
Breaking the

marathon

record:

a runaway

success!

The magazine for people affected by ataxia Issue 198. Summer 2017

Ataxia people • Research

Annual Conference • Health & wellbeing • Fundraising

Adaptations • Living with ataxia



WELCOME

Summer is always a 
busy time for Ataxia 
UK, and this year 
promises to be even 
bigger and better 
than the last.

This very week, a local awareness campaign 

is being launched in Exeter with the Lord 

Mayor Lesley Robson attending (page 5). 

Through a post-campaign survey we expect 

to be able to show a rise in local awareness 

of  ataxia, and through a training seminar for 

healthcare professionals, an improvement to 

treatment and care for people with ataxia. 

Please be aware that over the next few months, 

we will be asking you to sign up to letting 

us keep in touch with you. Changes to data 

protection and the ways charities are allowed 

to communicate with their supporters means 

that we need your permission to continue 

contacting you.

Being a Friend of Ataxia UK allows you 

to continue receiving the Ataxia Magazine, 

e-newsletter and any inside scoops from us, 

but we need your permission to do so. By 

filling in our In Touch Survey, either on our 

website or via a hard copy, you can let us know 

that you want to remain a Friend of  Ataxia UK. 

You will be sent an email or postal letter over 

the next few months.

As summer nears, our thoughts begin 

to turn to our Board of Trustee 

elections. If  you are thinking of  

standing as a candidate, there 

is more information about what it means to 

be a Trustee on the nominations form which 

accompanies this magazine. In the next issue, 

we will provide you with information about the 

candidates and hope that you will vote in the 

election.

And eyes ahead for the Annual Conference 

2017, held at Stansted Radisson Blu on 

20 to 21 October. This year we have our old 

favourites of  Doctors’ Q&A and ‘It works for 

me,’ along with some new break-outs such as 

Pilates. You can read about how to book your 

tickets and see what events are on offer on 

page 10.

Regards  

Sue Millman

Welcome
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Phone      020 7582 1444

Email      office@ataxia.org.uk
Address   Ataxia UK

 12 Broadbent Close  

 London N6 5JW

Website   www.ataxia.org.uk

HELPLINE

Phone      0845 644 0606

Email       helpline@ataxia.org.uk

The helpline is open at the following times: 

Mon-Thurs  10.30am - 2.30pm

Friday      Closed

Ataxia UK works across the whole of  the UK and 

is a charity registered in Scotland (no SC040607) 

and in England and Wales (no 1102391) and a 

company limited by guarantee (4974832)

We have made every effort to ensure that the 

information in this magazine is up-to-date and 

accurate. We hope that any advice given will 

complement any professional advice you receive. 

Please do talk to your health and social care team 

or contact our helpline if  you are worried about 

any aspect of  living with ataxia. 

© Ataxia UK 2017

FEEDBACK 

Please help us improve Ataxia Magazine by 

completing a short survey about this issue. You 

can find the survey at 

www.surveymonkey.com/s/ataxiamagazine198

ACCESSIBILITY 

If  you would prefer a large print or email version 

of  this magazine, please let us know. 

CONTACT US

We are always looking for great stories and 

photos for Ataxia Magazine. If  you have an 

experience you would like to share or a topic 

you think we should feature, please write to the 

Editor at office@ataxia.org.uk. If  you would 
like to reproduce any content from Ataxia 
Magazine, please contact the office.
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Simon Harris’ life took a new 
turn when he was diagnosed 
with ataxia. Here, he explains 
how he’s determined to stay 
positive by using sporting 
goals as his focus: most 
recently, the Brighton Half 
Marathon. 

I’ve always had a busy work and family life, and a 

driven personality; my motto is ‘never give up’. If  you 

want or believe in something enough to make it a 

goal in life, keep going, it will happen. But one day, 

I knew something was different. Was it age? Was 

I unfit? Was I drinking too much? I wasn’t sure, but 

something had changed.

A month later, I was at my doctor’s having a detailed 

examination. I felt confident that all was fine: I went 

to the gym twice a week, I hadn’t smoked for 20 

years and my stress levels had significantly reduced; 

I wasn’t overweight and I eat healthily. But when the 

doctor asked me to stand upright, feet and knees 

together, hands by my side, close my eyes and tilt 

my head upwards, I was shocked to feel myself  

wobble and almost fall over. The movement was so 

dramatic that the doctor advised me to see my GP 

sooner, rather than later.   

My subsequent diagnosis of  ataxia has meant 

the beginning of  a different journey to the one 

I’d expected for this stage in my life. It’s not bad, 

just different. I am managing the changes; I have 

educated myself  and understand the on-going 

issues much better.

There is no cure, no pill and no magical potion. 

However, there is fitness and strength, and these 

have become my focus for the future. I will not 

allow myself  to ever give up. With this in mind and 

determined to keep the effects of  ataxia at bay for 

as long as possible, all my effort and energy is going 

towards getting fitter and stronger. The discipline of  

training keeps me focused and gives me new goals.   

When distance running was suggested to me, I said 

NO! All my life I have avoided any kind of  running, it 

seemed an unnecessary waste of  energy. This point 

was proved when I got on the treadmill at the gym 

and was taken to the depths of  hell! The treadmill 

nevertheless became part of  my gym routine, where 

my ataxia made the use of  it interesting - thank 

goodness for the handrails!  However, after the initial 

effects, I was surprised to find my body getting used 

to the exertion.  My trainer then voiced the challenge, 

“Let’s train for the Brighton Half  Marathon?” My ego 

was never going to let me say no …

So, having agreed to run the race together, my 

trainer Laura and I embarked on our preparation for 

the event. The first few runs were horrendous, but 

the third was the breakthrough! We were committed 

and trained all through the winter; I cannot believe 

what I achieved in a relatively short space of  time.

