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Supporting People with CMT in the UK 

 

Thank you for choosing to run and fundraise for CMT United 

Kingdom.  You will make a huge difference to the 25,000 

people thought to be affected by Charcot-Marie-Tooth disease 

in the UK. 

If you are new to fundraising for charity, you might feel a bit 

daunted by the task.  Being given a minimum sponsorship 

target can feel more daunting that doing the actual run.  But 

don’t worry, we’ll try to support you as much as we possibly 

can. 

This guide is designed to answer your questions, give you some 

hints and tips on how best to reach your fundraising target and 

more.  You can always email or phone us for further 

information and support. 

CMT United Kingdom is the only charity in the UK dedicated to 

providing support and information to people affected by Charcot-

Marie-Tooth disease.  This little understood condition affects people of 

all ages, from the very young, to the elderly and can vary greatly in 

severity, even within the same family.  

Our work is focussed on: 

 Providing practical information, support and advice to individuals 

affected by CMT, and their carers and families 

 Funding research into CMT to find effective treatments and 

cures 

 Supporting, in particular, young people with CMT, giving them 

the support and confidence to live their lives to the full. 

 Raising awareness of the condition, not only to the public but to 

the medical profession as well. 

 

 

We rely entirely on voluntary donations and subscriptions to fund our 

work. 

 

And it all depends on the support of people just like you…. 



So what do we do with funds raised? 
 

The core of our work is supporting people with CMT in the UK, from helping them, occasionally, get a 

diagnosis, through to providing them with the best information regarding how to cope with, and 

manage, the condition successfully.   

In order to do this, our members receive a full colour 

magazine three times per year, which is full of useful 

information about the condition; articles about 

benefits; how other people are coping and some 

inspiration stories from members. 

We have also commissioned a 165 

book about CMT, called “CMT: A 

Practical Guide” which is freely 

available to members. 

And of course, nothing beats 

speaking to, or emailing someone 

in person.  Our office is manned six hours per day, 

five days per week with staff who can provide that 

bit of personal contact that makes all the difference.   

We also have a variety of other publications and guides on many subjects, 

including detailed guides to claiming relevant benefits. 

 

For younger people with CMT, we fund an Activity 

Weekend annually, enabling teenagers to experience 

canoeing, rock climbing, caving, archery and many other 

activities that they would not normally be able to take part 

in.  This weekend costs, on average, £5000 per year to hold. 

 

 

And lets not forget research—the “holy grail” for most of us is to have a viable treatment or cure that will 

be effective against the most common types of CMT.  We collaborate with other charities on funding PhD 

students looking into the disease mechanisms of CMT at a cellular level, we have a partnership with the 

MRC Centre in Neuromuscular Disease in 

London, funding a ground breaking project to 

measure progression in CMT using MRI 

scanning, and also fund pilot projects into 

therapeutic interventions, such as balance 

training etc.  Our aim is to increase our 

funding for research dramatically over the 

next five years. 



How far do you think you can go? 
So you have the running bug and would like to take on a challenge on behalf of CMT United Kingdom?  

Well, we have a whole variety of runs on offer to suit anyone!  Whether you are new to running or are 

seasoned runner, we have the perfect event for you. 

Remember that in addition to the events listed here, you can run at any local, national or even 

international event and still raise money for us.  All you have to do is sign up directly with the race 

organisers and then get in touch with us to let us know. 

In return for your dedication to the challenge and to our charity we will support you all the way to the 

finish line by providing you with: 

 Training guides for various distances, dependent on your experience 

 A CMT United Kingdom running vest 

 Flyers or leaflets to hand out to potential donors/sponsors 

 Printed sponsor forms  

 And whatever support we can give you from the office! 

All you need to do is raise AT LEAST £500!  Deal? 

 

We have places available at the following events for 2016: 

Great Edinburgh Run   17th April    10 miles 

Great Manchester Run   22th May    10K 

Edinburgh Marathon Festival  28th/29th May   various distances 

Big Fun Runs—all over the UK, between July and November 5K 

British 10K London Run  10th July    10K 

Bournemouth Marathon Festival 1st/2nd October  various distances 

Great North Run    11th September  13.1 miles 

Great South Run    23rd October   10 miles 

In all instances, go to www.cmt.org.uk/fundraising/run-a-marathon to find the relevant links to get 

your places. 

We are unable to get guaranteed places in the London Marathon—the bond packages are closed for new 

applications.  You may be able to obtain a place through Muscular Dystrophy UK but you will have to 

commit to raising funds for them, rather than directly for us.  However, they frequently fund research 

into CMT, often collaborating with us, so you can specify that any monies 

you raise must be allocated to that fund.  You should also note that they will 

expect you to wear one of their running shirts, rather than ours!   Find out 

about the support they can give you at http://

www.musculardystrophyuk.org/events/londonmarathon2016/ email them for more information— 

events@muscular-dystrophy.org 



Edinburgh Marathon Festival—28th/29th May 2016 
Top 5 reasons to run in the Edinburgh Marathon Festival 

Now in its 14th year, this popular and ever-growing marathon festival 
takes place in Scotland’s capital city with the Edinburgh Castle as its stun-
ning backdrop. It continues through East Lothian offering stunning views 
and an unforgettable running experience. 

