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THANK YOU FROM OUR MYELOPATHY.ORG

As we write this we are still buzzing from what was 
an absolutely incredible night for Myelopathy.org and 
one that we shall never forget. It was fantastic to see 
so many of you there and the team of volunteers from 
Myelopathy.org very much enjoyed chatting to as many 
of you as we could. However, such an event is not put 
together overnight and takes a huge amount of time and 
commitment from all involved. Therefore, we have some 
thank you’s to make.

On the side of Myelopathy.org, all of these people are 
volunteers and we are indebted to them for all the 
passion, support, help, advice and enthusiasm they 
give to Myelopathy.org, especially when some days are 
a struggle physically. So, our first and most heartfelt 
thanks goes to all of our volunteers. We would also like 
to mention again that several of our members were 
not able to make it due to the disabling effects of the 
condition. We know they were there in spirit and we 
send them all of our love and hope that they can make 
our next event.

The biggest thank you however goes to The Lord and 
Lady Carter of Coles without whom this event would 
not have happened. We want to thank them for helping 
us on this journey and for giving us this historic and 
significant platform to launch this cause, one that is so 
close to all our hearts. 

We would also like to say thank you to the team from 
the Myelopathy Student Society who helped get the 
room ready and welcomed everyone.

We also need to say a massive thank you to all our 
sponsors for covering the costs of the launch for us, we 
are hugely grateful.

Also, thank you to Toby Roney for all the lovely photos, 
a selection of which can be found on the following 
pages.

And finally, thank you to all of you for coming to join us, 
we hope you enjoyed it as much as we did.

There's no such thing as a free lunch, or canape 
reception in this case, so we now hope that you will 
get behind us and help. As we said on the M&Ms - 
Myelopathy Matters!

From left: Dr Michelle Starkey, Myelopathy.org; Simon 
Stevens, CEO of NHS England; and Dr Mark Kotter, 

founder of Myelopathy.org.

Dr Michelle Starkey giving speaker Shirley Widdop a 
congratulatory hug after her fantastic talk, with founder of 

Myelopathy.org Dr Ben Davies in the background.

We had personalised 
M&Ms on each of the 

tables, in case you 
missed them they said 
"Myelopathy Matters". 

The tables looked 
fantastic and we are 
grateful to the highly 

professional team at the 
House of Lords for the 
smooth running of the 

event. 
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THANK YOU FROM OUR FOUNDERS

Myelopathy.org has an important mission. Myelopathy 
affects too many people and causes too much suffering. 
Simple changes, such as increasing awareness, earlier 
diagnosis, and treatment could prevent significant 
suffering. Future research will be able to identify who is 
at risk, guide medical decision making, and improve the 
lives of those affected

I would like to give my special thanks to all the members 
of our online group, who are generously offering their 
time to provide support, including Shirley and Iwan who 
spoke up on their behalf at the launch. Your contribution 
is essential.

Thank you Lord Patrick and Lady Julia Carter for helping 
to make our voices heard at the centre of decision 
making and for your generous invitation to the House of 
Lords.

Thank you Michelle, for organising myelopathy.org, 
including this memorable event.

My sincere thanks also to Dr Iwaki and his team for their 
kind support, to Dr Fehlings, our newly appointed chief 
scientific advisor, and to his excellency, Ambassador 
Tsuruoka, whose presence and interest demonstrated 
that our mission is global and depends on collaboration.
  
Thanks to all who attended the event, who read this 
brochure for taking the time to learn what myelopathy.
org is about.
- Mark Kotter

I would like to say a big thank you to everyone involved, 
the Myelopathy.org launch, it was truly an inspirational 
evening to see all these people gathered in one place 
for our cause. I truly believe that this is just the first initial 
step for Myelopathy.org in its quest for global recognition 
of this overlooked and disabling condition, and most 
importantly it deliveries a message of hope to the entire 
myelopathy community worldwide.
- Iwan Sadler

Only together can we prevent the widespread disability 
suffered in DCM. The launch event was a momentous 
occasion - we were delighted to see so many individuals 
who can help make myelopathy matter, and help us 
make the difference we need to. Thank you so much for 
all those who helped to put this event together. I think 
this is the start of something very special.
- Ben Davies Dr Ben Davies, Founder of Myelopathy.org speaking to 

trustee and host The Lady Julia Carter of Coles

From left: The Baroness Harding of Winscombe, Chair 
of NHS Improvement; Dr Mark Kotter, Founder of 

Myelopathy.org; and Prof Sir Stephen Powis, National 
Medical Director of NHS England.

Iwan Sadler, seated second from left next to The Baroness 
Masham of Ilton
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The Lord Carter Of Coles

"Part of our mission is to raise awareness among clinicians, especially non-
specialists and other healthcare professionals. To get that early diagnosis 
we need the help of all of you in this room. We need legislators, we need 
educators, we need opinion formers and, of course, we need the public 
at large to be aware of what we're doing. It’s critical that we get an early 
diagnosis. It’s not something to be glossed over. That early intervention 
is critical, if we are to prevent the worst aspects of this crippling and 
progressive illness"

"Myelopathy.org has been founded to do three things, the first is to give 
sufferers a voice. It is often progressive but it can be stopped with surgery. 
The problem is if you don't get surgery at the right time then you lose 
function and what you've lost is irreversibly lost in most cases. So we 
need to educate health professionals and we need to educate the general 
public. The second thing is that we need to ask questions. What do we 
need to put in place in order to recognise the disease earlier? What are 
the diagnostic algorithms that we need to put together to not miss out at 
the early stages? And, what are the changes that we can make to patient 
pathways?  Finally, Myelopathy.org is here to connect individuals with the 
condition so that they can share their experiences and help others."

