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WHAT’S INSIDE.  Issue 205. Spring 2019WELCOME

Dear Friends, 

We hope you had a good start to the new year. 

This month may be a time of  uncertainty in the UK, but thankfully our relationship 
with European research collaborators is looking as strong and stable as ever 
(p. 9). Other collaborations are celebrated this issue, as some of  our generous 
fundraisers dedicate their donations to ataxia research (p. 15). 

A few familiar faces have lent us their support this past year (p. 4, p. 11); we’re 
so grateful, as celebrity endorsement gives such a boost to our campaigns and 
morale. If  you have a connection with the stars, please do consider whether you 
might approach them to support us. Meanwhile, others 
looking to the skies this spring might decide to join our 
new ‘19 for19’ skydiving team (p. 13)!

We’re looking west as we head to Cardiff  on 29 June 
for this year’s regional conference. We look forward to 
seeing our Welsh Friends and anyone else who wishes 
to attend (p. 10). 

Best wishes for 2019,

Sue Millman

Welcome

HELLO

HELLO

In the office
Emily

Hello to Dr Emily Cutting, our new Research 
Officer. Emily has recently completed her degree in 
pharmacology and PhD in cystic fibrosis research 
at UCL, and now starts a new chapter with us. She’s 
very excited to be here!

Leanna

A warm welcome to Leanna Coleman, our new 
Communications Intern. As a new graduate 
in English and Journalism, Leanna is keen to 
begin her career in both the charity sector and 
in communications. She will help to produce the 
magazine and keep you all informed on social 
media!

KEY CONTACTS

•  Sue Millman - Chief  Executive
 smillman@ataxia.org.uk

Helpline & Membership 

•  Sheila Benneyworth
-  Helpline and Membership Officer

Contact our helpline:

 helpline@ataxia.org.uk 

 0845 644 0606

Research

 research@ataxia.org.uk

•  Dr Julie Greenfield 
-  Head of  Research

Fundraising & Communications
 fundraising@ataxia.org.uk

 communications@ataxia.org.uk

•  Dan Beacon
-  Head of  Fundraising and   
 Communications

•  Kelvin Gichohi
-  Individual Giving Manager

•  Rebecca Holt
-  Community Fundraising    
 and Branches & Support Groups  
 Manager 

•  Zoe Lonergan
-  Fundraising Officer

•  Stephanie Marley
-  Communications Manager 

 For queries, feedback, or to   
 request a large-print copy of the  
 Ataxia Magazine, please contact 
 Stephanie Marley.

Contact our office
	 office@ataxia.org.uk	
 020 7582 1444

 Ataxia UK
 12 Broadbent Close
 London N6 5JW

 www.ataxia.org.uk 
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Network updates 

Geraint & friends on 
the summit of  Mount 
Kilimanjaro

Congratulations, Geraint!
Geraint Williams from South Wales has lived with 

Friedreich’s ataxia (FA) for 10 years, affecting his 

balance, co-ordination and mobility. In October, Geraint 

completed his remarkable goal of  climbing Mount 

Kilimanjaro. He used a mountain trike borrowed from 

previous Kili climber and Ataxia UK Friend, Iain Fryatt. 

Geraint was joined by former World Champion boxer 

and pundit, Glenn McCrory, his father, Clive and friend, 

Ashley Pearce. Together they formed Team David, so 

named in memory of  Glenn’s brother, who had FA, and 

raised an astonishing £4,130! Glenn’s partner Nicola 

also climbed Roseberry Topping in Yorkshire, raising an additional £194. 

Going one step further, Geraint also got himself  and ataxia on ITV News 

Wales, sharing his story with the nation! You can read more here: 

www.itv.com/news/wales/2018-11-25/man-with-rare-nerve-condition-
climbs-mount-kilimanjaro-to-raise-money-for-charity. 

Support in Ipswich and Colchester
Patsy Riggs and the Ipswich (top) and Colchester Support Group 

(bottom) cleverly centred their September and October meetings around 

International Ataxia Awareness Day (IAAD) last year by holding a stand 

in both town centres, giving out information leaflets and taking donations. 

They put up balloons and posters and looked back at their photos from the 

last ten years together. They had a great time together and raised £150, 

which they doubled by donating through The Big Give. Thank you to 

everyone involved for all your efforts in raising awareness and funds: great 

team work! Our Support Groups and Branches are a brilliant way to meet 

others and make new friends. To find out more about them go to: 

www.ataxia.org.uk/Pages/FAQs/Category/branches-and-support-groups.

Welcome additions to the Board
A warm welcome to Robert Perkins (top), William Littleboy (middle) 

and Kathy Jones (bottom) who join the Ataxia UK Board of  Trustees. 

Robert is an actor, TV producer and director who sadly lost his aunt to 

ataxia last year. He has supported Ataxia UK through many marathons 

and runs, and now joins the Board. Recently diagnosed with ataxia 

himself, William brings his financial expertise from a long career in the 

finance sector and as a recently-retired CEO of  Standard Life Aberdeen. 

Lastly, Kathy joins the Board after her husband was diagnosed with 

ataxia six years ago. An FMAAT qualified accountant and Head of  

Finance for 11 years in a not-for-profit organisation, Kathy has been 

elected Treasurer for Ataxia UK. Thank you all, and welcome to the team! 