Finally, in February, the day arrived. With the 

excitement and the wind behind us, the first few 

miles were okay. Seeing the banners and smiling 

faces gave us such a boost. Laura as always was 

encouraging me every step, shouting that I needed 

to keep my head up, chest back, open up my stride 

and run!

We crossed the line in 2hrs 39 mins 13 secs, just 

inside my target of  2hrs 40mins! We had won our 

race, beaten our target and I had changed my life 

by doing something I’d never thought possible just a 

few months earlier. 

My future is good. My spinocerebellar ataxia is now 

part of  who I am and will affect some of  the things I 

do, but not all. However aggressive it may become, 

I shall meet it head on. I shall focus, set myself  new 

challenges and work towards those goals. A new 

and different journey.

ATAXIA PEOPLE
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ATAXIA PEOPLEBranch updates

Farewell to a Friend
With a heavy heart, Ataxia UK and the Specialist 

Ataxia Centre in Sheffield say farewell to 

Specialist Ataxia Nurse Diane Friend, who 

has helped to treat and support ataxia patients 

for six years and made an enormous impact on 

our community. Toyah Wordsworth, one of  her 

patients at the Sheffield clinic, says that ‘Diane 

has been a great support and was always there 

to offer advice when needed, not just to myself  

but to other members of  the Sheffield Ataxia 

Branch. She would always go the extra mile.’ 

We welcome Emma Foster as the new Senior 

Ataxia Specialist Nurse. Many thanks for 

everything you’ve done, Diane!

South Downs support
James Downie steps down as chair of  the South 

Downs Branch after 10 years. The Branch has 

decided to become a support group. They have 

fundraised a great deal for Ataxia UK over the 

years, and we would like to thank James and the 

members for the huge contribution they’ve made. 

This year’s Ataxia Spring Classic bike ride 

once again didn’t disappoint. Donations are still 

coming in and we’ll let you know the total in the 

next issue!

Looking to the future
A sad farewell to the Cornberg Grant which 

comes to an end this year.  Over the last five 

years we have been able to give out 35 grants 

towards a variety of  aids and adaptations which 

have been life-changing for the people who have 

received them. The fund was left to Ataxia UK to 

spend on adaptations and equipment with the 

aim to better peoples’ lives as a legacy by the 

author Catherine Gaskin Cornberg, whose sister 

had ataxia. Legacies such as these enable us to 

provide additional support which we could not 

fund out of  our day-to-day income. You can read 

more about setting up a legacy for Ataxia UK on 

our website: www.ataxia.org.uk/news/remem

Ashford gets support
We welcome a new support group to the Ataxia 

UK community, which was initiated by Stewart 

Smith to enable Ashford residents affected 

by ataxia to access support in their area. The 

first meeting was held in April and Community 

Fundraising Officer, Henry Amor, went down 

to celebrate! If  you are interested in starting a 

support group, please get in touch with Henry at 

hamor@ataxia.org.uk, or by calling the Ataxia 

UK office. 

Exeter 
Campaign 
launch
The Exeter Branch are seizing June with a local 

awareness campaign! Launching on 5 June and 

drawing to a close with an Ataxia Training Day for 

healthcare professionals on 7 July, the month will be 

packed full of  fundraising events from start to finish. 

The brilliant efforts made by Branch members and 

Exeter’s Lord Mayor of (2013-14), Rachel Lyons, 

have raised the nearly £20,000 that will fund the 

campaign and have secured the prestigious Met 

Office, entirely for free, as one of  their venues. Along 

with Rachel Lyons, the current Lord Mayor Lesley 

Robson will be attending the launch. Get in touch 

and show your support!
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New trial starts in the US 
testing a medication for 
spinocerebellar ataxias
At the end of  2016, Biohaven Pharmaceutical 

Holding Company Ltd. announced that it has 

enrolled the first patient in its clinical trial, which 

assesses the efficacy and safety of  its drug 

candidate BHV-4157 in patients with hereditary 

spinocerebellar ataxia (SCA).

BHV-4157 is a new drug that modulates brain 

glutamate, which is one of  the most important 

neurotransmitters in 

the central nervous 

system. Agents that 

modulate glutamate 

neurotransmission 

may have 

therapeutic 

potential in many neurological conditions, and BHV-

4157 is being tested in a number of  different SCAs 

(ie. SCAs 1, 2, 3, 6, 7, 8 and 10).

The company expects to enrol approximately 120 

patients in this randomised, double-blind, placebo-

controlled trial across sites in the United States. 

Researchers will evaluate acute symptomatic 

treatment with BHV-4157 in patients with SCA in this 

eight-week trial. The primary outcome measure will 

be the change from baseline in the total score on 

the Scale for Assessment and Rating of Ataxia 

(SARA). Additional details about the trial can be 

found at www.clinicaltrials.gov.

Ataxia UK recently had a meeting with Biohaven’s 

Chief  Medical Officer and Chief  Commercial Officer 

to discuss the trial and explored ways of  potentially 

working together in the future as the research 

progresses. The Chief Medical Officer, Robert 
Berman MD, said ‘If  our study is successful, we 

will conduct follow-up studies in other ataxias and 

also studies that would support our ability to offer a 

treatment to patients in Europe.’ 

