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WELCOME

In the office
Hamida Begum
Lovely Hamida Begum, our Financial Assistant, 

sadly leaves the Ataxia UK Head Office for greener 

pastures in the financial world. We wish her the best 

of  luck for the next step in her career! 

Dr Tony Kaye
Hello to Tony Kaye, our new Trustee! Tony and his 

wife Deanna have been instrumental in setting up 

the North West London Ataxia UK Branch and he 

often lends us his professional photography skills. 

Welcome, Tony!

John Abbott
A warm welcome to John Abbott, a former Co-optee 

to the Ataxia UK Board and now an official Board 

Trustee. John has always been very involved with 

Ataxia UK events, projects and fundraising ventures, 

and we’re delighted to have him.  

And just like that, another year has 

flashed before our eyes…and what a 

year it has been!

Thank you as ever to our wonderful 

fundraisers who continue to support 

us all across the UK. As many of  you 

will know, we receive no government 

funding, so every penny we raise is 

from the hard work of  people like you!

This year also saw the return of  the Big Bad Bike 

Ride, which, as our front cover alludes to, smashed 

the £1million mark for money raised towards ataxia 

research since it was started in 1991.

In September we were delighted to also host the 

City Bridges Challenge again, after the success of  

the 2015 walk, with over 100 people joining us as we 

hit the streets of  the capital. 

A big thank you also to those who attended our 

conferences in Exeter and the East Midlands this 

year. A write up of  the latter can be found on pages 

10 and 11. We are already preparing for next year 

and we hope you will join us when we return to 

Stansted on 20/21 October 2017. 

We’re delighted to be able to welcome Dr Tony 

Kaye to our Board of Trustees. Thank you to 

everyone who voted throughout the process. 

I hope you enjoy this final edition of  2016 and have 

a very merry Christmas!

Regards,

Sue Millman

Welcome

GOODBYE

HELLO

HELLO
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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/ataxiamagazine196

ACCESSIBILITY 
If  you would prefer an 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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What form of ataxia 
do you have, Iain? 

I was diagnosed with 

spinocerebellar ataxia 

(idiopathic) in March 2015.

After two years of  medical 

examinations, including an MRI 

scan, lumbar puncture, DNA 

testing and more blood tests 

than I care to remember, they 

couldn’t find a cause, hence 

the ‘idiopathic’ diagnosis. 

About 50% of  ataxia 

diagnoses are idiopathic.

This is why fundraising for 

Ataxia UK is so important for 

me: only research can find 

answers to the condition.

What were your 
earliest symptoms?

Between 2010 and 2013, I 

was being treated for what 

appeared to be a balance 

problem.

But during a ‘round-

the-world-by-train’ trip, 

I began to suspect it 

was more serious.

My first fall was down 

a flight of  stairs in 

Hamburg train station.

Fortunately, no damage 

was done (I was more 

embarrassed than 

anything else); the 

second fall was in 

a hotel bedroom in 

Copenhagen, luckily 

onto a well-carpeted 

floor. 

I got as far as Siberia 

before I had to return to 

Scotland for more medical tests. 

It was then I was diagnosed with 

ataxia.

How did you feel after your 
diagnosis?

I was in a bit of  a daze. It felt like the future I had 

always expected would no longer happen. But after 

a while, I planned a ‘new’ future: fundraising.

I reached for the atlas. I am still able to walk 

(although I carry a stick with me at all times, which 

I find I need to rely on more often these days) and 

luckily, my GP has recommended that I walk as far 

and often as possible. 

My first walk was through Hyde Park in London on 

my 50th birthday this January. Since then I have 

walked in Paris, Cannes, Nice, Milan, Parma, Pisa, 

Florence, Ljubljana, Amsterdam, Brussels and Lille.

Why do you always wear a kilt when 
walking?

I always wear a kilt and an Ataxia UK t-shirt to 

raise awareness of  the condition, and kick-start 

conversations. It seems to work! My kilt has got me 

into the local newspaper in Parma, and on the local 

TV news in Lille.

You’re currently on a walk now. 
Where in the world are you?!

I’m walking from Girona to Gibraltar. I’ve already 

completed over 200 kilometers of  the journey, 

leaving 1,000km still to go. I’ve raised over £800 for 

Ataxia UK in the process.

Where can we follow your journey?

You can follow my progress at my website: 

www.kiltedwalker.com
Or via Facebook: 

www.facebook.com/globalwalkforataxia
or Twitter: twitter.com/kiltedwalker

How do people sponsor your walks?

My fundraising page with Ataxia UK is here: 

www.alturl.com/3yj72 

Every penny of your donation goes directly to 

Ataxia UK. And if you are a UK taxpayer, make 
sure that you tick the Gift Aid box!

ATAXIA PEOPLE
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The kilted walker
Meet Iain McGeachin: fundraiser for Ataxia UK; 

keen explorer; walking across the world … in a kilt. 



ATAXIA PEOPLE

A sad goodbye to 

Trustee, Graham Fickling
Farewell to Graham Fickling, former Trustee and 

long-term Friend of Ataxia UK, who died recently 

at the age of  48. Graham joined the charity in the 

early 2000’s, and gave generously through both 

donations and his time, and left us a substantial 

legacy. We send our condolences to his family and 

friends; he will be sorely missed.