Read more about our new trustees on our website: 

www.ataxia.org.uk/Pages/News/Category/trustee

ATAXIA PEOPLEATAXIA PEOPLE

Deborah Brown has ataxia and scoliosis. A few years ago, she was 
told by The DWP that to keep her welfare allowance, her mobility 
would need to be reassessed under the new Personal Independence 
Payment (PIP) scheme. Sadly, her support was taken away. 
“I’ve received benefits for a long time, as I’ve had scoliosis for most of  
my adult life. Before the DLA scheme was changed to PIP, I received the 
middle-rate of  DLA support (£57.30 per week) and had a Motability car. 

When I received a letter from DWP saying my disability would have to 
be reassessed, my ataxia meant I could barely walk on my own. I relied 
on my Motability car to get me to work. To remain eligible for Motability 
on PIP, the DWP had to rate my mobility as severe and put me forward 
for the ‘higher-rate’ of  support. I wasn’t worried, as I left my assessment 
feeling positive … but they put me on the ‘standard-rate’. I was no longer 
eligible for a Motability car. They took it away.

Without it, I couldn’t get to work. I was left with an ultimatum: buy myself  
a car and adapt it so I could drive, or give up working entirely. This was 
such a stressful time that I was prescribed anti-depressants. I wanted 
to work, so made the necessary purchases, borrowing thousands of  
pounds from my parents and setting up a GoFundMe page to afford 
them. 

But my ataxia was progressing; after a while, I couldn’t get in and out of  
my car without help. So in March 2017, I appealed the DWP’s decision. 
They profusely apologised for their mistake, saying: “you shouldn’t have 
to be here.” In January 2018 (a very long time to have no care), I was 
finally reinstated on the higher-rate of  PIP, which made me eligible for a 
Motability car again - but because of  DWP’s mistake, I already had a car. 
To sell it, I’d have to remove its adaptations, which would cost another 
£3,000. 

Not believing I should have to lose another £3,000, I sent them a 
letter asking for compensation. That was in April 2018; I still haven’t 
received a response. I’ve been on the BBC local news three times 
and have contacted the local council for support, but all I can 
do is wait. I don’t know what the future holds, but my advice to 
anyone in a situation like this is to fight and keep on fighting.”
If  you are in a similar situation, or happen to find 
yourself  in one, there is a helpful page 
on applying for benefits on our 
website: www.ataxia.org.uk/news/
applying-for-benefits. If  you want 
to read more on the Motability scheme, you 
can at: www.motability.co.uk.
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Fighting for my rights: 
my PIP assessment



RESEARCHRESEARCH

A new research project investigating the cellular 
mechanisms in heart cells, in order to develop 
treatments for heart disease in Friedreich’s ataxia 

We are pleased to announce that Ataxia UK, along with Friedreich’s 
Ataxia Research Alliance (FARA), have awarded a research grant to 
Dr Christopher Carroll (right) at St George’s University of London. 
People with Friedreich’s ataxia (FA) often develop cardiac symptoms, 
such as changes to the heart muscle, which can lead to heart 
disease. Patients suffering from a different group of  conditions, called 
mitochondrial disorders, often develop a similar type of  heart disease. 
Dr Carroll and his team have previously identified a mechanism 
occurring in cells which causes the progression of  the type of  heart 
disease associated with these mitochondrial disorders. They have 
shown that levels of  certain proteins involved in this mechanism are 
increased in the heart and muscle tissue of  laboratory mice which 
have this type of  heart disease.

During this new research project, the team will look at the same 
mechanism in a mouse model of  FA. This will show whether this 
mechanism is similarly involved in the development of  heart disease in 
FA, and whether it could be targeted as a way to treat the FA cardiac 
symptoms. The results from this project could be extremely valuable in 
giving us information that could eventually lead to the development of  
new treatments for cardiac symptoms and heart disease in FA patients.

New FA research project
Project investigating potential therapy 
for SCA2 awarded second year 
of  funding

Ataxia UK has just awarded a second year of funding 
to a project investigating a drug called cordycepin as a 
potential treatment for SCA2. 

Dr Clevio Nobrega (right) and his team at the University 
of Algarve, Portugal have spent the past year conducting 

experiments in human cells derived from patients 

with SCA2 in order to test the effects of  a drug called 

cordycepin as a potential treatment for SCA2. Ataxia UK 

has recently awarded the group funding for year two of  

their investigation. We interviewed Dr Nobrega about the 

progress of  the project so far and his aims for the coming 

year.

What is this project about? 

Previous data from our laboratory has identified that by 

inhibiting the production of  certain proteins, we may be able to 

provide some kind of  therapy for SCA2. In line with this idea, we 

published some results showing that cordycepin is able to reduce 

the production of  the mutant form of  a protein called ataxin-2. We 

also showed that cordycepin induces ‘autophagy’ - a process 

of  ‘cellular recycling’. Our goal in the first year of  the project 

was therefore to study the impact of  cordycepin in different 

SCA2 cellular models. We investigated how effective it 

could be in reducing mutant ataxin-2, without causing 

damage to cells.

What have you discovered so far?
We found that cordycepin is able to significantly 

reduce the levels of  mutant ataxin-2, in different doses. 