Ataxia Training Day for 
healthcare professionals 
in Belfast
Ataxia UK hosted an Ataxia Training Day 

in February in Belfast, which was a great 

success. Healthcare professionals from a variety 

of  specialties attended (e.g. neurologists, 

physiotherapists), with some delegates travelling 

from Southern Ireland. The aim of  Ataxia Training 

Days is to increase awareness of  the ataxias 

among healthcare professionals. A wide range of  

topics were presented covering diagnosis, clinical 

management,  physiotherapy and speech and 

language therapy, and importantly, patients were 

also able to present their perspectives on living 

with the condition. This was a good opportunity 

to disseminate our Medical Guidelines for the 

management of  the ataxias and ensure that 

professionals know about the support and services 

provided to patients by Ataxia UK. 

Ataxia UK worked with Northern Ireland Rare 

Disease Partnership in developing and hosting the 

event, and we succeeded in getting funding for it 

from the Northern Ireland Public Health Agency 

Research and Development Division. The feedback 

collected from the delegates was positive, with 92% of  

respondents saying the seminar will have an impact 

on the treatment of their ataxia patients. When asked 

about the beneficial aspects of the training day, one 

delegate said that it had ‘increased my awareness and 

understanding of the different forms of ataxia. I now 

have reference points to help in my assessment and 

management of patients referred with the condition.’

Our next Ataxia Training Day for healthcare 

professionals will take place in Exeter as part of the 

Exeter Awareness Campaign at the Met Office on 

7 July. You can read more about the training day and 

order tickets via our website: www.ataxia.org.uk/

Event/exeter-ataxia-training-day-for-healthcare-

professionals-tickets-on-sale

We are pleased to announce that the first Kennedy 

Award has been given to an early-career researcher 

who attended the Australasian Society for Stem 

Cell Research Annual Meeting. Dr Duncan 

Crombie (Melbourne University) is the first to 

benefit from this award which was set up thanks 

to the amazing fundraising efforts of  Graham 

Kennedy (left), his family and supporters in raising 

£1m over the last 25 years through the ‘Big Bad 

Bike Ride’. It provides travel and other grants 

for junior researchers working in FA to attend 

meetings or extend their research work. Dr Crombie 

gave a talk at the conference on his research in 

establishing a disease model for Friedreich’s ataxia 

using cardiomyocytes (heart cells) generated from 

FA-specific induced stem cells capable of  giving 

rise to several different cell types. His presentation 

was well received and he had the opportunity to talk 

to a number of  stem cell scientists to share ideas 

and further research.

First Kennedy Award
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Research funded by Ataxia UK

Positive results of a hearing study using FM-listening 

devices to improve hearing loss in FA and SCA

A collaborative research project run by 

Australian researcher Professor Gary Rance 

and UK researcher Dr Kai Uus, involved the 

identification of hearing deficits and the trial of 
listening devices for individuals with Friedreich’s 

ataxia (FA) and spinocerebellar ataxia (SCA). 

The project was jointly funded by Ataxia UK, Ataxia 

Ireland and the Swiss association ACHAF. Hearing 

loss in people with FA and SCA does not necessarily 

affect the level of  the sound which they can detect 

but rather the quality. This is because it’s the brain 

that processes and interprets sound picked up by 

the ears. So, even if  the ear works normally, damage 

to the auditory nerve and central hearing-related 

parts of  the brain can cause distortions in the sound 

heard.

Conventional hearing aids, which only amplify the 

sound, cannot help in these situations. Therefore 

new devices were tested for people with FA or 

SCA who develop hearing loss caused by nerve 

damage. The study explored the use of  FM-listening 

systems which are designed to improve listening in 

background noise (the major functional problem for 

people with neural hearing-deficit), rather than just 

to amplify sounds.

These are sophisticated hearing devices, which are 

part of  the latest generation of  listening devices 

being developed, and involve the use of  the 

ROGER Pen system. In this case the transmitter 

is a ‘pen’ which may be held by the listener and 

pointed at whoever may be speaking. A directional 

microphone and noise-cancelling technology 

reduces inputs from other directions, improving the 

signal-to-noise ratio of  the speaker’s voice.  

Between the two sites of  the study, Manchester and 

Melbourne, 19 subjects (11 with SCA [types 1, 2 

& 6] and eight with FA) participated in a six-week 

take-home device trial. All of  the subjects had 

experienced hearing and communication difficulties 

prior to the study. The results were positive with most 

individuals reporting significant reductions in their 

degree of  everyday hearing disability by using these 

FM-listening devices. As a result, the researchers 

in Melbourne have lobbied the Australian Hearing 

Service (using the data generated through the 

Ataxia UK-funded project), to give every individual 

in Australia with SCA/FA showing significant 

auditory processing deficit an FM-listening device, 

free of  charge. Our goal is to understand how we 

can build upon their results to ultimately have such 

hearing devices made freely available to patients 

within the UK. Initial discussions have taken place 

between Ataxia UK and specialists. 

Previous research by the group in Melbourne has 

found that over 95% of people with FA show signs of  

damage to their auditory system, and a preliminary 

study suggests that around 70% of those with SCA 

suffer from hearing loss. This affects the ability to 

communicate and reduces quality of life, and it 

emphasises the relevance of such study being done.  

It is hoped that this research will lead to access 

to the appropriate hearing aids, ie. FM-listening 

devices, as proven here, that will allow more effective 

communication and improve quality of life.



New research project on 
speech therapy seeking 
volunteers

Ataxia UK has recently awarded a 
research grant to Professor Anja 
Lowit (Strathclyde University, 
Scotland) for a study that aims to test 
the effectiveness of  a speech therapy 
technique called LSVT in improving 
communication for people with 
Friedreich’s ataxia. We are delighted 
that the Swiss ataxia charity ACHAF 
has joined us in funding this project.