Ataxia UK live on air 

- on Radio Cardiff
A massive shout out to South East Wales support 

group co-ordinator: Deborah Poyser, who took 

time out in early November to talk about ataxia on 

Radio Cardiff. Thanks for raising awareness of  

ataxia and Ataxia UK, Deborah! You can listen to 

her interview with Jeremy Rees (host of  the Cardiff 

in Action radio show) and Ataxia UK’s Steph 

Marley on Trustee Anthony Kaye’s blog here: 

www.ataxiauknorthwestlondon.wordpress.com/
branch-news

@ Network 
chat

Branches and support groups 
meeting: Annual Conference

A meeting for Branches and support groups 

was led by Sue Millman, Ataxia UK’s CEO, at 

the Annual Conference this October. 

31 members from 17 Branches and support 

groups attended the meeting which discussed 

how Branches/support groups are operating 

within the ataxia community, and how Ataxia 

UK can support them without a Branch and 

Support Group Development Officer within 

Ataxia UK. 

Sue explained the charity’s financial position 

had forced Ataxia UK to make Tina Thatcher, 

our previous Development Officer, redundant 

after 10 hard-working years. She explained 

our plans for a Volunteer Co-ordinator, who 

would be in charge of  looking after Branches 

and support groups. Ataxia UK is still applying 

for funding for the position; in the meantime a 

number of  experienced Branch and Support 

Group Officers agreed to mentor people 

setting up new groups.  

To increase awareness of, and potential 

participation in Branches/support groups 

from the ataxia community, it was agreed to 

create a leaflet about the benefits of  attending 

a group and to explore setting up permanent 

fundraising pages for each group. 

Send any questions about our Branches and 

support groups you have to office@ataxia.org.uk 
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RESEARCH
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Dr Paola Giunti, Head of 
Ataxia UK’s specialist Ataxia 
Centre in London, has been 
involved in a number of  ataxia 
research trials over the past 
few years.

Dr Paola Giunti and one of her regular patient 

volunteers on these trials, Nigel Kilvington, are here to 

talk to us about what one might expect as a trial patient 

and accompanying services available to participants. 

Dr Paola Giunti is one of  the world’s top specialist 

ataxia neurologists; she leads the London Specialist 

Ataxia Centre, which was the first established in the 

UK. She says that having patients for her studies 

has been paramount to successful discoveries, such 

as gene identification for various types of  ataxia. 

She adds that “we need to see many patients for us 

to collect data for such rare and varied conditions, 

and to gain an evidence-based approach to treating 

them.”

Partaking in a clinical trial is a great opportunity 

for someone with ataxia to try out the newest 

treatments on offer, have a voice in the design of  

a protocol and, as Nigel tells us, to feel like you’re 

making a difference to other people’s lives. Nigel 

was diagnosed with ataxia ten years ago after 

his speech and ability to climb the stairs severely 

deteriorated on holiday. He has participated in 

three research trials already with Dr Giunti and 

often assists in reviewing the protocols for others. 

He is also a former lay member of  Ataxia UK’s 

Scientific Advisory Committee. He tells us about 

his experiences as a volunteer:

“I felt confident taking the treatment which was 

being trialled and wasn’t nervous because the 

drugs had been trialled on people already. I could 

contact the doctors leading the trial at any time, 

as they gave me their mobile phone numbers and 

email addresses. The trials were always non-

invasive; taking tablets, being examined, walking 

etc. - nothing scary. It feels very satisfying to make a 

difference for others and help develop treatment for 

our condition.”

Ataxia UK’s clinic volunteers complement Dr 

Giunti’s treatment of  physical conditions by being 

present at each session to welcome patients and 

offer tea and a chat. Having personal experience 

with ataxia and being members of  the charity, our 

volunteers can empathise with, help and advise our 

patients after their consultations. Two of  our clinic 

volunteers, Ann and John Chapman, sadly lost 

their son Christopher to ataxia. Ann felt that her 

and John’s knowledge of  the condition ought not to 

be wasted, and they regularly volunteer at the clinic 

to share it. “We have a two-fold role as volunteers,” 

says John, “to ensure people are aware of  all of  

the support available to them through Ataxia UK 

and to give formal feedback through satisfaction 

questionnaires from our patients to our doctors 

- services can then be shaped to suit patients’ 

needs.”

Ann adds: “You can see the difference between 

those patients who partake in clinical research; they 

come along happily, sometimes travelling across the 

country for a whole day, to feel a part of  this. They 

feel valued.”

More volunteers like Ann and John are needed at 

the London clinic. If  you’d like to offer some of  your 

time in support of  people with ataxia, please email 

us at research@ataxia.org.uk 

Doctors and patients
Participating in clinical research trials for ataxia

Above: 

Professor Paola 

Giunti (left) 

and Nigel 

Kilvington (right)



RESEARCH

Award win for Ataxia Specialist 
Clinic Neurologist, Dr Giunti

We are delighted to share with you the news that Dr 

Paola Giunti from the London Ataxia Clinic has won 

the Health Professional Award at the European 

Federation of Neurological Associations’ (EFNA) 

annual advocacy awards ceremony. The award 

recognises the contribution of  an individual or group 

to the development and promotion of  advocacy for 

people with neurological disorders in Europe. Well 

done Paola, it’s very much deserved!