Moreover, treating cells with cordycepin did not create 

any more damage to cells, compared to controlled 

conditions. This means that cordycepin may be classed 

as non-toxic at the dose levels tested. 

What do you hope to achieve in the following year? 
In this second year of  the Ataxia UK-funded project, 

we aim to study the cordycepin treatment in a SCA2 

animal model. These types of  studies are a very 

important next step towards being able to use the drug 

in humans. Thus, we hope to provide evidence showing 

that cordycepin is able to reduce the harmful effects of  

mutant ataxin-2 on brain tissue, and that it is also a safe 

and non-toxic treatment to the animal models.

Investigating SCA2
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AMRC Open Research 
Ataxia UK has been working in partnership with 23 other members of  the 
Association of Medical Research Charities (AMRC) to develop a new 
open access publication platform called AMRC Open Research. Open 
access publishing removes some of  the barriers of  traditional publishing: 
research can be published in a matter of  days, as opposed to months or 
years. It is also more accessible, as all articles published on the platform 
are freely available to everyone. Any research that we have funded (past 
or present) is eligible for this platform. We hope that by making this 
platform available to our researchers they will be able to publish their 
findings more rapidly, and in this way, AMRC Open Research should help 
to accelerate our understanding of  ataxia.



Euro-ataxia annual meeting
The annual conference of  Euro-ataxia (the federation of  ataxia charities 

in Europe) took place in Frankfurt in November, hosted by the German 

ataxia charity DHAG. It was supported by Ataxia UK, who organised the 

programme and secured sponsorship from the pharmaceutical company 

Biomarin. A total of  20 Euro-ataxia representatives from 14 different 

member groups attended (including two new members): a very good 

level of  participation. The annual meeting is a useful opportunity to share 

information amongst patient groups in different countries, as well as to 

have updates on research. More information can be found on the Euro-

ataxia website (www.euroataxia.org). 

Importantly, we also collaborated with the project coordinators of  the 

European Friedreich’s ataxia research consortium (EFACTS) to 

hold their annual meeting at the same venue the day after Euro-ataxia. 

This allowed information to flow between groups, ten researchers 

from EFACTS, also attended the Euro-ataxia conference. Together with 

representatives from two pharmaceutical companies (Biomarin and 

Reata) this made it a diverse group and encouraged very interesting 

discussions, such as a discussion session focusing on the role of  patient 

groups and patients in research. A Patient Charter resulting from this 

meeting is now being prepared. The meeting was also an opportunity to 

discuss the ‘Value of Treatment’ project (see Page 8) and to find patient 

groups and researchers to get involved.

A representative from the European Reference Network for Rare 

Neurological Diseases (ERN-RND) gave an overview of  what has been 

achieved to date by this network. This is an EU-funded initiative with the 

aim of  creating a network of  collaborating specialist centres within EU 

members states that pool expertise and help to ensure that knowledge 

is shared. Specialist centres in a number of  rare neurological conditions 

(including the ataxias) around Europe can be members of  this network 

if  they comply by a number of  criteria; from the UK, the London Ataxia 

Centre is part of  the ERN. The ERN work is in three areas:

• Knowledge dissemination (guidelines, healthcare 

pathways, education and training)

• Knowledge generation (sharing experience and expertise, 

research and innovation)

• Virtual healthcare (specialist advice, discussion of  

complex cases across Europe)

One of  the network’s projects is to create medical guidelines 

for each condition. As part of  this aim, the ERN-RND 

examines currently available guidelines and, if  deemed of  

good quality and developed in appropriate ways, they are 

given an ERN ‘stamp of  approval’. We were delighted to hear that on the 

7 November the ERN-RND affirmed the value of  the Ataxia UK Medical 
Guidelines in management of  the ataxias. Regarding any implications of  

Brexit and what would happen to UK clinicians who are part of  many of  

these networks, it was agreed by the ERN-RND that the UK would form a 

privileged partnership, and thus the situation should not change. 

RESEARCH RESEARCH

Improving healthcare provision for rare 
neurological conditions 

The European Brain Council, a not-for-profit organisation with the 
mission of  promoting brain research, has recently been working with 
researchers and charities on a research project called ‘The Value of 
Treatment’. This project focuses on a number of  common neurological 
conditions, such as multiple sclerosis, and involves examining gaps 
in diagnosis and treatment provision, as well as researching solutions 
that could result in cost-effective improvements in healthcare services. 
This project resulted in policy recommendations being made both at 
the European and national levels, and a White Paper being presented 
at a meeting at the European Parliament in July 2017. The Head of 
the London Specialist Ataxia Centre, Professor Giunti gave a talk 
about the Ataxia Centre at this meeting, also attended by Ataxia UK’s 
CEO (see Ataxia magazine 200). Following the success of  this project, 
the European Brain Council then launched the ‘Value of Treatment 2’ 
project, focusing on rare neurological conditions. 