The majority of  people with Friedreich’s ataxia 

have dysarthria (slurring of  speech), which makes 

communication difficult. Very few studies have been 

done to test speech therapy interventions on people 

with ataxia and none have been properly able to 

provide evidence to advise speech and language 

therapists about how to best help people with 

ataxia. This study aims to address this gap in our 

knowledge.

This project aims to investigate the effectiveness 

of  Lee Silverman Voice Treatment (LSVT) in 

improving the ability to communicate through 

speech difficulties for people with Friedreich’s 

ataxia. This effectiveness is measured by a range 

of  speech outcome measures. This particular 

treatment has had some positive results in people 

with Parkinson’s disease and some other conditions, 

including one person with ataxic dysarthria.

The research team plan to recruit 20 patients 

diagnosed with mild to moderate slurred speech 

due to their Friedreich’s ataxia. Participants will be 

assessed before and after treatment to test if  the 

therapy is effective and also to assess what the 

participants think of  the therapy process. Treatment 

using this technique will be provided online by 

Skype, thus overcoming any problems of  people 

having to travel to the clinic from long distances and 

avoiding fatigue.

Professor Lowit says “Our study will be the first 

to investigate this therapy on a larger number of  

people with Friedreich’s ataxia. This therapy has 

already had some evidence of  efficacy in different 

patient groups, and we hope to be able to show that 

LSVT can improve communication for people with 

Friedreich’s ataxia, so that it can be recommended 

for such use by speech therapists.”

Taking part

The project began in May. If  you have Friedreich’s 

ataxia and dysarthria and are interested in knowing 

more about the study or taking part, please contact 

Mariam Mahmood: mariam.mahmood@strath.ac.uk 

or Tel: 0141 548 4393.

RESEARCH
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Next International Ataxia Research Conference 
to be held in Italy this year

Ataxia UK is working with two other ataxia charities, 

FARA (US) and GoFAR (Italy) in organising the next 

International Ataxia Research Conference in Pisa, 

Italy in September. This event is key for researchers, 

clinicians and representatives from pharma/biotech 

companies who have an interest in research on 

ataxia. The last of  such conferences we organised 

was in Windsor in 2015, and was the largest ataxia 

conference ever organised and a great success. 

We have put together an exciting programme of  

invited speakers and have had an excellent response 

from researchers worldwide who have submitted 

their research to be considered for inclusion in the 

programme. More information can be found on our 

website: www.ataxia.org.uk/Blogs/international-

ataxia-research-conference-2017

Rare Disease Day 
research conference

On this year’s Rare Disease Day (28 February), 

Ataxia UK’s research staff Julie Greenfield and 

Julie Vallortigara attended a conference organised 

by the charity Findacure. The conference focused 

on drug repurposing in rare diseases, an important 

area of  research that we are very interested in and 

actively pursuing. This means using medications 

that are already available to treat some conditions 

and ‘repurposing’ them by seeing if  they are able to 

treat other conditions, such as the ataxias. Ataxia UK 

has been working in partnership with Findacure on 

a drug repurposing project and Rick Thompson, 

Findacure’s Head of Research, came to Ataxia 

UK’s last annual conference to talk about it (also see: 

August 2016 Research Blog on Ataxia UK’s website 

www.ataxia.org.uk/blog/july-and-august-2016). 

The conference was a great opportunity to 

discuss rare disease research with other patient 

groups, researchers, and representatives from 

pharmaceutical companies. We were also delighted 

that the conference programme included a really 

inspiring talk by Ataxia UK Friends Bev and Georgia 

Hart, who responded to a call from Findacure for 

patient speakers. Georgia was diagnosed with 

Friedreich’s in her teens and together with her mother 

Bev they gave a talk about living with ataxia as well 

as their experiences of  Georgia taking part in a 

clinical trial. Rick Thompson said “Bev and Georgia 

really stole the show, with a personal and moving 

account of  their experiences.” You can watch a video 

of  Bev and Georgia’s talk here: 

www.findacure.org.uk/conference-review2017

Above:

Ataxia UK Friends 

Bev and Georgia 

Hart

Images above and 

below courtesy 

of  Findacure and 

Barbara Asboth 

Photography
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One of the highlights of the year is always the Ataxia 

UK Annual Conference. This year we return to the 

popular Radisson Blu Hotel in Stansted where 

we have enjoyed many informative and enjoyable 

conferences in the past. 

This is a great opportunity to catch up with old friends 

and to develop new relationships with people affected 

by ataxia, whilst finding out the latest developments in 

the fields of research and care.

On Friday afternoon you can attend ‘All About Ataxia’, 

our seminar for people who have been recently 

diagnosed. (This needs to be booked separately). 

Conference events begin on Friday evening with 

Research Updates (repeated on Saturday afternoon) 

and an informal buffet. 

On Saturday we’ll have all the old favourites such as 

a Doctors’ Q&A, ‘It works for me’, as well as other 

topical and informative subjects. Plus, we’ll have 

massage therapists, benefits advisors and an 

introduction to Pilates amongst lots of  other events to 

help you get the most out of  the day. As usual we will 

arrange an escorted trip for any children under 16, 

and the 16-30s will be meeting to discuss taking their 

project forward through developing an Ambassador 

Project.  Due to the ever-increasing popularity of  the 

conference, we strongly recommend making your 

booking as soon as possible after the bookings open 

to avoid any disappointments. 

HOW TO BOOK 

Booking opens on Monday 12 June. If  you book 

before 29 September, you’ll be able to enjoy the early 

bird rates. After this, regular rates will apply:

Event Early Bird Rates Regular Rates 

All About Ataxia £25 £28 

Day Delegate with ataxia £36 £40 

Day Delegate without ataxia £39 £43 

Dinner £32 £36 

Under-12’s Dinner £15 £18 

Friday Buffet £15 £18

Please note that booking will close on 12 October. 