Ataxia UK and the ARSACS 
Foundation Announce their 
collaboration for research on 
Ataxia of  Charlevoix-Saguenay 

The Ataxia of Charlevoix-Saguenay 

Foundation and Ataxia UK are 

pleased to announce a co-funding 

alliance to support and to advance 

medical research in the UK on Ataxia 

of Charlevoix-Saguenay. 

This first-time collaboration is directed 

to the expansive research project 

entitled ‘Modelling the Molecular 

Pathogenesis of ARSACS with 

Patient Cells: Disrupted Protostasis 

in ARSACS Neurons’ which has 

multiple objectives. The study aims to understand 

the cellular defects that lead to ARSACS. Like other 

ataxias, ARSACS is a neurodegenerative disease, 

which means brain cells (neurons) die as the 

disease progresses. It is not completely clear what 

causes neurons to die in most neurodegeneration, 

but one factor that has been identified as common 

to a number of  diseases, is the accumulation of  

damaged proteins that may be toxic or disrupt 

normal cellular processes. This collaboration aims to 

build on the extensive preliminary data in which the 

team have identified that the cellular systems that 

deal with the disposal of  damaged proteins may be 

perturbed in ARSACS. The aim of  this project is to 

investigate this further by working out exactly what 

has gone wrong with the cellular machinery that 

normally deals with the disposal of  these unwanted 

proteins. 

This important work will be performed by Dr. 
Paul Chapple (Barts and the London School 

of Medicine and Dentistry) whose expertise in 

ARSACS is crucial to the success of  the project. 

This alliance between two associations dedicated 

to ataxias is clear evidence of  openness and 

commitment towards ground-breaking research 

and future development in ataxias. “We believe that 

this exciting collaboration with Ataxia UK will further 

enable us to expand research, eventually benefiting 

to ARSACS patients in the UK and elsewhere in 

the world,” said Sonia Gobeil, co-founder of  the 

ARSACS Foundation. Julie Greenfield, Research 
Projects Manager at Ataxia UK, adds that 

‘“working in partnership internationally is crucial in 

rare diseases and we are delighted to be partnering 

with the ARSACS Foundation in this important 

research study.”

In addition, Dr Chapple’s project will train Lisa 

Romano, a Ph.D. student, to work on the cell 

biology of  ataxias. In the photo below, Lisa is shown 

using a state of  the art Laser Scanning Confocal 

Microscope to look at ARSACS cells.

Approaching Brexit: Ataxia UK 
and medical research 

Ataxia UK has been working with the 

Association of Medical Research Charities 

(AMRC) in lobbying UK MPs to secure a 

smooth transition for UK medical research 

charities as they leave the EU. In particular, we 

are concerned with making sure that medical 

research in the UK is not negatively affected 

by any changes which might be made to new 

medicines’ licensing and research funding, and 

ensuring that the UK remains an attractive place 

in which to hold clinical trials. 

As Brexit is a process still on-going, we have no 

way of  telling how it will affect smaller medical 

research charities like Ataxia UK just yet. We will 

keep the ataxia community up-to-date, as soon 

as more information is secured.
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RESEARCH

New research 
project on FA funded 
by Ataxia UK 
This is a promising new pilot 
research project funded by 
Ataxia UK and run by Dr Paola 
Giunti (Head of  the Ataxia Centre 
in London) at the Institute of 
Neurology at UCL. 

In FA, a mutation in the frataxin gene leads to a 

lower level of  the essential protein frataxin in the 

cells of  patients, and it is believed that this reduction 

in frataxin is the cause of  symptoms experienced 

with FA. Dr Giunti and Dr Thomas-Black (the 

researcher working on this study) are planning to 

test whether hypoxia (low levels of  oxygen) has 

some positive effects on the level of  expression of  

the frataxin gene by turning on a molecular switch 

which controls frataxin gene production. This will 

be investigated by studying the amount of  the gene 

produced in blood cells from patients with FA when 

those cells are exposed to low oxygen.

Hypoxia has already been studied in another cell 

type of  patients with FA (lymphoblastoid cells) and 

has shown to increase the level of  frataxin protein 

in these cells. In parallel to exposing patients’ 

cells to low levels of  oxygen, the research team 

is planning on trying a new drug that can mimic 

hypoxia. Using these two conditions, researchers 

will look at the levels of  expression of  frataxin gene 

and the protein. They will also see the effect on the 

function of  the mitochondria in the patients’ cells; 

mitochondria are the energy suppliers of  cells and 

their function is known to be affected in FA because 

of  a lack of  the frataxin protein. Ultimately, if  either 

hypoxia, or the drug is shown to increase the levels 

of  the frataxin protein in this project, the team would 

like to take it further and look at other human tissues 

and also test the effects of  these treatments in a 

mouse model of  FA. 