We are delighted that a research project on the ataxias, proposed by 
AUK, Professor Giunti and collaborators, has been accepted by the 
European Brain Council as one of  the rare diseases to be studied. This 
project was made possible by grants awarded from two pharmaceutical 
companies we are working closely with: Takeda and Reata. Over the last 
year we have set up a Working Group of  experts and made progress 
on this project, including designing a survey that we are now ready to 
circulate to people with ataxia in the UK (see below). We also plan to work 
with partners in Europe to collect data from other countries. Thank you to 
those Friends of  Ataxia UK who have helped us to pilot the survey and 
ensure our questions are understandable and helpful. We hope to collect 
data about experiences of  healthcare services and on costs, as this will 
be helpful in providing policy recommendations that we hope will result 
in improvements in healthcare for people with ataxia.  Please help by 
completing the survey!

Patient Care Pathway survey
Ataxia UK is working with researchers at the University College London 
and the European Brain Council to learn more about the healthcare 
experiences of  patients with ataxia in the UK, whether experienced at a 
Specialist Ataxia Centre or through primary, secondary and tertiary 
centres of care. We will gather this information through an online survey 
aimed at people with ataxia who are aged 16 and above (the survey can 
also be completed by someone else on their behalf). The data will also 
help identify what works best for patients with ataxia, and to make policy 
recommendations for improvements in healthcare. 

The survey, along with further information can be found on our website 
www.ataxia.org.uk/news/healthcare-research. Alternatively, we can 
provide a paper version. Please contact Julie	Greenfield,	Ataxia	UK’s	
Head of Research for any questions or further information. 
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REGIONAL CONFERENCE WELSH CONFERENCE HEALTH & WELLBEING

Our Welsh Conference takes place on Saturday 29 June 2019 in Cardiff, 
and will be packed full of events tailored to our Welsh delegates. 
Visit the website (www.ataxia.org.uk/Event/ataxia-uk-welsh-

conference-2019) to discover more, book your tickets and find out how 

to apply for a bursary. 

Where? The Future Inn, Hemingway Rd, Cardiff  CF10 4AU

What’s in store? 

Dr Mark Wardle, a Cardiff-based neurologist with experience in ataxia 

has been invited for our Doctor’s Q&A, and our Head of  Research, 

Dr Julie Greenfield, will provide a research update. We hope Emma 

Hughes (right), the Welsh representative of  Genetic Alliance, will tell us 

about their rare disease work in Wales. Registration opens at 9.30am; 

the conference runs from 10.00-5.00pm with lunch provided. People will 

also be sharing their tips on coping with ataxia in our ‘It Works for Me’ 
sessions; if  you’re affected by a recent diagnosis, come to learn more 

about the condition in our ‘All About Ataxia’ breakout. We also hope to 

offer massage sessions. We aren’t planning to host a children’s event or 

a Conference Dinner, although if  there are a number of  people staying 

overnight on Friday evening, we can arrange to eat together. 

Booking 

Early bird tickets go on sale on 8 February. Book online via the website 

link above or call the office on 020 7582 1444 to order a paper booking 

form. Regular rates will apply from 28 May.

Tickets Early bird rate Regular rate (from 28 May)

Delegates with ataxia £34 £37

Delegates without ataxia £36 £39

Bursaries 

We have a limited number of bursaries to help with travel and attendance 

costs; applications must be in by 14 May 2019 and are awarded on a 

first come, first served basis. You can only be awarded one bursary per 

calendar year: if  you’re awarded one for the Welsh Conference, you’ll be 

unable to apply again for October’s Annual Conference. You can download 

the bursary form from the website, or call the office to request a paper form. 

Accommodation 

All delegates must ring the hotel on 02920 487 111 to book their rooms, 

and quote ‘ataxia allocation 416501’. There are a number of  adapted 
rooms available at the Future Inn and others in the area if  more are 

needed, and they will be reserved for us up to 30 days before the 

conference, so please book in advance to make sure you don’t miss out. 

All rooms include breakfast and VAT, and cost the following: Friday £83 

(single) and £95 (double); Saturday £129 and £141 respectively. Please 

note that room bookings can be cancelled up to 24 hours before the 

conference. Parking at the hotel is free.

If you have any queries about the booking process or conference in 

general, please contact us via conferences@ataxia.org.uk, or call the 

office. We look forward to seeing you there!

At our Annual Conference in October, our patron Paul Coia interviewed 

James Moore, actor with ataxic cerebral palsy. 

Paul Coia (PC): How did you get in to acting?
James Moore (JM): I was always a fan of  TV drama and movies so I 

did drama at school and amateur dramatics. I eventually got in to the 

National Theatre, but because of  my disability I assumed it wouldn’t go 

any further. There were no disabled actors on TV.

PC: So what did you do?
JM: I studied photography at University as people said I was good at it. I 

combined my photos with drama, and I put on exhibitions. 

PC: Like what?

JM: I did a project on my fear of  drowning, and had some friends water 

board me. I sewed my legs together for another one to explore why my 

limbs don’t work. I like the shock value of  drama. 

PC: That’s a bit extreme, no?
JM: I had fun. I was asked why I hurt myself, and it’s because I wanted to 

be immersed in it. When my parents came to the exhibitions it all clicked 

for them. 

PC: Were your school days happy?
JM: I had full time support so I stood out like a sore thumb, and I didn’t 

have a lot of  friends until I was around fifteen when I met more open 

minded people. I had better fun out of  school than in. 

PC: Was it easy as an actor to get an agent?

JM: I sent my show reel to agents across the board and not one even 

replied. Then I targeted those who specialised in actors with disabilities. 

