a battle between things getting worse 
and the brain’s ability to be able to adjust for 
it. Whether it’s upper motor neurone or a 
combination of lower and upper, the brain 
and the spinal cord have got a remarkable 
ability to adjust.

There’s a limit on that, and there’s a limit 
on how much they can adjust, but if it’s 
something that can prolong quality of life 
and function for a period of time, I think it’s 
something that’s worth exploring.

So in theory then could a positive frame of 
mind have a positive effect on the prognosis 
for somebody?
It’s a bit hard to say that scientifically. It is 
theoretical to say that no doubt the brain will 
be adjusting, so, for example, if I decided to 
run 26 miles and then did my knee in, the 
brain’s representation of the leg would change 

and then as I got training again, it would then 
expand. So it’s the motor training part that’s 
really important. It’s hard to be as broad as 
saying “positive mental attitude” but certainly 
theoretically the neuroplastic response may 
have an influence.

Is that something that’s done subconsciously 
or could you could train yourself to do 
specific things?
Our brains are constantly adjusting and are 
constantly sort of “rewiring” themselves This 
is a phenomenon that’s not under conscious 
control. As an example, after being on a boat 
for some time when you get back on dry land 
you still have that sensation of being on water. 
That’s a good example of neuroplasticity 
because your brain has said “OK, we’re doing 
that activity so we’ll compensate for it so that 
you don’t feel it.” When we go back on dry 
land your brain’s saying “we’ll keep doing 
this” although it doesn’t need to any more and 
it then readjusts. 

So training does alter the plasticity. Any 
physical training does. So this is how, in 
principle, when learning a sport or learning a 
skill – like how to play the piano – the motor 
area in your brain changes and you can see 
that. I did some work on motor imagery for 
brain computer interfaces that’s relevant to 
people living with motor neurone disease to 
some extent. If you think about and imagine 
movement, you can actually train your 
brain as well. It’s not as effective as physical 
movement but you can still train it. 

“I think our brains are actually really plastic throughout life 
and they have the ability to change and adapt.”
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For example, if you want to learn how 
to play the piano it takes about five days 
imagining playing to get to the same stage 
as you would if you actually had a piano and 
were playing it over three days. Astronauts 
and athletes constantly do this because they 
are often in situations where they don’t 
have space to train. Your ability to be able to 
imagine your movements can activate very 
similar areas in the brain as actually physically 
performing the movement.

From my perspective, a really interesting 
thing about this is that you can’t outperform 
yourself mentally. It’s surprisingly accurate. 
You can’t imagine yourself doing a task, 
whatever it is – running for example – faster 
than you can do it physically. I gave a talk 
at Cambridge University where one of the 
professors was saying, “Well, I can imagine 
myself running 100 metres in two seconds.” 
You can imagine yourself flying along 100 
metres in two seconds – moving – but that’s 
not running.

It’s thought that one use of this is that it is 
an evolutionary advantage because it allows 
you to practise high-risk situations without 
taking a risk. An example that I used to give 
was that if you are going to chase a woolly 
mammoth or jump over a ravine, there’s 
no point in being able to imagine moving 
faster or leap further than you can physically 
because that would be very disappointing 
when it came to reality! There may have 
been species which were able to do it at 
some point but obviously they died out. It’s 
interesting from the perspective of people 
living with MND because motor imagery 
(imagining movement) is potentially a way of 
controlling devices. It’s not an area that I’m 
actively working on at the moment but brain 

computer interface is something that certainly 
has a lot of exciting aspects to it.

One final question: how do you switch off 
from the intense work that you have to do?
I have fairly strict rules for myself, so I don’t 
check my work email out of hours. My work 
research group has a different method of 
getting hold of me. Yes, it’s work but it’s not 
really work in that sense.

I cycle, which is quite good for clearing 
the head. The last two years, with the people 
from the lab and Sally Light the first year, I 
did the London to Paris cycle ride. We really 
enjoyed the London to Paris and we wanted to 
push things a little bit further so we’re doing 
London to Geneva this year, which at the time 
sounded like a really positive idea. That’s 667 
miles I think! 

Last year there was a group of about 
30 people who were riding for the MND 
Association so it was really, really good fun. 
Everybody was so supportive of each other. It 
was at the end of July and it was on the hottest 
day of the year, which is not the right time 
to be out on unsheltered country roads. The 
heat was really stifling but there was great 
team spirit. This year we’re trying to get more 
people involved. People can do the London to 
Paris stretch or Paris to Geneva, but with the 
people from the lab I’m doing the whole thing. 
It’s the mountain before Geneva that I’m a 
bit concerned about because it is a mountain 
rather than a hill and it’s right at the end – 
after about 600 miles of cycling! 

Over how many days will you do that?
Ten days in total. It’s about eight days of 
cycling. Last year we were doing 100 miles a 
day and the year before we did 80 and 70 and 

70. It sounds silly but the extra 30 miles makes 
a really big difference. This year we’ll be doing 
typically about 80 miles a day.

We have a day off in Paris on the Sunday 
when the Tour de France comes in which will 
be nice.

I have a turbo-trainer, which is what I do all 
my training on because Cambridge obviously 
isn’t known for its hills. It’s a little device 
that hooks up to the back of the cycle wheel. 
There are some really great apps where you 
can cycle up mountains and they alter the 
resistance in relation to the gradient and 
there are also videos that will only go as fast 
as you’re cycling. 

To me, one of the difficulties with cycling up 
a mountain is the psychological bit of turning 
a corner and looking ahead and you know 
it’s a six or seven per cent climb. That’s a very 
different psychology to what typically comes 
in the UK when you have a long hill that goes 
up a little bit and goes down a little bit. You’ve 
really got to pace yourself. It’s a very different 
mental game seeing this endless ascent up a 
mountain. So that’s how I turn off!

Is there anything that we’ve not covered that 
you’d like to say?
No I think you’ve covered everything. Thank 
you for the opportunity. 

Dr Nik Sharma

“It’s interesting from the perspective of people living with 
MND because motor imagery (imagining movement) is 
potentially a way of controlling devices.”



Catherine (Katy) is Miles’s specialist nurse. She visits 
him at his home every four months. She is the only 
medical professional he sees on a regular basis and 
he says her support is absolutely invaluable. She also 
nursed the father of Miles’s former colleague Dan 
Pallett, who died from motor neurone disease.

Specialist nurse in complex neurology and rehabilitation

Catherine Bingham 
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“As a nurse, you want to make people better. Unfortunately 
there are times when you can’t make people better so you 
have to look at ways of helping look after those symptoms 
and making it better for them at the end.”

When did you first come across a patient 
with MND?
I’ve been doing this current job for 12 years 
and I had my first MND patient after about 
eight months. I went to a meeting and I was 
given my first referral and since then I’ve 
become more and more involved in it.

Now I have 34 people with MND on my 
books in South Worcestershire and all have 
different presentations.

Of those 34 patients, what’s the difference 
between the most extreme and least extreme 
cases?
I have some patients who are in the real 
palliative stage. Their journey with MND has 
been quite quick and they are totally reliant 
on care – they have a tube and are ventilated, 
things like that. Then there are people like 
you who have a good quality of life, so I see 
the whole spectrum. Everybody with it is 
individual and none of us knows exactly  
how it’s going to go. I work very closely 
with the specialist centre in the QE (Queen 
Elizabeth Hospital, Birmingham) and I also 
link in with Oxford and with a neurologist 
from Gloucester. My referrals come from 
specialist centres and GP surgeries or from  
a neurologist.

When you first came across MND what  
were your thoughts and feelings?
I’ve worked with neurological and other 
conditions. When I first came across MND, 
the person I was looking after was in a 
palliative stage and it was hard, really tough. 
I didn’t know what resources to access locally. 
But I feel that over the years we’ve built up a 
really good network locally to make sure that 
everybody’s supported properly. 

Emotionally it was hard, but I like to see 
now that there’s a start, middle and an end, 
certainly with the quicker cases. I feel very 
blessed to be part of that journey with people. 
From a personal point of view, I find it 
humbling that they allow me do that.

In your 12 years in this job, how many 
patients have you had who have passed away?
I’ve probably had five or six who I’ve sat with 
and held their hand at the very end, but there 
have been others I’ve worked through that 
journey with and I feel very honoured that I’ve 
been part of that. 

As a nurse, you want to make people better. 
Unfortunately, there are times when you can’t 
make people better so you have to look at 
ways of helping to look after those symptoms 
and making it better for them at the end.

It must hit you really hard. How do you cope 
when you have got to know somebody and 
then they are gone? You’ve every intention to 
help them but medicine is not able to stop 
them being killed by MND. How do you cope 
with that?
It’s really hard, but the day I stop wanting 
to do that is the day I’d have to give up 
nursing. That’s the sort of person I am. From 
a personal point of view, the experience 
of losing my dad allowed me to share my 
feelings of grief with those who have been 
left behind. I might be a nurse but I have 
feelings exactly the same as everyone else 
and it’s important to get that across. I have 
no problems whatsoever sitting crying with 
somebody. I have no issues with that at all. 

And I’m not somebody who holds her head 
up high and tells herself not to cry because I 
think it’s important to show your emotions. 

I’m human as well. I have feelings and the 
way I deal with them is by helping people 
through and hoping that I’ve done a good job 
to help them through their journey.

What advice would you give to relatives of 
somebody who’s been diagnosed with MND?
It’s important to make memories. It’s 
important to be together. It’s important to 
support each other and to link into those 
around you who can offer you help. 

How do you see the future of care for MND?
I think things are changing. They are bringing 
the medication Riluzole out in a suspension 
form to enable people to get the correct 
dosage from day one. They are saying that can 
prolong life for an extra 21 months. For some 
people, if they’ve got things to sort out, that’s 
a huge bonus. It’s a massive achievement.

I think for us locally, the care that we’ve 
done and the pathways and guidelines that 
we’ve built up have made the journey of MND 
a lot better. I feel proud to have been a part of 
that, to instigate it and to carry it through.

In 10 years time what do you think the 
treatment options of someone diagnosed 
with MND will be?
I don’t know. I’m not in research. I would like 
to think that the care given by people who 

are working with those with MND helps their 
journey overall, but I can’t answer that.

Do you think there’s enough awareness of 
MND among GPs and other frontline health 
staff?
No. I think there’s a delay between first and 
second diagnosis. MND is very difficult 
to diagnose and we are working closely in 
Worcester at looking at a pathway for GPs 
to get people diagnosed earlier, then get 
treatment with Riluzole or whatever sooner.

Were you aware when you first began 
working as a specialist nurse that there  
were different types of MND?
No. I was quite naive at the very beginning. 
For me MND meant that lifespan would 
be very short and disability would be quick. 
However, in my years of working with MND 
patients I’ve seen that it’s not always the case 
and that’s good to realise!

How can we get that message across – that 
MND is not necessarily a death sentence?
I think by doing the type of things you are 
involved in and looking at more social media 
use to make people more aware. I think that’s 
a positive, and we’ve just got to keep plugging 
on and getting the message out there 
somehow. That’s important … really important.

Catherine Bingham 
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then suddenly this has come and he will go 
quite quickly. It’s hard when it’s like that. But I 
do have a very supportive family …

Katy’s mum: I think it takes an enormous toll 
on some of the medical personnel. They build 
up close relationships with people over the 
time of their illness and become friends and 
very involved with the family. I think it can be 
very emotional and difficult.

Katy: I do stay in touch with some people. I 
do stay in touch with families because you 
do build up a friendship and as I said earlier, 
I like to think that I have made their journey 
the best it can be. That’s important.

Is there anything that you haven’t said that 
you would like to?
I love my job. I get a lot out of it and I love 
meeting people like you. What you’re doing 
for MND is amazing – it really is – and all that 
keeps me going. Meeting people like you is 
pure inspiration and that’s important. That 
keeps me going.

That’s very nice of you to say …
It’s true. I always say that I wish I could wave a 
magic wand, but do you know what? Together 
I think we get a good outcome. That’s 
important isn’t it?

When you’ve finished a hard day, what do 
you do to switch off?
I have a large glass of gin and tonic! I also 
have an outlet through horse riding. I’m 
able to go and have a good gallop over the 
Malvern Hills if I need to and that to me is 
my tonic. I also have children and I’m very 
grateful that I can be a mummy to them  
and that’s important.

At this point Katy’s mum joined the 
conversation.
Katy’s mum: This week when Katy arrived 
home from work, she came in and cried 
because she’d just been to see a new 
referral and it was a very sad one. She said, 
“Sometimes I don’t know how long I can carry 
on doing this. It just cracks me up.”

Katy: He was a new referral. He was only 
diagnosed a week ago but he’d had symptoms 
for about two years. It’s affected his upper 
neurones and he’s got bulbar onset MND. He 
was a head teacher. This one is sad. It’s going 
to be very difficult.

So he can’t talk?
Katy: He’s losing his speech and he’s now 
given up work. His future with his wife was 
all mapped out – they were about to retire. 
They’d sorted the kids out and everything, 

Catherine Bingham 

“I love my job. I get a lot out of it and I love meeting people 
like you. What you’re doing for MND is amazing – it really 
is – and all that keeps me going. Meeting people like you is 
pure inspiration and that’s important. That keeps me going.”
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Dan Pallett is a BBC sports journalist who worked 
with Miles at the BBC’s Birmingham studios. His 
father Paul died from motor neurone disease in 2013. 

BBC sports journalist whose father died of MND

Dan Pallett 
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Had you heard of motor neurone disease 
before your dad was diagnosed? 
I had heard of it, mainly because of Professor 
Stephen Hawking, but my dad’s diagnosis 
quickly increased my knowledge of the 
disease. 

Were you aware that there are different 
variants of motor neurone disease and  
of the variant your dad had? 
No, I wasn’t aware until the diagnosis. I –
wrongly – assumed that Professor Hawking’s 
experience was the norm but he is actually 
an exception. I learned that the average life 
expectancy from diagnosis to death is three 
years. My dad died within 18 months. 

How were you told he had MND and is there 
anything that stands out in your memory 
about that moment? 
His diagnosis was confused by the fact he was 
in the middle of treatment for prostate cancer. 
Some of the symptoms, such as drop foot and 
slurred speech, were linked with his nerves 
ahead of the operation. It was only after his 
operation when the symptoms continued to 
worsen that MND was diagnosed.

Was it a shock or something you were 
expecting by then? 
It was still a shock. I knew something was up 
when my dad was slurring his words slightly 
on Christmas Day before having a drink. And 
in February I knew something serious was 
happening when I saw my dad lift his right 
leg as he got into the car.

But it was still devastating news in the 
summer. It’s a death sentence with no hope  
of a cure and incredibly tough challenges 
ahead for everyone. 

What was your dad’s reaction to being  
told he had MND? 
I wasn’t with him at the time, but he called 
round immediately to tell my wife and me. 
He was incredibly brave and always said he 
was lucky to be 68 when he was diagnosed 
and not 28 as some others are. 

What advice would you give to someone 
close to a person who is newly diagnosed? 
Stay ahead of the curve. By this, I mean 
be ready for the patient’s problems. For 
example, make the house wheelchair friendly 
before you need it, not when you first get 
home from hospital with a loved one in a 
wheelchair and realise that there are steps  
to climb to the front door.

How long did it take from your dad’s initial 
symptom to a diagnosis?
Six months.

What was his first symptom?
Slurring his words in December 2011 and  
foot drop soon after.

Did he initially go to his GP surgery? What 
was their response? 
As I mentioned, he was already seeing health 
professionals regularly due to prostate cancer. 
He was given the all-clear on that the week 
after his MND diagnosis.

Do you think public awareness of MND  
is low? If so, why? 
I think it’s much higher than in the past 
due to high profile cases such as Professor 
Hawking and South African rugby legend 
Joost van der Westhuizen. The Ice Bucket 
Challenge may have also helped, but in the 

end that became more about the challenge 
than the charity it aimed to support.

What do you think is the best way to increase 
public awareness? 
That’s a hard one. I’m not sure.    

Should awareness campaigns be more hard 
hitting or would this put people off from 
learning more? 
I find that hard to answer too. The tough 
thing about raising MND awareness is that 
we don’t know what causes the disease and 
that it tends to affect healthy people. In 
contrast, heart disease and some forms of 
cancer have direct and obvious links to poor 
health, diet and lifestyles.

What was the worst thing about seeing your 
dad trying to live with and ultimately dying 
from MND? 
It was so humiliating. First, his loss of voice 
was tough for a man who never stopped 
talking. Food and drink went from being a 
pleasure to a messy saliva-drooling chore 
and then to being fed through a tube to the 

stomach. And eventually to see a fit and active 
man having to be winched in and out of bed 
and needing everything doing for him, no 
matter how personal. And yes, I mean going 
to the toilet and cleaning up afterwards.
The whole thing is horrific and you’d be sent 
to prison if you let an animal go through such 
suffering.

In a few words sum up your dad’s attitude 
towards living with MND 
Brave, defiant, courageous.

Is there any technology that helped him? 
Being able to talk via an app on his iPad was 
a lifeline but it took a long time to type up 
his messages and that got harder as he lost 
control of his hands.

Where did he get help from and was it 
adequate? 
St Richard’s Hospice and the NHS were 
fantastic. The MNDA offered emotional 
support and information but not so much 
practical help.

 

Dan Pallett

“The tough things about raising MND awareness are that we 
don’t know what causes the disease and that it tends to affect 
healthy people. In contrast, heart disease and some forms of 
cancer have direct and obvious links to poor health, diet and 
lifestyles.”



Pamela is a founding director of the Sheffield 
Institute for Translational Neuroscience 
(SITraN) and was made a Dame in 2014 for 
her internationally recognised contribution to 
neurosciences, particularly through the pioneering 
work she leads at SITraN.

Consultant Neurologist and director of the Sheffield 
Institute for Translational Neuroscience (SITraN) 

Professor Dame Pamela Shaw 
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Have you personally been affected by MND?
No, only as a training neurologist in 
Newcastle. That was where I encountered 
MND. Nobody in my family has had it.

What was it early on that made you decide  
to dedicate your career to MND’?
I guess MND made me feel uncomfortable. 
It made me feel like a useless doctor. I was 
a trainee neurologist helping consultant 
neurologists with their clinics in Newcastle 
and across the north of England. I used to 
almost dread getting a set of notes at a clinic 
from a patient with MND because I felt we 
didn’t help those patients very much at all.  
We knew very little about what caused the 
condition. We did very little to help in those 
days or give much in the way of support for 
the patients or their families. 

I felt uncomfortable with that and as I got 
to know neurological conditions better and 
better it just always seemed to me that MND 
affected the nicest of people. They were often 
extremely nice, positive and active, often 
sporty; the sort of people who were the life 
and soul of their families.

When I looked into it and read around the 
subject, MND did seem to be a very neglected 
condition. There was very little research 
going on and very little attempt to try and 
understand it. I decided I would try and do 
something myself.

Do you think there is a type of personality 
that is more prone to getting MND?
There is some research that has gone into 
that. I do think it tends to affect very nice 
positive people who complain far less about 
what’s happened to them compared to people 
with other medical conditions. People seem 

to be stoical. You could quite understand a 
person developing such a condition being 
angry at the world and yet that rarely seems 
to happen. In general, the patients seem to 
be grateful for any little thing you do to try 
and help them. So I do think there is a type 
of person that gets the condition. I also think 
the sort of people who are very physically 
active tend to be more at risk. You don’t have 
to look very far to find famous sports people 
that have developed MND. Americans call it 
Lou Gehrig’s Disease after the famous Yankee 
baseball player.

Why do you think it seems more active 
people are at risk?
We don’t know. I’ve always believed it must 
be some sort of risk factor. I remember doing 
one clinic in Newcastle where I saw three 
new patients with MND. One had been a UK 
ladies swimming champion, another was a 
PE teacher who ran up and down football and 
rugby pitches all day, and the third was a little 
old lady who walked her dogs five to ten miles 
every day. I thought to myself: this must be 
telling me something.

We’ve done a formal study and developed 
a questionnaire that enables you accurately to 
pull out a person’s level of physical exercise 
from their background life, and they have 
validated this in Cambridge. So once that 
questionnaire for historical levels of physical 
activity was validated we took it to a group 
of MND patients around this region. For 
every patient we had two controls and it 
confirmed that the people who developed 
MND had higher levels of physical activity 
than the controls. We don’t fully understand 
why because usually, of course, exercise is a 
good thing; it’s good for your cardiovascular 

Professor Dame Pamela Shaw 

“You could quite understand a person developing such a 
condition being angry at the world and yet that rarely seems 
to happen. In general, the patients seem to be grateful for 
any little thing you do to try and help them.”

system, protecting you from heart attacks and 
that sort of thing, and most athletic people 
don’t end up developing MND.

My view of it as it stands at the moment is 
that this lifestyle factor is a risk if you have a 
certain genetic make-up – certain chemistry 
in your nervous system. Running marathons 
is a physiological stress on your system and 
you have to mount protective responses. 
Maybe some people have little changes in 
their genes that mean that they don’t mount 
the full protective response. 

Then gradually over the years they end 
up damaging the motor system in the same 
way that an over-revved car engine might 
gradually get damaged. We haven’t yet pulled 
out what those gene and chemistry changes 
might be, although I think we will with all the 
new genetic sequencing and so on that we 
can do now.

So it’s a complicated thing. I think it’s a 
combination of genetic make-up and lifestyle 
factors. If you have that genetic make-up 
and you’re a couch potato maybe you don’t 
develop MND. If you have that chemistry 
and you’re an athlete you are at risk. Clearly 
if you’re an athlete but don’t have that 
background genetic make-up, you’re OK. 

In the future we might be able to advise 
people about whether they should devote 
their careers and lives to a very athletic sort  
of lifestyle or not.

That’s not at all scientifically proven but 
that’s the way I think about it. There’s a little 
mouse model which very much aligns with 
this view. These days you can genetically 
engineer mice and there’s a professor of 
medicine in Belgium who was a cancer 
researcher. He wanted to understand how, 
when tumours and seedlings develop, they 
keep themselves going with a blood supply 
and so on. So he genetically engineered 
these mice for a factor called VEGF, vascular 
endothelial growth factor. If you knock out 
that gene it’s embryonically lethal – the mice 
don’t develop properly. So he did a more 
gentle engineering of the gene. Normally 
if a tissue becomes low in oxygen there’s 
a response element in the VEGF gene that 
enables it to up-regulate itself, so he deleted 
the hypoxia-response element in this VEGF 
gene all set to study tumour biology. Those 
mice were normal at birth and had normal 
baseline levels of VEGF but they didn’t up-
regulate VEGF in response to the stress of 
physical exercise. Lo and behold, those mice 
developed MND. 

I think that’s a concept which aligns with 
what I’m thinking: that under baseline 
conditions everything is fine, but when you 
stress your system you’re not mounting the 
response that protects your motor neurones.  
I think it will turn out to be something like 
that. But I think it will be quite complex 
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because it may be subtle changes in about 
five genes. That’s very much the way we’re 
thinking about so-called sporadic MND. 
Depending where in the world you are, 
between five and ten per cent of patients will 
report a family history, and in this part of the 
world it’s about five per cent.

I’ve heard that it’s the hereditary forms 
of MND that will lead to a truly effective 
treatment. How far away are we?
The first gene that was found to cause 
familial MND was back in 1993 and it’s called 
SOD1 – not a bad name for a disease that 
causes MND! That gene code is for a protein 
whose normal function is to scavenge the 
free radicals that we produce as our cells are 
generating energy. So the batteries in our 
cells called mitochondria produce energy 
in the form of a molecule called ATP and as 
they do that they generate free radicals. Free 
radical damage to our tissues accumulates 
gradually with age, so it’s the reason we get 
wrinkles and our hair goes grey as we grow 
older. The same thing happens in the nervous 
system.  

A tiny change in one building block of the 
SOD1 gene causes familial MND and it was 
the first gene to be found. We’ve now found 
about 30 genes that can cause it, but we’ve 
discovered from studies in mice that you 
can delete the SOD1 gene from the genetic 
material of a mouse and the mice remain fine 
because there are other proteins that can do 
the same job.

At SITraN we’ve shown that mice with the 
mutant form of human SOD1 develop motor 
neurone disease, but if you knock out that 
SOD1 with gene therapy, you can just about 
cure the mice.

Why is that not being tried in humans?
It is. We are doing a human trial and there 
are various ways of doing gene therapy. One, 
which is the method we used in the mice, is to 
use a viral carrier (or vector) where the virus is 
harmless but we put inside the viral carrier a 
molecule that knocks down the level of SOD1 
when it gets into the nervous system. The 
gene therapy with the viral carrier is trundling 
its way towards human trials. We have to do 
all the safety and toxicology studies. 

In an American trial that viral vector has 
been used to knock out SOD1 in children with 
spinal muscular atrophy, a childhood form of 
MND. Children with SMA usually die of their 
MND within two years of being born. One 
dose of that viral vector and those kids are 
now normal toddlers walking around, so it’s 
fantastic! It will come for adult MND as well 
shortly, I hope. 

But in the meantime there’s a way of 
injecting a substance known as ASO. A lumbar 
puncture injection of this knocks down the 
SOD1 gene. It’s an international study and 
SITraN is the UK site.

We’ve been doing it for about 18 months. 
The viral vector could last for life but the ASO 
has a more temporary effect. So you’d have to 
repeat the treatment every three months. 

We have to go very slowly for safety 
reasons. The first cohort was four patients 
with SOD1 mutation worldwide. So we had 
one from Sheffield. We gave a low dose of the 
treatment. Then we had another cohort with  
a slightly higher dose. We’ve just built up to 
the highest doses now.

How is it going?
We’ve seen it cure the mouse model. In 
humans we have to do a double-blind placebo 

“… there’s nothing more upsetting than the diagnosis being 
put across in a brutal way, or not sufficient time given to 
it. You have to reassure the patient that no stone has been 
left unturned and that everything has been looked into 
thoroughly. They’ve got to have the confidence that nothing 
has been missed.”

control trial so some patients get the active 
treatment and others get a placebo. That’s 
really hard when facing a condition like MND, 
but at the end of the experimental period 
everyone gets the chance to go on to the 
active treatment.

The first two patients we put into the trial 
have been sending videos of themselves 
walking up garden steps – something they 
hadn’t been able to do for three years. We 
don’t know if they were on the active drug 
or the placebo but I’ve done probably 24 
new treatment trials in MND and I’ve heard 
people on trials say they think they have 
levelled out, but I have never ever heard 
people say they have improved before.

SOD1 mutation affects 20 per cent of 
familial cases of MND. In September 2018  
I hope we will be doing it for another change 
in a gene called C9orf72 that affects 40 per 
cent of people with a family history of MND 
in this part of the world. But this gene change 
is sometimes present in MND patients with 
no family history. 

One in ten patients with MND will have a 
change in the C9orf72 gene so this will be a 
very important study. 