If  the data from these experiments shows positive 

results, the research team is hopeful that this could 

then move into human trials, testing the effect of  the 

drug that mimics low oxygen states in people with 

FA.

NIHR Patient Day report, by 
Ataxia UK Friend Talita Banoori

I was invited to represent Ataxia UK at the recent 

National Institute for Health Research (NIHR) 

Patient Day. The NIHR is a UK government 

body that coordinates and funds research for the 

National Health Service (England). I was happy to 

volunteer and attend and, though I had no idea what 

to expect from the event, I was intrigued. The whole 

day proved to be very interesting and everything 

was discussed from the patients’ perspective, which 

for us as patients is important as it reflects on us 

being considered every step of  the way.

The Patient Advisory Group was set up in 2015 

as a way to involve patients in their studies more 

closely in their work and overall direction. They 

are very keen to get involvement from patients and 

their carers; you don’t need to have any special 

background or qualifications to be involved in PAG, 

just an interest in rare disease research and an 

ability to listen and discuss issues from a patient’s 

perspective.

For more information please contact Georgina 

Norris: gan23@medschl.com.ac.uk

Sexual functioning 
in Friedreich’s Ataxia 
questionnaire 

Researchers at the University of Melbourne 

would like to invite you to complete a 

questionnaire that is exploring sexual function 

in individuals affected by FA. Through their 

interaction with people with FA, they have 

become aware of  the impact of  the condition on 

sexual activity. The team are therefore interested 

in doing formal research into how sexual activity 

is affected by FA. The outcomes of  this study 

will give us a better understanding of  potential 

issues related to sexual function in FA and give 

us the opportunity to improve services that are 

provided to people with FA.

If  you decide to participate in this study, you will 

be asked to complete an online questionnaire, 

which will take approximately 30 minutes. 

Participation is completely voluntarily and your 

answers are confidential and anonymous. You 

can withdraw from the study at any time before 

you have submitted your answers. 

If  you: 

• Have Friedreich’s ataxia,

• Are aged 18 years or older,

• Are able to understand written English, 

and would like to participate in the study you 

are welcome to proceed by visiting: 

www.ataxia.org.uk/news/healthcare-research

If  you would like more information, please 

contact Principal Investigator Professor Martin 

Delatycki on martin.delatycki@vcgs.org.au 

or +61 3 8341 6290.
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HEALTH & WELLBEING

Advice for coping with shorter, 

colder days, and what support is 

available for those who find winter 

physically or psychologically 

challenging.

Ataxia can sometimes cause fluctuations in bodily 

temperature and increased sensitivities or pain 

from colder weather. Furthermore, a decrease in 

sunshine can make anyone feel a bit under the 

weather. So, what can be done to make winter a 

happier, safer and more comfortable season? This 

article considers practical and lifestyle choices we 

can make to help get through the season.

Financial support

Recipients of  Disability Allowance are 

automatically eligible for Cold Weather Payments, 

receiving an extra £25 p/w to help stay warm. Those 

who qualify for pension credit can also apply for 

Winter Fuel Payments, though only one person in a 

couple can receive it. 

Diet

If  you have a diet-related ataxia, such as vitamin 

E deficiency or gluten ataxia etc., it is best to seek 

advice from your neurologist before making any 

changes to your diet. 

It is recognised by nutritional scientists that 

omega-3 fatty acids and turmeric powder can help 

reduce inflammation: eat fatty fish, nuts, brightly-

coloured fruits and vegetables and brown bread 

instead of  white. It’s good to keep in mind that the 

food we eat can affect out moods. Vitamin B12 

has been proven to reduce the risk of  depression: 

fish, meat, poultry, dairy products and eggs are 

high in Vitamin B12. [source: www.lpi.oregonstate.edu/

mic]. The NHS website says that Omega-3 ‘may be 

recommended’ for treating depression, too, though 

these findings are still quite young.

And of  course, drink more water! It helps the body 

to process waste products, and reduces achiness. 

Try not to rely on caffeinated drinks too much as 

they can dehydrate you [source: www.nhs.uk].

Exercise

Exercising may seem difficult during the winter 

months, but if  you are able, gentle stretching 

indoors can help release endorphins which increase 

good moods. Colder weather can tempt us to eat 

more and exercising will also help control your 

calorie intake. 

Taking up a winter sport will get those endorphins 

going! Disability Snowsport UK provide facilities 

and teaching for people with disabilities; Inclusive 

Skating are a charity who work on making ice-

skating accessible across the world: 

www.wheelpower.org.uk/WPower

Winter wonderlands

Last year, the blog ‘Euansguide’ gave a great piece 

on accessible ice-rinks across the UK. Keep an eye 

out for this year’s update! www.euansguide.com/
news/go-for-a-wheelchair-whirl-on-the-ice

Other tips

Taking up a new hobby or joining a local social 

group can help lift the spirits, as can keeping your 

mind active. Sudoku, card games, writing, knitting, 

coffee mornings with friends and family … these 

activities will while away the indoors hours and help 

keep up the spirits. 