An application form can be accessed via the Ataxia 

UK website and bookings can be made online via the 

Events page on our website from when the bookings 

open. Using the bookings website enables you to 

register up to four people for the conference, view and 

download the agenda, apply for a bursary (if  eligible) 

and request adapted room accommodation. However, 

if  you are not a computer user, then call the office and 

a form can be sent to you by post.

BURSARIES 

Help with the cost of  the conference is available for 

eligible people with ataxia. Up to 50% of the cost 

of  travel, accommodation and delegate registration 

fees can be paid against receipts. The deadline for 

applications is 1 September. We can award one 

bursary per person, per calendar year.

ACCOMMODATION 

You will need to book non-adapted rooms directly 

with the hotel. Contact them on 01279 661012 and 

quote Ataxia UK by 20 September in order to receive 

discount room rates from the hotel. Prices include 

breakfast and VAT as follows:

Single occupancy £77 

Double occupancy  £87 

Some family rooms are available at  £125

ADAPTED ROOMS 

The hotel has 25 adapted bedrooms; these must be 

reserved via Conference Co-ordinator Mike Garrett who 

can be emailed at mgarrett@ataxia.org.uk. Please 

do not make bookings for these rooms directly with 

the hotel. Rooms will be allocated on a first-come-first-

served basis, so book early. The closing date for adapted 

room requests is 1 September. The cost of these rooms 

will need to be settled with the hotel upon departure. 

CHILDREN’S ACTIVITES 

We will be providing care and exciting activities for 

our younger delegates including a fantastic trip out 

to a wildlife park. In order that we may best organise 

the activities that suit the age range, please can you 

register your interest or complete the booking for your 

family members to attend by the 1 September at the 

latest.

VOLUNTEERS 

If  you’d like to help at the Conference in any 

way, please contact the Ataxia UK office. We 

need assistance on the Registration Desk, the 

Merchandise and Fundraising stalls and help with 

people getting in and out of  the Conference Hall.

Annual Conference
20 & 21 October 2017 at Radisson Blu Hotel Stansted Airport 



HEALTH & WELL-BEING

Adaptive 
Martial Arts
Adaptive Martial Arts (AMA) is a 

Community Interest Company 

set up to improve the access to 

martial arts for disabled people, as 

well as those injured or on ill-health 

benefits.

AMA aims to provide safe, inviting and peer-oriented 

environments to introduce the health benefits of  

exercise through martial arts. As well as 10-week 

introductory programmes for those new to contact 

sports, AMA offers 1-to-

1 tuition sessions and 

seminars which introduce 

the health benefits of  the 

training to larger groups. 

The initiative was founded 

by CEO Gina ‘Triple 

G’ Hopkins (below), an 

experienced grappler 

and Brazilian Jiu Jitsu 

World Champion. 

Aged 10, Gina developed dystonia, a neurological 

movement disorder causing painful muscle 

contractions. She was confined to a wheelchair 

until she underwent a pioneering operation in 2001 

to have a deep-brain stimulator fitted, transforming 

her life. Following the procedure she was looking for 

something to optimise her recovery and discovered 

contact sports:

“At the time I had a lot of  stress and it was a positive 

outlet for me. Better than running away and hiding 

from the issues. It was something that I could do 

that helped me both physically and emotionally.”

Bristol-born Gina was also the only female 

competitor at Grappler’s Heart, an American 

contact sport tournament for disabled combatants 

which held its inaugural contest in April 2015. “I got 

into kickboxing and was hooked,” said Gina, who 

has a Masters degree in Sports and Exercise 

Science from the University of Cardiff. “Then I 

dabbled in MMA (mixed martial arts) and found 

grappling.” Gina was also featured in the Channel 

4 documentary series Disabled Fight Club, which 

followed her training regime in preparation for 

Grappler’s Heart. 

Despite a series of operations on her back and feet, 

as well as regular Botox injections to relax her muscles 

and keep her agile over the last three years, Gina was 

determined to use her experience of the benefits of  

contact sports in launching AMA: “Despite all the 

tablets, the best medicine I have is sport, that helps 

keep me fit and keep the pain at bay.”

More information on how to get involved can be 

found on the website: www.adaptivema.co.uk
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FUNDRAISING

Ataxia UK have some serious summer fun coming your 
way - get your planners at the ready!

We’re still bringing the big and the bad, but now 

we’re going up in the world … to the skies!

Saturday 7 October is our new Ataxia Skydive 

Day. We’re looking for fearless fundraisers who 

aren’t afraid to take on thousands of  feet of  freefall 

to join us at airfields in Swindon, Nottingham & 

Brigg, and raise some funds for Ataxia UK! 

If  you pledge to raise over £500, then you’ll be eligible 

for a place on one of our teams. You’ll take on a 

10,000 foot drop, reaching speeds of 120 mph, all 

in the name of raising money and awareness for a 

great cause. You’ll be strapped to a qualified British 

Parachute Association tandem instructor who does 

all the hard work for you, leaving you to enjoy the 

invigorating feeling of freefalling before gliding to the 

ground! The best part is, if  you do manage to raise that 

sponsorship, then you get to jump for free.

Do you dare? If  so, read more about it on our 

website at www.ataxia.org.uk/Pages/News/

Category/skydives, and get in touch with Ataxia UK 

via fundraising@ataxia.org.uk, or by calling the 

office on 020 7582 1444

The Westminster Parks Challenge 
We are very excited to bring you some updates 

about our annual sponsored walk. We announced 

in the last magazine issue that we’ve traded in 

the bridges of  London for the Royal Parks in 

Westminster and have an exciting new route 

with just as many iconic London landmarks and 

buildings as the last. It starts at Kensington 

Palace and will take us through four of London’s 

most beautiful parks, offering the chance to see 

Buckingham Palace, Wellington Arch, Big Ben, 

the London Eye and Trafalgar Square.