And will this lead to treatments and a cure 
for sporadic MND?
We need to dissect out more and more the 

sporadic form of MND. I think there will 
be a big gene component to that but it’s not 
just one big gene – it’s probably four or five 
little alterations. So if you have one of them 
you are fine, but if you have it with another 
change it ends up becoming harmful.

The SOD1 protein is about one per cent 
of the protein in the nervous system and 
it seems to be a protein that’s sensitive to 
damage. So with all this oxidative stress free 
radicals can easily damage the SOD1 protein. 
There’s some slightly controversial evidence 
that a developing abnormality of the SOD1 
gene may contribute to sporadic MND. So 
here we are very much hoping that the SOD1 
gene therapy trial that applies only to a small 
group may be more widely applicable.

Are we talking years or decades to get to a 
situation where we have effective treatment 
options?
Usually the cost of developing new therapies 
means that when they become available to the 
clinic they are hugely expensive, at least for 
the 10 years of the patent. That’s the difficulty, 
but in terms of the medicine regulatory 
bodies there’s huge sympathy for the plight 
of MND. I’m cautious because I had such a 
battle to get Riluzole out there and available 
for patients across the UK. However, if there’s 
a therapy that’s really effective, even though 
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it may initially be really expensive, I think 
there will be a huge groundswell to make it 
available.

Already in my time as a neurologist we’ve 
made some progress. Obviously Riluzole 
makes some difference in terms of protecting 
motor neurones. The overall effect is modest 
and we are looking to build on that. But it’s 
the only treatment for a neurodegenerative 
condition that protects the nerve cells a bit,  
so it’s a step in the right direction.

How much does Riluzole extend life?
It’s between three and six months on 
average but we’ve don’t yet know if there 
are people who do better than that. From a 
pharmaceutical point of view it’s quite a small 
market anyway, so they have no interest. But 
if you take a thousand patients and expose 
them to Riluzole the life expectancy is better.  
I think that’s accepted.

Are the different variants of MND one 
disease spectrum or different disorders?
I think it’s the same set of disorders. But with 
MND as a whole, we need to sub-classify it 
much better. We know with the 30 genes that 
have been found that there are different genes 
that can cause it but the picture in the person 
might look very similar.

If you took breast cancer as a whole 
and tried one of the new treatments like 
Herceptin it wouldn’t do anything. It wouldn’t 
look impressive at all. But if you gear that 
drug to the right sub-group of patients it 
works really well.

Personalised medicine is the buzz term and 
we are just on the brink of that with the SOD1 
and C9orf72 trials.

You mentioned 30 genes. So are there  
30 genes that have been shown to be linked 
to MND? 
Yes, that’s right, and new genes are being 
found all the time. Some are very rare and 
C9orf72 is the most common one we’ve found 
so far.

Professor Martin Turner was quite interested 
in patients with primary lateral sclerosis. 
He has observed that people with PLS have 
more damage to the upper motor neurones 
than people with ALS, but there seems to 
be a protective mechanism triggered that 
protects the lower motor neurones. Why  
is this?
It’s a relative vulnerability. So PLS patients 
may after 10, 15 or 20 years develop changes 
in the lower motor neurones as well. I think 
it will probably be down to genetics again. 
Something in a person’s genetic make-up 
means they can protect their lower motor 
neurones.

We really need to understand fast and slow 
disease progression. Why do some people 
have the rapid disease course over a couple 
of years and others, like Stephen Hawking, 
although becoming very disabled, keep it at 
bay for half a century?

The reason motor neurone disease touches 
people so much is that it’s so scary. In its 
normal aggressive form the speed of change 
is enormously frightening. It’s like a creeping 
paralysis and if we could simply slow that 
down, so that a patient had a life expectancy 
of at least 10 years following the first 
symptom, it would be much less scary. You 
can adapt more easily if the pace of change  
is slower.

Do you still have regular contact with 
patients yourself?
I became pro vice-chancellor of the Faculty 
of Medicine, Dentistry and Health here at 
the University of Sheffield in January 2016. I 
wasn’t looking to do that job because my baby 
was SITraN. We set it up and designed it so 
that we could do something about MND, but 
the previous person retired and they had a big 
external recruitment campaign, interviewed 
six people and didn’t appoint anybody. I had 
my arm twisted and I felt that if I didn’t do 
it, the medical school in Sheffield would go 
down. So I did it out of duty.

I’m very busy now. I’ve had to cut down 
my clinical work because of that, but I still 
have my MND clinic every Tuesday afternoon 
when I see patients.

How do you break the news to a new patient?
I do it in stages. At the first visit I take their 
history, examine them carefully and then as a 
separate thing we arrange the investigations, 
including the EMG of the muscles and lots 
of blood tests and imaging of the brain and 
spine. In Sheffield I still bring them into 
hospital for that. I have all their tests pre-
booked and they are in hospital for one night. 
Then I see them a few days later when we’ve 
got all the results and that’s when I tell them.  
I still dread it. It’s an awful thing to have to 
tell somebody. I think nowadays patients 
Google their symptoms and have an idea what 
might be wrong, but when it’s a complete 
shock out of the blue it’s devastating.

I train the junior doctors working with me 
and I make sure they are trained in how to do 
that because there’s nothing more upsetting 
than the diagnosis being put across in a brutal 
way, or not sufficient time given to it. You 

have to reassure the patient that no stone has 
been left unturned and that everything has 
been looked into thoroughly. They’ve got to 
have the confidence that nothing has been 
missed.

The way I train people to break the news 
and the way I do it myself is to be honest 
but without destroying hope. I never say to 
somebody, “You’ve got MND. Go and sort 
out your affairs as you will have loss of life 
within two years.” You need to be honest that 
it’s a progressive condition but you explain 
that the speed of progression can vary a great 
deal between different people and there isn’t 
a miraculous cure. It’s about putting what it is 
across in an honest way but not presenting the 
worst-case scenario that might not happen in 
their case.

You combine that with the fact that they 
will be supported. I say to people, “Try not to 
worry too much about something that hasn’t 
happened yet.”

People and families are always upset but 
you have to learn to talk to them in a way 
that doesn’t add to the distress. When I was 
less busy I used to find a separate time to tell 
people the diagnosis. Nowadays, as my life is 
so frenetic, I have to do it in clinic but I set 
aside an hour at the beginning or end of the 
clinic so we are not rushed.

How do you keep yourself positive?
Every week I write condolence letters to 
families but it helps me that I’m seeing 
research make advances and there’s also the 
patients themselves. Although it’s very hard to 
see a patient and their family go through the 
course of the disease, they don’t make it hard 
for you. They aren’t angry, saying, “Why aren’t 
you doing more?” 
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Professor Dame Pamela Shaw 

Over the years a lot of colleagues in 
neurology have said to me, “How on earth 
can you do an MND clinic. Isn’t it completely 
depressing?” It isn’t. It is if you let yourself 
think of all the lovely people who have 
succumbed to that disease, but there’s a lot 
that can be done to help, and step-by-step 
progress is being made. So with good care 
from a whole team of people the survival 
at one year is 28 per cent better if you’re 
going to a specialist clinic than to a general 
neurology clinic. We’ve got Riluzole but 
actually just good symptomatic care does  
far more than Riluzole.

What would you say you are most proud of?
Gosh. Two things I think. One was the 
creation of SITraN. That started with a patient 
called Irene Beard who has only just died 
after 15 years with MND. Her husband was a 
professor of obstetrics at St Mary’s Hospital 
in London. She was diagnosed in a London 
clinic and the news was put across to her very 
brutally: “You’ve got MND, you’ll live two or 
at the most three years.” She was absolutely 
shell-shocked. 

I met Irene Beard at a fundraising dinner 
in London. The organisers had asked me to 
explain to these wealthy benefactors what an 
awful disease MND was and what a worthy 
cause. I happened to sit next to Irene’s 
husband during the dinner. We were chatting 
and he said, “My wife Irene at that table over 
there was just diagnosed with MND two 
weeks ago.” So I had to immediately rewrite 
my speech in my mind because I couldn’t 
say what I had been planning to say in front 
of a newly diagnosed patient. I reworked my 
speech so that MND no longer sounded like 
the worst disease in medicine.

Irene Beard asked me at that dinner if she 
could come to the clinic at Sheffield. So for 
years she came to us and I reinvestigated 
her because she was a bit unusual. She had 
PMA really – pure lower MND. It was very 
slow changing. One day I was sitting keeping 
her company while she was waiting for an 
EMG test and she said to me, “If you had £20 
million to do something about MND what 
would you do?” I thought we were just passing 
the time having a light-hearted conversation. 
I’d never done any serious fundraising before. 

I thought about it and I described SITraN. 
I said I’d make a very nice dedicated research 
institute. It would be in a pleasant building 
with light coming down on the students 
as they are working and it would have all 
the specialist laboratories that you need for 
working on a complicated disease. It would 
have clinicians and scientists in the same 
building talking to each other. It would have a 
nice feel about it so that we could attract good 
people from around the world.

I said, “That’s what I would do if somebody 
gave me a cheque for £20 million.”

She then said, “Well, I’m going to help you 
do that. Go away and write me a brochure 
about the vision for this institute. I’m used 
to fundraising. I will help you raise that £20 
million” and she did!

We started the fundraising in 2006 and the 
building was opened in 2010. About 2008 the 
financial crisis hit and I think if we’d started 
six months later we might well have got stuck, 
but we’d managed to raise £12 million with 
the help of patrons and that gave us leverage. 
So then a wealthy philanthropist with a 
building company was cornered by the vice-
chancellor of the university who said, “We’ve 
raised £12 million. You put in at least half as 

much again” which he did. The government 
had a scheme where they would give 30 pence 
for every pound raised so we got to the £20 
million.

SITraN has enabled us to really make 
some progress. Bringing some fantastic 
people to the University of Sheffield who are 
now beavering away on MND has to be an 
amazing achievement. I would never have 
believed it was possible for a disease like 
MND.   

The other thing I am very proud of is non-
invasive ventilation. People with MND usually 
die from failure of their breathing muscles. 
We used to have invasive ventilation, which 
meant having a tracheostomy and being 
attached to a big life-support machine, but 
non-invasive ventilation was just coming in. 
With this you have a little box and you put a 
mask over your nose and mouth and it assists 
your breathing muscles. 

I thought, “I wonder if that would help 
people with MND and stop them dying of 
respiratory failure so quickly.” I persuaded 
colleagues in respiratory medicine to help 
me and we did a trial of it for evidence with 
half having non-invasive and half having the 
traditional invasive method and it provided 
the evidence. Some of my hard-nosed 

colleagues in Newcastle had the attitude that 
anything you do that prolongs things in MND 
is simply cruel – you should let patients die 
quickly. So I was going against the tide of that 
rather unenlightened view. But I was worried. 
If we were preventing people from dying 
from failure of the breathing muscles were  
we just prolonging the agony?

It was so apparent, though, that if you give 
the non-invasive ventilation to somebody 
whose breathing muscles are beginning to fail 
the quality of life goes up and it stays up, even 
though the muscle function is deteriorating.

That trial was a hard one to do but it 
provided the evidence that changed practice 
in the UK. Intervening with non-invasive 
ventilation does far more for life expectancy 
than Riluzole does.

Is there anything else you would like to say 
that we haven’t covered?
Just that the creation of SITraN is such a 
positive thing because we’ve got different 
teams of scientists and clinical people 
working together. We model the disease 
in cells, in mice, in zebra fish, in fruit flies, 
and we always link the findings from those 
models back to samples that the patients 
donate for us.



Hilary was living with the ALS variant of MND and 
was a local fundraiser and volunteer when she spoke 
to Miles. Sadly, she died on 9 June 2017.

Branch volunteer and fundraiser for the MND Association

Hilary Rowberry 

68



70 71

“The trick is to try not to worry about everything, I think. 
Try not to propel yourself forward as to what could happen 
because you’d just drive yourself into the ground with 
worrying.”

Had you heard of motor neurone disease 
before you were diagnosed with it?
No, I hadn’t and I should have done because 
I’d been a nurse for 40 years. I have a theory 
that MND was sometimes mistaken for 
strokes.

What was your reaction to the diagnosis?
I said, “Can we get Christmas out of the way 
and then talk about it?” But I did go back to 
see the neurologist after Christmas. I went 
into the Queen Elizabeth Hospital for a week 
after that and had every test in the book, 
which then tells you that you have got MND.

How did you break the news to your family 
and what was their reaction?
I don’t think they had much of a reaction. 
They didn’t really understand the whole 
business of what was going on.

My youngest son is over in South Africa.  
He did the Ice Bucket Challenge because  
I had MND.

What was your reaction to the prognosis?
I looked at the facts and saw that a lot of 
people died within 14 months. I said to 
myself, “Well Hilary, get on with it.” That’s all 
I could think. I said to somebody on the radio 
that my aim was to see my eldest grandson 
start university. He’s 15, so we have another 
five years to go.

How do you cope? Do you have ways of 
thinking, relaxing, taking your mind off it?
Fortunately, I have nice friends and I cope by 
keeping up with the things I was doing before 
I was diagnosed.

The trick is to try not to worry about 
everything, I think. Try not to propel yourself 

forward as to what could happen because 
you’d just drive yourself into the ground  
with worrying.

What made you get involved as a volunteer 
with the MND Association?
I got the big book from the MND Association 
and my husband Graham suggested we do 
something to help. Graham was a Lieutenant 
Commander in the Royal Navy – he started as 
an apprentice. Then he joined the railways as 
a signal engineer and had a second career.

How much time do you give to the MND 
Association?
Not much myself, but Graham spends about 
two hours a day as the branch secretary.

What does an MND Association volunteer 
do?
Volunteers help with raffles, stalls, sponsors’ 
events and trying to get supermarkets 
involved.

What advice would you give someone newly 
diagnosed with MND?
Try to take as much help as you can so 
that people know about you, as it makes it 
easier as things progress. You can get help 
from an occupational therapist, physio, the 
hospice, nurses at the hospital. But if you’re 
not known, I would think it would be very 
difficult.

Would you say MND is an invisible 
disability?
If you are sitting down, then yes. I do use a 
stick now, which is invaluable. If people see 
me walking, which is so awkward these days, 
they will offer me a seat. I’ve learned to accept 

gracefully. You must believe that people are 
actually trying to do their best for you.

It can feel quite humiliating accepting help 
can’t it?
Well, yes, but you mustn’t let it be because 
people are trying their best and most people 
are really nice. They will say, “Is it your hip, 
dear?” and I explain that it isn’t. At first I was a 
bit tearful and didn’t want to tell people I have 
motor neurone disease. Now I say, “You don’t 
really want to know,” and they say, “Oh, I do.” 
With most people it stops them in their tracks, 
as they don’t really know what MND entails.

And then do you have to explain? How do 
you explain?
I just say that my brain is not connected with 
my muscles and the muscles become weak – 
in my case in my legs – but that’s me. There 
was another lady near here who had one 
arm go completely, and there are people who 
look perfectly well when they’re up and about 
but they have no voice. I find the different 

ways it affects people quite staggering. I’ve 
been to a couple of the big meetings and you 
meet all sorts of different people, some with 
MND. Many are quite obvious in neurological 
wheelchairs but others are walking around 
looking normal and then you notice they have 
a device that helps them communicate.

Yes, people quite often just think of Stephen 
Hawking don’t they?
Well yes, Stephen Hawking really is a one-
off isn’t he? Good luck to him. I don’t think 
I’d want to be in his position. I couldn’t 
contemplate suicide I don’t think though,  
as comes up in the press.

You mean going to Switzerland?
Yes.

I think I could enjoy life even if I couldn’t 
move. I could still enjoy what’s going on 
around me.
Yes, there’s so much to help you enjoy life 
really, and people are there to help you.

Hilary Rowberry 



As a professional footballer, Len Johnrose made 
more than 400 Football League appearances for six 
clubs, including Bury, Blackburn Rovers, Swansea and 
Burnley, between 1998 and 2004. After retiring from 
football, he became a primary school teacher. When 
Miles interviewed him in December 2018 he was on 
sick leave from his teaching job after being diagnosed 
with motor neurone disease the year before.

Retired footballer living with PMA

Len Johnrose  
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Had you heard of motor neurone disease 
before you were diagnosed yourself?
I had an inkling of what it was. Pretty much 
everyone has heard of Stephen Hawking, so 
I was aware of what MND was, but like most 
people hadn’t really given it much thought.

Briefly, what was the process for you of 
finding out you had MND? What was your 
first symptom?
It was probably about 2014 when I had a bit of 
a strange sensation when I was opening doors 
with my right hand. I got tested for that. I felt 
a little bit uneasy about it – I had blood tests 
and X-rays and everything else and nothing 
came up. It was all clear. I pretty much forgot 
about it really. It felt worse in the cold weather, 
so I thought it might be something to do 
with arthritis but never really gave it a lot of 
thought. 

Then I broke my left hand a year or so 
later and that never really seemed to heal 
– particularly when it was colder. I was 
dropping things and couldn’t straighten my 
fingers properly. It just felt like the break 
hadn’t properly healed. That was the process 
that started me on the road to having nerve 
conduction tests and getting a diagnosis  
about 18 months later.

When you got the diagnosis, how were you 
told and what was the experience like?
It was very clinical to be honest. We were 
guessing that it might be MND anyway but 
we were hanging on to a little bit of hope. 
The consultant just said, “Yes, you’ve got 
motor neurone disease” and then went on to 
talk about the drug Riluzole and whether I’d 
be willing to take it or not. He basically just 
passed me on to the motor neurone disease 

team at Preston Royal Hospital. That was 
pretty much all that happened.

Did they give you any idea of the prognosis 
and the life expectancy and so on?
No. I got no information whatsoever. All the 
stuff about prognosis I’d researched myself 
anyway – doing the worst thing you can do 
and looking on Google. For quite a while I 
was convinced I didn’t have motor neurone 
disease because I’d had these symptoms for 
three or four years. Looking at the stats about 
how quickly people die with MND I thought 
that it couldn’t be that. I was obviously still 
very healthy, or thought I was anyway. But no, 
the neurologist didn’t discuss anything about 
the prognosis. 

When he said the words “you’ve got motor 
neurone disease” how did you react?
My wife and I were just very, very quiet. I half 
expected it but that doesn’t make it any easier. 
We were just stunned to hear the words. Even 
up to the last second we were just hoping that 
wasn’t going to be the case. It was a shock 
and then when we went to see the nurses, we 
both broke down. The nurses were absolutely 
fantastic but we both broke down. We were 
given this load of bumf that’s still upstairs 
somewhere. I’ve never looked at it. It was just 
too much to compute. Yes, it was a feeling 
of shock and then I was thinking about the 
effects on my family and stuff like that before 
I thought about what was going to happen to 
me.

The bumf you were given – was that MND 
Association information?
It was, yes. And there was a lot of it. There’s 
a local hospice called St Catherine’s, which 

looks after people with life-threatening 
illnesses. Some was for that but, as I said, I 
have never looked at it. It’s still underneath 
some books in my bedroom. It was just too 
much at such an early stage.

You’ve led a very active life. You were a 
professional sportsperson. How have you 
adjusted to the fact that your body no longer 
does the things you want it to?
Strangely, that hasn’t bothered me too much. 
I damaged the discs in my back and that was 
bothering me more than the symptoms of 
motor neurone disease during the testing. 
I had that for a year and at times I could 
barely walk at all. I never try to do stuff that I 
know I can’t do. When I was playing football 
professionally, if I was injured I’d be the worst 
person in the world to live with – terribly 
frustrated. I hated being injured. But this was 
different. I don’t feel worse than anybody else 
with MND just because I was active in the 
past. 

The harder thing to get my head around 
was more the fact that I’m going to become 
a burden at some point. My bodily functions 
won’t work properly and my children will see 
me deteriorate. I’m not going to see them get 
married, go to university. All that stuff was 
flying around my mind for about a year. I’d 
have good times and really, really bad times. 

Mentally adjusting to having MND was, I 
suppose, was when I actually made it public. 
We couldn’t speak about it in the house, as 
the children didn’t know about it for quite a 
while. My wife understandably didn’t want 
to talk about it. That was hard for me, so 
actually making it public and telling the world 
was like releasing the pressure cooker. From 
that moment onwards, mentally, I have been 

Len Johnrose 

feeling great. I wasn’t in a dark place the 
whole of that first year; a lot of the time I was 
absolutely fine, but I did sink into some bouts 
of depression and found it really difficult to 
cope. Now I’m as OK as you can be. I think 
I’m all right with it.

What advice would you give to somebody 
who has just been diagnosed with MND?
That’s really difficult. I know every case is 
different. I didn’t want to speak to anybody 
about it at all. I was signposted to focus 
meetings and all that sort of stuff, but I 
didn’t want to meet anybody who had motor 
neurone disease. I didn’t want to see what 
I was going to be like in the future. I just 
wanted to deal with it in my own way and 
in my own time. I was aware that I wanted 
to do something for people who had MND. 
I wanted to raise awareness and raise funds 
from day one, but it took me a while to get to 
the point where I felt able to do that.

In terms of advice I think it’s difficult 
because every case is so different. I’ve now 
spoken to a number of people with MND and 
when I went public I was getting messages 
that seemed like cries for help. I actually got 
direct messages from people who said, “Will 
you please speak to my dad?” or, “Will you 
please speak to my mum?” which was great, 
and I did. We just spoke and they felt better 
and I felt good about it too.

It’s difficult to give advice. I can’t say go to 
focus meetings because I didn’t. I can’t say 
share it with all your family because I didn’t.

The one piece of advice I would give is that 
you’ve got to talk about things to someone. 
Keeping things inside really doesn’t make 
anything better and that’s the one thing 
that worked for me above all else. I spoke to 



76 77

“I spoke to a gentleman a while back and I’m going to coin 
his phrase: treat MND with the contempt it deserves. That’s 
it. I appreciate it’s going limit the things I can do but it’s not 
going to stop me having a life.”

a psychologist and still do. One of the first 
things they told me was to set myself goals. 
Set yourself goals and targets whether they are 
every day or every week. It keeps your mind 
going. It gives you a focus. Sometimes that’s 
really hard. Those conversations worked well 
for me. I always felt better coming out of that 
dark room, if you like. But that’s it. Talking 
helped me so much. So, like I say, focus and 
have a go. But other than that, everyone’s 
different, so it’s too difficult to call.

You mentioned going public. Was that when 
you were interviewed by the BBC?
Yes, it was. I’d done, and I still do, bits of radio 
work for them about football and I told people 
periodically who I knew wouldn’t spread it – 
basically people who didn’t know my family, 
didn’t know my friends. It was a safe option 
because I did want to tell people, but we were 
very aware of the children not needing to 
know until they had to. So, Andy Bayes, the guy 
from BBC radio, said, “Look, if you ever want 
to go public, just give me a shout and we’ll do 
it sensitively.”

It was months and months afterwards that 
I finally did it, but I was getting to the point 
where I was about to explode and I needed 
to speak about it. I thought about doing a 
blog – which I started. That was great because 
although I can’t type I could talk it. So that was 
a way of talking but it wasn’t public. 

Then one day I just said to my wife, “I’m 
going to go on the radio” and she said, “Yes, 
do whatever you want.” So that was it and 
honestly the response has been incredible. On 
a personal level, the release for me has helped 
me almost as much as all the well wishing. 
That was on BBC Radio Lancashire and it was 
definitely a very important point in my life 

because it changed things a lot for myself and 
my family.

Do you think there’s much public awareness 
of motor neurone disease?
Awareness is extremely low. I think that it’s 
a neglected illness. I’ve said this a couple of 
times. It’s not a case of my illness is better or 
worse than yours, it’s about exposure. I went 
into a high school recently to speak about 
MND and only one child had heard of it. They 
just didn’t have a clue and some of the adults 
were the same. I did a talk in Preston a few 
months ago and found people just don’t know 
anything about it.

That’s not a fault. I don’t want it to sound 
like I’m criticising people, because I didn’t 
myself particularly know much about MND, 
but there’s just no exposure. The amount of 
cancer advertising – and I have to stress I 
don’t think one illness is better or worse than 
the other – but the amount that I see, it’s like, 
“Wow, it’s on tap.” Cancer gets a lot of money 
thrown at it. 

If I’m being really critical, I would say that 
with cancer – and this is not true in all cases 
– there’s a bit of light at the end of the tunnel. 
We’ve made breakthroughs and we know 
there are treatments that you can give. They’re 
not always successful, so I’m not saying that’s 
for everybody or every case, but with MND 
we’re not anywhere near that point yet. For 
one illness that has had the breakthroughs 
to have a lot more exposure than one that 
hasn’t, doesn’t seem right to me. I don’t think 
enough is being done about it. I don’t think 
the public know enough about it either.

Do you think advertising and films about 
MND should be more hard hitting?

I think there’s a fine balance, and that’s simply 
because there are a lot more people affected 
by MND than I ever thought. Everyone told 
me how rare it was – I felt quite special really! 
But then you look at the numbers – one in 
300 to 350 lifetime risk, that doesn’t sound 
that rare to me! If I go to a high school and 
there’s about 1,800 people there, that means 
there’s six people who could get MND. So 
the fact that a lot more people are exposed 
to it on a personal level than I first thought 
means it’s a really sensitive issue so far as 
raising awareness is concerned. It’s gotta be 
a fine balance because if it’s too hard hitting, 
you don’t know what it’ll do to the families of 
the people who have got MND. At the same 
time, it’s important that people do realise how 
it affects people and how it manifests itself. 
At the moment, people don’t know how it 
manifests itself at all.

It’s the same lifetime risk as getting multiple 
sclerosis and yet virtually everyone has 
heard of multiple sclerosis. The difference is 
that there are a lot more people living with 
MS because they live so much longer than 
people with MND.
Absolutely. I agree. I mean, I was praying I 
had MS. I’d take it now in place of MND. That 
for me makes it even more important that it 
gets more exposure and more funding and 
everything else. Maybe I’m only saying this 

because I have got MND and it’s personal to 
me, but I’d like to think it’s not why I’m saying 
it. It needs more funding and more exposure.

Have you noticed anything positive about the 
fact that you’ve developed this illness?
I’ve got a blue badge and can park where I 
like. That’s fab! I get a car from Motability, so 
that’s a positive as well. People are generally 
nice to you – I’ve had so many messages of 
support. It’s been incredible and that’s been 
the most uplifting thing because I’m quite a 
private person really and do my own thing 
and retreat to my family life but it’s kind of 
kick-started my sociable side. I’m interacting 
with people a lot more than I would have 
done ordinarily. That’s a good thing and 
you’ve got to look for the positives. 

I’ve just done a skydive which is something 
I’ve always wanted to do. It’s shocking to use 
such a terrible illness to fulfil one of your life 
dreams but hey, that’s the way it is. It was a 
case of what could possibly go wrong? What 
could be worse? I mean that. Aches and pains 
are fine. I can deal with them. 

Oh, and you find out who your friends 
are as well. A lot of people I don’t know have 
been fantastic and that’s wonderful, and 
many people I know have been absolutely 
incredible. There have been one or two who 
haven’t. That’s what I mean when I say that 
you find out who your friends are. One or 

Len Johnrose 
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two have been really quite disappointing, but 
that’s life.