Getting through the winter
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ANNUAL CONFERENCE 2016

Charity Awards 
winner 2016!
We had some exciting news to share 

at the conference this year! Ataxia UK 

was the winner of  the Charity Today 

Medical Welfare Awards 2016! 

Thank you to those of  you who voted 

for us; any opportunity to increase 

public awareness of  ataxia and the 

charity is invaluable and, thanks to a 

smashing total of  62% of  the vote, we 

certainly think we’ve gained it. A nice 

trophy, I’m sure you agree!

In a disability artist’s 
studio 
We gave Ataxia UK’s Annual Conference a lick of  

paint this year, with a professional artist speaker and 

our own ataxia artists exhibiting and selling their 

wonderful work.

Known for her Portraits Untold series (soon to 

be exhibited at the National Portrait Gallery in 

London), disabled artist Tanya Raabe-Webber 

often makes diversity and identity themes in her 

work; she used her artwork to protest for better 

disability rights in the 1970’s. For our group of  

16-30’s on Saturday, Tanya encouraged everyone 

to have a go at drawing and modelling for one 

another’s portraits: the finished gallery of  their work 

looked fantastic! 

A few members of  the group are already proficient 

artists in their own right, including Holly Hipwell 

and Aila Figura whose paintings and photography 

were on display in the hotel as part of  our Artists’ 

Exhibition (below right).

Tanya’s session and the artists’ exhibition were 

planned to give the 2016 Conference the theme of  

creativity: an age-old technique for self-expression 

and self-exploration which are important for 

personal wellbeing. The exhibition also featured 

excerpts from the works of  our many talented 

authors and poets, some of  which were for sale. 

Attention to mental health has been somewhat of  

a wider theme this year, with Dr Julia Wahl giving 

instruction towards practising Mindfulness; we 

hope that everyone who gave it a go enjoyed 

themselves, and perhaps even found a new creative 

flair!  Many thanks to Tanya Raabe-Webber for her 

time and exciting session.

You can discover more about Tanya’s career and 

artwork at her website here: www.tanyaraabe.co.uk
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‘The best one yet’
Another Annual Conference, and what a lot to say! 
We’ll never fit it all in, so here are just a few of  our highlights …

Below: 

From left to right:

1 & 2. The 16-30 
Group unleash their 

creativity

3. Tanya 

Raabe-Webber

4. Our Artists’ 

Exhibition 
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John Williams



ANNUAL CONFERENCE 2016

Friends’ Survey  
At the Annual Conference, Sue 
Millman, CEO of Ataxia UK, 

presented some of  the findings of  

our Ataxia UK Friends’ Survey. 

We will use these findings to plan 

for the next three years. 

The Survey was sent to everybody who receives 

the Ataxia Magazine (approximately 4,500 

households). 436 people responded, 85% of  whom 

have ataxia (69% with cerebellar ataxia, 15% with 

Friedreich’s ataxia). 

Symptoms 

We asked people with ataxia to order their 

symptoms by what affects their lives the most. 

Although some of  the most common symptoms 

were expected (balance problems, walking 

difficulties etc.), there were some higher-than-

expected percentages for some symptoms: 

tiredness/fatigue/poor stamina (67%), bladder 

incontinence (63%), and coughing/choking (60%). 

Impact  
We asked people to tell us the four areas where 

ataxia impacted them the most. We found that 

feeling worried, anxious or fearful about the future, 

followed by coping with exhaustion and fatigue are 

the concerns which impact people’s lives the most. 

Deliberately avoiding social situations is third.

Services 

We noted that whilst the majority of  respondents 

most frequently use their GPs or Neurologists 

(76%), 37% make use of  Specialist Ataxia Clinics 

– but 17% of  respondents felt they would like to 

access an Ataxia Clinic but aren’t able to do so. 

Of  those who use services provided by Ataxia 

UK, respondents found our information (96.3%), 

helpline support (88.4%), the Ataxia UK Annual 

Conference (83.6%) and ‘Health Unlocked’ online 

community forum (86.3%) helpful or very helpful. 

The services used most were the quarterly Ataxia 

Magazine (362 people) and the Ataxia UK website 

(227 people) and were found very helpful or quite 

helpful by over 88% of  respondents. Fewer people 

used Facebook (48) and 85% of  them found it very 

helpful or quite helpful.  

Priorities 

When asked about their top three priorities for Ataxia 

UK, we found that the top priority for most people 

is Scientific and Medical Research (31%) and 

Raising Awareness (17%). Supporting non-medical 

research to improve the quality of  people’s lives and 

the creation of  Ataxia Centres were both at 16%.

When asked where respondents would like us to 

invest our resources, there was a marked shift from 

the results discussed: many would like Ataxia UK 

to continue providing support services (see graph 

above). These numbers suggest that we should 

spend around 65% of  our money on research and 

35% on support.   