Now for some really big news: we are delighted 

to announce that the incoming Lord Mayor of 

Westminster, Ian Adams, will be supporting our 

walk! Not only will he be giving a rousing speech to 

see us off, Lord Mayor Adams will also be hosting 

us after the walk in his Mayoral Parlour, complete 

with a free buffet and stunning views overlooking 

Trafalgar Square.

Please note that the walk’s date has changed, and 

is now on 24 September: the day before Ataxia 

Awareness Day. We will meet at 10.30am at the 

Kensington Gardens Palace Gate. Everybody who 

takes part will receive a free Ataxia UK T-shirt and 

a certificate of completion from the Lord Mayor 
himself. 

This year’s challenge is starting to look very special, 

and we need you there on the day to make sure this 

is our most successful one yet! Make this walk your 

way of  supporting Ataxia Awareness Day by seeing 

the best of  London.

If  you would like to join us, then please email 

fundraising@ataxia.org.uk and request an 

application form or ring 020 7582 1444 and ask to 

speak to a member of  our fundraising team.

Your summer fundraising diary

Skyfall
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Fundraise at home
Donate anything to our virtual charity shop, 

and we will receive the money made from its 

purchase.

Many of  us have plenty of  unwanted stuff  

clogging up our cupboards, basements and 

lofts - whether it’s old clothes no longer in vogue, 

DVDs we’ve seen 100 times or furniture that’s 

been replaced - and the nation’s charity shops will 

happily take these items to help raise funds for 

their causes. As Ataxia UK doesn’t have its own 

shops, and after repeated requests regarding 

donations, we’ve registered an eBay for Charity 

account with eBay’s PayPal Giving Fund UK, a 

registered charity. Through this you can donate a 

percentage of  any sale to a charity of  your choice 

and also include Gift Aid when making donations. 

All charities registered with the scheme have been 

vetted and between 10% and 100% of  the sale 

value can be donated to the charity you choose 

(between 1% and 100% for vehicle sales). Every 

eBay for Charity item is marked with a blue and 

yellow charity ribbon in search results and in the 

item listing title. After an eBay for Charity listing 

ends, the seller receives payment from the buyer 

as normal. PayPal Giving Fund will then collect 

the donation from the seller and pass it on to the 

seller’s intended charity. So please take a moment 

to consider how your donation could help Ataxia 

UK’s work the next time you’re having a spring-

clean!

Spring Raffle
We are overwhelmed by the fundraising you’ve 

undertaken this year via the Annual Spring Raffle. 

We’ve received over £5,100 which is going straight to 

research and support. The lucky winner and runners-

up were notified on 9 May, and here they are:

£200 - Alan Shrager 

£50 M and S voucher - Mr R Curtis 

£20 Book voucher - Ms Cath Donohue 

Perfume - Ann Spiteri 

Wine - Mr H Dixon 

Wine - Mr Barry Gordon 

Wine - Keith Roberts 

Book - Esther Van Den Eijkel 

Quilt - Maureen Scantlebury

If  you’re listed here, but haven’t received a call 

from us, it means we couldn’t get through to you. 

Please call the Ataxia UK office to get in touch to 

receive your prize!

FUNDRAISING
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Keep up 
to date

WALKS/ RUNS 

The Gauntlet Games

London, Saturday 24 June

Cardiff, Saturday 22 July

Brighton, Saturday 29 July

Manchester, 

Saturday 16 September

Vitality British 10K

London, Sunday 9 July

Westminster Parks 
Challenge

London,  Sunday 24 September

PARTIES AND 
FESTIVALS 

The Belper Games

Derby, Friday 14 July 

to Sunday 16 July

Chelsea Street Party

London, Saturday 17 June

CYCLING 
EVENTS 

Prudential Ride 100 

London, Sunday 30 July

OTHER 
CHALLENGES 

Ataxia Skydive Day

Swindon, Nottingham & Brigg, 

Saturday 7 October

FOR CHARITY

tm



FUNDRAISING

Fundraising updates
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Here we take a look back at all 
of the stunning effort made by 
you, Friends of Ataxia UK, for 
your community.

What a fantastic start to the 
summer. We’re a very lucky 
charity to have so many 
wonderful people raising 
money for us and unfortunately 
we can never fit them all in; 
but please know we are very 
grateful to everyone who helps.

On Sunday 23 April, 14 of our fundraisers took on the 

challenge of the 26-mile London Marathon. So far, 

they have raised a combined total of over £55,000! 

We can’t thank them enough for such dedication, but 

we can try: Below from left to right: James Tattersall, 

Molly Grange, John Dawe, Charlotte Geen, Edward 

Wicks & Ann Kent. Also running were Malgorzata 

Brothers, Chris Corkery, David Gothard, Emily 

Granger, Shelley Johnson, Bobbie Redman, Izzi 

Stainton (magazine cover) and Rob Wilkins!

We would like to say a massive thank you to James 

Kelliher, Frank Gee, Edward Owens and Ian 

McLoughlin for running the Vitality Liverpool Half 

Marathon this April. They have raised a wonderful 

£1,380.00 Unfortunately James’ son Teddy (left) was 

unwell on race day, but he still wore his Ataxia UK 

t-shirt to support his Dad!

As summer approaches many of you have thrown on 

your running shoes to raise some money for Ataxia 

UK. It’s been a busy month in Brighton! Simon Harris 

completed the Brighton Half Marathon in 

February and raised an amazing £1870.00.