Prof Michael Fehlings

"I bet prior to this event, and prior to the creation of Myelopathy.org, that 
many of the non-medical and non-healthcare related people here probably 
had never heard of this condition. We need to change this. We need
to raise the awareness of this condition. This is a treatable condition 
if diagnosed at an early stage. There's effective surgical treatment 
that can arrest the course of this condition and that can result in some 
improvement. It's very important that individuals in society be aware of this 
condition to know what's going on, just as we've had educational programs 
to raise awareness of the symptoms and signs of stroke."

"I now recognise how powerful the [collaboration between the] team 
at Cambridge and the team at MediciNova is because their and our 
mission is For The Patient. This is a wonderful international collaboration 
[between] Japan, the United States and the United Kingdom. I am sure 
that more collaborative work will follow. Lastly, I would like to promise that 
we at MediciNova will support activities of this charitable organisation, 
Myelopathy.org a history-making endeavour, for a long time."

Dr Mark Kotter

Dr Yuichi Iwaki

IMPORTANT QUOTES FROM OUR SPEAKERS
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Ambassador Tsuruoka

"The founders of Myelopathy.org – these are people who are truly 
committed to addressing this very difficult issue and they are not just 
contributing to what may happen to their relatives, friends or people in the 
UK. This  is going to be a global issue. It is already a global issue because 
life science has, by definition, no border. You have to do the work which 
will be beneficial to the rest of the world. That’s why Japan has put this as 
a very important diplomatic priority because we are convinced that no one
country can do it alone and no one expert can do it alone. It needs lots of 
collaboration among different countries and expertise of diverse nature but 
also funding."

"The decision to share my story with Myelopathy.org led me to meet Mark 
and Ben at the University of Cambridge in 2016. What immediately struck 
me was, here are two health professionals at the opposite end of the
so-called spectrum of myelopathy – and they radiated the same burning 
passion, determination and goals that I have as a person diagnosed   with 
the condition. Now, our online community grows daily as we reach to 
different corners of the world. In fact, myelopathy is totally life-changing, 
not only for you but also for the people around you. Emotionally and
socially this condition will test you to the limits and engulf you with variable 
symptoms that make daily living and forward planning an even bigger 
challenge."

Ms Shirley Widdop

"This is why the foundation of Myelopathy.org is so important. Living with 
myelopathy is a roller coaster ride of emotions, whilst struggling to hang 
on for the ride. From utter terror at the thought of being permanently 
paralysed, to total despair at being told you’ll not regain full function, ever! 
But then there’s hope and light at the end of the tunnel with the discovery 
of Myelopathy.org and Myelopathy Support. They have changed my life for 
the better, giving me the strength to hang on, not only for me and my
family, but for all those people out there who will invariably go through what 
I went through."

Mr Iwan Sadler
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PHOTOS OF THE EVENING

From left: Dr Mark Bacon, director of 
Spinal Research; and Max Stewart and 
Sam Smith, Myelopathy Student Society 
speaking with The Baroness Masham of 

Ilton.

Dr Yuichi Iwaki, CEO and President 
of MediciNova left, chatting with His 

Excellency Mr Koji Tsuruoka, Ambassador 
of Japan to the United Kingdom.

From left: Leah Boylan, Group and 
Events Manager and Sarah Gudgin

Membership and Office Administrator, 
Arthritis Action.

From left: April McKay, The Royal College 
of Emergency Medicine; Weslie Janeway, 

Trustee; and The Lord Carter of Coles.

Mr Kismet Hossain-Ibrahim from the 
University of Dundee speaking with Alice 

Willison, Myelopathy Student Society. From left: Prof Sir Stephen Powis, 
National Medical Director of NHS 

England; The Baroness Harding of 
Winscombe, Chair of NHS Improvement; 

and Dame Donna Kinnair, Chief Executive 
of The Royal College of Nursing.

From left: Dr Paul Chrisp, Director Centre 
for Guidelines NICE and April McKay, The 

Royal College of Emergency Medicine.

From left: Dr Gemma Wise, Elpis Biomed 
and Dr Michelle Starkey, Myelopathy.org.

From left: Dr Mark Kotter, Myelopathy.org 
and Prof Michael Fehlings.

Our rather fetching Myelopathy.org 
sashes.
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Our fabulous and colourful Myelopathy.org Representatives
Back row from left: The Lady Julia Carter of Coles, Trustee; Dr Gemma Wise; Dr Michelle Starkey; Dr Johann Graggaber, Trustee; 
Delphine Houlton, Facebook Support Admin & Communications; Helen Wood, Fundraising; Dr Mark Kotter, Founder; Max Stewart, 
Myelopathy Student Society; Weslie Janeway, Trustee; Sam Smith, Myelopathy Student Society; Dr Ben Davies, Founder; Oliver 

Mowforth, Myelopathy Student Society; Shahzaib Ahmed, Myelopathy Student Society; Alice Willison, Myelopathy Student Society; Iwan 
Sadler, Facebook Support Founder and Admin & Founder of Myelopathy.org.

Front row from left: Lara Smith; Frank Dutton, Community Champion; Monica Mahon; Ellen Sarewitz, Medical Communications, Shirley 
Widdop, Facebook Support Admin.

The beautiful flowers prepared for us by 
the fabulous team at Window Flowers

The room looked fantastic, we were all 
blow away by the view over the river

The tables had bowls of our personalised 
Myelopathy Matters M&Ms and lots of 

handouts



facebook.com/myelopathy

@myelopathyorg

@cervicalmyelopathy

info@myelopathy.org

Myelopathy.org requires your help, support and expertise to help us change myelopathy 
tomorrow.

How do you think we can deliver change?
What should be our short and longterm strategies?

Together we can Make Myelopathy Matter.

Please stay in touch