Do you think that’s because they don’t know 
how to deal with it?
No. I think it’s because they are not 
particularly nice people, if I’m totally honest. 
In times of crisis, sometimes the real you 
comes out. I’ve seen that in the way people 
have been generous and heart-warming, but 
I’ve also seen the flip side when I’ve seen 
that people haven’t given a fig. That’s their 
prerogative completely, but for me it does 
prove my theory that they weren’t nice people 
before I had this, and it doesn’t make them 
nice now that I’ve got MND. That’s just the 
way it is.

In a few words, how would you describe your 
attitude towards MND?
I spoke to a gentleman a while back and I’m 
going to coin his phrase: treat MND with the 
contempt it deserves. That’s it. I appreciate 
it’s going to limit the things I can do but it’s 
not going to stop me having a life. Absolutely 
not a chance of it stopping me having a life. 
So yes, treat it with the contempt it deserves. 
That’s it for me.

What was it like doing the skydive? How was 
it when you landed?
It was a thud. Let’s be honest, it was a crash 
landing. I’m not trying to sound clever but 
you know the saying, where there’s no sense 
there’s no feeling. I think that applies to me 
because it really didn’t hurt at all. It was a 
crash landing and anyway, I’m falling all the 
time, so I just wasn’t bothered. 

I initially spoke to my GP and they 
wouldn’t sign anything for me. Plan B was 

to go straight to the MND team and my 
neurologist and they were more than OK with 
it. What’s the worst that could happen? I’d got 
somebody strapped to my back anyway. I’d 
love to do one solo but I don’t know if that’s 
going to happen. The process was quite easy 
once I’d bypassed my GP. It was plain sailing 
really. The only thing was that I needed to do 
it quickly because they pause for the winter 
and I didn’t know what I’d be like physically  
in a few months.

So you’re not afraid of heights then?
No. When I was a kid we used to run around 
on 15-storey block roofs. Before health and 
safety, you could get up on the roofs and 
we used to play tag, so no, I’m not afraid of 
heights. You’re only going to fall aren’t you?

Have you got any other fundraising events 
planned?
I haven’t yet. I spoke to my brother the other 
day who asked me what we were going to do 
next. I don’t want to do anything that’s banal 
and safe. That’s part of my personality. I like 
that sense that something might happen, 
that sense of risk. That’s not because I’m 
clever or anything. I just like it. I’m not sure 
just yet what we’ll do but we’ll definitely do 
something.

 I’ve got a lot of people who are doing 
things. I’ve just had a message from my 
former schoolfriend who is doing the Three 
Peaks Walk, which is absolutely fantastic, 
and I’ve got a good mate from football, Nick 
Dawes, who is doing another 100-mile cycle 
ride. People have been fantastic. So yes, I’ll 
find another project to do. I don’t know how 
I’m going to top the skydive but I’ll think of 
something.

Have you had to give up teaching because  
of the MND symptoms?
I’m still officially at work. I’m just off sick 
at the moment and I’ve looked at different 
ways of continuing, whether it’s adapting the 
school doors for a wheelchair or whatever. 
I’ve got special stands, so I’m not on my feet 
for too long. I’ve got voice-activated software, 
so it’s easier to do lesson plans. But at the 
moment my balance is just not good enough 
at all, so I’ve looked at orthotics. I’ve been 
waiting for what seems like ages and I need  
to sort those orthotics out. 

I’m just looking at all the ways to continue 
teaching and if I get to the point where I 
can’t do it, I’ll stop and do something else. 
That’s always been the way I’ve thought about 
anything. Football? I’ll do it until I can’t and 
then I’ll do something else. The plan is to 
go back to my teaching job. I’m abundantly 
aware that it might not happen but that’s 
the plan and if it doesn’t, like I say, I’ll do 
something else.

What comes across, having just met you,  
is your really strong sense of determination. 
Is that something you’ve always had? 
It’s just the way I am. I’m at pains to say that 
I don’t think I’m clever. It’s the way I am. 
People are made differently and that’s just 
my personality. I don’t particularly think I’m 
strong willed. I generally do things because 
I like to please myself. I’m quite determined. 
I’m not put off things very easily. I’ve been 
like that since I was a child.

Something tells me that the way you were 
told you had MND was not very sensitive.  
Is there a message for the medical 
profession that you’d like to put across?

There absolutely is. I was at Lancaster 
University a couple of weeks ago talking to 
the third-year nurses and I was telling them 
what it was like being given that diagnosis 
and for them to think about how they pass  
on a piece of information like that.

I understand you’ve got to take the 
heart out of it when you have a job like a 
neurologist who has to deliver devastating 
news fairly regularly, but the way I was told 
was heartless and clinical. I didn’t want him 
to throw his arm around me or anything like 
that. I didn’t want to be babied but he didn’t 
even offer any advice at all. It could have been 
a matter of, “I know this is a bad time for you. 
If you have any questions, here are the details 
of my secretary and please feel free to get in 
touch.” There was absolutely nothing. It was a 
case of “You’ve got MND … off you go.” And 
that will stay with me forever. 

I don’t stay up at night thinking about it 
and I don’t cry myself to sleep. I can’t speak 
for anyone else, but I know that is how I was 
told about my diagnosis and it was pretty 
deplorable really. It wasn’t going to make me 
better if he’d delivered the news differently, 
but that was not the way to do it. It was very 
insensitive. Everybody else has been fantastic, 
I have to say. 

I’ve met people with MND who are fighting 
to stay alive because they are hopeful 
someone will find a cure or a treatment in 
their lifetimes. Do you think it’s realistic for 
you and me to hope there’ll be an effective 
treatment or cure in our lifetimes?
I’m generally a very positive person, but 
that is not how I’m thinking at all if I’m 
totally honest. I went to a research meeting 
in London a month or so ago and they 
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mentioned five to ten years and everybody 
in the room with MND went, “Oh no, you’re 
kidding me … ” but five to ten years is 
fantastic. 

I’ve said from day one when I’ve been 
raising awareness, that it’s probably too late 
for me but the legacy is to make life easier for 
other people. So no, I’m not pinning my hopes 
on any major breakthrough in my lifetime. 
I’ve said from the start that I don’t wish for 
things I can’t have. If it happens – brilliant! 
But that’s not likely and ultimately, I might 
not die from MND. I might get run over by a 
bus tomorrow … so either way, you’ve still got 
to enjoy your life and I would have said that 
pre-MND. 

You’ve got to enjoy your life and as long as 
you’re not trampling over people on the way, 
you’ve got to make the most of it. Because 
like I say, I could go outside today – it’s pretty 
windy and I’m not very stable – and get blown 
into the road and “see you later!”

Is there anything you’d like to say that we’ve 
not covered yet?
For me, I want to do something that stands 
out from the crowd and gets the recognition 
for motor neurone disease that it deserves. 
I’m going to be working on a couple of 
projects and hopefully they’ll bear fruit and 
really raise awareness of MND.

Is that going to involve football?
No, I don’t think it is. I can’t say any more just 
yet. I wish I could.

I’ve seen lots of really supportive messages 
for you from supporters on social media …
From players too! Former players who I might 
have played against or not played against. It’s 
absolutely terrific! Stephen Darby contacted 
me today about the skydive – you know, 
he’s got his own worries … (Stephen Darby 
announced his retirement from professional 
football in September 2018 after being 
diagnosed with motor neurone disease.)

Generally, people are very, very nice and 
that keeps you going.

I had a dream last night that I was rock 
climbing and when I got to the top, I walked 
away with my legs working properly. I woke 
up and thought “I feel all right, am I OK 
again? Then I tried to move and thought  
‘Oh **** it’s still there.’”
Yes! I have those. For me, it’s about football. 
I never used to dream about playing football 
ever, but now I dream I’m back at Blackburn. 
I left Blackburn in 1991. It’s weird! Just lots of 
stuff with physical activities as I was before 
and then you wake up. The first time it 
happened I woke up and was gutted. Now I 
wake up and feel as though I’ve played a bit! 

It’s quite enjoyable. You are just lost in that 
world that you had before and yes, it feels 
pretty good.

One thing I realise that I’ve not actually 
asked you yet is the name and definition  
of your type of motor neurone disease?
Progressive muscular atrophy (PMA). So 
basically, my muscles will get smaller and 
weaker progressively. That’s what it is and 
that’s what is definitely happening. It’s 
abundantly clear to me and anyone who  
has seen me naked!

Let’s not go there …
Yes. Indeed. 

How did the neurologists come to that 
conclusion as opposed to the more 
common ALS type of MND?
I have no idea because he didn’t tell me. I 
was looking to do some clinical studies and 
things and they mentioned that a particular 
study was for people with ALS. I sent a 
message to the motor neurone disease 
team in Preston to ask what type I have got 
and I got the message back: PMA. No, the 
neurologist didn’t tell me anything at all. 

That’s not great is it?
No, it wasn’t great. It was rubbish. I’ve seen 
him once since – a year after diagnosis – 
for checks and he just said, “How are your 
arms? Yes, your arms are worse than your 

legs aren’t they? Right, OK. See you in a year.” 
A waste of time. I just wasted the £3 parking 
in the hospital car park. Absolute waste of 
time, but there you go.

Just to finish then, it seems the football 
community has been incredibly supportive. 
Absolutely brilliant, yes. It wasn’t something 
I expected at all, as it’s years since I played. 
They’ve been absolutely terrific. Each and 
every one of them in some form or another 
has been very supportive. Yes. It has been 
truly overwhelming and I don’t use that term 
lightly at all. 

Before your MND did you maintain close 
ties with the football community?
With Burnley, yes. I used to do some 
commentary at the games and do the half-
time draw. Other than that I just did some 
radio work which I still do. But I didn’t have 
close links with other clubs. I mean I left 
Blackburn in 1991 and they were one of the 
first to get in touch. So it’s just incredible.  
So many people have been in touch and been 
so generous in what they’ve said and what 
they’ve offered to do. 

When I was playing I would play football, 
go home and shut myself away with my 
family. So for them to be this supportive years 
after I’ve had any connection with them really 
is fantastic. And the supporters have been the 
same as well. They’ve been so positive. As I 
said earlier – MND brings out the true person.

“For me, I want to do something that stands out from the 
crowd and gets the recognition for MND that it deserves.  
I’m going to be working on a couple of projects and 
hopefully they’ll bear fruit and really raise awareness  
of MND.”

“As I said earlier – MND brings out the true person.”

Len Johnrose 
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Communication aids coordinator for the 
MND Association

Matthew wakes up each morning knowing he has a 
50/50 chance of developing motor neurone disease. 
His family genes have the faulty genetic code that 
causes inherited (or familial) MND. His mother is 
the most recent family member to die of motor 
neurone disease. Familial MND is a rare form (5–10 
per cent of total cases), but because its genetic cause 
is known, researchers are optimistic that it will be 
the first type of MND for which treatments – and 
ultimately a cure – will be found.

Matthew Hollis 
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“MND can affect anybody at any time. You don’t 
know when it’s coming and even if it’s hereditary 
and you are expecting it, then you don’t know 
when it’s going to happen or if it’s going to come 
at all. So just make the most of your life and enjoy 
yourself and make the most of every day. That’s 
basically it!”

Tell me about your experience.
MND runs in my family. I lost my mum to it 
in 2011, my gran in 2002 and my great-gran 
in 1954. I haven’t been able to trace it back any 
further than that yet, so we don’t quite know 
when it started, but it seems to be running 
down the female side of my family. So the 
disease is obviously close to my heart.  
I previously worked in conveyancing, but 
when a job came up here I jumped at it. 

Ultimately, there’s a 50/50 chance that I 
could have MND myself, but to be honest  
I don’t really think about it. I looked after my 
mum for about three years, which put a totally 
different perspective on life, so I tend not to 
worry about anything like that. If it happens, 
it happens and I’ll be ready for it. Otherwise, 
I try to enjoy myself, have nice holidays and 
just get out there.

What is it that you do in your job for the 
MND Association?
There’s a requirement for communication 
aids to be provided by NHS England statutory 
services and that’s not happening in a timely 
manner. We have delays of 18 months in 
some areas, and in the east of England 
there’s no coverage at all. So we help health 
professionals deal with these problems and 
we provide some equipment loans to help fill 
the gap.

It does anger me to an extent, but to be 
fair to the NHS they are moving in the right 
direction in terms of communications aids. 
We have to remember that the disease is rare 
and we are quite a small charity punching way 
above our weight.

Why do you think most people know so little 
about MND?
Well, obviously it’s quite a rare disease so you 
don’t really hear much about it, but the Ice 
Bucket Challenge has increased awareness 
massively. You can mention motor neurone 
disease and people look at you blankly, but 
when you mention the Ice Bucket Challenge 
they get it. It still doesn’t mean they know 
what the disease is, but when you explain the 
basics of it they realise it’s something very 
serious.

Actually, if people are not sure and you 
explain, then they engage a bit more I find, 
than they do with a disease that they have 
heard a lot about.

If you were to look back in five years’ time, 
what would you like the MND Association  
to have achieved?
I would like to have put myself out of a 
job because people were able to access the 
communications help they need and don’t 
have to ask us for it. A cure is too optimistic in 
five years but it would be nice – I don’t know 
if it’s realistic – to have some sort of treatment 
that actually helps to stop the disease in some 
way.

Anything else you would like to say?
Just that MND can affect anybody at any time. 
You don’t know when it’s coming and even if 
it’s hereditary and you are expecting it, then 
you don’t know when it’s going to happen or 
if it’s going to come at all. So just make the 
most of your life and enjoy yourself and make 
the most of every day. That’s basically it!

Matthew Hollis 



Michael Wenham worked as an English teacher before 
hearing a call to Christian ministry and training as a 
vicar. For many years he was the vicar of three village 
churches in Oxfordshire. He has been living with the 
primary lateral sclerosis (pls) form of motor neurone 
disease (the same variant as Miles) for more than 18 years 
and is retired.

A journal he has written has been turned into a book 
called My Donkey Body. It tracks the despair he has 
felt at times as his body packs up, and the darkness that 
descends as his mind feels trapped. He says he wanted 
to write for ordinary people facing similar situations: 
“I didn’t want to preach, nor give false comfort. I just 
wanted to say this is a bit what it’s like. It’s pretty awful. 
But it’s not all darkness.” The interview was carried out by 
email, as MND has badly affected Michael’s speech.

Vicar and writer living with PLS 

Michael Wenham 
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“I don’t agree with Dignity in Dying’s campaign for assisted 
dying, but I understand that anyone has the right to refuse 
treatment. I don’t think people with MND should be 
exceptions to the rule.”

Had you heard of motor neurone disease 
before you were diagnosed yourself? 
Yes, the Diane Pretty case had been in the 
news the year I was diagnosed.

Were you aware that there are different 
variants of motor neurone disease?
Sort of, as I also knew of Stephen Hawking.

How were you told you had MND? Is there 
anything that stands out in your memory 
from that conversation?
The consultant told me. He was quiet and  
did it well.

Was it a shock or something you were 
expecting by then?
It was a shock, though I knew something  
was badly wrong.

What was your family’s reaction?
I don’t know. Shocked, I guess, but supportive.

What advice would you give to somebody 
newly diagnosed?
Deal with it your way. Don’t panic. Use the 
MND Association when you feel ready.

How long did it take from your initial 
symptom to a diagnosis?
Sixteen months.

What was your first symptom?
My voice going hoarse.

Did you go to your GP initially? What was  
the response?
Yes, she took it seriously and referred me to  
a specialist.

How does it make you feel to have the rarest 
form of MND? (1–2 per cent of MND cases 
are PLS)
Grateful, apprehensive and occasionally very 
tired!

Do you think public awareness of MND is 
low? If so why?
No. For such a rare disease, I think it’s 
comparatively high, thanks to Stephen 
Hawking, the Ice Bucket Challenge, several 
well-known sportsmen and the MND 
Association.

What do you think is the best way to  
increase public awareness? 
I’m not sure it’s a high priority.

Should awareness campaigns be more hard 
hitting or would this put people off learning 
more?
No, it’s important not to portray people with 
MND as victims.

What is the worst thing about living with 
PLS?
Frustration and its prolonged nature.

Is there anything good about living with 
PLS?
Yes, being forced off the treadmill of activity.

Are you surprised at how well you have 
adapted to the major disability caused  
by your MND?
Yes.

Is there any technology that you could not be 
without now?
Laptop and power wheelchair.

Are you hopeful of a cure/effective treatment 
in your lifetime?
Realistically, not for me, but maybe for the 
next generation.

How has your spiritual practice helped you 
come to terms with having PLS?
I’m not sure I know. I find the support of  
my church family helps.

One of the people with ALS that we’ve 
spoken to is an advocate for the Dignity 
in Dying cause. In your opinion is it OK 
for someone with MND to state that when 
they get to a certain point in the disease 
progression, the hospital should turn off 
their ventilator? 
I don’t agree with Dignity in Dying’s 
campaign for assisted dying, but I understand 
that anyone has the right to refuse treatment. 
I don’t think people with MND should be 
exceptions to the rule.

Michael Wenham

Why do you think the way you do about this?
Because I’ve read the MND Association’s 
piece, How will I die? (page 34 in the End of 
Life Guide). It says: “Further weakening of 
the muscles involved in breathing will cause 
tiredness and increasing sleepiness. Over a 
period of time, which can be hours, days or 
weeks, your breathing is likely to become 
shallower. This usually leads to reduced 
consciousness, so that death comes peacefully 
as breathing slowly reduces and eventually 
stops. Sometimes the breathing pattern can 
change just before death, with previously 
deeper breaths becoming much shallower.  
For people using ventilation, the palliative 
care team will be able to offer advice about 
when it might be best to discontinue its use.”

Is there anything else you would like to say 
that’s not been covered?
My consultant is right. There are pluses and 
minuses about PLS as opposed to ALS. It’s a 
long haul living with PLS.



 

Neicey Mann lives in Birmingham and she has 
created a private Facebook group for people with the 
rarest type of motor neurone disease, primary lateral 
sclerosis (pls). In August 2015 when we photographed 
her, the group had over 400 members – all people 
living with pls, their partners or carers. 

Social connector living with PLS

Neicey Mann
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“I said to myself: you know what, you’ve got something.  
You might never know what it is. It’s odd. Am I going to  
keep trying to seek an answer and get depressed about it  
or am I going to try to live my life?”

Why did you start a private Facebook support 
group for people affected by PLS-type MND?
The other groups seemed boring and I 
didn’t want my distant relatives looking at a 
Yahoo group saying, “Oh what a shame she’s 
incontinent and can’t have sex any more.” Not 
that that’s happened. I still have sex but I fall 
off a lot now – ha, ha, ha!

I wanted a fun group because other groups 
were boring and I wanted it to be private, 
so people could say what they wanted to. I 
wanted something down to earth and funny 
and dramatic, where you could talk freely 
without the health professionals looking in.

You’ve got people from all over the world. 
How many are on the Facebook group now?
There are over 400 people. That’s a lot of the 
population of the world who have the disease. 
The other reason I set up my own group is 
that many others are religion based. I wanted 
a group that anyone can join – Muslim, 
Christian, Jewish, Buddhist, atheist, whatever.

As you know, PLS can sometimes develop 
into ALS, the most aggressive form of motor 
neurone disease. Have you known people 
on the Facebook group who have gone on to 
develop ALS and then died? How do you deal 
with that?
Yes, I have. People ask me why I invest my 
time in the group and in people, only to lose 
them if they die. Maria from the group died 
this year and that absolutely devastated me. 
She died during a minor op to have a peg 
for feeding fitted. I found out because her 
son posted a message: “I’m praying for you, 
Mum.” We’d never met but we shared a lot. 
It really rocked me. I can’t tell you how it 
affected me.

You can almost hear Steptoe music with my 
progression it’s so slow, but hers was fast-
lane ALS. It’s a reason that people don’t know 
much about MND. People die so quickly they 
don’t make an impression on others.

When did you first realise there was 
something seriously wrong with you?
Eighteen years ago I realised there was 
something seriously wrong, but about 30 years 
ago I lost the use of my leg for a short while 
after the birth of my son and a physician 
told me it was a virus. But, you know, years 
later my doctor told me that the physician 
had said in a letter that he expected I would 
later develop MS. The letter was only read by 
my doctor back then … and it’s a good job 
really because after people get told they have 
something, they can get sick really quickly.

Then on my daughter’s tenth birthday, I fell 
over in Kings Heath High Street and couldn’t 
get up. It was like I had a dead leg, like 
someone had kneed me in the leg. I dragged 
myself back to the car and three minutes later 
I was fine. I still travelled to Europe playing 
volleyball after that.

I had a tentative diagnosis of MS within a 
couple of years. Even though I had no plaques 
I was told it would turn into MS over time but 
I knew it wasn’t MS. I had bladder issues and 
was going to different people for different 
things and I only had the exact diagnosis five 
years ago.

I had the luxury of some medical 
knowledge and once I knew that the doctors 
didn’t know what it was, I said to myself: you 
know what, you’ve got something. You might 
never know what it is. It’s odd. Am I going 
to keep trying to seek an answer and get 
depressed about it or am I going to try to live 

my life? Being a mentally strong person  
I decided to live my life as best as I could.

What do you think about the general 
attitudes of society to people with 
disabilities?
People can be stupid. I try on my own little 
level to change that. I challenge people. 
Actually I think it’s in our very nature that 
we’re bad striving to be good. We socialise 
and that’s what makes us good. Our 
community makes us good. If you’re brought 
up in a place where there are disabled people, 
then that’s great. My kids are excellent with 
people with disabilities. Even the dog, Albert, 
is. He likes walking sticks. When he goes for a 
walk he goes up to people with walking sticks 
because he’s used to them.

People don’t see us disabled people so they 
are not used to us and it scares them. That’s 
why the film Sarah’s Story – the film based on 
Sarah Ezekiel – didn’t work. The first time I 
saw that film I was stunned by the bit when 
she is in high heels with the coffee and falls 
over because that was me when I worked at 
the NHS. That happened to me. But the film 
was so violent that people switched off.

Tell me a bit about your NHS career 
I worked in the NHS in mental health 
for 27 years, 15 years of that as a specialist 
community psychiatric nurse team leader.

For hundreds of years there have been 
nurses in our family. Where we grew up you 
looked after your own sick, you washed your 
own dead – very caring. If someone was 
sick on my mum’s estate she’d go and help. 
That’s how we were brought up. My children 
are exactly the same. They notice people 
with disabilities. But if you haven’t had that 
nurturing you might go, “Oh, that’s a shame,” 
and then move on.

And you had a career as a singer too?
I did a degree in community nursing 
and used to go to karaoke on a Thursday. 
Someone in the audience heard me and asked 
if I would do some backing vocals for a band. 
Then I got singing gigs. I was amazed, as I 
was just a mother of three kids, and couldn’t 
believe that people were actually   paying to 
come and see me. So I had this whole other 
life going on.

My husband Matt played bass for me. He is 
18 years younger and we’ve been married 23 
years now. It’s my third marriage so we called 
my album Decree Neicey!

PLS causes me to fall over. I used to get 
embarrassed about falling over but now I 
really don’t give a shit. I’ve gone up my stairs 
on my hands and knees and down them on 
my arse. I fell off a stage when I was singing 
– right off the front – and told them that I had 
drunk too much, so I sounded really rock and 

Neicey Mann
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roll. But what a lie! I hadn’t had a drink all 
day – it was the PLS! I’ve crawled up the stage 
on my hands and knees and come down on 
my arse. 

You say you hate slowing down and want to 
live at a 100 miles an hour, so what do you  
do now to fill your time?
I’ve been making shabby chic furniture 
for a hobby. I started for my daughter’s 
1920s-themed nightclub and bought 99 pence 
furniture from eBay to do up.

People have asked me why I don’t start a 
little furniture business. I say: “If I had the 
energy for that, don’t you think I would go 
back to my high-paying job in the NHS?”

Before I had a diagnosis I carried on 
playing volleyball until it was too bad. Then 
I tried Thai boxing but I couldn’t lift my leg. 
The teacher said he’d never had anyone like 
me and he couldn’t teach me. I said, “Yeah, I 
can’t lift my leg but I’ve got a fantastic right 
hand so we can find a way to do it.” He’d tell 
me I was really tough, but then I’d have a bad 
phase and he’d say, “We’ve got to stop; I can’t 
hit you any more.” I’d say, “Oh come on – hit 
me …”

How do we get the message out there that 
anyone can get MND?
Over the years I’ve asked myself that question 
over and over. There are so many famous 
people who have had MND and there’s the 
film about Stephen Hawking. What can you 
do? We have to do it on a macro level – a 
local community level. We have a big blitz 
and we get some money but it has to be more 
effective on a local level.

Does it make you feel good that you started 
the PLS Facebook support group that’s 
helped people so much?
Actually they’ve helped me – they’ve saved 
me. When I first started it there were about 
four of us knocking about. Then people bled 
in from other groups. I have laughed so 
much. I’ve cried with people on there. I’ve 
watched people go from PLS to ALS diagnosis 
really quickly and kept in touch and there are 
people who’ve had changed diagnoses and no 
diagnosis (but symptoms of PLS) and I’ve said, 
“You can stay.” They probably help me more 
than I help them. But I love it!

Without the internet we would be totally 
isolated. I don’t know what we’d do without 
the internet.

It’s interesting for us women. A couple of 
years ago I went shopping with my daughter 
and I saw a pair of shoes – I absolutely loved 
them. I put them on my feet and I just cried 
in the shop and said, “I’ll never wear these 
shoes.” My daughter said, “You’re having 
them” and she bought them and told me, 
“You can wear them on the settee.”

The most upsetting thing about PLS is the 
femininity part … that I can’t wear high-
heeled shoes, for instance. It’s very important 
to a lot of women. That’s why I’ve had my 
eyebrows, eyeliner and lips tattooed on. It’s so 
that when I disintegrate I will still have  
my make-up on. 

You told me you used to collect fancy shoes 
and when you were diagnosed you gave them 
away to charity. Do you regret that?
No, what are you going to do – just pick them 
up and lick them?

Neicey Mann



An eminent expert on MND, Martin is now engaged 
in full-time patient research, as well as continuing 
his work as a hospital consultant. He is optimistic 
about the prospects for better treatments for MND.

Consultant neurologist, Oxford University

Professor Martin Turner  
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“UK science is world-leading. Researchers from all over the 
world, including the USA, want to work with our scientists. 
We should capitalise on that. It’s our new manufacturing 
equivalent. We led the world during the Industrial 
Revolution and medical research is the platform that  
we should capitalise on now.”