Only one got back to me, and she was great. She found me the 

Emmerdale role. 

PC: Are you enjoying it?

JM: For sure. I did a scene where I had to hit my Dad with a plank of  

wood. With my poor coordination it was such a laugh. They’re very 

accommodating.

PC: What difference has it made to your life?
JM: Shopping used to take half  an hour. Now it’s around 90 minutes. 

Everyone wants to talk or take selfies, and I love it. I feel like a disability 

ambassador. 

PC: What lessons have you learned?
JM: It’s all about self-confidence and belief. I’m having the best time 

because I’m accepting of  my disability and nothing’s getting in my way. I 

don’t hold back or make my own mind-set become another obstacle.

PC: You have 24 hours left to live. How do you spend it?
JM: I would put on a performance of  my favourite musical, Rent. I’m 

ready for it right now as I’m word perfect. I’d invite Jack Black and 

Bonnie Tyler to join me in the cast. That would be perfect.

Acting with a disability
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Save the date!
Our Annual Conference 
takes place on 4-5 
October 2019 at 
the Raddisson Blu 
Stansted Airport Hotel.
More details coming soon!

OCTOBER

4-5



FUNDRAISING FUNDRAISING

A Big Give thank you 
Ataxia UK took part in the Big Give Christmas Challenge in 
December to help fund ground-breaking ataxia research and the 
establishment of the UK’s first NHS Ataxia Paediatric Centre. 
Thanks to our pledge donors, Friends of  Ataxia UK and The Hospital 

Saturday Fund, your Christmas donations were doubled in under a week. 

Your incredible generosity meant that we not only reached our £40,000 

target, but exceeded it: you helped raise £49,621 - and that isn’t counting 

the additional £6,658 you gave through the Christmas Appeal! Your 

donations will not only help critical research programmes for people living 

with ataxia, but will help provide support and care for future generations 

through the UK’s first NHS Ataxia Paediatric Centre. This couldn’t have 

happened without Friends like you. We’ll update you on the progress of  the 

ataxia research programme and Ataxia Paediatric Centre in future issues. 

Ataxia UK needs you!
Ataxia UK is applying again to take part in the UK’s biggest 
online match funding campaign this Christmas. If  you would like to 

participate by becoming a pledger donor, and contribute to the matching 

pot, please contact the Ataxia UK Fundraising Team at fundraising@
ataxia.org.uk or give us a call on 020 7582 1444 for more information. 

The Ataxia UK 2019 Spring Raffle
Play Ataxia UK’s 2019 Spring Raffle and you could win £200, plus 
many more exciting prizes.

Ataxia UK’s Spring Raffle is back! By taking part in the Spring Raffle 

today, you can help transform the lives of  thousands of  people across 

the UK living with ataxia. You will find one raffle book of  tickets in this 

issue. Each book contains 10 raffle tickets, which are sold at £1 each. 

The money raised will help fund Ataxia UK’s support services and ataxia 

research. Sell as many tickets as you can to friends, family and loved 

ones to increase their chances of  winning one of  our wonderful prizes, 

including a top cash prize of  £200! 

How to play

Step 1: Fill in the full name, post address and telephone number on each 

ticket purchased by the raffle player. One raffle ticket costs £1 and a 

book of  20 tickets cost £20. 

Step 2: Send your proceedings along with the purchased raffle ticket(s) 

to Ataxia UK using the enclosed FREEPOST envelope by Friday 3 May 
2019. Please note: If you sell all of your tickets and would like to sell 

more, email fundraising@ataxia.org.uk or call us on 020 7582 1444.

The Ataxia UK 2019 Spring Raffle draw takes place on Friday 10 May 
2019 at the Ataxia UK office.

Join #TeamAtaxiaUK to support people with ataxia and fund a cure. 
We have something for everyone. Our fundraisers will receive ongoing 
support, a fundraising pack and vest or t-shirt to wear when taking on 
their challenge. Check out some of our upcoming events below:

19IN19 SKYDIVES 

When: Throughout 2019. Where: Across the UK. We’re seeking 19 brave 

individuals to make the biggest ever Ataxia UK skydive team! If  you’re 

excited by the thought of  jumping over 10,000 ft and completing a once 

in a lifetime challenge, then this is for you!

SUPERHERO TRIATHLON 

What: An inclusive Triathlon with three different distances. Anyone can 

enter, as long as there’s at least one disabled person per team and if  you 

have ataxia or another disability, you can bring a superhero ‘Sidekick’ 

to push, guide or simply accompany you around the course. When: 

17 August. Where: Dorney Lake Windsor. All gadgets and gizmos are 

welcome from chairs to walking frames to bikes!

GET SPORTY

Sunday 4 August 2019. Prudential Ride London-Surrey 46 

The 46-mile route travels down closed roads from the Queen Elizabeth 

Park to The Mall for an incredible finish - a great event for Trikes and 

fantastic for those with ataxia. 

Sunday 4 August 2019. Prudential Ride London-Surrey 100                                                                                                                                              
This sought-after, 100-mile cycle travels through London and into Surrey’s 

stunning countryside, before finishing at The Mall. With challenging 

climbs and the 2012 Olympic route, it’s a truly spectacular event.

Sunday 6 October 2019. Cardiff Half Marathon 

As the UK’s second largest half  marathon and Wales’ largest road race, 

don’t miss this stunning run through and around Cardiff  city centre!