Also, Rob Hammond, Lisa Smith 

and Alex Montgomery (middle left) 

completed the Brighton Marathon 

in April and have collectively raised 

£936.00.

Alex is running 10 marathons this year 

for Ataxia UK! Well done guys.

Catherine Robertson 

also recently took to the 

streets of Brighton to 

run 10k for Ataxia UK 

and raised a wonderful 

£650.00.

Thank you all for your 

amazing efforts!



FUNDRAISING

Derek Main (left), former chairman of the Ataxia UK 

East of Scotland Branch, has raised nearly £400.00 

through the Branch. Derek recently celebrated his 60th 

birthday. Happy birthday from all of us, Derek!

A huge thank you also goes out to Nicola Allpress 

who raised a whopping £1,773.59 by climbing Mount 

Kilimanjaro in February. 

And Lauren Hodgson, who took the initiative to hold a 

24-hour Sound Radio show at her university also needs 

shouting about. She held quizzes whilst entertaining 

guests with topical chat - all without any sleep! Well 

done Lauren for raising a fabulous £380.00.

There’s been lots going on in schools too. Jade Pepper 

and her class of only six managed to raise a wonderful 

£231.00 at an international food café! Also, Miss Sophia 

Hollis (right) has raised £300.00 for us through bake sales 

at the Nottingham Free School. More school fundraising 

was undertaken by Holly Hammond, daughter of Rob 

(right, inset). She held a sponsored silence and funny hat 

day that together raised £170.00. Check out those hats!

We were generously nominated by the 

Ladies captain of the Hillside Golf 

Club as their charity to fundraise 

for, and one of our Trustees, Grace 

Kaye, collected the cheque. They 

raised a whopping £4555.00, and 

we can’t thank them enough.

Massive thanks to Enda Roper and 

his carer Daniel (below right) who 

are doing a sponsored wheel 

around Eye to raise money and 

awareness of ataxia.
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Chance to Win winners!

1st. £250. Lilian Champion  

2nd. £150. Carol Deakin 

3rd. £100. Linda Curran  



MY WEBSITE RECOMMENDATIONS

1. Rollitex clothing

Adapting to life in a wheelchair is a process that’s 

never finished when you have ataxia. Both James 

Downie and I have gone into detail about how your 

mentality changes over time and how advances in 

wheelchair manufacture leave you requiring more 

and more from your wheelchair as your needs 

change.

The clothing that you wear whilst in your wheelchair will 

also change if  you are a fiercely independent person 

like I am (no buttons, zips with zip pulls, non-stretch 

material so you can pull one leg onto the other to reach 

your feet, etc). I found a really good website a year 

or so ago: www.rollitex.co.uk. They are a German 

company specialising in clothing for wheelchair 

users. They do all sorts of clothing for both sexes, but 

specialise in jeans. They come in all proportions, but 

be aware that these are measured in European rather 

than standard UK waist sizes: a European size 56 is a 

UK size 42. Don’t make the same mistake I did and end 

up with a pair that is far too small. If  you do though, 

they have a great after-sales department based in the 

UK that are very good. I have ordered three pairs of  

jeans from Rollitex and I have been quite happy with 

each pair. You can see pictures of exactly what you are 

ordering on their website, but note that you pay in euros 

and not pounds, although they do accept UK credit 

cards. They are quite expensive but you get what you 

pay for. Each pair cost me about £80. They do many 

styles of jeans and many colours too. I now own my 

first ever pair of faded-blue designer jeans (left).

2. Zip pulls

One addition I would recommend is buying some 

zip pulls to put on your flies; they really do make 

your life much easier when you have ‘ataxia-fingers’. 

If  you type ‘zip pulls’ into eBay then you will see that 

you can get a set of  5 for £1 and then you have four 

spare ones. (left)

3. UK disabled parking bays

As we are talking about websites, I thought I would 

take this opportunity to mention that about six 

months ago I applied for a Blue Badge parking 

permit. I did this quite simply on a website called 

www.bluebadgeparking.com. As I was researching 

this website for this article, I found out that the 

website is no longer somewhere you can apply for 

a new blue badge, but is now dedicated to forming 

a comprehensive database of  all disabled parking 

bays worldwide (below). It asks for your location 

on a splash screen as you enter the website first 

time and it displays your local area. Using crowd-

sourcing technology you can add to the website by 

telling it where disabled parking places are. Take 

a look and add disabled parking places to your 

own map (thus improving the site for anyone who 

accesses it). It is still possible to apply for a new 

blue badge but you now need to do it through your 

local council. The website www.gov.uk/apply-blue-

badge will point you in the right direction.

ADAPTATIONS

Adapting to life
by Matthew Law

16



ADAPTATIONS

Reassessing 
mobility
More than 50,000 disabled 
people have had specially-
adapted vehicles taken away 
since changes to disability 
benefits in 2013. 

With the government introduction of  Personal 

Independence Payments (PIP) as a gradual 

replacement for the Disability Living Allowance 

(DLA), the shocking scale of  reassessments and 

the loss of  access to the Motability scheme has 

been revealed in figures from the charity. Motability 

was founded in 1977 and has since provided 

over three million cars, scooters and powered 

wheelchairs to aid individuals with their mobility 

needs.

The reassessments carried out during the change 

from DLA to PIP have left some feeling unfairly 

treated: “To be assessed without being seen, that is 

cost-cutting. They are making decisions about me 

and my condition without actually seeing me,” said 

Jo Jones of  Stockport, who found her PIP award 

reassessed after 12 months without a face-to-face 

interview. She plans to appeal against 

the DWP decision, and if  successful 

will be able to apply for a new 

Motability vehicle.