What comes across to me is that you are a 
very young man to have loads of letters after 
your name. I had a brief look at some of your 
papers and there are about three pages of 
titles on the internet. You seem so young to 
have done all this. I wonder, are you the pre-
eminent expert on MND in the UK?
I wouldn’t say pre-eminent but I’m certainly 
an expert in MND, along with tens of us in 
the UK and hundreds internationally.  
I was born in 1971 and was a little bit older 
than most when I became a consultant, as 
I’d also done a PhD. I was made a professor 
this year, which means a lot to me. In 
terms of my publications, it’s a mixture of 
being enthusiastic and enjoying writing, 
plus working with people who are keen to 
support and help. It’s all about the team you 
work with, but I’m definitely someone who’s 
passionate about MND.

I am interested in the minutia of neurology, 
how the brain works and all the technical 
stuff, but what I also find really rewarding is 
trying to support people who are receiving 
the most difficult news that any doctor can 
give you. MND is not the same as a cancer 
diagnosis. You are being told very early on 
that it isn’t reversible. I realised as I went 
through my medical career that just because 
there is no cure, it doesn’t mean that you can’t 
help. You can explain the disease, you can 
empathise, you can treat symptoms and that is 
enormously rewarding. The process of telling 
someone that their life will be very shortened 
never gets easy and I still find it upsetting, 
but it is something that a neurologist can 
strive to do in the best way possible. Do it 
well and then hope that they remember that 
consultation for the support you offered. 
Get it wrong and they never forget that 

meeting. All of that, in its own way, gives me 
something to aim for in working with this 
most difficult disease. Although I do get upset 
at times, I hope I’m resilient enough not to let 
it encroach on my research.

As a neurologist, is being a people person 
just as important as having the scientific 
knowledge?
It really is. The closest thing is Sherlock 
Holmes: think of when all the letters are 
dropping down in front of his vision and 
he’s assimilating masses of information just 
by looking at someone – that’s exactly what 
most neurologists do. We can assimilate 
huge amounts of information just watching 
someone get up from a chair, come into the 
room, how they introduce themselves. And 
that’s one of the massive draws of neurology 
because then you listen to the story. As a 
consultant, 95 per cent of the time you know 
the diagnosis by the time you’ve heard 
their story. Then you examine the patient 
to confirm your thoughts and in MND that 
examination is far more important than any 
test. The tests we do in the clinic are often to 
exclude other things, but we’re one of the last 
specialities where it’s still about listening and 
about examining the patient. I think that is 
the key part of being a doctor for me – trying 
to understand the individual patient and 
what’s gone on.

So bedside manner is still of great 
importance?
Yes, for a neurologist it’s absolutely essential, 
because you’re dealing with a structure that 
the general public usually doesn’t understand. 
Many other hospital doctors don’t understand 
how the brain works either and they’re very 

frightened of neurology. It always gets cited 
as the speciality that GPs are most afraid of.  
I think most people are drawn into neurology 
by that fascination with the brain at a 
technical level, but for me it’s also the human 
side of seeing how it affects people and trying 
to understand that.

Given that the prognosis is worse than for 
most cancers, do you ever get frustrated that 
most people don’t know what MND is, and 
why that is?
We did a survey of awareness of MND among 
the general public and it’s very low. If people 
have heard of it, it’s through very unusual 
cases like Stephen Hawking.

A lot of the time in my diagnostic MND 
clinic I’m seeing people who’ve been to 
a neurologist already and they are semi-
prepared. They are perhaps hoping for a 
different opinion and it’s devastating for 
them not to be given that. About one in ten 
will come in completely in the dark and 
not realise MND is a possibility. I ask them 
what they think might be going on, and 
they have no idea of the seriousness. I say 
that I think this is something very serious 
and they look shocked. I say I think that the 
nerves in the brain that supply the muscles 
are degenerating, but there’s often no 

understanding of what that means. That’s a 
terrible feeling because you know that over 
a period of time you’re going to have to 
explain something frightening and absolutely 
devastating. 

People sort of understand what cancer 
means, but they don’t understand the 
premature ageing of nerves, which is what  
we mean by neurodegeneration.

Do you think the NHS puts enough 
resources into MND research?
The NHS is set up to provide healthcare to all, 
free at the point of access. A large amount of 
money goes into patient-based research called 
the National Institute for Health Research 
(NIHR) but the major sources of funding for 
the more science-based type of work I do are 
the Research Councils. 

The Medical Research Council (MRC) has 
funded my career for the last seven years 
and I have another three years to run. It is 
co-funded by the MND Association who 
pioneered a scheme to link up with the MRC 
– a visionary thing to do to sustain  
the workforce.

UK science is world-leading. Researchers 
from all over the world, including the USA, 
want to work with our scientists. We should 
capitalise on that. It’s our new manufacturing 
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equivalent. We led the world during the 
Industrial Revolution and medical research is 
the platform that we should capitalise on now.

The NHS no longer pays my salary. When 
you want to go into full-time patient research 
as a doctor, you need to buy yourself out 
of the NHS. The MRC and MNDA take on 
my salary and the costs of the research. 
The hospital provides an excellent clinical 
environment for me and, in return, they 
get some neurology service work for free. 
However, my job as a research doctor is 
less secure than if I worked for the NHS 
full-time. An NHS consultant generally has 
a permanent job, but as a researcher I can’t 
expect that for several years. Research funding 
is reviewed every five years and that gets 
more challenging as you get older, so the 
insecurity puts a lot of doctors off this career 
track. 

The bigger picture is that I’m being allowed 
to do something that I’m passionate about, 
and I’m still getting paid too! I’m able to 
be a hospital consultant, but also pursue an 
interest in research, and most importantly 
I’m able to look after MND patients. It 
always surprises people that I’m a consultant 
currently on a short-term contract. The reality 
is that if you’re driven and enthusiastic, there 
will always be opportunities.

How would you describe the research that 
you do in a way that non-academics can 
understand? 
The buzzword is biomarker – a biological 
marker of the disease activity. When I see 
someone with MND they’ll tell me what’s 
got worse but it’ll be very qualitative – we 
can measure strength, using special pressure 
gauges, but they are inaccurate and they 

are not really measuring the fundamental 
changes. Those changes can be at the 
individual nerve cell level or at the level of 
the entire system – that is, the whole motor 
system from brain to muscle. I’m looking for 
markers at the system level and that’s using 
very, very high resolution scans of the brain 
which look at the structure of the brain, the 
individual nerve tracts and how they function, 
and the individual nerve impulses that are 
being fired between these tracts. Then I look  
at how that changes over time.

The reason we need markers is because if 
we want to try a new drug, how am I going to 
know if it works? It’s unrealistic to expect to 
give someone a drug and see the disease cured 
overnight; outside of antibiotics that’s never 
happened in medicine. What we hope to see is 
that the disease slows down. How do we tell if 
it’s slowing down? We have to have something 
that we can measure objectively.

If I can measure damage to nerves (not 
individual nerves, but groups of them in large 
pathways or tracts) and show that they’re not 
getting worse as quickly, or perhaps measure 
something that the nerve cells are releasing 
into the spinal fluid or the blood and show 
that these levels have changed, we might know 
more quickly if that drug might be working.

This would allow us to do a clinical trial 
much faster. Importantly it will allow us to 
say, “This drug is not changing anything so 
let’s move on and try another one.” So these 
markers are absolutely essential to testing 
drugs!

The MRI scanner we use has a magnet 
two to four times the strength of a normal 
scanner. We also overclock the hardware and 
make it run much harder and faster. We can 
see damage to nerve tracts that we don’t pick 

up on a hospital MRI scanner. But in the 
longer term we should be able to apply this 
technology back to the hospital scanner, so 
that these tools will be able to be used in a 
routine setting.

Have you personally been affected by MND?
No, and I always ask that of patients because 
it’s quite common that they know someone 
with MND. At an emotional level I’m very 
affected and now feel part of a large family 
of people who I’ve met over the years. No 
one in my immediate orbit has had MND, 
or the associated condition, frontal temporal 
dementia.

People ask me how I ended up in MND. 
Complete serendipity. I realised I wanted 
to be a neurologist and that it was very 
competitive, so I needed to have published 
some research papers. I was looking for 
a research job and had a phone call from 
Professor Nigel Leigh at King’s College in 
London. He really put MND on the map 
in the UK. More than anyone else, he’s 
responsible for showing the way for the  
MND Association Care Centre model and 
really bringing it into public knowledge.  
He asked me if I wanted to study the brain  
in MND. I was too embarrassed to tell him 
that back then in the late nineties, nobody 
thought the brain was involved in MND. 
I thought he must know what he’s talking 
about. Maybe he’s just really ahead of the 
game – and he was! 

I thought it sounded interesting – a group 
of patients with very high needs. Within three 
months going to the clinics I was absolutely 
hooked. MND patients seem different from 
many patients I meet and particularly keen to 
help with research.

Why do you think that is?
Of course, it’s a difficult disease and we all 
want a treatment. I don’t think there’s a 
particular personality, though it might be 
part of the disease process. Whatever the 
underlying reason, MND patients will do 
anything they can to help. I immediately felt 
that this is the group that I want to dedicate 
my research to and I’ve stayed involved.

Why do you think that a lot of sports people 
and fit people seem to get MND?
Well I’ve been asking about this for around 10 
years and quite rightly many of my colleagues 
said they thought I was fooling myself, but it 
struck me week after week in the clinic I hear 
the same things:
• People tell me they have never been ill 
before. 
• Not true of everybody, but MND patients 
often say they’ve never seen their GP before, 
which I think is another reason why often the 
diagnosis is delayed because the last thing the 
GP is going to think is that there’s something 
seriously wrong with someone who seems to 
have been very healthy.
• Quite often patients tell me they used to 
cycle 100 miles a day or played football until 
they were in their fifties. Often they didn’t take 
part in really high level sport – not marathon 
runners or iron man competitors – but even 
a very elderly person might say, “I’ve always 
been on the thin side, never put weight on 
… I’m always very active, rushing around 25 
hours a day.” I hear it week after week.

The question is whether I am now biased 
and just think that I’m hearing it more often, 
ignoring those who don’t say that. When you 
do studies, half of the studies suggest there is 
a link between increase in physical activity and 
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those who get MND, and half of them show 
no difference. No study yet has ever shown 
the opposite – that people who have MND are 
generally overweight and don’t exercise.

And what does the exercise link mean? Well 
to be simplistic about it there are two schools 
of thought. One is that the person with MND 
has somehow burnt out their motor system.  
I don’t believe that because I am not aware of 
an Olympic athlete with MND. It’s more low-
level activity. 

The other thought is that there’s some sort 
of injury – Lou Gehrig, for instance, had at 
least one baseball hit to the head, I don’t think 
that’s really plausible though. I think injury 
may be one part of the chain but not the 
whole story.

I wonder whether people who are generally 
fit and athletic have a certain kind of brain 
wiring that simply is a little bit easier for 
MND to take hold in, but MND getting 
started takes a very unusual set of more 
random events that probably involves four 
or five steps at the level of the cell. Some 
steps will have genetic components, most 
will just be random. Perhaps it can’t take 
hold unless the brain circuitry happens to be 
more easily accessible which might be tied up 
with someone’s athleticism or metabolism. I 
don’t think people bring it on solely by over-
exercising but others might think differently 
– that’s just my view.

Do you come across any musicians who  
have MND?
No particular jobs seem to jump out at me 
in clinic, but I see quite a few builders and 
nurses. It’s all anecdotal though. There may 
have been a couple of professional musicians 
out of the thousand or so patients I’ve seen 

in my career. I was interested in whether 
drummers might have a higher rate, as it’s 
very physical music. The interesting thing 
about musicians is that they have different 
brains and the earlier you start playing music 
the more your brain is altered, so this might 
protect musicians from certain types of brain 
disorders. This is all very speculative though 
and has no definite relevance to MND.

How far away are we from a cure?
Cure is a difficult word. What I think we will 
achieve before the end of my career are drugs 
that effectively arrest the disease. So we’ll turn 
this disease into a chronic disease in the same 
way that HIV has become a chronic disease 
– you don’t get cured of it but it becomes 
something you live with, not die of. I think 
that’s achievable over a period of years. 

I don’t think for someone living with MND 
now that it’s realistic or fair to say that to 
them, but advances can happen suddenly and 
there may be drugs out there already licensed 
for other conditions that offer benefit. I’m 
not without hope, but I think a realistic time 
frame is years.

Now the bigger question is can we 
prevent MND? I think that’s a really exciting 
possibility and again is possible within years 
for the more rare genetically driven forms. 
The challenge is to predict who’s going to get 
MND for the 90 per cent of people who don’t 
have a family history.

Will that help people with primary lateral 
sclerosis?
Primary lateral sclerosis seems to be an 
extreme form of the most common type of 
MND, which we call ALS. PLS is the same in 
the sense that it’s clearly involving the motor 

system and like ALS it doesn’t affect the 
sensory nerves. We can look and see there’s 
damage in the motor cortex – interestingly, 
you see far more damage in the motor cortex 
part of the brain in PLS than you see in ALS, 
even though the person is progressing much 
more slowly. 

It may be that this type of upper motor 
neurone damage somehow keeps the disease 
process more confined. So I think PLS can tell 
us an enormous amount about how to slow 
down the more common forms of MND. It’s 
got huge relevance and is important to study, 
which is one of the reasons I am going to put 
together a special day for PLS patients to raise 
awareness. It’s part of the broad spectrum of 
MND and there’s good evidence from other 
diseases that if you compare the extremes – 
the very aggressive ALS versus the very slow 
PLS – you can start to pull out the key factors 
that are involved. I’m absolutely convinced 
that studying PLS has relevance for ALS but 
also that studying ALS can have relevance 
ultimately for PLS.

What do you do at the end of a hard day to 
relax and take your mind off MND?
I probably have a very bad work/life balance 
in that I do get very excited about the work 
and so I spend most evenings and weekends 
writing. I’m very lucky that I have a very 

understanding wife and my children are very 
grounding. They will come and force me to 
come out of my office and play with them, 
and I enjoy doing that too. I try very hard to 
dedicate time to them every weekend and go 
for a walk or something. 

Holidays are very important. When I go on 
holiday I don’t look at email – that’s a very 
important rule. Hobbies? I’m really interested 
in music. I’ve got hundreds of CDs and more 
than 18,000 tracks on iTunes. I listen to a lot 
of music, most of it 1970s and 1980s pop, and 
so I’m very good on a pub quiz team!

I was a big Smiths fan. My key period 
starts with the Smiths and ends with the 
Stone Roses – mid to late 80s. When I started 
university the Happy Mondays were a big part 
of it. I’ve read a lot of pop books, including 
Shaun Ryder’s autobiography, Peter Hook’s 
book and one on The Charlatans. I watch 
quite a bit of trashy TV – I’m a Netflix addict – 
and that all helps me to wind down.

Any final words?
I’ve never been more optimistic about the 
prospects for better treatments for MND. 
There’s more research going on now than 
ever before. When I started 15 years ago, 
it seemed intractable and now it seems a 
question of when, not if.

Martin Turner

“I’ve never been more optimistic about the prospects for 
better treatments for MND. There’s more research going on 
now than ever before. When I started 15 years ago, it seemed 
intractable and now it seems a question of when, not if.”
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In February 2000 Sarah Ezekiel noticed some 
weakness in her left arm. Two months later she 
was given a diagnosis of ALS. Now she can only 
move her eyes and uses Tobii Eye Gaze technology 
to communicate via her computer. The technology 
tracks her eye movements and reflects an infrared 
beam that acts as a cursor on an adapted PC screen. 

She first met Miles when they were photographed 
for the 26miles4mnd project. They have since held 
joint art and photography exhibitions in London 
to raise money for the MND Association and 
Movement for Hope. This interview was conducted 
by email. 

Eye Gaze artist living with ALS

Sarah Ezekiel
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“I now see MND as a window of opportunity. I don’t think 
I would have done much with my life if I hadn’t got ill. It 
hasn’t been easy and I still get low and have difficult times. 
But I don’t think I would change anything, even if I could.”

Had you heard of motor neurone disease 
before you were diagnosed?
I’d heard of it but didn’t know what it was. 

Were you aware that there are different 
variants of motor neurone disease and 
were you told the variant you had when 
diagnosed?
No, and I wasn’t told which variant I have. 

How were you told that you had MND and 
does anything stand out in your memory 
about that moment?
My neurologist and a nurse told me. I was 
pregnant with my second child and they 
told me to bring someone with me for my 
diagnosis. My husband came but he got fed 
up of waiting so left. I was alone but I’m 
glad now because I was able to take in the 
information undisturbed. I just remember 
thinking how I would look after my children.

Was it a shock or something you were 
expecting by then?
It was a total shock and I felt devastated. 

What was your family’s reaction to being  
told you had MND?
They didn’t know what it was either and when 
they researched it they were devastated too. 

What advice would you give to someone 
newly diagnosed?
That there is hope! I’ve survived a long time 
and achieved more than I expected. 

How long did it take from your initial 
symptom to a diagnosis?

It was pretty quick. I noticed my first 
symptom in February 2000 and was 
diagnosed two months later. 

What was your first symptom?
I noticed that my index finger was bent  
and I couldn’t straighten it. 

Did you initially go to your GP? What was 
their response?
I mentioned my symptoms at an antenatal 
appointment and when they referred me to a 
neurologist I was surprised. I thought that my 
symptoms were related to my pregnancy. 

Do you think public awareness of MND  
is low? 
It’s much better than when I was diagnosed 
but still not great. 

What do you think is the best way to 
increase public awareness? 
I’d like to see a TV advert. 

Should awareness campaigns be more hard 
hitting or would this put people off from 
learning more?
Hard hitting is the only way to go! 

What is the best thing (or at least a good 
thing) if any about having MND?
I’ve met amazing people and had the 
opportunity to do different things and 
become the artist I always wanted to be. 

What is the worst thing about living with 
MND?
For me it’s been losing my speech. 

Is there any technology that you cannot  
live without?
Assistive technology. 

Where do you get help from and is it 
adequate?
My hospice has been fantastic and I don’t 
know how I would have coped without their 
help. Also, my local branch of the MND 
Association, especially my association visitor, 
has helped me. 

How have you come to terms with having 
to rely on other people in order to stay alive 
and live day to day?
I haven’t really and I hate that I’m so 
dependent on strangers to function. 

In a few words sum up your attitude to living 
with MND.
To enjoy everything that you’re able to do 
while you can. 

Is there anything else you would like to say 
that’s not been covered here?
I now see MND as a window of opportunity.  
I don’t think I would have done much with 
my life if I hadn’t got ill. It hasn’t been easy 
and I still get low and have difficult times.  
But I don’t think I would change anything, 
even if I could. 

Sarah Ezekiel 



Adam started his working life as a teacher. His 
technological skills and his interest in helping 
people with disabilities led him to his work with 
Smartbox and he is passionate about the use of 
computers as communication aids. This interview 
took place before the death of Stephen Hawking.

Head of Assessment, Smartbox assistive technology 

Adam Waits 
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How did you come to be working for 
Smartbox?
I started life as a teacher and I was one of 
those people who was about to fall out of 
teaching. I went to work in a school where 
there were lots of children with physical 
disabilities and many of them were using 
switches and adaptive keyboards and so on.  
I got interested. It was the early nineties and I 
went from there to being an advisory teacher, 
to working for a national charity called Ability 
Net, where I learned a lot about different 
types of disability and computer access.

I met my boss Paul, who also used to work 
for Ability Net, along the way and he got in 
touch when an opening came up at Smartbox. 
It just fitted what I was doing really well – 
assessment and technology – and I had lots of 
background in both. That was nearly 10 years 
ago now. I was looking to come back home 
to the Malvern area, the job came up and I’ve 
not really looked back since.

Was there a big space waiting to be filled 
in the technology marketplace for assistive 
devices when you started working here?
There was a niche in the market when 
Smartbox first started that no one was 
really addressing – using a computer 
as a communication aid. Traditionally, 
communication aids had been what we call 
“dedicated devices”. In other words, they 
weren’t proper Windows computers, they were 
a bespoke offering and realistically there were 
only one or two main players 15 years ago. 

The other thing is that computer 
technology has advanced very quickly in a 
short space of time. If you really think about 
where we were 15 years ago, we only just had 
Windows devices. Paul Hawes, who founded 

the company, was using computers in the early 
days of disability and computers – making 
computers adaptable – and he was passionate 
about the idea that a computer could also be 
a communication aid. He didn’t understand 
why the companies that were out there weren’t 
using them. He started to fight for this and 
he wrote some software that could go on to 
a computer. But at that point we were small 
fish and not really being listened to. It wasn’t 
in the interests of the other companies to 
put Windows computer software on a device 
because they had cornered the market 
themselves.

So I think where we are now is that over  
the last 10 to 15 years the market has reversed. 
The expectation is that a communication 
device or an adapted computer for disability  
is a computer, not some sort of dedicated 
device that can only be used in one way. It’s  
a conversion technology device that you can 
use in lots of different ways.

Because we led the way in that we’ve got the 
biggest share of the market. We’re not the only 
people out there – there are competitors – but 
we are certainly the favoured option in the UK 
and an increasing presence overseas as well.

Also, what happened historically is that 
the guys who were the only options 10 years 
ago missed the boat. We were the guys who 
came in and took that market share and were 
seen as being forward thinking – interesting 
developments, innovative, clever and 
responsive to the needs of people. We talked 
to people and found out what they wanted 
instead of being a giant corporate monolith, 
which is what people had previously seen with 
the big American firms and reps who acted 
in a very pharmaceutical way. We took a very 
different approach.

And everybody’s disability is personal and 
different …
Well, that’s a phrase that we use a lot. We use 
“one size fits one” which is our catchphrase 
when people ask, “What’s the best thing? 
What’s the right thing?” and actually our 
response is often, “Well, that’s not an easy 
question to answer because it depends on 
you.” It depends on all sorts of things. It 
depends on your disability. It depends on 
your physical access, but there’s also your 
preference and what suits you. So it’s all about 
being able to take from our range of solutions 
and adapt them to the individual.

What are the core products you offer?
The core component of everything we do 
is our software. Our flagship software is the 
Grid, and we are now at Grid 3, which came 
out in 2015. Before that, Grid 2 had been 
incredibly popular – really, it was what broke 
in and made us a big name in the market. It 
was around for eight years – something like 
that – so wasn’t something that came and 
then disappeared quickly. But Grid 3 has been 
another huge step forward and that sits at the 
centre of almost everything that we do. 

But the software isn’t enough on its own. 
Fundamentally, it’s a combination of software 
and the range of adaptive computers – and 
our range of computers are called Grid Pads. 
The two meld together and then we make 
various adaptations to those Grid Pads to suit 
different users. We’ll have a range of Grid 
Pads for people who don’t have significant 
physical disability – are maybe ambulant – so 
they need something that’s hand-held, light, 
portable. And then we’ll have device Grid 
Pads that can be mounted on wheelchairs in 
different positions and used with different 

access methods. We’ll also have Grid Pads with 
Eye Gaze, which has become an increasing 
part of our business. Now all of them are 
adapted to make them loud, with long battery 
life and accessible. So those are the core 
components and we adapt from there.

How do we do it? Well, we have a team of 
assessors who go out and visit key services and 
also individual users. So we’re supporting the 
individual services who are in turn supporting 
users who have a disability or speech difficulty. 
I might not be involved at all, apart from 
supplying a piece of kit at the end of the day. 

Another part of it is going out and actually 
meeting people and doing assessments 
ourselves. 

When people think of assistive technology, 
they think of Stephen Hawking and his 
voice synthesiser. Does he use any of your 
technology? 
No, he doesn’t. Stephen Hawking is probably 
the one person in the world who uses a 
completely bespoke solution. So when you  
see news coverage of Stephen Hawking on the 
telly, he’s got a crowd of Microsoft engineers 
and Intel engineers … he’s using something 
that no one else has access to. It’s his own 
set-up. 

Actually, Hawking’s software now is open 
source I think, so you can get it. Because he’s 
lived so long and has been using technology 
for so long, understandably he’s someone 
who doesn’t want to change. People don’t 
like change. He used to use an old system 
called E Z Keys, which is no longer really used 
or supported, and I think someone at Intel 
rewrote a version of E Z Keys to make it work 
on modern computers. What he’s doing is very 
similar to our devices, except ours actually do 

Adam Waits 
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a lot more than that. Basically he’s using a 
switch and he’s scanning a keyboard. There’s 
lots of other stuff going on but fundamentally 
he’s got a tiny muscle twitch and that’s 
controlling him moving through a scan of the 
keyboard. He could be using our technology 
but he isn’t.

Tell me how Eye Gaze works in layman’s 
terms.
Basically what you’ve got are some infrared 
emitters or near infrared emitters. So typically 
speaking, you’d have an Eye Gaze USB camera 
that plugs into and sits at the bottom of a 
computer screen – there are usually two 
emitters either side and a camera in the 
middle. You don’t normally see the camera 
but it’s there. Those infrared emitters are 
creating a glint in the surface of your eye on 
the iris area. That stays still but your pupil 
moves. The camera is able to pick up the 
reflections of the infrared light but also spot 
where the pupil is, and it’s always measuring 
the difference between the pupil and that 
infrared glint on the surface of your eye. By 
doing a calibration and seeing the distance 
and the relative position between the pupil 
and the glint, it’s able to see where you are 
“eye pointing” on the screen. In effect, Eye 
Gaze then becomes a glorified mouse. 

We do some other clever stuff with it, so 
we hide mouse cursors, and if someone’s 
looking at some letters on a screen our eyes 
are constantly moving. We’re not really aware 
of it but we are using a tiny bit of our central 
vision, called our foveal vision, for Eye Gaze; 
the rest of our vision is peripheral, but we’re 
always aware of it. So our foveal vision is 
constantly on the move picking up tiny detail. 
Eye Gaze simply picks up that high focus 

point, about the size of a thumbnail (called the 
cell) on the screen. In the Grid, if someone’s 
Eye Gaze (high focus) drifts slightly out of the 
cell, we can snap to the cell or we’ll realise 
that they didn’t mean to come out of the cell 
because they come back to it quite quickly, 
so we’ll pick up from where they left off to 
complete the click. 

Eye Gaze is controlling a mouse cursor, and 
the Grid, when it comes to a communications 
grid or a computer access on screen keyboard, 
is interpreting that mouse cursor over a 
keyboard or over a word bank or message bank.

Our devices can also be used for 
environmental control so they can close 
the curtains, open doors, turn the TV on or 
whatever. There’s a box sending out infrared 
emitters or you can also have it via radio 
frequency. So part of the software will be a  
page where you can click on “turn on my TV”, 
“turn the light on” and so on.  

How do you see the next 10 to 20 years  
of assistive technology?
Things are already beginning to happen 
with further personalisation of people’s 
communication aids. They’re becoming less 
generic and more about the user – more about 
the individual. We’re already beginning to 
see lots of interest – and this is current really 
– going into what’s already offered around 
something called voice banking. So people who 
are losing their voice will bank it and have their 
own voice synthesised.

Also people are looking at driving 
wheelchairs with different types of accessible 
technology. There are a couple of teams around 
the world who are exploring Eye Gaze driving, 
for example. There are some safety issues with 
this, but there has been some success! 