Sunday 13 October 2019. Manchester Half Marathon 

The flattest, fastest and friendliest half  marathon that’ll take you around 

the city and finish at the world-famous Emirates Old Trafford.

Sunday 13 October 2019. Royal Parks Half Marathon (London) 
This spectacular race takes you through some world-famous London 

landmarks with stunning autumnal views.

BE INSPIRED BY OUR 12-IN-12’ERS OF 2018!
James Riddiford (right) completed 12 marathons for Ataxia UK last year 

and raised an incredible £1,950. To read James’ story, please see our 

website: www.ataxia.org.uk/blog/my-12-in-12-james-riddiford
Donna Vant (far right) participated in the 12-in-12 challenge for Ataxia 

UK and raised an amazing £500! Read Donna’s story: www.ataxia.org.

uk/blog/my-12-in-12-donna-vant
James Tattersall (right) recently completed his 12th marathon for Ataxia 

UK, raising a huge £3,360! Read James’ story: www.ataxia.org.uk/blog/

my-12-in-12-james-tattersall

E V E N T S
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Chance2Win 
Winners

1st Prize: £500 
Seamus Ferguson

2nd Prize: £250 
Phil Palmer

3rd Prize: £150 
Howard Marshall



FUNDRAISING FUNDRAISING

Fundraising thank yous
We are overwhelmed with the effort everyone has given to support 
people with ataxia. We would love to thank you all, if we had the 
room! Here are some of the wonderful fundraising events you’ve 
generously carried out over the past few months.

Sporting challenges
Congratulations to Richard Cashman and Stephen Cook (above right)

who not only completed the Cardiff Marathon, but also raised £554 and 

£465 respectively!

Thank you to Heather Sitch and family (right), who completed the 5km 

Surrey Hills Challenge raising £775 in memory of  Heather’s Brother 

Christopher who had Friedreich’s ataxia.

Thank you Tracey and Jackie Rhodes Muir and John and Linda Brown 

who fundraise annually to remember daughter and friend, Pamela Cairns 

who had FA. They took on The Kelpies Challenge raising a brilliant £440!

Thanks to our fantastic Great North Runners, Farah Hasan, David 
Leonard, Andy Dixon and Ian Usher (right) who raised £340, £635, £405 

and £350 respectively. Ian’s three-year-old daughter Charlotte (right) also 

completed the Great Tees Mini Run and loved getting her medal! 

A huge thank you to Georg Herdt and his 25 strong team who 

completed the Oxford Half Marathon raising £2,819! Georg has 

Friedreich’s ataxia, and is signing up for 2019!

Community events
A big thank you to Arthur and Joan O’Neill for holding a beautiful dance 

at the Corby Silver Band Club raising a fantastic £235. 

Mary Hammond and her friend Pauline (right) knitted some lovely items 

for Ataxia UK. Mary’s neighbour has ataxia, and so she wanted to help in 

this fun and creative way!

Our thanks to Chris Ross for organising a golf  day, raising a phenomenal 

£4,868. Chris is the uncle of  Tallulah Clark, who has also raised over a 

whopping £10,000 in the past year. Thanks also to Olivia Clark (Tallulah’s 

mum) for her help in organising the day and sourcing raffle prizes.  

Thank you to Kirstin Pettitt, Jamie Lee Knott, Emma Regan, Danny 

Birtwistle and Reece Mortiboys at the Dark Horse Collective for holding a 

tattoo experience with the Lichfield Knights of the Round Table raising over 

£600! They also organised a Santa Sleigh evening (right) raising £200!

Jenny Southey collected donations throughout 2018 and raised £400 at 

a Christmas Fair. Jenny has been supporting Ataxia UK for over 15 years. 

We cannot thank her enough for her support and dedication to the charity. 

Congratulations to Stephanie and Frank Jolley (right) on their wedding 

and thank you for collecting donations in lieu of  gifts which totalled £1,730! 

Skydiving
A big high five to Emily Watson, Katie Roberts and Thomas Young (right) 

who completed their first ever skydives in memory of their loved ones. Emily 

for her nan, raising £395, Katie for her mum, raising over £800 and Thomas 

in memory of his uncle, raising £442. Thank you so much everyone.

Thank you Leah Stacey, Abigail and Ben Weight, Bradley Sharp and 

Julio Luna (right) who jumped for Abbie and Ben’s mum Mandy, and 

raised £2,072! Congratulations on being so brave! 

Funding ataxia research

3 Day EPIC cycle, September 2018
Last year, Richard Bradford set himself  an almighty challenge … not only 

to organise and complete a team 250-mile cycle from London to North 
Wales (right) and climb Mount Snowdon in three days, but also to raise 

£29,000 for research into finding treatments and a cure for Friedreich’s 

ataxia (FA). Richard’s teenage daughter Megan has Friedreich’s 

ataxia and got involved with the fundraising, raising over £1,300 with 

an awesome tea party. Richard and his team of  21 cyclists not only 

completed the gruelling challenge, battling bad weather and steep hills, 

but also raised £22,000 (and counting). This will go towards funding an 

18-month project that’s jointly-funded by FARA, being undertaken at the 

University of  Bristol. The project studies stem cell-mobilising drugs as 

a potential treatment for FA. Researchers now believe that increasing 

the circulation of  the body’s own stem cells is a promising approach 

for therapeutic success. You can read our interview with Richard on our 

website: www.ataxia.org.uk/interview-with-richard-bradford
Thank you so much Richard and the EPIC team who worked so hard to 

complete the challenge, and raise such an incredible amount. We know 

many of  you have donated to #Miles4Meg and fundraised directly for 

this research project - thank you for your support which has been crucial 

in bringing the total so much closer to £29,000. 