Campaigners, including Conservative 

MP Peter Bone, are now demanding 

changes to the Motability scheme, so 

that vehicles are not taken away before 

claimants have had a chance to appeal 

against a decision. Mr Bone said: 

“You need it for mobility purposes and 

maybe you use it for work, but because 

you lose your PIP award you lose 

the car at the same time. You appeal 

against the PIP award and ultimately the 

tribunal awards you back the PIP, but 

you’ve already lost the car and maybe 

your job because of it.”

Penny Mordaunt, Minister of 

State for Disabled People, Health 

and Work, has put out a statement 

acknowledging the vital role the 

Motability Scheme plays in the lives 

of  disabled people. The statement 

also outlines changes to the 

transitional support package which 

will allow drivers to keep their vehicles 

for up to eight weeks when Disability 

Living Allowance payments end, 

rather than the current three weeks 

permitted. The changes will also allow vehicles to be 

retained for up to six months during the process of  

reconsideration or appeal of  a decision.

If  you’ve been affected by a PIP reassessment or 

are looking for more information on driving, there 

are organisations like Driving Mobility which 

can offer support. Driving Mobility is a network 

of  independent organisations throughout the UK 

which offer advice and assessments for people 

with varying mobility needs. This can range from 

special car modifications to carers with transport 

considerations or those considering a wheelchair 

accessible vehicle (WAV).

There are also new smartphone and tablet apps 

to assist with disability living, such as Assist-Mi, 

which aims to revolutionise the lives of  disabled 

people and their access to local amenities. Through 

a combination of  location-based technologies and 

two-way messaging, Assist-Mi can remove barriers 

with service providers, enabling assistance at the 

touch of  a button. Users’ profiles can detail the 

specific level of  assistance they will require at a 

location prior to their arrival, allowing shops and 

services to cater to their needs. The app is available 

to download from the App Store or on Google Play.

Ataxia UK will keep an eye on developments 

regarding changes to benefits and how they may 

affect the ataxia community, but if  you have had 

good or bad experiences you would like to share 

with us then please get in touch by emailing 

communications@ataxia.org.uk
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StairSteady

Changing places

The StairSteady is the brainchild 
of  young Sheffield engineer and 
entrepreneur Ruth Amos who 
designed the innovative product 
as part of  her GCSE Resistant 
Material project aged just 15 
and for which she was awarded 
the Young Engineer for Britain 
in 2006.

The StairSteady is a high-quality handrail with a 

supporting bar that is movable when pushed but 

locks firmly into place when weight is applied. It 

acts as a support aid for going up and down the 

stairs, similar to a walking frame, but with the added 

bonus of  folding away when not in use. 

Ruth launched her own Sheffield-based business, 

StairSteady Products Ltd, to sell and develop the 

ground-breaking product. The company has since 

grown to become a dynamic family-run organisation, 

now firmly established in the mobility sector. David 

from Sudbury was diagnosed with ataxia three 

years ago, and has found the StairSteady a real 

aid to his domestic life: “While balance is less of  

an issue when leaning into the stairs to rise, my 

dodgy knees really appreciate the support of  the 

StairSteady handhold to ease the load on my joints.”

For more information check the company website: 

www.stairsteady.net

Changing Places is a scheme 

launched in 2006 for people with 

profound disabilities who don’t 

have access to toilet facilities that 

meet their complex needs.

Research from the University of Dundee suggests 

that this could be over 250,000 people in the UK, 

including those with profound and multiple learning 

disabilities, motor neurone disease, multiple sclerosis 

and cerebral palsy. Combating this are the spacious 

Changing Places toilets, which have mobile hoist 

systems, adult-sized changing benches, enough room 

for two carers and non-slip floors. There are currently 

954 Changing Places toilets and the provision is 

expanding throughout the UK.

The Changing Places website has an online location 

map enabling disabled people or their carers to plan 

their journeys around the country. There are also 

regular updates regarding planned installations as well 

as information on how to campaign for a Changing 

Places toilet in your area: www.changing-places.org

LIVING WITH ATAXIA
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LIVING WITH ATAXIA

Florence Nightingale
The Florence Nightingale Aid in Sickness Trust grants funds to help 
disabled people and those in poor health improve their quality of  life.

The charity was established in 1975 under the patronage of  Her Majesty Queen Elizabeth and the Queen 

Mother and had its early origins in the Florence Nightingale Hospital for Invalid Gentlewomen. The Trust 

aims to alleviate sickness as well as make a transformation in the home-lives of  its recipients, enabling people 

to live as independently as possible. 

Over the years the Trust’s grants have made a huge difference to many lives with electric wheelchairs, mobile 

hoists and communication aids. Applications can be made to the Trust by filling out the application form, with 

the required accompanying documents outlined on the front page. More information on the Trust’s work, or 

how to apply, can be found on their website www.fnaist.org.uk

Spin 
a poem by Dr Dhawan Vandy

Mama lets spin! 

Furniture, canes, rollator frame 

turn them all in.

The scourge of  my skates and skis, 

backpacking and cycling - 

in limbo of  my metamorphosis.

Aah! Two pairs of  dainty wheels 

A lightweight and portable mean machine 

No more colluding for fleshy limbs.

Cannot reduce speed now, 

I am so ready - let gravity win 

Cleansing is now an improbable thing.

Watch me outmanoeuvre 

the template of  this species 

with my chrome footprints.

Promise there won’t be more changes, 

your heartache and pride 

comes with a lifetime guarantee.

Mama lets spin, 

me on my wheels, 

and you in your comfy heels ...
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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