“Things are already beginning to happen with 
further personalisation of people’s communication 
aids. They’re becoming less generic and more about 
the user – more about the individual.” 
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Anita is also a volunteer who coordinates the branch 
activities locally. Her mother died from motor 
neurone disease. 

Anita Sharma-James 

Chair of Worcestershire MND Association 
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Have you been personally affected by MND?
Yes, in the most profound way. My mother 
was diagnosed with MND in about 2009 
and she passed away from it in early 2011. 
As a family we went through the entire 
journey with her from pre-diagnosis, through 
diagnosis and all the ways in which she had 
to adapt day by day as she came to terms with 
the disease and the physical changes.

What type of motor neurone disease did  
your mother have?
It was ALS. She had been poorly for four or 
five years before any of the symptoms were 
really flagged up. She used to tell me that her 
legs would get stuck. She’d be trying to go 
down to the local shops or the post office and 
she’d say, “I’m not quite sure what happened 
there but one of my legs just wouldn’t work 
and I couldn’t move backwards and I couldn’t 
move forwards and it took me a while before  
I could get moving again.” She just put it 
down to her joints starting to deteriorate.

She lived a very, very clean life. She was 
into yoga and meditation, she was a life-
long vegetarian and she never smoked or 
drank, so it was quite a shock to us and to 
her, obviously. But she was a very resilient 
person and had immense tenacity at the best 
of times. She’d raised four daughters. She 
came over from India in the 1960s with me 
as a baby, having never flown before. She 
travelled from an idyllic rural Indian location 
to Birmingham, which you can imagine was 
quite a hostile place to immigrants at that 
time. She lived in a middle-class area, made 
a life for herself and raised four of us. So she 
was an incredible person and very good at 
adapting to change and I think that really 
served her well when she was diagnosed.

What was her name?
Her name was Raksha, which means person 
who protects or nurtures others.

Do you still have a close-knit family?
Very much so. I’m the eldest of four sisters.

Had you all heard of MND when your mum 
was diagnosed and what did you and your 
sisters feel?
I did know what it was and I was actually 
there when she was diagnosed – my dad, 
mum and I went to see Professor Karen 
Morrison. Like many people, we’d had to wait 
about nine months before they’d done the 
differential diagnosis and knew for sure that 
the particular type of neurological condition 
she had was MND because it’s quite a 
protracted procedure of neurological tests. 

That uncertainty doesn’t help because 
you’re not sure what they are going to pull 
out of the hat and what you’re going to be 
dealing with. The neurologist who gave us the 
diagnosis was very, very human and warm, 
so we were fortunate. But my mother had no 
idea what MND was. I only knew because I’d 
worked as a clinical research scientist in the 
field and I tried not to show her how shocked 
and surprised I was. And so she went out of 
that appointment not really knowing what 
she’d been told, not really having a handle on 
it. I remember her saying, “Well doctors don’t 
know everything. I’m sure I’ll get over this” as 
we were walking away. And I thought, “You 
will get over this”, knowing what I knew of 
her, but I don’t think she had any idea of what 
was to come at that point.

Of my three sisters one’s a pharmacist, 
one’s a research scientist like me and one’s a 
teacher. Once we all realised what was going 

Anita Sharma-James 

“Stay being the person that you want to be for as long as 
you can. It’s a matter of staying open and finding the right 
information and support. There’s a lot that can be done.”

on we rallied round and decided that we 
would nurture her like she had nurtured us. 
We were very upset but that was very much 
our attitude.

She was 68 when she passed away, so she 
was quite young really. We suspect she’d had 
some early symptoms at about the age of 63 
but she was only diagnosed a couple of years 
before she passed away.

But she did so much after she was 
diagnosed. Professor Karen Morrison, whose 
care she was under, encouraged her to 
embrace life, which she’d always done anyway, 
but she did it with even more vigour and 
vibrancy afterwards. When you know life is 
suddenly going to be curtailed it shocks you 
into realising how precious it is. She carried 
on fundraising. She used to fundraise a lot 
with my dad after we’d all left home. 

They used to raise a lot of money for a 
ground-breaking orphanage in India that set 
up communities of families rather than just 
housing children. There’s a hospital and a 
farm on site and they provide education and 
don’t turn anyone away. She’d been one of 
the first people to help set up that orphanage 
and now there are orphanages like that all 
over India where older, middle-aged and 
young people without family are actually put 
into family units with children and they stay 
together for life.

When she died it was in all of the 
orphanage magazines – they do global 
fundraising because they need millions. It’s 
a Hindu and Buddhist following that does 
the orphanage work. My mum was quite a 
spiritual woman and I think that helped her. 
She wasn’t religious as such, but she had a 
sense of spirituality, a sense of something a 
lot bigger than ourselves, and a feeling that 
we are part of the bigger universe in the 
natural order of things.

What was it that made you want to be  
Chair of the Worcestershire branch of  
the MND Association?
Amy Kilpatrick, the regional fund-raising 
coordinator, came to me. I’d volunteered to 
help the MND Association locally on several 
occasions. The previous chair had resigned 
and one of the board members had died from 
MND so I was asked to take the rudder.  

My mother had inspired me so much. I 
don’t think I could have done this around the 
time that she died but a good six or seven 
years had passed. I needed that distance in 
time to get out of the way of myself in order 
to help others. You can’t bring your own 
baggage, but with that distance you bring 
the experience as well and the empathy. So I 
thought that it was something that I could do 
and I wanted to do it well.
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That’s interesting because I’ve had people 
who are very surprised that I want to be 
involved with a long-term fundraising and 
awareness-raising project around MND.
Well, you’re one of the most inspiring people 
from that point of view because you’re actively 
trying to help others, while at the same time 
trying to cope with immense and incredible 
changes in your own life. That takes a very 
special sort of person because, honestly, it’s 
really difficult with MND. Often, all people 
can do is just cope with where they are at 
and with the physical, emotional and social 
changes that they’re experiencing let alone 
helping others. So yes, it’s very inspirational.

Thank you. What advice would you give to 
anybody diagnosed with MND?
Don’t lose heart. Don’t panic. There’s so much 
out there that’s going to cradle you and that’s 
going to help you move forward. Stay being 
the person that you want to be for as long 
as you can. It’s a matter of staying open and 
finding the right information and support. 
There’s a lot that can be done.

It’s about empowering people to stay 
being the person that they are. I think that’s 
the ideal, despite the fact that you have this 
diagnosis and obviously you are going to 
go through a lot of adversity – not only you 
yourself but also the loved ones around you.

What advice would you give to the friends 
and family of someone with MND? 
I would say that you need to be very patient 
while the person comes to terms with the 
diagnosis. It takes time to understand what 
it is and what it means in terms of the 
curtailment of abilities and lifespan. Also, 
everyone’s different so it’s very difficult to 

predict how MND is going to progress for any 
one person. Even the clinicians can only give 
a vague indication. 

So my advice to anyone would be to live 
for the moment, day by day, and to make the 
best you can of each day. Try not to worry 
too much about the future. Have adequate 
support in place to be able to help your loved 
one, but remember that you need support and 
respite too. Don’t be afraid to reach out for 
that. As a carer, don’t feel that you’ve got to do 
it all yourself.

How can people go about getting help from 
the MND Association?
There’s help on so many different levels. You 
can engage with their local branch or group in 
areas where there is one. If they can’t help you 
personally they will signpost you to experts. 
For example, someone came to me who 
thought it was time for them to get their voice 
banked. Although I didn’t know all the ins and 
outs personally, I could pick up a phone and 
get in touch with an expert who was then able 
to help. 

The MND Association is one of the best-
run and well-organised charities. There seems 
to be expertise in everything from nutrition 
through to social care, communications aids 
and benefits advice. I’m so well supported 
as chair in terms of documentation and 
information, but I also have experts in every 
field at my fingertips so that filters down to 
those with MND. 

There are grants available, too, for all sorts 
of things from taking holidays with the 
family, to respite for carers and support for 
young people who are coming to terms with 
a diagnosis of a parent or the passing of a 
parent. It’s incredible really.

I’ve heard it said by many people that the 
MND Association punches above its weight. 
Why do you think that is?
I think that the Association is very good 
at thinking outside of the box in terms of 
raising awareness, lobbying, fundraising and 
harnessing the talents of the small workforce 
and the volunteers that they have and making 
them feel valued. People work best when they 
feel valued and there’s a good ethos in the 
charity.

You’ve written a book called A Life of Spice 
about your mother’s life and it includes a lot 
of her vegetarian curry recipes too. Tell me 
about the book.
It was serendipity really because I had no 
intention of writing a book. When my mum’s 
voice started to deteriorate I was writing 
her stories down because I realised there 
was so much I didn’t know about her. I was 
recording her voice as well and about six 
months before she passed away the Worcester 
Literary Festival rang me up to ask if my 
business would like to advertise in their local 
magazine. I don’t know what possessed me 
but I said, “No, but I’m writing a book.” I 
don’t know where that came from, as I had 
no intention then of writing one. They said 
“If you are a local author and you can get us 
100 bound copies in two and a half months 
time, we’ve actually got a slot in Waterstones 
for a local author.” I said, “Sure. I’ll do it.” I put 

the phone down and thought: Oh no, what 
have I agreed to do? Then I thought, my mum 
deserves nothing less than a book-signing in 
Waterstones. I’m going to write the book for 
her. And I did. 

It came together so amazingly well. 
Everybody I knew rallied round. I got 
photographers to help me. I found food 
stylists who were happy to be involved. 
Because I was doing it for no other reason 
than as a tribute to my mother everything 
seemed to come together. It was just amazing.

She did have a Waterstones book signing. 
She was there in a wheelchair and she had a 
neck support on at the time but she was so 
moved. A lot of people were asking her to sign 
the books and the local press were there. We 
must have sold about 60 or 70 books in an 
hour. They actually stocked it as a community-
authored book afterwards.

I can see that it makes you feel very 
emotional talking about it.
Yes, very much. It was just one of those special 
days when you feel that the stars are aligned. 
She couldn’t have been prouder actually. She 
thoroughly deserved it. That was her day. It 
was amazing. 

Which part of Birmingham was it that your 
mum moved to from India?
I grew up in Harborne. My dad had come 
over in the fifties with his father and worked 

“Try not to worry too much about the future. Have adequate 
support in place to be able to help your loved one, but 
remember that you need support and respite too. Don’t be 
afraid to reach out for that.”
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really hard. Then he went back to India, got 
married and returned. He had worked so hard 
that he’d earned enough in three years to 
buy a house outright. It was only after he had 
bought the house that he invited my mother 
and me to come over. So I grew up in quite a 
middle-class suburb of Birmingham. It was a 
very interesting childhood in the seventies.

Is there any one thing that happened during 
that time or that your mum has told you that 
stands out for you?
There are so many. One of my aunts got 
married and I remember the house full of 
about 60 people and there being food and 
laughter. When the wedding procession left 
the house all the local English people came 
out of their houses – they’d never seen a riot 
of noise and colour like it! That’s one of the 
memories that stands out for me.

My mum was a brilliant seamstress. She 
was so thrifty. She used to lecture at a college 
in India before she came over and she taught 
people needlepoint and how to sew. She 
could look at a garment and then come home 
and recreate it within a couple of weeks 
just by sight. She didn’t need any patterns 
or anything – she was an incredibly gifted 
woman.

She was very well educated. She came 
from a very well-educated family in India but 
wasn’t able to work over here unfortunately.

Her brothers all went to university and she 
had always wanted to, so she’d started doing 
a degree by distance learning. In India in 
the fifties they didn’t like to send young girls 
away to university. So she had started to do a 
degree. That’s why she was so proud of us all 
because we all got degrees or further degrees 
or PhDs. She was so proud, as she’d always 

instilled in us that everybody should have a 
good education in order to be independent in 
life, because you just never know what’s going 
to happen to you.

Is there anything you can think of that we 
haven’t covered that you’d like to say?
I’m optimistic about the future for MND. I 
think we are going to make huge strides in 
the next five to ten years, not only from all 
of the genetic work that’s coming on stream 
but also the neurological and technological 
advances that are going to be possible. People 
are going to feel real benefits from the 
amount of money now being poured into the 
research so I am very hopeful for the future.

You’re not paid to be chair of the MND 
Association Worcestershire branch.  
How many hours a month do you think  
you put in? 
At present, a lot more than I’d originally been 
told I would be doing, because I don’t have a 
secretary at the moment. I think it’s just that 
you have to put more work in some months 
than other months but I do it very willingly. I 
don’t really count the hours. I’m lucky because 
I work for myself, so I can work around it. It’s 
so tempting to just do more and more so I do 
have to rein myself in sometimes.

What do you do to switch off from MND  
and relax?
I love sport, music, theatre and travelling and 
I love my food, so I think all those things keep 
me very busy and also relaxed. I’m quite a 
relaxed person anyway, to be honest. I carry 
that Eastern philosophy from my mum with 
me and I do try to meditate every morning. I 
think it’s really beneficial first thing. We have 

this thing about transitions of the day and 
of the season and believe that you should 
meditate at every transition – when morning 
turns into day, midday to afternoon, at dusk 
and before you go to sleep.

Do you think the MND Association will 
be able to keep up with the technological 
advances in artificial intelligence and virtual 
reality and so on that are progressing so fast?
I hope so, but it doesn’t matter if they don’t 
because I think what will happen is that 
if there are enough advances and there’s 
enough excitement just to do research for 

“I’m optimistic about the future for MND. I think we are 
going to make huge strides in the next five to ten years, not 
only from all of the genetic work that’s coming on stream 
but also the neurological and technological advances that  
are going to be possible.”

its own sake, we’ll see the knock-on benefits 
from that. Then once it becomes a viable 
technique the MND Association will have to 
take note. 

It’s a bit like the way Teflon came out of 
NASA space research. Research can just be 
imperative for its own sake, but then can have 
incredible knock-on benefits for all sorts of 
other things. It doesn’t have to be targeted 
at MND. We might find there’s a left-field 
researcher in China or somewhere now who 
we don’t know about but who’s working on 
some basic research that will impact on MND 
in some way, shape or form in the future.
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Jay had been working for the MND Association  
for five months at time of this interview.

Social media and forum officer for the MND 
Association

Jay Parker
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“I’ve seen lots of documentaries and things like that 
about people who’ve lived a normal happy life, then 
were struck down with MND and it destroyed their 
life basically, so yeah, it’s high up there as a terrible 
disease.”

Before you got the job here, had you heard  
of motor neurone disease?
Truthfully, no. I hadn’t heard of MND before I 
got this job. The first time I came into contact 
with anything to do with motor neurone 
disease was the Ice Bucket Challenge, which I 
did but I did that for ALS, so even then MND 
wasn’t actually mentioned!

Why do you think you hadn’t heard of MND? 
I think because of the rarity of it. Cancer 
does dominate donations and fundraising. 
You hear about cancer on the radio, see stuff 
on TV, obviously because most people in the 
country are affected in some way by cancer. 
That’s the only reason I can see why.

In the time you’ve worked here have you 
come into contact with people who are 
affected by MND?
I’ve met seven people with MND since 
starting my job. That number will obviously 
only get bigger but before that not a single 
person.

What’s your feeling about MND now you 
know a lot more about it?
MND ranks quite highly on the cruelty scale. 
It seems like torture to me. I couldn’t imagine 

having it. It has scared me and it makes me 
want to do things sooner rather than later, 
just in case there’s something round the 
corner, not necessarily MND. I’ve seen lots 
of documentaries and things like that about 
people who’ve lived a normal happy life, then 
were struck down with MND and it destroyed 
their life basically, so yeah, it’s high up there as 
a terrible disease.

If you end up working here for many years, 
what do you hope you’ll have achieved?
Well, in my job in social media we can 
measure success in numbers. Since the Ice 
Bucket Challenge the likes on Facebook and 
followers on Twitter have more than doubled. 
My goal would be to just keep raising that 
awareness, making sure people know what 
MND is. 

In fact, I’m even doing that in my own 
family. I’ve only been here five months but I’ve 
fed everything I’m learning in this job back to 
my family – my sister and my mum and dad. 
They’d not heard of MND either but now they 
feel exactly the same way as me. They all think 
it’s absolutely horrible.

Jay Parker



Euan lives in Edinburgh with his wife and two sons. 
He was 29 years old when he was diagnosed with 
motor neurone disease. Following his diagnosis, 
Euan and his father Donald MacDonald CBE 
resolved to ensure that MND research was brought 
to the forefront of everyone’s mind in Edinburgh 
and further afield. Being entrepreneurs from 
investment backgrounds, they established the 
The Euan MacDonald Centre – an internationally 
recognised centre for MND research – where we 
took Euan’s portrait. This interview was conducted 
by email. 

Entrepreneur living with MND

Euan MacDonald
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“There have been huge strides in areas like genetics and 
stem cells and I’m convinced treatments will come.”

“I’d like to say thanks to you both, Miles and 
Cristian. What you are doing with 26miles4mnd 
gives more hope for people like me that MND  
will one day be a thing of the past. Thank you!”

When were you diagnosed and what was the 
situation then?
I was diagnosed with MND in 2003. The last 
15 years have been full of ups, downs, changes 
and adaptations. When I was first diagnosed 
the situation was very similar to what it is 
now. There was only one drug approved to 
treat MND and its effects are minimal. That 
doesn’t mean, however, that no progress has 
been made. There have been huge strides in 
areas such as genetics and stem cells and I’m 
convinced treatments will come. Spending 
time with people like Professor Siddharthan 
Chandran and others gives you more 
confidence in that. There are people who are 
absolutely driven and dedicated to translating 
science into patient treatments and that’s 
reassuring. It will happen! 

Is there anything that has helped you?
While we are waiting for those treatments, 
I should mention something that has 
improved my quality of life and extended 
it – my tracheostomy. It was done six years 
ago after I was admitted to hospital with a 
chest infection. Tracheostomies for people 
with MND are rare in the UK. Research has 
suggested that in an 18-year period (1998–
2016) there have been 38 of us. This means 
there is less experience of dealing with the 
surrounding issues than in countries where it 
is more prevalent, particularly the US. 

I appreciate that tracheostomies may only 
be suitable for a minority of MND patients, 
but I can’t help but think that more than 38 
people could have benefited. If a drug had a 

similar effect it would be hailed as a major 
success. The reason I’m so passionate about 
this is because of what it’s given me. Six more 
years (and counting) with family and friends; 
six more years with my boys. It’s impossible to 
put the value into words. 

I’m not for a minute suggesting it’s for 
everyone. But I know I was the recipient 
of complete pot-luck, not some systematic 
approach or assessment. I happened to be 
under the care of an anaesthetist who said it 
was absolutely an option and they could deal 
with the aftercare in my home. Dr Anthony 
Bateman and Betty Forrest of the home 
ventilation team saved my life, then extended 
and improved it. I may not have been given 
that under a different consultant in the same 
hospital, let alone in a different postcode.

What do you hope for now?
Living with a tracheostomy with MND 
isn’t simple. We have all heard about 
the difficulties people can have getting 
care packages. Home ventilation teams, 
experienced in keeping people with a 
tracheostomy in the community, are in 
place in only a few pockets of the UK. All I’m 
asking is that pot-luck be taken out of it and 
that it is replaced by medical research and 
clinical experience, regardless of where you 
live. Perhaps in time the process will then 
become more available. I’d like to say thanks 
to you both, Miles and Cristian. What you are 
doing with 26miles4mnd gives more hope for 
people like me that MND will one day be a 
thing of the past. Thank you!

Euan MacDonald
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Gina Bellman is an actor who became a household 
name in 1989 for her performance in the title role in 
Dennis Potter’s drama Blackeyes. She’s also well known 
as Jane in the sitcom Coupling and for acting alongside 
James Nesbitt in the BBC drama Jekyll. In the US 
she has a huge fan following from her role as Sophie 
Devereaux on the TNT television series Leverage. 
Gina’s mother has the primary lateral sclerosis variant 
of MND – the slowest-developing type of motor 
neurone disease. Gina is a friend of Sarah Ezekiel  
and that’s how she was introduced to Miles. 

Actor whose mother has PLS

Gina Bellman 
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Tell me, what were the first signs that 
something was wrong with your mum?
My mum started having problems with her 
right foot and the foot was dragging. She 
started limping and using a stick but none 
of us knew why. Because she was 69 at the 
time it took 18 months for a diagnosis. They 
were looking at multiple sclerosis, Parkinson’s 
disease and stroke. 

All the way through that diagnosis period 
they kept saying, “It’ll be fine as long as it’s 
not MND. Don’t worry, as long as it’s not 
MND, it’ll be OK.” This thing kept floating 
round and I didn’t know anything about it 
before. I might have heard of it in connection 
with Stephen Hawking, but it wasn’t in 
my universe. MND became this phantom 
hanging over all of us and then finally they 
said, “OK we know what it is – it’s MND.” It 
was very upsetting and at the time we didn’t 
know the difference between ALS and PLS. 
I don’t think there is a lot of information 
given out. I don’t think the professors really 
described to us the difference between ALS 
and PLS and I think that only came with the 
speed of her deterioration. About a year after 
her diagnosis they said, “We think you have 
primary lateral sclerosis.” 

One of the first things I did was to get in 
touch with the MND Association and send  
off for the Newly Diagnosed pack that they 
have. That was an amazing resource for me.  
I made a pack for each family member – for 
my brothers, for my dad and for my aunts.  
We each had a little handbook that we handed 
out to explain about the diagnosis and what 
the symptoms would progress to. 

It was really useful to talk about depression. 
My mum had never been depressed – she’d 
always been a cheerful person – and we read 

about how antidepressants could be a really 
useful tool for people diagnosed with PLS. For 
her, it went straight from the dragging foot 
to the uncontrollable laughing and crying – 
emotional lability. That was a really terrifying 
period and anyone who has had that 
symptom finds it the scariest element of all.

Was there any time when that symptom 
showed, which you remember as being really 
embarrassing or funny, as it can be?
There was one time we had been to my 
brother’s house for a Guy Fawkes party and 
dinner. All the nephews and nieces were there 
and suddenly Grandma started laughing 
hysterically and then, because she couldn’t 
control it, began crying hysterically. It was 
quite frightening because often the laughing 
doesn’t just isolate itself to laughing, it 
becomes frustration and then the frustration 
becomes crying and that was very disturbing 
for the young people. That’s when we really 
knew we were in trouble and going into a 
dark place but the antidepressants worked 
brilliantly for that.

Tell me, when was your mother first 
diagnosed?
Twelve years ago; she is 81 now.

How did your family members react to the 
fact that she had MND? Did they know 
anything about it?
No, nobody knew about it. No one expected 
her to be going like a Duracell battery and 
because of her age and my dad’s age, we 
knew people who were suffering from illness 
and passing away. My parents had a really 
cool social group: there were six couples who 
they were best friends with and they would 

meet up in each other’s houses. Three or 
four members of that group have died from 
age-related diseases since her diagnosis and 
my mum is still going strong, being stubborn, 
being independent. Even though she can’t 
walk or speak very well, she still, on a sunny 
day, manages to go out on her mobility 
scooter. She has an incredible spirit. 

It’s hard because you are dealing with 
an older person who wants to keep her 
independence and in a way, the MND makes 
her even more determined to be independent. 
But things have been put in place. She has 
one of those alarm systems, so that if she is 
alone in the flat she can call if she has a fall. 
Her flat has been set up for her needs: her 
doorways are wider and she has a brilliant 
electric wheelchair, a wet room and a bed she 
can operate and transfer out of quite easily.

If you are chatting to someone and you 
mention that your mum has MND, do 
you find that there is more awareness now 
than there was when your mum was first 
diagnosed?
Yes, 100 per cent, I think in the last 12 years 
the whole landscape of understanding of 
MND has changed, here and in America. I 
have quite a big profile on Twitter, more than 
50,000 followers and a lot of the people who 
follow me have become engaged in raising 
awareness for ALS and MND. They also 
raise funds by doing walks and runs and all 
sorts of things. Things have really changed. 
Obviously the film about Stephen Hawking 
raised the profile a lot, and I think the ALS Ice 
Bucket Challenge was an amazing awareness 
campaign. I think MND was one of those 
issues that was under the radar but I don’t 
think it is any more.

Personally I don’t think that there is enough 
understanding that there are different 
types of MND. I think as soon as MND is 
mentioned people think of Stephen Hawking 
or of people they might have known who died 
very quickly of it. Something we are trying 
to do with this project is to try and increase 
awareness about the different types. Your 
mum is still going strong – as strong as she 
was when she was first diagnosed – despite 
becoming very disabled. Do you think that 
people are aware that there are different 
variants and that MND is not necessarily  
a death sentence? 
No, I don’t think people have a clue. Especially 
as it is confusing. In America you have a clear 
definition of ALS and PLS, whereas here there 
is MND, and PLS comes under the umbrella of 
MND. I’m sure that the easiest frame for that 
is to say that it is a really slow version of it. But 
I personally probably don’t know enough about 
the differences. I didn’t even really have that 
information. I just accepted the description of 
it as being a much slower version of MND.

Is there any advice that you would give to 
someone who has just been diagnosed or 
to the family of someone who has been 
diagnosed?
Obviously we are living in such a technological 
world. There are lots of people who have 
previously lived in isolation with any kind of 
challenge. Whether that’s a phobia, an illness 
or living in rural places, I feel that social media 
has broken that down and that there are 
communities online which can really support 
and help each other. So my first thought for 
anyone with any challenge, specifically with 
a diagnosis of MND, is to get hooked up to 
social media. 

Gina Bellman 
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Also, I would encourage people to reach out 
to the MND Association, as I think they are a 
really amazing resource. Every doctor always 
says, “Avoid Google, avoid Google!” I think 
Google should be avoided, especially in the 
early stages, but the information that you get 
from the MND Association is really balanced.

Do you know anyone – apart from your mum 
– who has PLS through the work that you 
have done for the MND Association?
No, but I’ve never reached out and asked. 
Maybe this is a good time to reach out to 
the community who have got MND and 
follow me on Twitter to say, “OK, let’s have a 
look at this.” It’s very important, particularly 

for younger people, to know that there are 
different types of the disease.

Is there anything you would like to say that 
we haven’t covered? 
As you said, this is such an emotional subject 
because if you get an MND diagnosis more 
often than not it is a tsunami that completely 
turns your life upside down. With PLS it’s 
going to happen more gradually, but I think 
that it’s really important to look at role models 
as well. 

You know, I went to school with Sarah 
Ezekiel and I’ve known her for most of my 
life. We weren’t great friends at school but 
we’ve got people in common and I think she 

is a rock star. She’s out there really killing 
it, producing art, being creative, raising her 
children and raising awareness. She’s got an 
attitude: some days she’s angry, some days 
she’s sad and some days she’s full of love for 
the world. 

It’s really important to look to people like 
yourself with this project. A diagnosis doesn’t 
stop you, it doesn’t stop you from being who 
you are, a creative type, an intellectual type. 
You’ve got to follow your instincts and when 
something like this happens you’ve got to 
follow your dream even more.