BT Tower Christmas Quiz and ‘The Ataxian’ screening
A big thank you to brother and sister-in-law Mark Ahluwalia and Emma 

Niklaus (right) who collaboratively fundraised for a research project co-

funded by Ataxia UK and FARA: targeting metabolic remodelling as a 

therapeutic strategy for cardiomyopathy in Friedreich’s ataxia, undertaken by 

Dr Carroll in London (see page 6). They raised the total amount of  £5,000!

Mark raised £1,750 for Ataxia UK through his work’s Christmas Quiz 

Night and so thank you to the BT Tower Social Committee for your 

support. As you will have read in our last issue, Emma raised over £3,600 

through a special screening of  The Ataxian in the summer. A fantastic 

achievement and a wonderful family team! 

If you would like to fundraise towards specific research projects, please 
visit our website: www.ataxia.org.uk/Pages/Appeal/Category/donate-
to-ataxia-research
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ADAPTATIONS ADAPTATIONS

Katie Henderson 20/09/83 - 13/01/19

Saying goodbye to loved ones is one of the hardest things we face. 
Here, Matt says farewell to a woman who made such an enormous 
impact on his life, and on the ataxia community. 
“In January, I received the devastating news that one of  my best friends, 

Katie Henderson, had passed away. I am still deeply shocked and 

saddened, and am dedicating this page to her legacy. 

Katie would spend many hours each day chatting to her friends on 

Facebook and posting information of  great interest. She’d always receive 

many comments from those lucky enough to be her Facebook friends. 

Going to her Facebook page now, I can see hundreds of  posts that say 

what a wonderful, inspiring lady she was. She touched the hearts of  

everyone, especially those of  us in the ataxia community.

I first met Katie in 2002 after we appeared on the same leaflet promoting 

Ataxia UK. I was webmaster for Ataxia UK then, and she used to email 

me with improvements for the website. She clearly had very good 

knowledge of  how websites worked, and it seemed natural for her to 

become the new webmaster for Ataxia UK. She did a brilliant job. Our 

friendship blossomed when she came on a holiday I’d arranged with 

friends in Spain. She had a real passion for life, and although her ataxia 

brought many challenges over the past two years, she was still talking 

about taking another trip at Christmas last year! 

In 2011, she started an Ataxia UK Support Group in Coventry and 
Warwickshire. She took enormous pride in this group, arranging 

Christmas lunches, theatre and cinema trips and other events. The Group 

now has 30 members, thanks to her enthusiasm. I am sure they will find 

someone to continue administering the group; Katie would have wanted 

them to.

I for one am proud to have been her friend. Saying goodbye will 

be very difficult, though writing this article has helped. I choose 

to remember Katie as the woman who, in 2005, won the well-

deserved Anne Ford Cup at the Ataxia UK Annual Conference 

for her contributions to the charity. She loved to attend the 

Conference because she knew virtually everybody there and 

was so proud to win this cup in front of  her friends. This is how 

the ataxia community will remember her best.

RIP, my friend Katie.”

Matthew Law (matthewlaw1968@yahoo.co.uk)

Saying goodbye is a part of life, and everyone deals with grief 

in their own, personal way. However, as Matt has done here 

today, it may help to remember a loved one’s achievements 

in celebration of their life. We are always here for anyone 
who would like to talk. Call our Helpline on 0845 644 0606.

Adapting to life

Using an iPad or similar devices can increase 

your chances of  experiencing repetitive 

strain, and for those with ataxia, this can be a 

challenge.

If  your ataxia affects your ability to hold 

devices, these gadgets could really help your 

day-to-day routine. 

The Logitech M570 trackball wireless 

mouse (top right) allows your hand to rest on 

top comfortably and navigate the trackball 

with your thumb.

You can also purchase a bean bag called an 

‘iBeani’ (middle right) for your device to sit in, 

so you won’t have to worry about holding the 

device whilst navigating at the same time. 

You can purchase both these products 

online: 

www.ibeani.co.uk/collections/tablet-ipad-
stands 

www.amazon.co.uk/Logitech-Wireless-

Mouse-Trackball-Windows/dp/
B0042BBR2S

Thank you to our Friend	Caroline	Lyons for 

the recommendation!

Even the simplest tin can be tricky to open, 

but with the Bescita Home Kitchen Can 

Opener (bottom right) this should be a much 

easier task. This handy tool is multifunctional: 

it can open bottles, jars, tins and caps! It has 

been designed with an easy-grip handle, so 

if  your ataxia makes it difficult to open various 

products, this may really help you.

You can order the gadget online: 

www.onobbonline.com/index.php?main_
page=product_info&products_id=231027
Kindly recommended by David	Stubley, 

Coordinator of the East Branch and Ataxia 

Ambassador.