100% into research

75% research / 25% support

50% research / 50% support

25% research / 75% support

100% into support

Didn’t know or trust
Ataxia UK decision

0%  R E S P O N S E 5 10 15 20 25 30 35 40
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FUNDRAISING

It’s been an ace Autumn for 
Ataxia UK fundraisers with 
money coming in from all 
sorts of  awesome events. 
Thank you to everyone who 
has raised money or donated 
to an event. Read on to 
see some of  this quarter’s 
highlights:

Big Bad Bike Ride
Under the command of  Graham Kennedy, The 

Bike Bad Bike Ride has raised an incredible 

amount for Ataxia UK over the years. The BBBR 

2016 in September toppled their total to over 

£1,000,000. Yes, you read that right. We’re 

speechless at the drive and commitment that 

everyone involved has shown to the event: thank you 

so, so much.

Bishop Cannings Cricket Club
A huge thank you to James Rapson (above) and 

all those involved with Bishop Cannings Cricket 

Club who held a fundraiser in aid of  Ataxia UK. A 

staggering total of  £8,000 was raised from the event 

and we were delighted to meet the Rapson family, 

including Lottie, who has FA, when they presented 

their cheque to Ataxia UK’s John Williams.

South London Tough Mudder
Things got filthy in September as our own Head of 

Communications Jonathan Evans took on the 

South London Tough Mudder alongside some of  

our Ataxia UK friends (above left). Our muddy runners 

tackled the muck-filled 10km and raised £5,500.  

One Step Beyond club
In late July the One Step Beyond team (below) 

walked a staggering 150km over the course of  

numerous challenges and raised 

a marvellous £650 in memory 

of  Pamela Cairns. Thank you 

for all of  your hard work!  

Just gone ...
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Chance 
to win 
winners

Congrats to our 

winners this 

quarter! If  you 

want a chance 

to win, set up a 

monthly direct 

debit with the 

charity for just £2 

per month to enter 

the draw.    

1st. £250 

Patricia Jevons 

2nd. £150 

Brenda Gracey 

3rd. £100 

John Watts  



Chester Marathon 
Nick French (left) made it third time lucky as he 

managed to complete the Chester Marathon after 

illness and injury ruled him out of  two previous 

marathon attempts earlier in the year. Thanks 

for your perseverance Nick, and also for the 

spectacular £2,062 you raised in the process!

Marathon achievements
This Autumn period has seen some phenomenal 

fundraising efforts from some of  our long-distance 

running friends. Clare Edwards and the rest of  

Team Parsons smashed the Great Bristol Half 

Marathon and also smashed their fundraising 

goal of  £1,000, bringing in a whopping £2,537! 

Our fundraiser who covered the most ground this 

quarter was certainly Rob Hammond (left), who 

raised £699 by completing the gruelling 38 mile 

Downslink Ultra Marathon (most of  us in the office 

are tired just thinking about that!) Next we had 

Elena Jones who ran her very first half  marathon in 

Cardiff and raised a superb £600, very well done!

Manchester Half  Marathon
And last but by no means least, massive 

congratulations to, Alex Edy, Rose Edy and 

Caroline Twiggs (above) for completing the 

Manchester Half Marathon! At the sprightly age of  

70 Alex led the way, with all three runners finishing 

in well under 4 hours. Together the guys managed 

to raise a wonderful £1,234. Top work!

Abseiling: 

Millersdale Bridge
Members of  the Derby and Manchester support 

groups (right) closed out a great month of  

fundraising in September as they abseiled down the 

90ft Millersdale Bridge near Buxton. Not only did 

this event raise a magnificent £1,500, but it is yet 

another example of  people not letting their ataxia 

stop them from doing incredible things. Well done 

everybody! 

FUNDRAISING
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FUNDRAISING

City Bridges 
Challenge 2016
On September 18th, the City 
of London was host to over 

100 fundraisers who had a 

mission: to walk from three 

to six miles and across six 

bridges, and to raise money 

and awareness for 

Ataxia UK. 

An early start and cloudy sky greeted us at 

Lambeth’s Palace Gardens. As the group of  

walkers grew, so did the excitement, and with 

Westminster and the Houses of Parliament just 

over the river, Ataxia UK CEO Sue Millman gave a 

rousing speech to see us off. Clutching fruity energy 

bars and water, off  we went, looking towards the 

famous OXO Tower where a fine spread would 

greet us at the finishing line. After four hours, a few 

wrong turns and some brief  bouts of  sunshine, our 

efforts were rewarded with a good old sit down.

And what an effort everyone made! We managed 

to raise over £7,000! Special thanks go to Tom 

Price who raised an incredible £1,083.22 and the 

Bridges in Harmony gang for their fantastic joint-

efforts! And it wasn’t just financially successful. 

Making a splash in our bright white T-shirts and hats 

emblazoned with the Ataxia UK logo, we were asked 

a familiar question by many members of  the passing 

public: ‘What is ataxia?’ By handing out leaflets and 

talking with those who stopped to enquire, we also 

managed to raise awareness: an essential part of  

any fundraising mission. 

Whether you walked, gave a donation, volunteered 

or helped spread the word, we want to thank you 

so much for your contribution to the City Bridges 

Challenge 2016. 

See you next year! 