How have you found getting help for your 
mum?
We’ve been lucky where my mum lives. 
The council in her borough has been really 
supportive. What is frustrating is that her GP 
had never had a patient with MND or PLS. I 
do feel that GPs and district nurses could be 
better informed because with this diagnosis, 
I don’t think people realise that you don’t 
have a team. My mum doesn’t even see her 
consultant any more because every time my 
mum went to her consultant, he said, “Would 
you like a PEG?” – that’s a feeding tube – and 
she would say, “No” and he would reply, “OK, 
then.” It became a slightly pointless exercise. 
Maybe that was to do with her age. Maybe if 
she had been younger they would have been 
more interested in her symptoms and how 
they were developing. District nurses and  
GPs could be better educated about it.

Here’s a question on a slightly different note 
but one that I think is important. When you 
walk down the street you see people with a 

different range of disabilities – some with 
disabilities you can see and some you can’t 
see – and they’re mixed in with everyone else. 
You work in the media; why aren’t disabled 
people portrayed in everyday situations in 
the media do you think? Why does it have to 
be a special situation when a disabled person 
is portrayed?
I think diversity is so slow in the media. 
We’ve had this huge conversation going on 
about racial diversity in the last five years. 
Why has it taken that long to even have that 
conversation? So I do think that the portrayal 
of people with disabilities is a conversation 
that is going to happen but it seems to be at 
the back of the queue. 

I watched a brilliant documentary recently 
by Sally Phillips about her son who has 
Down’s Syndrome and about all the screening 
tests that are going to be done. There is a 
Down’s Syndrome actor in Coronation Street 
and I do think it is a really important moment 
in reflecting that we live in a diverse society. 

With all the developments in science, I 
don’t want to live in a world of perfect people. 
I want to live in a world where we are all 
flawed and we all help each other, where we 
are a society that supports and respects each 
other. I think that conversation has started. 
Race is first in line and people with disabilities 
are coming up behind.

What current projects are you involved with?
I’ve just finished filming an American series 
called Emerald City which is going to be on 
NBC and I’ve also got a British sitcom coming 
up with Sally Phillips called Henry the Ninth.

Gina Bellman 

“I don’t want to live in a world of perfect people. I want  
to live in a world where we are all flawed and we all help 
each other, where we are a society that supports and  
respects each other.” 



Sally has worked with the MND Association for more 
than four years now and is proud of the advances that 
have been made and the work they do.

Chief Executive, MND Association

Sally Light
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What’s your impression of the movement  
to raise awareness and find treatments and  
a cure for MND since you’ve had this role 
with the Association?
I’ve been here for four years and I can 
certainly say that in that time awareness 
of MND has improved. We’ve been very 
fortunate to have had both the Ice Bucket 
Challenge and then The Theory of Everything 
film, but also I think the work of the 
association has helped to raise awareness.  
We had a really successful campaign this June 
(June is MND Awareness month) and people 
with MND tell me that it’s much less often 
now that they have to explain what the disease 
is. More often people are at least aware of the 
Ice Bucket Challenge, for instance. So that’s 
really helped. 

I also think we have taken a step forward 
with research. I was at the Oxford Care and 
Research Centre last Monday and I got a 
sense of optimism from the researchers there 
that I hadn’t necessarily felt as strongly before. 
I think we’ve made strides, with genetic 
research particularly helping us to understand 
some of the causes of the disease better. That 
now puts us in a position where the next 
few years are going to be about translating 
that understanding into some potential 
treatments.

Was that with Professor Martin Turner  
at Oxford?
Yes, and with Professor Kevin Talbot. Both 
are doing really interesting work. Professor 
Turner is doing some work on biomarkers, 
trying to find a physiological marker of MND 
so we can identify the disease earlier and also 
track progression. 

Have you been personally affected by MND?
No. I didn’t start with a personal connection 
with MND. I think what I would say now is 
that I do have a strong personal connection 
with MND because over the last four years 
I’ve lost so many people who I’d come to care 
for. In the last 12 months we lost two trustees 
from the board – losing two people who we’d 
worked so closely with and really built up a 
friendship with was very, very hard. 

You seem very driven. How do you keep 
yourself optimistic when the odds are so 
stacked against people with MND and you 
know of so many people who have fallen 
from it?
Well, you can’t always stay optimistic because 
absolutely rightly you are sad and it is a 
terrible blow when you lose people. I think 
what drives me forward, and has done 
throughout my career, is that I’ve made a 
point of working with communities that I 
think are badly served by health services, and 
I think people with MND are badly served. 
Not really because the service doesn’t want 
to serve them well, but simply because of 
the rate of progression of the disease. Quite 
often it just can’t keep up. So I’m driven by 
the desire to help the MND community to 
get services and also the timeliness of those 
services. How do I keep my optimism? I’m 
careful to make sure I balance my time with 
situations that are by their nature optimistic. 
I spend time with our local branches and 
amazing groups of volunteers. I visit our care 
centres and the work that’s done is so great. 
Last Thursday, for instance, I went up to 
Nottingham to see the support group there. 
There were 50 people at that support group 
and it’s been going for five years – absolutely 

Sally Light

“There will also come a day when neurologists can not only 
slow disease down and or stop it but also in some instances 
begin to devise ways that you can restore and give back, to 
an extent, that which has been lost.”

amazing. I presented a long service award 
to a volunteer who’d been with us for 30 
years. Those things give you such a feeling 
of optimism about the ability the community 
has to get behind the cause and really make a 
difference. 

Briefly, what’s a normal week for you?
Last week I visited two branches and groups 
and I went to a care centre. We’re currently 
recruiting for a new director of fundraising, 
so I’ve been putting a reasonable amount of 
work into that. I run an organisation of about 
170 people now, so you can imagine some of 
the fundamentals of that, such as the budget 
and making sure that we’ve got a strategy 
for the next five years. Those are some of 
the things that have been keeping me busy 
recently. I do try to make sure I get out and 
about and visit our branches and groups but 
also the care services that we fund. I think 
it’s really important that I don’t get detached 
from what this is all really about. 

How many people were working in the 
association when you started?
I think it was 138. So we have grown. Some of 
that is because of the short-term projects that 
we’ve been able to put in place thanks to the 
Ice Bucket Challenge money, but also because 
year on year our income has grown. We’ve 
been very fortunate; we have an incredibly 
generous community. So we have been able 

to do more to increase the number of projects 
that we’ve got and extend our reach. We’ve 
been piloting some support for people with 
welfare benefits this year as one of our new 
projects and that’s been very successful. 

You mentioned the fast rate of the disease 
being a reason for people with MND being 
poorly served by the health services. Would 
you say that getting an early diagnosis is 
the most important thing that needs to be 
achieved?
I think that it’s always difficult to identify 
what the most important thing is, but I 
certainly think that early diagnosis is very 
important and I think it becomes more so as 
potential treatments come on stream. The 
researchers believe that one of the problems 
with the drugs we’ve tested up until now is 
that the disease is probably too far progressed 
by the time we get the drug in. So if we 
could diagnose MND much earlier and get 
drugs in more swiftly, then the potential to 
have an effect before the neurones are so 
damaged would at least at least create a better 
opportunity for slowing down the progression 
of the disease.

My consultant was Professor Karen Morrison 
from Birmingham and I know the work 
she was doing was partly funded by the 
MND Association. Also the specialist MND 
nurse we met at Oxford, Rachael Marsden, 
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is funded by the MND Association. Tell 
me what else money raised for the MND 
Association goes towards.
We cover three areas: first, there’s research. 
We’ve currently got about £13 million invested 
in research, covering projects over the next 
three or four years. That’s a large part of 
our spend and we’ve been able to put in an 
extra £5 million as a result of the Ice Bucket 
Challenge, so we’ve got more money in 
research than we’ve ever had before. 

Then there’s care. In terms of our annual 
spend, more goes on care than on anything 
else. Care breaks down into a number of 
areas so about £1.2 million a year is spent on 
care centres. We fund mostly coordination 
at care centres – such as Rachael Marsden’s 
post at Oxford – and the purpose of that is to 
make sure that people with MND can access 
the full range of multi-disciplinary care that 
they need and that they can get their care in 
a coordinated way. We know that not only 
helps quality of life but also may well prolong 
survival. 

We fund 19 care centres across England, 
Wales and Northern Ireland and we’re about 
to open another in Brighton. So that’s a 
significant investment by the Association and 
that’s in partnership with the NHS.

Also we have our CONNECT Helpline. We 
have lots of health information literature, 
which is an important source of advice and 
help, and we’ve increased our work for carers 
and children and young people this year in 
that regard. And then we have an element 
of our work, which I guess is direct support 
so we can provide some equipment that’s 
not provided by the local authority or the 
NHS. We provide some small Quality of Life 
grants so people with MND, carers, children 

and young people can just do something 
a bit special for the day that they wouldn’t 
otherwise have been able to afford. And we 
have a one-stop shop. Matthew, who you 
are going to speak to (see page 82), supports 
our work on AAC (communication devices 
and technology such as environmental 
controls) and we’ve another similar service for 
wheelchairs. 

Tell me how the MND Association is helping 
voice banking.
We provided some funding to the Euan 
Macdonald Centre in Edinburgh. We are 
interested in finding out if people who 
bank their own voice are more likely to 
use a communication device than if has a 
mass-produced electronic voice. As part of 
the research project the centre has done an 
amazing piece of work to bank people’s voices 
in Scotland. This includes the ability to repair 
a voice if somebody’s MND is such that their 
voice is not strong or perfect enough to be 
able to bank it entirely themselves. 

So if you’ve got a Glaswegian accent, 
for instance, but you are losing your voice, 
they have a bank of people with Glasgow 
accents who have donated their voices so 
they can repair your voice with other bits of 
Glaswegian accent, which I think is absolutely 
incredible.

What we’re now looking at is thinking 
about how that can be rolled out to the rest of 
the UK. In the meantime, through Matthew 
Hollis and some work that we hope to do next 
year, we are looking at whether or not we can 
expand our effort on voice banking – to be 
able to help and advise people. We’ve started 
to develop a voice banking volunteering role 
so volunteers can go in and support people 

Sally Light

“Local volunteers raise money for us, provide care and 
support, act as Association visitors and campaign on  
behalf of people with MND. They really are the heart  
of the Association and we couldn’t do a proportion of  
what we do without them.”

to bank their own voice. Also we are trying 
to talk to people earlier in their disease 
progression about whether or not they’d like 
to bank their voice when they’ve still got a 
strong voice. This is something that people 
are increasingly interested in and we’re trying 
to do more to support.

How different will things be in five to ten 
years’ time for a person diagnosed with 
MND?
If only I had a crystal ball. I think within five 
to ten years we certainly can be optimistic 
about the potential for having some kind 
of physiological marker so that we can 
identify the disease earlier and also track the 
progression of the disease better than we can 
now. This will really help with working out 
whether drugs are having an effect because 
that’s a problem now.

Potentially I think that there will be some 
treatments on the market. I think what people 
believe is that MND is actually a spectrum 
of diseases and so it’s unlikely to be a single 
drug that will be the answer but maybe a 
range of different drugs depending on the 
type of MND that people have; the range of 
treatments may well be different. It may well 
be that we can start treating some forms of 
the disease earlier than others. So I think the 
future is much, much more optimistic and of 
course we’ll keep putting as much money as 

we possibly can into research to bring that  
day forward.

What advice would you give somebody who 
has been diagnosed with MND today?
My advice would be to make contact with us. 
Have a look at our website. Speak to people in 
Connect and contact the local branch. MND 
is clearly an incredibly difficult disease but 
there are sources of support, not only from 
us but also from the health service, from local 
authorities and other charities. But if we can 
help signpost people to the support that they 
need then we can try to make the disease 
process for people a little bit easier.

Is there anything we’ve not said that you 
would like to?
I think one of the really important parts of 
the Association that perhaps people don’t 
always realise is the massive contribution 
that’s made by volunteers. We do have these 
88 branches and groups right across England, 
Wales and Northern Ireland and they provide 
fantastic local support to people. I realise that 
support groups are not for everyone, but local 
volunteers raise money for us, provide care 
and support, act as Association visitors and 
campaign on behalf of people with MND. 
They really are the heart of the Association 
and we couldn’t do a proportion of what we 
do without them.



Molly Freeman helped create a puppet show called 
CELL, billed as One Puppet’s Final Journey. It’s about 
a man diagnosed with MND and his journey to 
experience life more fully afterwards.

Puppeteer at Smoking Apples Theatre Company

Molly Freeman 
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“As you find out more, you feel more and more weighed 
down by this really devastating disease, but on the other 
hand you meet people with MND who are so positive.”

From the CELL website:
After being diagnosed with motor neurone 
disease, Ted goes on the trip of a lifetime ... 
and so does his pet fish.

As the disease starts to cause his 
mobility to degenerate, Ted rushes towards 
experiencing a world that is outside his 
comfort zone, from the streets of Lille to  
the romance of Venice.

Humorous, heart-warming and hopeful, 
CELL features charming puppetry, physical 
theatre and an original score to tell the story 
of one man’s final adventure to create enough 
memories to last a lifetime.

Nominated for a Peter Brook Award, 
CELL is the outcome of a new collaboration 
between two of the most exciting young 
companies in the UK. Having lost their 
grandfathers to the disease, the subject of 
MND is close to the hearts of those involved.

Have you been personally affected by motor 
neurone disease?
My grandfather had motor neurone disease 
and he passed away when I was 12. At the 
time I didn’t know it was motor neurone 
disease because I was very young. There 
was a conversation with my mum saying, 
“Granddad’s not very well, he’s very poorly, 
he’s in hospital” and then obviously he passed 
away. I didn’t understand fully. I think at that 
age you don’t ask questions like what is it and 
why.

It wasn’t actually until we started making 
CELL that I found out he’d had motor 
neurone disease. I’d come back from a 
rehearsal and I was talking to my mum on 
the phone. I was telling her how the rehearsal 
had gone and said that we were looking into 
motor neurone disease and exploring that 

with the puppets. My mum said, “You do know 
that’s what Granddad had?” Then it all came 
out. I was able to ask questions and understand 
a bit better and I think I do have certain 
memories of him having some of the very  
early symptoms of motor neurone disease.

What was the name of your granddad?
His name was Maurice Bockenden. He was 
the head of a family of very strong-minded 
women. He was ex-RAF and a very strong 
character, physically tough and resilient.

How long ago did your granddad die?
Twelve to fifteen years ago.

So you found out your grandfather had MND 
after you’d started work on CELL. What made 
you explore MND as a theme for the show?
The initial idea started as a movement-
based thing. CELL is collaboration between 
my company, Smoking Apples, and another 
company called Dogfish. Both companies 
use puppetry predominantly, so we knew 
that we were going to use puppets and we 
knew we wanted to look at a story of a man 
encountering an obstacle and overcoming it 
in some way – probably the baseline for every 
story ever. So it wasn’t very specific. Then 
instead of a physical obstacle we decided to 
look at a medical obstacle, so a disease or an 
illness of some description. 

We started out looking at Alzheimer’s, 
which did have potential, but we decided that 
as our styles of puppetry are very physical it 
didn’t give us enough potential to work with 
the body of a puppet. Then Will Aubrey Jones, 
the Dogfish artistic director, suggested we try 
motor neurone disease because his grandfather 
also died from it. He was older than me, so 

he has a more formed memory of what had 
happened and could remember the physical 
effects.

It was also good that Matthew Lloyd, the 
lead puppeteer, had no personal emotional 
connection. It’s great to be very close to a 
subject, as that can create lots of interesting 
ideas, but it’s also good to have the perspective 
of someone not close to it as well.

How did it make you feel when you began 
researching MND?
I have to put my hand up and say I really didn’t 
know much about motor neurone disease apart 
from that it affected movement. The research 
process was really interesting and the physical 
aspects were quite easy for us to come to 
terms with from a creative point of view. That 
physical stuff we understand – the dragging of 
the feet, the extremities losing power first. 

It was the speech and language – the 
swallowing, the tongue being affected – that 
really threw us because in our puppetry the 
puppets don’t talk, they don’t have mouths, and 
that’s a huge part of it. There’s a lot of word-
related things that are part of MND. In our 
research phase we spent a lot of our time with 
a speech and language therapist because that’s 
the bit we were struggling to try to understand. 
But obviously to speak you have to be able to 
use muscles. I think it took quite a long time 
for us to comprehend that and for us to find a 
way of incorporating it into the show.

As you find out more, you feel more and 
more weighed down by this really devastating 

disease, but on the other hand you meet 
people with MND who are so positive. Also 
the technology that’s available is incredible. 
My mind was blown at how some of that 
works.

What technology did you come across?
Eye Gaze is what we found predominantly.  
We all researched quite separately to try to 
inform the show from different angles. So 
Matt did a lot of the technology research, but 
I was amazed at the stuff I did see – how it 
works and how it keeps up with the brain.

How did you put across the speech and 
communication problems people with  
MND have in the show?
We were really struggling with how to do that 
and our natural inclination is always to make 
non-verbal shows. It’s not because we don’t 
like using dialogue; it’s just that we feel like 
it’s not needed. But for CELL we felt like it 
probably was necessary. So we decided to take 
something that is instantly recognisable – the 
electronic voice that people associate with 
Stephen Hawking. We chose to use that as a 
main way of Ted’s communication with the 
audience. 

So at three different sections during the 
show there are small monologues from Ted 
about how he’s feeling at that moment in 
time. Aside from that I didn’t think we needed 
to cover it any more.

Molly Freeman 
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I noticed there were verbalisations of noises 
during the show, which I’ve noticed people 
with MND do. 
That was our way of communicating the 
degeneration of speech because as the show 
goes on Ted is less vocal and the sounds 
become more distorted. It’s like having words 
but replacing them with sounds because the 
intonation is still there. So sometimes you 
don’t need the words to know what he’s trying 
to communicate.

And what physical attributes did you give  
to the puppet that reflected MND?
It’s so difficult with MND because every 
person has different symptoms. Not 
everybody displays the same symptoms at 
the same time and some people don’t get 
any of the top five symptoms at all, so it’s 
quite a multi-faceted disease and that’s why 
it’s so difficult to diagnose. That’s what we’ve 
understood from our research.

I think we were expecting to go into our 
chats with a specialist and say: “OK, what are 
the top 10 signs of motor neurone disease” 
and for them to just reel them off, but they 
didn’t. Instead they told us there were about 
100. So the signs that we stuck with were ones 
such as the dropping things out of your hands 
– lack of grip, I suppose. Also tripping, when 
the feet start to lag and you stumble over your 
own feet. Dizziness, so feeling a bit wobbly. 

And we’ve got shaking in there which 
I know is slightly misleading because I 
think shaking is very much something that 
people associate with Parkinson’s. But in 
MND fasciculation (twitching) is an obvious 
symptom. A motor neurone disease specialist 
we were working with described it as like 
having snakes under your skin, which is the 
neurone signals trying to reach the muscle. 
We had to kind of adapt things a little bit to 
fit into the world of the show – obviously it 
wasn’t possible for us to show fasciculations 
– but I think it was more important that the 
effect of the fasciculations was there.

How many months of research did you  
put into the show?
We started CELL in 2013 and we did an 
initial research and development period 
of six weeks, but in between rehearsals we 
were going out and talking to specialists 
and doctors and nurses. We premiered it 
in spring 2014 about a year later, but to be 
perfectly honest with you, it’s a process that 
doesn’t really stop. Even now we adjust parts 
of the show and if a new piece of research 
or evidence came to light we would want to 
include that in any future versions. 

Is CELL over? Has there been a final show?
Well, the show is the show. I mean Ted will 
always find out he’s got motor neurone 

disease and decide to go on an adventure!  
The basic nuts and bolts of the story won’t 
change, but I think we wouldn’t be doing 
anyone any favours by not keeping it as 
current as possible and by not adhering to 
what’s actually happening.

We never set out to make a show to raise 
awareness of motor neurone disease. That 
wasn’t our intention. We set out to make a 
show that’s entertaining and enjoyable, which 
it is I hope. But the brilliant by-product of that 
is that more people are finding out about the 
disease and it’s accessible for them. I think 
that’s a great thing and we feel a responsibility 
to tell the right information. 

How did your mum react to the show?
Yes we talked about it quite a lot. I was very 
nervous before she saw the show for the first 
time and I think she found it very emotional. 
She absolutely loved it. I mean, she cried her 
eyes out relentlessly. My parents have now 
seen it 10 or 12 times. It was very moving 
for her but she could see beyond what’s 
happened to her. She’s very keen on people 
understanding what MND is and raising 
awareness of it. So yes, she loved it and she 
could see the benefits of having that real 
human character. I think people love Ted, so 
they care what happens to him and that’s how 
they find out about the disease. 

 I think most people get to it via Ted and 
what’s happening to him, although some 
people come to it the other way around 
because they’ve had a personal experience.

So what was it like for your mum when she 
found out that her dad had motor neurone 
disease? I think things might have changed 
quite a lot since then.

Definitely. My mum’s a nurse, so she was very 
familiar with the medical environment and 
knew as much as a nurse would know about 
motor neurone disease. She definitely knew 
what it was. 

But he was diagnosed after he died, so at 
the point when he became really unwell it 
was very confusing for everyone. My mum’s 
two sisters and her own mum were looking to 
her for answers and support and advice as the 
medical person in the family and she didn’t 
have the information. I think that was really 
frustrating for her because she didn’t know 
what it was. 

She knew something wasn’t quite right 
and at first they suspected that he’d had a 
stroke. I understand that’s quite a common 
misjudgement with rapid onset motor 
neurone disease because of the physical 
degeneration and the speech.  

How long was he ill for?
He only had it for six months, which was very 
short. The shock of that is very difficult to 
cope with and all along he was having tests 
and we were being told, “We think it’s that 
but were not sure” and then, “Well, we think 
it’s this but we’re not sure” then watching 
someone you care about that much rapidly 
decline. Being the person trying to hold it 
together must have been really difficult for 
my mum.

Did he see a neurologist in that time?
He did yes, but they weren’t sure. They didn’t 
know until after he died.

Was the diagnosis from a biopsy then?
I believe so, yes, afterwards.

Molly Freeman 

“Every person has different symptoms. Not everybody 
displays the same symptoms at the same time and some 
people don’t get any of the top five symptoms at all so it’s 
quite a multi-faceted disease and that’s why it’s so difficult  
to diagnose.”
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Have you had much response to the show 
from the MND Association and people who 
are affected by the disease?
Yes, we regularly get audience members 
who either have motor neurone disease or 
have lost people to motor neurone disease. 
One chap who’d recently lost his wife to 
motor neurone disease came to see the show 
three or four times. He said it was a source 
of comfort to him to be in an audience that 
was full of people who were laughing and 
enjoying a show about the subject!

People often say to us, “Oh a show about 
motor neurone disease, that sounds really 
depressing” and we say, “Well, it’s actually 
not.” We didn’t want it to be because that’s not 
our experience of meeting people who have 
MND, work with it, or have friends and family 
who have the disease. 

Yes, the MND Association has been a great 
help to us. They’ve helped with our research. 
They’ve helped with audiences. They’ve 
helped promote the show and that’s been 
really, really great. They’ve all been to see it.

They’re happy that we’ve created a product 
that helps shine a positive light on motor 
neurone disease and just gets the word out 
there I guess!

That’s great. It’s the MND Association that 
26miles4mnd is raising money for.
They’re an incredible charity. It’s not just 
about the medical research to diagnose 
this disease more quickly and slow it down. 
They’re also a real support to families who 
are struggling with it. That’s such a huge part 
of it. It’s a difficult concept to understand I 
think, as somebody who doesn’t have any sort 
of disease. It’s a difficult thing to understand 
that it might happen. You know, I’m sitting 

here having made this show and I still can’t 
imagine what it would be like to have MND. 

Is there anything else you’d like to say that 
we haven’t covered?
Yes, my granddad had motor neurone disease 
and Will’s granddad had motor neurone 
disease, but as theatre makers and as artists 
there’s always that slight conflict when you 
make shows about things that exist like this. 
You think, “Is it my story to tell? Do I know 
enough about it? Am I allowed to go there?” 
I think that’s always something we struggle 
with because it’s something that has to be 
dealt with so carefully and hopefully we have 
done with CELL. Hopefully it’s respectful and 
truthful.

I think it’s so important that you get past 
that fear. Something that really helped us 
massively was putting it on in front of people 
who do have that first-hand experience of 
living with the disease. That’s been a huge 
part of our process and our journey in making 
CELL.

It was never our aim to make a show about 
motor neurone disease for people with motor 
neurone disease or for people working in 
science and research around motor neurone 
disease or the families of the people with 
motor neurone disease. Those are not the 
people who need to know more about motor 
neurone disease. It’s for Joe Public. It’s for 
your everyday person who may have no idea 
what this disease is and how it affects people. 
They are our target audience.

“The MND Association is an incredible charity. It’s 
not just about the medical research to diagnose this 
disease more quickly and slow it down. They’re also 
a real support to the families who are struggling 
with it.”

Molly Freeman 
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When interviewed in 2016 Professor Morrison was 
Bloomer Professor of Neurology at the University of 
Birmingham, and Honorary Consultant Neurologist 
at the Queen Elizabeth Hospital, Birmingham. 
She’s now Associate Dean for Education, Professor 
of Neurology and Director of Education, and 
Honorary Consultant Neurologist at University 
Hospital Southampton. Professor Karen Morrison 
was the consultant who confirmed Miles’s diagnosis 
of primary lateral sclerosis MND and saw him 
every six months in clinic until she moved to 
Southampton.

Professor of Neurology

Professor Karen Morrison
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Tell me about your training
My training as a doctor? I first went to 
Cambridge and then after three years 
switched to Oxford to complete clinical 
training. I worked as a junior doctor in Oxford 
and London and then I went to America to 
undertake molecular genetic training and 
research at Yale University. After a couple of 
years there I came back to Oxford and I was 
in Oxford for nine years, combining finishing 
off my clinical training in neurology with 
setting up my own lab looking at molecular 
mechanisms in motor neurone diseases. In 
1999 I moved to Birmingham.

I have been working in motor neurone 
disease of one form or another for the last 
26 years and I find that totally amazing – 26 
years! I mean it really doesn’t seem that long.

I suppose a key thing for me when I 
thought about doing research into motor 
neurone disease was that it was one of those 
diseases where we thought, “Well, there are 
no treatments that really make a difference 
to patients and if we can increase the 
amount of research – particularly with the 
new techniques in genetics that are coming 
along – maybe there will be new treatments.” 
I’ve just decided over the last few months 
to take up a new post at the University of 
Southampton where I’ll be Associate Dean 
looking after the medical school with specific 
roles for medical students. I will be deciding 
how we teach them, how we select them, how 
we examine them and also running a motor 
neurone disease clinic in Southampton.

But I’ve decided for the next 26 years of my 
work, I want to make sure that the doctors 
of tomorrow know how to recognise and 
diagnose neurological disease, including 
MND, and how to treat patients.