Beans and 
beanbags!
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Below:

Dan, one of  

our Ataxia 

Ambassadors

Relationships with ataxia 
Negotiating online dating with ataxia can be tricky. Steph Marley 
(SM) from Ataxia UK talks to Dan (DP), who has Friedreich’s ataxia, 
and his partner Becky (BH) about their experiences of online dating.
SM: Dan, you and Becky met on a dating app. Did you have any worries 
about signing up to online dating? How did you find it; pros and cons?
DP: My main worry was how open to be about my disability. I wasn’t sure 

how soon to mention it and whether or not my profile photos should show 

my wheelchair. I quickly learnt that it was best to be upfront straight away. 

I did have significantly less matches on the apps when I eventually 

decided to show my chair in my photos. But, I felt better knowing that the 

people I was talking to already knew about it and they were still interested 

in me anyway. In a way, it helped me by filtering out any non-starters and 

time wasters.

SM: Becky was new to ataxia when you first met; how did you go 
about explaining ataxia to her? Do you have any advice for others 
who might be worried about this sort of conversation?
DP: I had my standard couple of  ‘go-to’ sentences explaining that I have 

ataxia and what it is. After nearly a week or so of  chatting online, Becky 

still hadn’t mentioned the wheelchair or disability. I sent her a cheeky, jokey 

message broaching the subject, saying “Do you wanna ask me anything 

about the wheelchair situation before you fall in love with me?” Risky joke… 

But, it opened up the conversation and let me briefly explain my situation. 

My advice for others is to be completely honest from the start. You don’t 

want to make someone feel like you’ve deliberately hidden something or 

been deceptive. Also, if  finding out about your disability makes someone 

want to immediately run the other way, would you really want to be with 

them anyway? 

SM: Becky, you’ve started a blog that focuses on some of the 
assumptions, questions and experiences you and Dan face in regards 
to accessibility. Why do you think what you’re doing should be out 
there?

BH: For someone with a disability, worrying about accessibility can be a 

huge problem, and can lead to anxiety, feelings of  loneliness and isolation. 

I want to use our stories to encourage anyone with a disability to get out 

there and try things that are out of  their comfort zone. Every venture might 

not be a success, as some of  our stories in my blog show, but if  you’re 

trying, you’re already a step ahead. I want to help people to open up new 

opportunities for themselves. 

SM: You didn’t know anything about ataxia when you met Dan; what 
do you see now that you didn’t before? Has there been anything 
you’ve come to learn from Dan’s perspective/experiences out and 
about that’ve surprised you? 
BH: I’ve learnt a lot about disability, access, and in particular, ataxia since 

meeting Dan. These things have all been drip fed to me through getting to 

know him, and through our experiences. When you start dating someone, 

there’s a huge amount to discover about them. That wasn’t any 

different for us. I just had to learn about ataxia as well… but 

that took a back-seat whilst I got to know Dan as a person. 

There’s probably two main things have surprised me the 

most: firstly, how Dan does so much, gets out and about 

more, and has more drive than most ‘able-bodied’ people 

I know. Secondly, how much work we still have to do as a 

society to become more accessible and inclusive. 

SM: Is there any advice you’d give to someone 
newly dating a person with a condition such as 
ataxia?

BH: Don’t presume anything about someone’s 

abilities, independence, and the effect their 

condition has on their life. Everyone is 

different. You’re dating the person, not their 

disability. Just enjoy getting to know them 

as you would with someone who doesn’t 

have a pre-existing condition. Finally, don’t be 

constantly afraid of  saying or doing the wrong 

thing (at least not any more than you would on 

any other date!). Open communication is so 

important, and if  you have any burning questions- 

ask them! Your date is probably prepared to get 

the ‘awkward conversations’ out of  the way so that 

the two of  you can relax and have fun. Normal social 

rules apply!

SM: To the both of you: your blog explains that 

you both came with ‘baggage’ and your own 
quite specific needs, due to your experiences and 
circumstances: Dan’s ataxia, Becky’s PTSD (Post-
Traumatic Stress Disorder).  What have you done 
to learn more about one another’s needs, and 
what has that journey been like?

DP and BH: We were both very open and honest 

with each other from early on. We briefly discussed 

ataxia before we even met, and by our third date, 

we’d talked about [Becky’s] PTSD too. Some of  our 

conversations would probably make a lot of  people 

cringe, but it was important that we knew where we 

stood (especially before either of  us developed any 

feelings!). We both know that often, psychological 

barriers can be far greater than any physical ones. 

Talking has reduced or eliminated a lot of  those 

barriers. Trying to communicate our individual needs, 

thoughts and feelings has been difficult at times, but doing 

so has been worth it. We both feel that we’ve not only met our 

perfect partner, but our best friend - neither ataxia nor PTSD was 

going to get in the way of  that. 

LIVING WITH ATAXIA LIVING WITH ATAXIA
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hank you
to everyone

who has given
a donation
in memory of
a loved one

Leaving a legacy

is one of  the most enduring ways

to make an impact

Much of  our research

has been made possible

by the foresight and generosity

of  our Friends and supporters

who have remembered our work

when making their will

We currently have more than

20 research projects underway,

all of  which are funded,

at least in part,

by gifts left to us

Your legacy can be hope for the future