With its fast and flat route, this marathon is one of the 
fastest in the UK so can deliver that elusive personal 
best for runners! Edinburgh Marathon joined the 
world’s elite road races in 2012 by becoming the first marathon in Scotland to be offi-
cially recognised by the IAAF, the athletics governing body. The IAAF bronze label puts 
the race among the top 75 in the world making it a pivotal part of the sporting calen-

dar for runners.  

You can have a choice of a full 26 mile Marathon, 13.1 mile Half Marathon, 10K, 5K and two Junior Rac-

es—2K for 9 to 12 year olds, and 1.5K for 6 to 8 year olds.  There is even the Hairy Haggis Team Relay, 

which is a full Marathon, split into four legs! 

Bournemouth Marathon Festival—1st/2nd October 2016 

The 2016 Bournemouth Marathon Festival takes place on Saturday 1st & Sunday 2nd October. Stunning 
sea views, fresh crisp clean air and the very best of Bournemouth and Poole is on show as the South Coast 
is home to an international marathon. This is the perfect natural environment for “running as it should 
be”. Be a part of it! 

The Bournemouth Marathon Festival brings many distances together in one unique festival of running. 

The course is fast and picturesque, making it a must-do for anyone looking to set a PB. With 6 races to 

choose from there is something for all abilities, so if you don’t feel up to running a full marathon, then 

why not enter the half marathon, supersonic 10k or supernova 5k? There are also junior races for the 

kids, so why not get the whole family involved! 

This is our home race, you never know we might even be able to come 

and cheer you on! 

 

 



Big Fun Runs 
 

The Big Fun Runs are held in 18 venues all over the UK, and are short 5K 

runs, for beginners.   

Pick from: 

Derby      Brighton 

Southampton     Maidstone 

Nottingham     Liverpool 

Sheffield      Leeds 

Manchester     Birmingham 

Coventry      Glasgow 

Edinburgh      Ipswich 

Milton Keynes     Newcastle 

London Crystal Palace    London Victoria Park 

 

Dates and confirmation of venues can be found at www.bigfunrun.com  

 

Great Runs 
We’re delighted to announce that we have five guaranteed places in each 

of these iconic “Great Runs” for 2016.  Contact us quickly to make sure you 

grab your spot! 

Great Edinburgh Run  10 miles  17th April 2016 

Great Manchester Run  10K   22th May 2016 

Great North Run   13.1 miles  11th September 2015 

Great South Run   10 miles  23rd October 2016 

 

 

Vitality British 10K London Run 
 

Run past some of the most famous landmarks in the 

world, starting in Piccadilly, past Trafalgar Square (three 

times!), Big Ben, Westminster Abbey, Buckingham Palace 

and St Pauls Cathedral to name but a few.   

The date for your diary is 10th July 2016.   



So what happens now? 
You’ve got your place, you’ve received your running shirt—

what do you do next!  You start the hard part—fundraising—

that’s what’s next! 

 

Get online 

The easiest way for you to collect your sponsorship money is 

by using an online fundraising page.  These are easy to set 

up and maintaint, they’re completely secure and really easy 

to share with everyone you know! 

Just go to www.justgiving.com and click on the “Start 

Fundraising” box.  The site will guide you through the 

process—don’t worry, it’s really easy.  Send the link to everyone you know,  and post it to your Facebook profile and tweet 

about it too!   Once money starts rolling in, it is transferred, on a weekly basis, directly into our bank account, so you don’t 

have to worry about a thing.  And if you do receive donations in cash, you can update the “offline” amount to reflect these too.  

They even deal with Gift Aid on our behalf too! 

Making an impact 

1 Personalise your page—giving your personal story, sharing pictures and writing updates on your training progress really 

does make a huge difference to how much you raise. 

2 Try to find some lovely person to make your first donation, who will make it a good high one, then that will encourage 

others to do the same! 

3 Make sure you include a fundraising target, and repeat this to people when you make the “ask” in any emails. 

4 Promote your page using social media. 

Here is Justgiving’s top tips and insights on social media and fundraising 

Facebook is best! 

A whopping 97 percent of all social media donations come from Facebook.  Updating your 

Facebook status with a link to your page means it will appear in the timeline of all your Facebook 

friends!  Ask people to “like” and share your status, then news of your fundraising will spread 

even further.   

Spread the word on Twitter 

Twitter might not be as popular as Facebook, but donors coming from Twitter tend to give 

considerably more.  Tweet a link to your page and ask your followers to retweet.  And keep doing 

this at regular intervals.  If you also tag us in the tweek (@CMTUnitedKdom) we’ll retweet to our 

followers too. 

Make a video for YouTube 

Video is a great tool for sharing your story.  Most smartphones take really high quality video, so 

it’s never been easier to make a short video and share it to your friends.  You can also add a link 

to the video on your Justgiving page.   

 

And don’t forget to use JustTextGiving, Justgiving’s free text giving service, allowing people to 

donate via SMS.  Once you’ve created your page, you can create a unique code, so that friends 

and family can donate via text.  It’s completely free and 100% of the money comes to us. 



How to find us: 

 

CMT United Kingdom, 3 Groveley Road, Christchurch, BH23 3HB 

Telephone:  01202 474203 

Email: fundraising@cmt.org.uk or karen@cmtuk.org.uk 

 

www.cmt.org.uk   |    www.facebook.com/cmtuk     |    @CMTUnitedKdom 

 
Registered Charity Number: 1112370 