What made you personally want to specialise 
in neurology?
It’s interesting, you know, I loved every 
speciality that I did at medical school. I found 
nearly everything that came along interesting, 
except orthopaedics, obstetrics, gynaecology 
and psychiatry. I was so pleased when I hit 
those and I realised they weren’t for me.

It was only when, as a junior doctor, I was 
looking back at all the elements in my course 
where I’d had some choice in what to do 
that I realised that I’d selected neurological 
topics and that might mean that I’m quite 
interested in neurology. It was from then on 
that I decided that neurology would maintain 
my interest. There’s so much unknown about 
neurology and I thought it offered real scope 
for a career that might have the potential to 
help people.

And why MND? Probably serendipitously, 
in that the laboratory in the UK that I came 
back to following my research in the States 
was heavily linked to neurology. I wanted to 
do neurology as a speciality and there was 
a project there on childhood-onset motor 
neurone disease – spinal muscular atrophy. 
I actually did my PhD (my phil at Oxford) on 
spinal muscular atrophy.

You’ve probably cared for hundreds of 
patients who are less fortunate than me 
and have the ALS variant of MND. You will 
have seen them diagnosed and die within 
the space of three years, so how do you stop 
yourself from becoming discouraged? Are 
you still as optimistic 26 years on as you were 
when you began working in MND when you 
consider that there is only one treatment 
available and that only increases lifespan by 
a matter of months?

Professor Karen Morrison

It’s really important to remember that for 
the patient sitting in front of you, it is the 
first time that they will have been given the 
diagnosis of MND and I will be the first 
neurologist with an interest in MND who  
will be treating them.

Yes, I have seen hundreds if not thousands 
of people with MND and every one of them 
is an individual, every patient is different. 
As I’ve got older and wiser, I realise that just 
the interaction with the individual patient is 
what counts as being a good doctor for them. 
Yes, we have been working towards finding 
effective treatments but actually at the end of 
the day, patients want you to be a good doctor 
above all, and certainly that’s what I feel I have 
in my control at the moment. 

We don’t have a treatment that stops 
the neurodegeneration. If only we had a 
treatment that slowed it down so that even 
if it progressed, if it progressed over 30 or 
40 years on average, that would be a real 
step forward. We don’t have that but our 
knowledge about what causes the disease has 
increased so much over the last 20 years that 
I do think that treatments which really will 
make a difference will be here within the next 
10 years.

I’ve heard that said by other neurologists I’ve 
interviewed, so it’s great news isn’t it?
It is encouraging. I also think of the patients  
I’m seeing now and people who have come to 
my clinic over the years and I am constantly 
amazed by the resilience of the human spirit 
in the face of this disease. There are some 
patients who were terribly disabled when  
I first saw them and yet they are still coming 
to my clinic six, seven, eight years later and  
I wouldn’t have anticipated that, so nobody is 

average. Although you can give predictions 
based on population statistics and so forth, 
every patient is individual. I think it’s really 
important that everyone – doctors included 
– travels with hope because I think travelling 
hopefully is a so much better way to travel 
than to travel with none.

If a medical student came to you thinking 
of specialising in neurology and MND in 
particular, what would you say that would 
encourage them to go for it?
I would emphasise that in neurology clinical 
skills really matter, so although there are 
various forms of brain scanning and electro-
physiological testing for motor neurone 
disease, essentially it’s a clinical diagnosis, 
and at medical school you are taught clinical 
skills – you take a history. You are taught how 
to examine a patient and those skills are used 
every day in the clinic. So you use what you’ve 
learned. You’re not relying on technology 
and crunching numbers. It’s an interaction 
with the patient to get the history and the 
examination.

Neurology is tricky because there is often 
a very wide differential diagnosis, so from 
an intellectual point of view the interest is 
maintained because there is always more  
to know.

The bit that has been missing in the past 
is that it is rare in the sort of neurological 
disease that I see for me to shake a patient’s 
hand and say, “So you’re cured, bye-bye. I 
hope I never have to see you again.” But 
knowing that you make a difference to 
patients travelling through this life is what 
keeps me going, even though we don’t have 
curative treatments. So I think neurology is 
intellectually stimulating but it’s the patients 
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“Although you can give predictions based on population 
statistics and so forth, every patient is individual. I think it’s 
really important that everyone – doctors included – travels 
with hope because I think travelling hopefully is a so much 
better way to travel than to travel with none.”

and going on the journey with them that 
makes it a fantastic career.

Do you think MND should get more 
publicity? Why doesn’t it get more publicity? 
I have worked in MND for years and years 
and my family will say that I eat, sleep and 
breathe motor neurone disease. I am forever 
reading papers, always reading journals. MND 
is never far from my mind, so the question 
whether it has enough publicity is very much 
in the forefront of my mind, although clearly 
nowhere near as much as for a person living 
with the disease themselves. 

But in terms of funding, there is no doubt 
that neurodegenerative disease generally has 
had much less government or philanthropic 
funding or big pharmaceutical funding than 
other conditions. I think that’s because it 
tends to affect older people. All the common 
ones have an increasing incidence as you get 
older and maybe that’s not as trendy a topic 
for research compared to some others!

The other thing is that neurodegenerative 
diseases are very tough nuts to crack and 
they are really complex. The final pathway, 
if you like, of neurodegenerative disease is 
that the nerve cells stop working. If you look 
at post-mortem brains of people who have 
died from neurodegenerative disease it’s 

very hard to tease out which of the effects 
in the brain are because the nerve cells have 
a problem or because the nerve cells are 
dying so they’re showing this, when actually 
it’s not related to the crux of why the nerve 
cells have gone wrong in the first place. So 
it’s difficult to get a handle on what might 
work in neurodegenerative disease and in the 
past people have done clinical trials based on 
hunches. Someone thinks: “This might work. 
Let’s do a clinical trial.” Then it doesn’t work 
and everybody gets downhearted. 

I think that, particularly with some of the 
recognition of genetic forms of MND, being 
able to tease out specifically which genes 
are abnormal so we can then look at which 
proteins are abnormal, which pathways 
those proteins work in and then trying to 
develop drugs or other sorts of therapies that 
influence those pathways is a much more 
intelligent way of trying to solve the problem. 
It’s only really in the last 10 to 15 years 
that it has become a potential avenue for 
neurodegenerative disease. We’ve come  
a long way in that time. 

How do you cope with the fact that a 
neurologist is giving people clinical 
diagnosis and so there is a chance that  
you may be wrong?

I think that you recognise your own 
limitations all the time. And when I’m 
thinking whether this patient has motor 
neurone disease, I’m looking at the 
examination, their history, the results of 
electro-physiological tests or images, the 
results of blood tests. Putting it all together 
and then coming down to a likely diagnosis 
but transmitting it in a way to a patient that I 
think will be helpful for them.

I do have some patients for whom I think 
there is clearly a problem with the motor 
nerves, say to their legs, but the pattern is 
such that I am not confident that this is 
motor neurone disease. I will tell them this 
but explain that I’m going to follow them 
in the MND clinic because I think it’s the 
most appropriate place to get access to 
physiotherapists, or occupational therapists 
and to see them over time. 

Then I always wonder if I could be missing 
another diagnosis that might be treatable? 
How close to the surface is that feeling? There 
are some patients in whom the disease just 
isn’t following the standard path, they’ve got 
atypical features, so I absolutely will be much 
more reticent in saying, “I think this is motor 
neurone disease.” 

But for other patients I think it’s very 
helpful for them to know that I think it’s 
MND. They don’t need to go and see yet 
another person for another opinion – have 
further scans, have further potentially invasive 
tests or spend money on needless, fruitless 
therapies that I think won’t work.

Will we ever be able to reverse the damage of 
motor neurone disease?
I think managing to slow down the cascade of 
damage would be a fantastic thing. Managing 

to stop the damage would be great. I don’t 
think I’m optimistic that we could reverse 
the damage in my lifetime. But actually 
reversing damaged cells gets us into the 
realms of – well – reversing normal ageing. 
Would we want to reverse the normal ageing 
process? And actually I don’t think any of us 
would like to stay in our twenties forever. So 
slowing down and stopping I think would be 
an achievable goal, and that’s the one that I 
would work towards.

Finally what advice do you give to someone 
you suspect has motor neurone disease?
Well, it depends on which of the MND 
subtypes the person has. But if the disease 
has been progressing fairly rapidly until the 
time of diagnosis, so the patient has become 
weaker over six months and is really getting 
weaker essentially by the week, I advise this 
patient that it is likely that the disease will 
progress and that the average statistics for the 
UK are still that people will, with that form of 
MND, will be dead within three to four years 
on average. But nobody is average. I give that 
statistic so that the patient can think about 
putting their affairs in order.

I advise people to tell the people they love 
that they love them because with motor 
neurone disease, particularly the rapidly 
progressive forms, the chances are that you 
will die relatively soon. So you have the 
chance to right your wrongs with your fellow 
beings – whereas people with sudden cardiac 
death or a sudden death from epilepsy don’t 
have that chance. 

I tell people that we will continue to care for 
them in the MND centre here, even though 
we don’t have a curative treatment. I think it’s 
really important that people don’t feel that just 

Professor Karen Morrison
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because there’s no cure there’s no care. There 
absolutely is care available. 

Maybe it’s because I’m getting older – I’m 
now in my fifties – that I do think strongly 
about the fact that we all have only one life 
to live and I am constantly inspired by the 
patients I see with MND. I see the adversity 
that they have to cope with and yet they are 
not bitter and twisted, hating everybody and 
fighting against the system. They’re living 
with such grace. I’m absolutely astounded by 
the human spirit and the humanity of people 
with MND and their carers. 

Carers, people close to somebody with 
MND, show such humanity – it’s not a 
burden. It’s a privilege to care. So many 
families have told me that. What strength of 
character. So there’s lots I can tell patients.

Is there anything really important that  
we’ve not covered?
I would just say that from my experience 
people with MND can live with such spirit 
and I’m a big advocate of never giving up 
hope. And there’s much more to a fulfilled life 
than being able to wiggle your big toe!

“I would just say that from my experience people with MND 
can live with such spirit and I’m a big advocate of never 
giving up hope. And actually there’s much more to a fulfilled 
life than being able to wiggle your big toe!”



Professor Chandran is also Director at the Euan 
MacDonald Centre for Motor Neurone Disease 
Research. He combines working at specialist clinics 
with laboratory research on human stem cells. He 
is at the forefront of the emerging discipline of 
Regenerative Neurology. He was interviewed on  
1 June 2018.

MacDonald Professor and Head of Neurology at the 
University of Edinburgh 
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Have you personally ever been affected  
by MND?
No. But I have been affected by other 
neurodegenerative conditions like PSP – 
progressive supra-nuclear palsy. My aunt  
had that.

What was it that made you devote your career 
to MND research?
Well, it goes back a little bit. First of all 
the decision within medicine – why do 
neurology? The reason to do neurology is that 
it was, and remains, the last frontier of human 
discovery, so that’s where I saw the interesting 
opportunities for research. And then, why 
neurodegenerative diseases? Certainly in my 
case, it wasn’t by design – it’s been random to 
an extent and a consequence of the influence 
of key mentors. I got into research on 
multiple sclerosis, which is my background, 
because of a brilliant mentor – Alistair 
Compton, who was the Head of Neurology  
at Cambridge. 

Within MS, the key unmet area is the 
neurodegenerative phase of the disease. At 
the same time, some of my basic research was 
around a cell that lays down the insulation 
for nerves, but if you look at the origin of that 
cell, it is shared with the motor nerve. So a 
stem cell first gives rise to the motor nerve 
and then gives rise to this insulation-making 
cell. So almost through random reasons – first 
MS and then this interesting stem cell biology 
– motor neurones came up.

As a young doctor, I was always interested 
in people who presented with mimics or 
actual motor neurone disease – that wide 
differential. If you bring all of that together 
– the basic research, the progressive MS and 
this interest in clinic with a wide differential 

of people with motor problem – that’s all 
motor neurone disease. Then in the early 
days while I was still in Cambridge, I joined a 
clinic with another neurologist. When I came 
to Edinburgh MND was an area of obvious 
unmet need. I established the first multi-
disciplinary MND clinic here in Edinburgh 
which itself was 10 to 20 years later than it 
should have been. 

So, it’s a long answer. It wasn’t by design or 
plan but I happen to think it was a great call. 
I think this is an unbelievably interesting and 
exciting area.

When you started here, was that at the time 
Euan’s father invested money into starting 
the Euan MacDonald Centre?
Yes. I came here in 2009/10, a couple of years 
after Euan and his father had created this 
research centre. I came to Edinburgh both to 
lead the Euan MacDonald MND Centre but 
also with a wider remit of leading neurology 
and neuro-clinical science.

I was very interested to see the wording: 
regenerative neurology. Other people we’ve 
spoken to have said they are hopeful of a 
treatment in the next 10 years, but are you 
talking about reversing MND?
My ambition and the reason for coming 
up to Edinburgh (it wasn’t for the weather!) 
is because Edinburgh has made a claim 
and has prioritised and continues to make 
strategic investments in this emerging area 
of medicine called regenerative medicine. 
At least a third of that pie is regenerative 
neurology. It’s going to happen.

There will come a day when neurologists 
can actually do something useful rather than 
just talk a good game. There will also come 

Professor Siddharthan Chandran 

“There will also come a day when neurologists can not only 
slow disease down and or stop it, but also, in some instances, 
begin to devise ways that you can restore and give back that 
which has been lost to some extent.”

a day when neurologists can not only slow 
disease down and/or stop it, but also, in some 
instances, begin to devise ways that you can 
restore and give back that which has been 
lost to some extent. This is called repair or 
regeneration. I’m a great believer in that. 

 
Do you see that happening in sporadic MND 
as well as hereditary?
It’s a good question. In the long run, yes, but 
I think in the short run, can we find anything 
that will even slow the disease down? That 
in itself would be spectacular, as you know. 
Riluzole is the only globally licensed medicine 
and it is marginally beneficial, adding one, 
two or three months to a person’s lifespan. 

What everybody wants is something that 
will profoundly slow the disease down, even 
by six months or 12 months, and delay the 
need for breathing support, for feeding 
support. It would be spectacular if we could 
buy a year for people! And, of course, if you 
can begin to do that, you might increase the 
time people can walk unaided or with a stick 
and so on. I believe that it’s possible and 
within reach.

How far away?
That’s the question we’re all asked. As you 
know, it’s a long game. MND is the absolute 
perfect disease for innovation and taking 
calculated risks. Because of the tough, tough 

prognosis, this is the disease where we need 
to be taking calculated risks – it’s called 
experimental medicine. Those sorts of trials 
are happening. The tragedy is that none of 
them have worked, so we need to be thinking 
about how we improve the quality of the trials 
and the number of trials. 

I’m particularly interested in how we can 
use human stem cells from people living with 
the disease as a new 21st-century discovery 
tool to learn more about the disease and also 
to screen and discover drugs and to prioritise 
them. This means screening and prioritising 
drugs on human cells. If you find interesting 
hits there, you don’t need to go round the 
houses, you can go straight to clinical trials. 
That’s the big picture and the grand vision, 
certainly for me and in Edinburgh.

To answer your question, in the next few 
years, those are the sorts of studies I’d like to 
be part of. Whether they will be successful or 
not, I don’t know. But our job is to get trials 
out. Another tragedy is that over two decades 
there has never been a trial here in Scotland, 
which is a disgrace. Five million people and 
we have 450–475 prevalent cases. We have 
no trials here – it’s terrible and we need to 
change that.

Briefly, why do you think that is?
I think it comes down to building critical 
mass and leadership in Scotland. Critical mass 
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is what people want and what drug companies 
want and people you might partner with. They 
want to be able to partner with centres that 
have clinical leadership, academic leadership 
and, crucially, a well-organised population. 
Rightly that’s why Sheffield and King’s have 
been the leads for trials in the UK because 
those are where the leaders have been and 
have prioritised them. There are other places 
coming out such as Oxford, which is well 
established.

We are also all moving nationwide with this 
as a network rather than thinking regionally. 
So I think this will change.

In Scotland, leaving aside the Euan 
MacDonald Centre which has been a 
wonderful catalyst, the Scottish government 
has also invested heavily in this area. I 
think in the next few years there’s a great 
opportunity to make this another anchor  
or node for UK PLC for trials, which would  
be great!

The key is partnership and networks. We’ve 
got to be thinking Scotland not Edinburgh 
and then we’ve got to be thinking UK. And 
then beyond that globally, particularly for the 
gene doctors. They think even bigger than 
that because they need the numbers.

What effect does the fact the MND 
Association does not cover Scotland have?
Actually I think the MND Association has 
been very outward looking. They gave one of 
their biggest grants ever to us here, which was 
£800,000 for stem cell research. They also 
lead the major global research.

Do you see the different types of MND as 
one disease spectrum or are they different 
entities?

Two answers. I think there’s no question that 
if you have five people in the room with MND 
they are not all the same. We all recognise 
that there are some forms that move very 
fast, while some move less fast. There are 
some that have more cognitive involvement. 
So there are clearly variations in how MND 
manifests. 

The other counterpoint is that we know 
in the vast majority of motor neurone 
disease post-mortem examinations there is a 
common signature, which is the accumulation 
of a particular protein called TDP-43. So I 
don’t think we know yet whether the clinical 
differences that we’re all aware of reflect 
different underlying biology, because if 
they do, then it’s likely that the treatments 
are going to have to be slightly different. 
Or whether that, while they might appear 
different, the biology and the common 
convergent pathways are broadly similar.  
So I don’t think we fully know.

As a neurologist, how do you keep positive 
when you must be seeing patients who are 
not sure what’s wrong and you have to tell 
them they have MND, then a few years later 
they are no longer around to come and see 
you?
I think I’m particularly positive because I’m 
professionally an optimist. I’ve seen great 
changes in my career time in other diseases – 
multiple sclerosis has undergone a revolution 
in treatment since I was at medical school.  
I think MND is ripe for change and it would 
be terrific to contribute to that.

 I’m also hopeful because the people I meet 
who have the disease, and their families, are 
all up for promoting and enabling research. 
They want it. They need it. The least we can 

Professor Siddharthan Chandran 

“What everybody wants is something that will profoundly 
slow the disease down; even by six months or 12 months. 
Delay the need for breathing support, for feeding support.  
It would be spectacular if we could buy a year for people!”

do is try and meet their expectations. And the 
opportunities now are massive because of the 
discoveries of stem cells for understanding 
the diseases, the discoveries of genetics, the 
discoveries of gene editing. I think there is a 
huge, huge opportunity here.

Why do you think there have been so many 
advances in MS much more quickly than 
MND? Is it just because of the higher 
numbers of people living with MS?
MS has two very broad groupings – early and 
late. Early is largely around inflammation and 
so all the treatments for MS of which there 
are now many – more than 10 – are all in the 
inflammation space. So what’s happened there 
is we have borrowed medicines that have been 
used in other diseases and repositioned them 
for MS because we have lots of medicines 
which are anti-inflammatory and immune 
suppressive. 

The progressive phase of MS where the 
nerves are actually dying is a bit closer to 
MND; we haven’t got any progress. So I  
think the reason there’s been so much 
progress in MS is in a sense because the 
biology isn’t so complex and we don’t need  
to understand it all to still have some 
treatments that might dampen down 
inflammation.

What would you advise somebody who is 
newly diagnosed with MND?
I always advise people to look at the MND 
Association website because it’s very good. 
I encourage people to sign up for research 
studies and I talk to them about research. I 
do that for various reasons, not least because 
we need it, but what I’ve learnt from people 
with the disease and their families, including 
after their family member has passed away, 
is the value of research to the person and 
their family. So it’s a small crumb but it’s 
better than nothing. I also try to manage 
expectations. I don’t say things that are 
unrealistic but as I’ve indicated already, I am 
hopeful. I think things are going to change.

Do you notice any common lifestyle patterns 
or personality types in people presenting 
with MND?
I myself don’t, but the wider observation that 
people often make is about athletic, lean, 
physically fit people. Anecdotally, there seem 
to be more people with MND in that group. 
When you really look at it I don’t think the 
evidence stacks up for that. But that is clearly 
something that lots of people talk about.

I’ve found, almost to my surprise, the 
generosity of the people with this terrible 
disease because they know that the research is 
not going to make a difference to them.  
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“I’ve found, almost to my surprise, the generosity of the 
people with this terrible disease because they know that the 
research is not going to make a difference to them. It might 
make a difference to somebody down the road but not to 
them. So it is a mark of selflessness.” 

It might make a difference to somebody down 
the road but not to them. So it is a mark of 
selflessness. 

Is there a group of factors that occurring 
together will cause MND to manifest?
There are definitely better qualified people 
in the UK than I to answer this, but Professor 
Ammar Al-Chalabi at King’s in London 
has written quite a lot on this subject in 
terms of multiple hits. In terms of biology 
and medicine there’s a lot of evidence to 
support that. In cancer, that’s what people 
think happens. It’s likely that it will be a 
combination of events, arguably occurring on 
a genetically vulnerable background, which 
leads eventually to MND. Remember that we 
only see MND when someone presents with 
problems, but the actual disease might be 

burning 10, 20, 30 years before. I’m not sure 
anyone knows the answer to this definitively.

What’s the thing that you are personally 
most proud of in your career?
I think the number of people who have 
worked with me who I have helped train, 
whether that’s clinical or for PhDs. Some of 
them have been and are spectacularly bright 
and able. 

How do you switch off at the end of a 
working day?
For me, it’s not a problem. I feel fortunate 
in what I do. I have a great bunch of people 
around me. Euan MacDonald’s family are 
amazing people. I love sport. Cricket is a big 
passion, but switching off isn’t an issue for 
me. I think I’m lucky.

Professor Siddharthan Chandran 
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A robotics scientist, Peter was diagnosed with ALS in 2017. 
He talked to Miles the following year. 

Robotics scientist living with ALS

Dr Peter Scott-Morgan 
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When did you first notice something  
was wrong?
In November 2016 I noticed that when I got 
out of the bath I couldn’t shake the toes of 
my right foot to get the water off, as I always 
used to, and I thought I’d pulled a muscle. A 
few months later, I developed the beginnings 
of what I remembered from basic medical 
training as clonus – an uncontrollable shaking 
of my right leg – and I vaguely recalled that 
meant there was something wrong with my 
upper motor neurone function. 

So I went along to a physiotherapist and 
explained what was going on and asked if it 
was a pulled muscle. Very sensibly he said no, 
and I then had an MRI scan because my GP 
said it could be a brain tumour, a problem in 
my back or multiple sclerosis. No one for a 
second suggested it could be motor neurone 
disease.

Then I went through a series of tests as my 
left leg followed my right, getting more and 
more spastic and partially paralysed. They 
often say it takes a year to diagnose if you 
are lucky, and sure enough last year I was at 
University College, London and realised – 
actually before my consultant did because I 
was paying attention to the tests – that I must 
have amyotrophic lateral sclerosis (ALS). Up 
until then I had been through about a six-
month period when people assumed it must 
be primary lateral sclerosis (PLS) because I 
didn’t have any muscle wasting or the other 
signs of ALS. It had looked like it was the rare 
form, not progressing fast, but since then it 
has all accelerated.

When you were initially told it was PLS 
what were your thoughts and what was your 
reaction?

I think my first reaction was thank goodness 
it’s PLS, not ALS. The really beneficial aspect 
of thinking that it was PLS was that I did a 
tremendous amount of research. As you will 
know, there is so little data on PLS because 
it’s so rare, so the only way to become a bit 
more expert on PLS was just to read a lot 
about MND and 90 per cent of that was about 
ALS. Inevitably, I became very knowledgeable 
about what I was sure I did not have. That 
meant when I was diagnosed I had already 
come to the conclusion that actually, despite 
the way it’s always portrayed, the reasons why 
you die with ALS are to do with engineering 
– you can’t get food and nutrients into 
your body or you can’t inflate your lungs. 
Those aren’t medical issues, they are purely 
engineering problems. 

I’m very comfortable dealing with 
engineering problems, so those didn’t bother 
me. I also understood that being locked in, 
apart from your eyes, must have been the 
ultimate straightjacket, effectively being 
trapped in your own living corpse for as long 
as you could stand the torture. It was awful, 
awful imagery that people used about it. 
Nothing but negative. 

Yet again, because at that stage I wasn’t 
worried that I had ALS, it was almost an 
intellectual exercise. I was reading all the 
scientific papers about ALS and thinking that 
these days that’s not true any more. There’s a 
tremendous amount of hi-tech that could be 
used and I remember talking to my husband 
Francis and saying, “You know, it’s a real 
shame the way that this is portrayed because 
I bet anyone who gets an ALS diagnosis 
is traumatised by everything you read 
online, and as far as I can see it’s not a fair 
representation any more.”

Dr Peter Scott-Morgan 

“Let me stress that so far every single thing that has 
happened to me has been thanks to the generosity of  
the NHS. Absolutely everything.”

The thing that stands out from what you’ve 
been saying is that what you have to deal 
with are engineering issues and that you are 
comfortable dealing with these. Do you ever 
think that you are in a privileged position to 
be able to approach it like this, whereas there 
might be a lot of people with ALS looking on 
thinking: why isn’t the NHS providing this?
Let me stress that so far every single thing 
that has happened to me has been thanks 
to the generosity of the NHS. Absolutely 
everything. 

For example, that box over there is the 
vent pump for my tracheostomy. It’s already 
been given to me because it’s going to be 
fastened to the back of “Charlie” – this chair 
I’m using – before I have a tracheostomy. I’ll 
have a straw that I can just inflate my lungs 
with. It’s a very expensive bit of kit. Upstairs, 
I have non-invasive ventilation. Again, it’s 
thousands of pounds. Every night I use that. 
Next to it, again from the NHS, is a cough-
assist machine. They cost £3,500 and it’s from 
the NHS. I use it religiously morning and 
evening.

It turns out that I was the first person in the 
world with MND to have asked for a triple-
ostemy. I invented the name and now they  
are all using it. I was told, “The good news  
is that you should remain fully continent.”  
I was thinking, great, so I will always be able 
to use a toilet but I’ll never be able to reach 
a toilet. So I asked how you deal with that 

and was told, “Carers – they’ll toilet you.” 
And I asked what happens when inevitably I 
get pneumonia and the course of aggressive 
antibiotics gives me diarrhoea.” I was told 
“incontinence pads”. 

For some reason I was not enamoured 
by this! So I said, in addition to having a 
gastrostomy – feeding tube – I wanted a 
suprapubic catheter straight into my bladder 
and permanently flushing into a urine bag. 
And I said I wanted a colostomy, and not the 
bog-standard colostomy. Normally they re-
divert your colon to the colostomy and then 
they leave about 30 centimetres in situ. The 
big secret that no one really talks about is that 
you still need to get to a loo about once every 
one or two days because the mucus that is 
needed normally just to lubricate for a stool to 
pass through is still produced. If you don’t get 
rid of it you get what they refer to as a “mucal 
anal leakage”. 