Ataxia UK Team
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FUNDRAISING

Family 
& Friends Fund
Family members and friends of  people 

with ataxia, who want to support us, 

and choose where their money is spent, 

now can: through Ataxia UK’s Family & 

Friends Fund. With this fund you can be 

certain that the money you raise for us 

will go exactly where you want it to. We’ll 

help with your web page, raise your online 

awareness and provide the materials; 

you’ll have a dedicated member of  staff  to 

support you and the opportunity to name 

your fund after a loved one. 

John Williams. 
Head of Fundraising & Development

And still to 
come ...

Introducing: The 
Gauntlet Games 2017
Over various dates and in various parks 

all over the UK, gladiators are returning 

to Britain. Fight your way through the 

many fun obstacles and characters 

from classical civilisation, fundraising 

for Ataxia UK all of  the while. You can 

read all about it on their website www.
thegauntletgames.co.uk, or email us at 

fundraising@ataxia.org.uk to sign up for 

a place. You can never begin training too 

early!

London Marathon 
2017
Ataxia UK is delighted to introduce the six 

friends who have been chosen to run the 

2017 London Marathon for us.

Please say hello to: 

Malgorzata Brothers, Charlotte Geen, 
David Gothard, Molly Grange, 

Izzi Stainton and Rob Wilkins! 

Please join us in supporting these guys 

over the coming months until and beyond 

the big day in April!

Christmas Appeal 
2016
Christmas has always been a time for 

giving, and we here at Ataxia UK are ever 

grateful for your donations each year.

Look out for the charity Christmas Appeal 

2016 popping through your letterboxes 

soon.

And, if  you can, please give generously 

and help us end the year on a high.

Tough Mudder 2017
Over hay bales, through woodlands, into 

ice water, the occasional electric shock, 

barbed wire and of  course, a heck of  a lot 

of  mud! Yet despite all this, my overriding 

memory of  Tough Mudder was that it 

was brilliant fun and I would encourage 

anyone to get involved … just remember 

a spare set of  clothes to change into 

afterwards! We’ll be purchasing places 

for more events next year, so if  you fancy 

getting stuck in (pun intended) this muddy 

challenge, you can drop an email to 

fundraising@ataxia.org.uk to express 

your interest. You won’t regret it!

Jonathan Evans. 
Communications Manager 15



Managing mobility 
in winter weather
There is nothing I can tell you about keeping yourself  

warm when the weather turns cold that you don’t 

already know I am sure. When you have ataxia, your 

ability to stay warm is reduced, and so follows some 

obvious and some more extreme ways of  keeping 

warm when out in the long, dark winter nights.

• Wear as many layers as you can. Thermal vest, 
t-shirt, jumper and coat at least.

• Wear gloves. If you use a power chair be 
aware that the hand you need for the controller 

will be open to the elements. You may find a 
fingerless sheepskin glove for this hand may 
improve your control of the chair. Odd gloves 
on your hands has to be better than having 

cold hands. If you are pushed in a manual 
chair, then put your hands in your pockets and 

remind your PA to wear gloves!

• Wear an all-in-one wind and waterproof body 

warmer.
• Put a hot water bottle under your feet.
• Put a heat pad in your pocket before you go 

out. These can be re-used by microwaving for 
a few minutes. 

• Wear boots that cover your ankles.
• Most body heat is lost through your head. 

Wear a deerstalker hat that covers your ears.

My advice to you in extreme conditions (snow and 

ice), would be to stay in and watch TV. From a non- 

wheelchair user’s point of  view (I was one once) 

snow and ice made it just about impossible to leave 

the house. When I used crutches to help balance 

myself, I would fear falling every time I put the crutch 

on the ground, assuming ice was beneath the snow. 

Ice under the snow can be unseen. To those of  you 

using wheelchairs be warned: even with the best 

and newest tyres on your chair you will slide on 

ice!! If  you have to go out (your football team is at 

home for example!!) then be aware that the snow 

and ice can also make the hazards on the paths 

and roads invisible – for example the pathway may 

have developed a pot hole which would be quickly 

covered during a snowfall. In such circumstances, 

having a PA or family member holding the pushing 

handles of  your power chair, or pushing your manual 

chair, would be essential.

ADAPTATIONS

Adapting to life
by Matthew Law (matthewlaw1968@yahoo.co.uk)
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Right: Heading 

out with my friend 

and PA Paul into 

the snow all day 

in Trondheim, 

Norway, nine years 

ago



ADAPTATIONS

Lisa Murphy lives with ataxia 

and chronic fatigue. She tells 

us about an exciting project 

which is adaptable to her 

needs, and helps her find 

happiness from day-to-day.

After spending a number of  years talking about her 

ailments, Lisa realised that she didn’t feel any more 

content with her condition. Everyone is different and 

Lisa wanted to put her symptoms out of  her mind.

She decided to begin what would become a 

long-term project: writing about the antics and 

behaviours of  her ‘indulged cat’ Theo. 

Two books later, Lisa can say that having such a 

project has vastly improved her personal wellbeing. 

Writing allows her to work indoors and at her own 

pace; if  her chronic fatigue comes on, she can take 

it easy and just enjoy Theo’s company. I asked Lisa 

how she manages her fatigue and ataxia during the 

winter months: 

“It’s difficult, I have invested in lots of  very snuggly 

sweaters and managed to get some good warm 

trousers and have a great coat. With all that to keep 

me warm, I am able to take my rollator and walk 

through Farnham and window shop and go out for 

lunch.”