This kind of defeated the object of being 
independent as far as I was concerned, so 
I said that in addition to the colostomy I 
wanted a “rectal excision” – which pushes 
it to a full major operation. Basically they 
then take out the last 30 centimetres so you 
never need to be worried at all. No mucus is 
produced because there is nothing there. It 
just goes straight to the colostomy bag. It’s the 
operation that’s normally given if you have 
bowel cancer. They have to remove it but it’s 
a big deal. 
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Everyone said, “Brilliant idea, but hell will 
freeze over before you find any surgeon who 
is willing to do it.”

Why is it considered such a big issue for  
a surgeon to do that?
Two reasons. The main one being that 
in many ways it flies in the face of the 
Hippocratic oath – it’s elective surgery on a 
perfectly healthy colon. The NHS guidelines 
state that the only reason for having a 
colostomy is uncontrollable, untreatable 
incontinence. Plus, there is so little experience 
of doing operations on people with MND 
– hardly any data. And yet we know that the 
anaesthesia is a problem. That can accelerate 
the disease.

Why’s that?
Well, the standard thing nobody thinks about 
normally is that the surgeon’s about to cut 
open and play around with your organs, so 
you are given muscle relaxants. They work 
by operating on the motor neurones that 
are already atypical in the way that they’re 
responding and things can go wrong. So, 
for example, when I did have the operation 
no muscle relaxants were used at all. The 
surgeons had to work a bit harder. How was 
it that I convinced the surgeon? Basically I 
stopped talking about me and started talking 
about MND and about quality of life and the 
holistic view of clinical care. After about five 
minutes he was nodding his head and saying, 
“It’s a no-brainer. We should do this on the 
NHS. We should do this as soon as possible.” 
So on July 10 I had the triple-ostomy. There 
are now two papers being written. One for 
the British Medical Journal and one for the 
Perioperative Medicine Journal, basically 

saying that this is a new option for people 
with MND. As far as we know it’s the first 
time it has been done anywhere in the world.

I’m privileged to live in a part of the UK 
where the NHS is very geared up for MND. 
I’m not sure this would occur everywhere. 
Basically the reason I had that operation was 
because I was the first to ask for it. It turns out 
no one has ever asked to have a colostomy 
with MND. They did some great research 
and used different drugs. The big worry, 
which they discussed with me, was that they 
would not get me off the respirator. My lung 
capacity was already down. So they said to me, 
“Have you considered that you might go into 
ICU and we can’t get you off the respirator?” I 
was unequivocal. I said, “I intend to spend far 
longer ‘locked in’ than the time it takes to get 
there. If it happens in one day then I will get 
into the Guinness Book of Records for having 
the maximum number of ‘ostomies’ in one 
day. It’s a win-win, just go for it.” And as it was 
it came out very well. 

But I have to say the risks still remain 
because we have so little experience of 
operating on people with MND. In my case it 
was life changing.

You’ve told us how you are going to live and 
survive, so now tell us how you are going to 
thrive.
Maintaining quality of life and within that a 
sense of self-esteem – a sense of keeping a 
sense of style. I think that’s really important. 
People are always saying, “Of course, we 
focus on maximising quality of life” and 
then suggest that the way you have a speech 
synthesiser on your wheelchair is with this 
great big metal tube that’s shoved on and 
makes it look as though it’s been put together 

by Wallace and Gromit. It’s as though, despite 
all my life trying to maintain a certain sense 
of style, now I’m disabled that’s just gone. I’m 
not supposed to care. When I started getting 
some of the additions for this standing 
wheelchair (which I did have to use a lot of 
my savings to buy, as I did the lift so I can get 
upstairs), I specified I wanted booms here for 
computer screens, all controlled by eye gaze. 
These noise-cancelling headphones will wrap 
around my head at the same time as a virtual 
reality headset clicks down in front, so I will 
be in full immersive VR with Eye Gaze within 
the headset. This means that, even in the 
unlikely event that you ever get that paralysed, 
you and I will still be able to communicate 
looking at each other (we might look 20 years 
younger – it is virtual reality!) and we’ll talk 
and our faces will move.

I also realised that in a few years it’s likely 
I will be locked in and therefore – you know 
what it’s like when you’re talking to somebody 
who’s locked in – automatically you try to 
give eye contact. I won’t be able to give you 
the courtesy of eye contact because I’ll be 
rapidly darting my eyes around using Eye 
Gaze to speak to you, so all you will see is 
the “corpse face” with darting eyes. However 
compassionate you are this will not give you 
a lot of feedback, nor will I be able to convey 
the body language that I want. 

In terms of language, I’m working with a 
company called CereProc who are not only 

voice banking in terms of voice – for the first 
time we’re researching to put expressiveness 
in as well. On top of the normal stuff to get 
the voice that sounds like me, I’ve recorded 
a further 30 hours in which I did some in 
my enthusiastic voice, some in my intimate 
voice, some in my conversational voice, 
and the others in my normal voice. And 
we are experimenting to get it so that you 
can “mark up” your speech and change the 
emotion, something that has never been 
done before. Because if you think about 
it, a normal synthesiser voice has about as 
much information as a text message without 
emoticons. I want to be able to put the 
emotion in. 

But I also want you to be able to pick up 
a bit of my personality. I want to be able to 
convey some body language. Three weeks 
ago, I went to Pinewood Studios and the same 
special-effects team who are working on the 
next Star Wars film scanned my face and 
motion-captured how I smile, how I speak, 
how I raise a quizzical eyebrow, all free of 
charge, and that has now been preserved. If 
you like, I’ve now banked my personality in 
addition to the voice banking. In a couple of 
months, in addition to the two screens facing 
me, there’s going to be a screen facing you 
and that is going to have an avatar of my face 
so that when I speak using the synthesiser 
it will move, and when you come in and I’m 
pleased to see you it will smile.

Dr Peter Scott-Morgan 

“ … if you think about it, a normal synthesiser voice has 
about as much information as a text message without 
emoticons. I want to be able to put the emotion in.”
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The reason that I’m so passionate about the 
hi-tech is that even if there was something 
that was ridiculously expensive – £10,000, for 
example – and a company says OK you can 
have it, in 10 years’ time it will be £300. This 
has been happening for 40 years and we take 
it for granted for mobile phones and TVs. I’m 
saying, let’s research virtual reality, avatars, 
voice input, eye gaze control of my whole 
environment. We’re guaranteed that initially 
I can try some of these things and within a 
few years anybody will be able to do it and the 
cost, in this country for example, for the NHS 
will be at the noise level. It will be a “rounding 
error” compared to what otherwise is the cost 
of care, of constant illness and so on. 

That’s why I’m so passionate about it 
because until we get a cure – which for 
heaven’s sake, we’ve spent 40 years seeking – 
95–97 per cent of people in this country with 
ALS choose not to take the interventions that 
will keep them alive. They either don’t have 
the PEG for feeding, certainly they don’t have 
the tracheostomy. Therefore, the reality is  
95 per cent of the people alive today who are 
diagnosed with ALS will be dead in five years. 
There is no drug coming down the pipeline 
that anyone is suggesting could change 
that. Meanwhile hi-tech is here today and is 
getting better and better, faster and faster, 
cheaper and cheaper and so while the vision 
of a world free of MND is a glorious one, 
until there is a cure, there is technology.

Have you been approached by people 
suggesting solutions to individual problems 
within MND?
When I realised I had ALS I thought, in my 
naivety, that I would just be able to stand on 
the shoulders of those who’d thought through 
all this already. It seemed self-evident that all 
the ideas and protocols would all be out there 
on Google and I’d just be cherry picking. But 
I looked and I looked and I looked and there’s 
nothing there. 

I’ll tell you, one of the reasons I agreed to 
have a film made about me by Channel 4 was 
because they said they were passionate about 
the technology and they said they wanted a 
story of hope. That is what you’ll get where 
currently there is none. So from that point of 
view I would love, after the film is transmitted, 
for anyone who is newly diagnosed and sees 
it to say, “Well, it’s not great, but actually 
these days it’s a lot better than it used to be” 
instead of that trauma and horror that nearly 
everyone feels if they make the awful mistake 
of Googling MND prognosis. Wouldn’t that 
be brilliant!

I also would love it if people approached 
me saying, “Oh, well, if you are doing that 
have you thought of this?” I would love that. 
Because at the moment it’s been a question 
of coming up with a wild idea like the avatar 
and having to find people who can make it 
happen. No one is coming to us. There must 
be some wonderful things that Google and 

Amazon are doing in their research labs 
that would be brilliant for people with MND 
or just for profound disability generally. 
It would be wonderful for them to realise 
that there is an interest to try some of these 
things. It’s not that there’s lack of imagination 
or lack of technology, there’s just lack of 
communication and it would be fantastic  
to break through that.

This was one of the reasons we started 
26miles4mnd – to raise more awareness.
Well, in the medical profession, I think, we 
need a huge awareness campaign simply to 
move on from that feeling, “Ah, inevitably 
terminal, and a horrible, horrible way to go.” 
It’s almost as if that’s what they learnt in 
medical school. It must be as frustrating as 
hell to say, “No cure, no treatment, horrible 
ending, sorry.” Instead, it would be great to 
say, “Actually, no treatment yet but if you 
choose to, you don’t have to just survive, you 
can thrive. Because, thank goodness, just 
taking virtual reality, the gaming industry 
very conveniently has been investing billions 
to make your life better. Aren’t you lucky that 
you are in the 21st century?” That’s a very 
different message and I think the medical 
profession would like to give that message  
but they don’t know it.

The thing for me is that the worst time of 
my life will probably be the six months to 
a year’s time until I have the tracheotomy. 
From that time on the technology gets better 
and better. My quality of life will get better 
and better. I’ve just got to survive that trough, 
knowing that from that point on, things will 
be more and more enjoyable. Why would 
I not want to go on for another couple of 
decades?

With all the hi-tech that’s going to keep you 
alive and help you thrive, is there an ethical 
question regarding how long it can go on 
for? For example, if it enabled you to live 
until you were say, 120?
Wouldn’t that be super cool? The thought 
that as a result of getting MND I actually 
live longer than I would have because I’ll 
be permanently monitored, and by that 
stage I will be a full cyborg. I mean, this is 
the beginning but by then I will have an 
exoskeleton worthy of the name and I will 
be able to travel in virtual reality at literally 
the blink of an eye. What’s wrong with that 
picture? Nothing at all from my point of view, 
and I think it will be brilliant. Yeah, that’s the 
ultimate research I’d like to do.

Then there’s Brain Computer Interfaces – 
BCI. Facebook, of all people, are investing a 
fortune in non-invasive BCI, so we can put 
something on our foreheads or a skullcap at 
most and we can communicate – basically 
dictate – by thought. That’s their vision. It is  
a long way off!

Tell me why you call your chair Charlie.
Cybernetic Harness and Robotic Locked In 
Exoskeleton. The harness bit is everything 
we attach and the sling that I sit in. Voice 
synthesis, Eye Gaze, and of course the 
connections for my triple-ostomy – those 
have to transfer with me when I move to 
bed. So the harness basically is the interface 
immediately wrapped around me, physically 
as well as metaphorically. Then there’s the 
robotic locked-in exoskeleton – the base for it 
is this standing wheelchair, and on the right 
arm there’s going to be a simple exoskeleton 
so I can reach out and touch people. There 
will be a robot arm that I can control with 

Dr Peter Scott-Morgan 

“… just taking virtual reality, the gaming industry very 
conveniently has been investing billions to make your life 
better. Aren’t you lucky that you are in the 21st century!”
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Eye Gaze. There will be a couple of Eye Gaze 
screens so I can be operating two completely 
different things, the avatar screen facing you 
and a speaker. They said, “Are you happy to 
use computer speakers?” I said, “No, I want to 
be able to fill a stadium.” On either shoulder 
there are the fully immersive VR speakers 
and also a couple of cameras. I don’t see why 
I should have to put up with the same sort of 
vision that I have now and therefore they are 
360-degree cameras that pan and 20 times 
zoom and of course they can see in the dark. 
So, rather like a chameleon, I will be able to 
simultaneously look backwards and forwards.

Are the people who are designing and 
creating all this people you know from  
your robotics background?
The person who is creating and designing this 
– you are looking at him. The companies who 
are kindly taking on these wild ideas – well, 
the company that is currently evaluating the 
cameras – is a company called Smartbox who 
are the people who do Grid 3.

Yes, they are part of our project. 
Oh, fantastic. And they are developing the 
hardware as we speak.

How long until there’s an interface with  
your brain cortex?
Very interesting. I had a fascinating talk with 
Gerwin Schalk, one of the world experts 
over in Albany, New York. I visited there, 
appropriately enough, using a telepresence 
robot. It’s the way to travel I have to say – 
none of the jet lag I used to have commuting 
backwards and forwards over the Atlantic. 
It’s fantastic. Human size. Imagine quite a 
large screen is showing a head and shoulders 

shot of you – real time – and it’s on a sort 
of column base that just moves around. You 
use your cursor key and you roll down the 
corridor.

I loved it! There’s something wonderful 
about sitting here and saying, “I’m now going 
to teleport 5,000 miles to Albany, New York.” 
You press a button and you’re there and 
you walk side by side with somebody down 
a corridor. It’s a very weird feeling but it’s 
brilliant. And Gerwin Schalk, when I pressed 
him on your question, said realistically we’re 
talking 10 to 15 years. 

So it’s one of those things I certainly hope 
to pioneer. There’s a big trade off though. 
If you have to pick up signals through the 
skull it really attenuates the signals. If you 
go under the skull – you can do rather good 
intra-cortical BCIs where you are touching the 
surface of the brain but you don’t go through 
the membrane that protects it. 

The guy I was talking to in Albany has 
done this. It seems conceptually a very 
attractive route. Much less risk of trauma, and 
morbidity would be much less. You’re still not 
down at the neurone level but it’s much more 
focused. The electrodes used in treatment 
of epilepsy are right down at neurone level. 
It’s very, very specific but at that level you get 
many strong focused signals although you 
might miss the bigger picture.

Putting aside MND, if people just want to 
carry on living despite the degeneration 
of their bodies, where does it stop because 
there will still be babies being born and the 
world is overpopulated already? 
I think the two issues are quite separate, given 
that in the same way that we have massive 
overpopulation which leads to a whole host 

of problems. Frankly we need to address the 
root issue, not just the overpopulation but the 
abuse of the whole complex integrated system 
of which humans are a part, rather than the 
arrogant controllers. If we don’t solve that 
problem it’s irrelevant to ask because no one 
will live longer, as the whole system will screw 
up. 

On the other hand, assuming that as a 
species we are bright enough and have the 
will to do what’s needed to be sustainable in 
every sense of the word, then I think it opens 
up very interesting options. In the same way 
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that it can be said to be ethical to experiment 
on somebody who’s got electrodes in their 
head because we are doing it to control 
their Parkinson’s, it will be very interesting 
if as a result of somebody’s body basically 
completely shutting down in terms of the 
motor control, we were then able to do things 
that allows us to experiment on extending life. 
Wouldn’t that be an irony! 

I suspect that people who have the luxury of 
living the quality of lives that we all do, would 
actually say, “Give me another century? I’ll 
think of a way of using it!”

“It will be very interesting if as a result of somebody’s body 
basically completely shutting down in terms of the motor 
control, we were then able to do things that allows us to 
experiment on extending life. Wouldn’t that be an irony!”



Suzanne was diagnosed with ALS by Professor 
Pamela Shaw at the Sheffield Institute for 
Translational Neuroscience (SITraN) in July 2002. 
That was the first time she’d heard of motor 
neurone disease. Remarkably, 16 years later, she’s 
still able to walk, and she has written books for 
children with her mother Eve, donating 50 per cent  
of the profits to help fund MND research. She talked 
to Miles in 2018.

Children’s author living with ALS

Suzanne Maguire 
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Going back to the beginning, what was  
your initial reaction when you were told  
you had MND?
Well, initially I hadn’t a clue what it was. My 
mother Eve was sitting behind me and she 
knew exactly what motor neurone disease was, 
but I had never heard of it. It was only when 
Professor Pamela Shaw began to describe it in 
detail and mentioned a life expectancy of two 
to five years that I understood it was serious. 
The penny dropped and I realised it was a lot 
worse than I had anticipated.

What made you go to your doctor in the  
first place?
It was a weakness in my arms. When making 
cups of tea and carrying the tea bag to the bin 
I noticed the weakness. To be honest, I never 
thought anything of it but I thought, hey ho, 
let’s go to the doctor. Then five months later 
I was being told it was more serious than I 
could ever have imagined.

How was the news broken to you? 
Just in black and white. Professor Shaw is 
amazing and she did try to break it to me as 
gently as possible. But at the same time she 
still had to be direct in explaining, so that I 
would understand. It was her job to tell me 
and she did.

When was that?
It was in July 2002.

You will know that people diagnosed with 
MND live on average less than three years, 
so why do you think you are doing so well?
I can only put it down to the amazing support 
from Professor Shaw’s team and my family 
and also from just remaining positive. I have 

my moments, trust me, but most of the time 
I keep my head in a positive place and I feel 
that’s contributing to me still being here 16 
years later.

What changes have you noticed?
My arms are a lot weaker than when I was 
first diagnosed. I also have swallowing issues 
and the muscles in my neck get tired. By the 
evening, I tend to find that I am supporting 
my head with my hand.

What would you say is so special about 
SITraN?
In a handful of words, it could save my life 
and the lives of others. It’s a place where  
they may – no, will – find the cure. SITraN 
to me is hope – it should be called “hope”. 
It’s giving hope to those of us with motor 
neurone disease that there will be a cure  
in our lifetime. 

We had a quick look in the laboratories 
when we first arrived and to see scientists 
in there working on finding treatments 
and potentially a cure made me feel quite 
emotional …  
I’ve been here twice on open days. We’ve 
walked around the laboratories, seen the  
zebra fish and had the work of each 
department and what they are hoping to 
achieve explained to us. Yes, it is emotional 
because they are trying to find a cure and  
help us live a longer life.

Did you write before your MND diagnosis?
I did some writing. I’ve always enjoyed it. 
My mother used to write a lot. As a toddler, I 
would watch her write and she used to plonk 
me in the plastic lid of her old-fashioned 
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typewriter and rock me with her foot while 
she was there tapping away on the keys. So 
it seemed inevitable that my love of writing 
would surface and for a good cause.

Why did you start writing more seriously 
after your diagnosis?
Initially it was to leave something for my boys. 
I wanted to leave something for them to read 
later on and maybe read to their children. 
I wrote the first book of the Spellbound 
Chronicles trilogy and then handed it over to 
my mother Eve and she added her characters 
and corrected some of my grammar. Before 
we knew it we had Spellbound Chronicles: 
Bloodline. We sat down with a cup of tea and 
decided we could do more with this than 
leave it for my boys – we could raise some 
money for research.

What type of story is it?
It’s a magical story. The reason for that is 
that there is always hope and dreams do 
come true. Magic comes true. Anything is 
possible when magic is concerned, so I went 
down that route. My boys are in it as two of 
the characters, but our editor advised us to 
change one of the characters to a girl so my 
eldest son Lance is a girl in the book!

How does MND impact on your daily life?
Every day I wake up and I’m stiff and weak. 
I find I’m relying on my loved ones more, 

saying, “Can you carry this? Can you open 
this? Can you cook? Can you vacuum?” 
I’m having to ask them to do more and 
more and I’ve always been an independent 
woman. I lived and worked abroad for five 
years. I enjoyed being independent, so it has 
definitely impacted on my life. I hate having 
to ask my boys to do so much and they’ve 
seen me fall. Two years ago they saw me 
fall on my face and they thought I’d broken 
bones. 

MND has robbed me of my independence. 
I certainly see life in a different way, as I’m 
more aware of my mortality. I was 36 when 
I was diagnosed and at 36 you are in your 
prime of your life! 

When you’re diagnosed with MND, your 
life is never going to be the same.

I also have to assess what I eat for fear of 
choking. I have to avoid certain drinks and 
foods that I have always enjoyed.

Also there are places where there are too 
many steps for me. Hilly areas, too, are no-go 
zones. You have to rethink everything in your 
life; absolutely everything. From the moment 
you wake up to the moment you go to sleep, 
MND just completely rules your life.

Weird question but have you noticed 
anything positive about having MND?
I enjoy the birds singing, I enjoy our 
countryside far more. My mortality has been 
questioned and I think when your mortality 

“I have my moments, trust me, but most of the time I keep 
my head in a positive place and I feel that’s contributing to 
me still being here 16 years later.”
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How many books have you had published 
now?
Two books. Spellbound Chronicles: Bloodline 
and its sequel Witch’s Revenge. 

What advice would you give to somebody 
who has just been diagnosed?
I would give them some hope by explaining 
that there are different types of MND and 
with time it will become clear which variant 
they have. 

Perhaps people like myself living as long 
as I am can give hope to others with motor 
neurone disease.

has been questioned you do see things 
through different eyes. You haven’t the luxury 
of thinking: when I’m 80 I’ll sell up and get a 
cabin next to the sea. You have to enjoy things 
a lot sooner and a lot faster because you never 
know what is around the corner.

How do people react if you tell them that  
you have MND?
Well, since the Ice Bucket Challenge there 
are more people who are aware of MND, but 
there are still far too many who haven’t a clue. 
Even if you mention Stephen Hawking some 
people still don’t know what he had. 

The term “motor neurone disease” describes 
a group of diseases which cause the nerves 
that tell the muscles what to do (the motor 
neurones) to stop working. Motor neurones 
can be divided into two types: the upper 
motor neurones which pass signals from 
the brain to the spine, and the lower motor 
neurones which pass signals from the spine to 
the muscles. 

Motor neurone diseases are classified 
depending on which of the motor neurones 
are affected, the physical symptoms and the 
order in which symptoms present themselves. 
Symptoms vary across individual cases, 
depending on which motor neurones are 
affected. However, it is only if the lower 
motor neurones are affected that muscle 
wasting occurs.

The four main types of MND
Amyotrophic lateral sclerosis (ALS) is the 
most common form of MND. It affects 
both upper and lower motor neurones with 
weakness and wasting in the limbs, muscle 
stiffness and cramps. Life expectancy is 
usually two to five years from the onset  
of symptoms, although some people live  
a lot longer.

Bulbar onset MND or Progressive bulbar 
palsy (PBP) affects a smaller number of 
people than typical ALS, and mainly affects 
the muscles of the face, throat and tongue. 
Early symptoms may include slurred speech 
or difficulty swallowing. Life expectancy is 
six months to three years from the onset of 
symptoms. 

Progressive muscular atrophy (PMA) affects 
only a small proportion of people. It is only 
(or predominantly) the lower motor neurones 
that are affected. Early symptoms may show 
as weakness or clumsiness of the hands. Life 
expectancy is usually more than five years.

Primary lateral sclerosis (PLS) is an 
uncommon form of MND and affects 
only (or predominantly) the upper motor 
neurones. Symptoms are spasticity, cramps 
and weakness starting in the lower limbs 
and spreading to the rest of the body. Some 
people experience speech and swallowing 
problems. PLS progresses slowly and life 
expectancy can be 10 to 20 years or more.

There is no cure for motor neurone disease 
and still no effective treatment. Much work is 
going on behind the scenes to rectify this, but 
funding and awareness is low compared to 
other neurological conditions.

There is a one in 300 risk of getting motor 
neurone disease across a lifetime. This is 
virtually the same as the risk of developing 
multiple sclerosis (one in 330). 

While there are about 100,000 people 
living in the UK with MS, there are only 5,000 
people in the UK living with MND at any 
one time. This is because the rapid onset of 
symptoms, in most cases of MND, leads to 
death soon after diagnosis, whereas MS is  
not classed as a terminal illness.

About motor neurone disease
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MND Association
The Motor Neurone Disease Association is the 
only national charity in England, Wales and 
Northern Ireland that is focused on improving 
access to care, research and campaigning for 
those people living with or affected by MND.
www.mndassociation.org

Euan MacDonald Centre
The Euan MacDonald Centre for Motor Neurone 
Disease Research is based at the University 
of Edinburgh and is a non-profit, charitable 
network of more than 200 researchers across 
Scotland. They use research to improve the lives 
of people living with motor neurone disease 
(MND) and related conditions.
www.euanmacdonaldcentre.org

Sheffield Institute for Translational 
Neuroscience
The SITraN scientific research programmes 
are dedicated to developing effective disease-
modifying therapies for neurodegenerative 
diseases of the human motor system.
http://sitran.org/research/motor-neuron-disease

Smartbox
Smartbox create assistive technology solutions  
to help people with disabilities communicate 
and be independent.
https://thinksmartbox.com

Movement for Hope
Movement for Hope is a non-profit social 
enterprise, using creative and evaluated 
approaches to bridge the gap between the  
public and researchers.
http://www.movementforhope.org

NHS 
General information about diagnosis, advice  
and help. 
https://www.nhs.uk/conditions/motor-neurone-
disease

Euan’s Guide
Started by Euan MacDonald (MBE) with his sister 
Kiki in 2013, this has become the TripAdvisor for 
the disabled community. As with TripAdvisor, 
people can register and then post reviews. Euan’s 
Guide now has thousands of disabled access 
reviews and listings for places all over the UK  
and beyond.
https://www.euansguide.com

Scope
The disability equality charity in England and 
Wales, Scope provides practical information  
and emotional support and also campaigns  
for a fairer society.
https://www.scope.org.uk

Disability Rights UK
A campaigning organisation that is also a  
one-stop shop for help, information and advice 
on all things disability related.
https://www.disabilityrightsuk.org

Carers UK
Support and advice for carers.
https://www.carersuk.org/home

Citizens Advice
Advice on all sorts of things from housing  
to filling in PIP forms and much more.
https://www.citizensadvice.org.uk

Turn2us
Turn2us helps people in financial need gain 
access to welfare benefits, charitable grants and 
other financial help online, by phone and face  
to face through partner organisations.
https://www.turn2us.org.uk

Disability Law Service
Organisation that provides free legal advice to 
people with disabilities and their carers. They 
advise on community care, employment, housing, 
welfare benefits and aim to respond within three  
to five working days.
https://dls.org.uk

Useful addresses
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“There is no denying that MND is a cruel disease which 
can impact just as heavily on family and friends as on those 
unfortunate enough to have the disease, but what this 
project also shows is that there are reasons to be hopeful.”
Cristian Barnett. May 2019. 

“What I’ve realised during the process of meeting scientists, 
researchers and others in the MND world is that there is 
so much going on behind the scenes in the fight to find 
treatments and a cure that we don’t really hear about.  
It makes me feel positive that there will definitely be 
effective treatments and a cure for MND in the future.  
It will definitely happen.”
Miles Pilling. May 2019. 

This book is intended as a free resource for people wishing to learn more about MND and the 
people it affects. If you would like to make a donation to help the work of the Motor Neurone 
Disease Association you can do so at justgiving.com/26miles4mnd