Her novels are anecdotal stories told from Theo’s 

perspective with original illustrations, and you can 

email Lisa for an electronic copy for both books for 

just £5.00 here: lisa.murphy1949@gmail.com. 

All of  her proceeds will be donated to Ataxia UK. 

You can read an excerpt below:

Pastimes, pets and projects: 

living positively
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Above: 

Lisa Murphy and 

Theo



LIVING WITH ATAXIA

Meet our 

This year, the James Tudor Foundation generously gave a grant to Ataxia UK to 
put together a new series of  informative videos. The series aims to inform people all 
about ataxia, and how Ataxia UK is here to help. So without further ado, here are our 
Tudor Foundation Video Series interviewees! Look out for a few familiar faces ...

Keep an eye out for the videos coming soon to Ataxia UK online!

John Abbott  Living with late-onset ataxia 

John Abbott is 78. He’s a firm believer in keeping fit and healthy. He told me that although it was a regret 

to give up his favourite pastime of  golf, he tries to exercise regularly. John advises people with late-onset 

ataxia not to worry and try to keep a positive mind-set. 

Richard Brown  Working with FA

Richard Brown has had a long and successful career in access, disability awareness and equality. 

Recently he took the plunge and accepted early retirement. I asked Richard about when he knew it 

was the right time: “I was travelling to work, being at work, travelling back from work, or asleep! I have a 

young daughter and wanted to cut back my hours. When work offered me early retirement, I accepted it 

on my own terms. It was great that I chose when to go.”

Grace Kay  Caring as a parent

I asked Grace about what advice she’d give to a parent who, like her, is caring for their child with ataxia. 

She told me how important it was to balance her son Jonathan’s independence and when she ought to 

offer assistance. She said a parent must be practical: approach the here and now and deal with things 

as they come. 

Jonathan Kay  Ataxia doesn’t stop me

Jonathan was diagnosed with FA at 15 but he says that having a strong friendship network has been his 

way of  getting on with things. With a friend, he used a grant given by Ataxia UK to drive across America. 

“Don’t be afraid of  using a wheelchair,” was his advice for newly diagnosed people. “It would’ve helped 

me if  I’d accepted it sooner.”

Patsy Riggs  Co-ordinating a support group

Patsy co-ordinates the Ipswich and Colchester support group, which has seen over 50 members over 

its ten years. She advises anyone to try a support group; she’s seen members become dear friends, 

feel less isolated, and “gain a lot of  confidence by meeting other people with ataxia.”

interviewees! 
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LIVING WITH ATAXIA

Dr Vandy Dhawan, researcher 
into ataxia at Newcastle 
University, tells us about a man 
she’s proud to know. Having 
FA may have stopped Gary 
Brown from becoming a pro-
footballer, but with it he has 
achieved a great deal more: 
becoming football club secretary, 
a disability football coach and 
official Olympic torchbearer. 

I wish to introduce Gary Brown who has FA. 

I’d describe Gary, quite simply, as a true hero of  

grassroots football. He has devoted his Iife to the 

game he loves and in that time has become a cult 

figure in the local and football community.

Gary’s dream of  a career as a 

professional footballer was dashed 

when he was diagnosed with FA 

at 15 years old. Rather than feel 

sorry for himself, Gary took on a 

new role in running a football team.

At 18 years of  age, a young 

Gary was involved with the 

running of  a pub team. 

Amazingly, that solitary 

team is now Lumley FC, 

a club which boasts 

the adult Sunday 

team (which Gary is 

manager of) and 

13 junior teams. 

Most of  this was 

achieved by 

the drive, 

determination 

and vision of  

club secretary 

Gary Brown. 

Despite Gary’s disability, his determination has 

driven him to achieve a breathtaking portfolio of  

qualifications in football, including level 2 coaching 

(and he’s believed to be the only wheelchair user 

in the country to achieve this), disability football 

coaching (youth module 1, 2 and 3) and qualified 
coaching mentor. Gary’s duties are endless: 

carrying out administration, organising venues and 

referees, website administration and arranging 

annual festivals.  

In 2012 Gary was one of  the Olympic 

Torchbearers. At Durham Football Association 

awards evening in 2014, Gary was presented with 

the Billy Bell Memorial trophy for the outstanding 

contribution he has given to Youth football.

In the same year Durham County Sport and 

Leisure honoured Gary for an ‘outstanding 

contribution to sport’, and in December, Gary was 

invited by the sportswear giant Nike to participate 

in the Football Association Youth Module 3 
coaching course at the prestigious national football 

centre: St. Georges Park.

Gary says: “I’m happy to have achieved so much in 

the game but none of  it would have been possible 

without the support and assistance from my 

family and friends - fortunately I’m blessed in that 

department. Over the years there have been more 

highs than lows; the recognition is quite humbling, 

as after all, I’m doing what I love.”

Play on!
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Above: 

Dr Vandy Dhawan

Below: 

Garry Brown 

carrying the 

Olympic torch 



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


