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WELCOME

International Awareness Day in 
September saw 100 Ataxia UK 
participants spreading awareness 
of  ataxia through London in our 
successful Westminster Parks 
Challenge (see p 12). 

In the same month we teamed up once again with 

ataxia charities GoFar (Italy) and FARA (USA) to 

hold our second International Ataxia Research 

Conference in Pisa, Italy: our largest ataxia 

research conference yet. You can read more on 

pages 8-9.

Swiftly following this was our Annual Conference, 

which had the theme ‘Taking Control,’ inspired 

by our new Strategic Plan which aims to help 

people affected by ataxia to feel more in control of  

their lives (p 10). Demonstrating this theme at the 

conference were Sam Merchant and Mel Priest, 

who you can read about on page 18. 

You should by now have received a letter from us 

regarding The Big Give Christmas Challenge: a 

fundraising campaign which will allow you to double 

your donation to Ataxia UK from 28 November - 5 

December. Refresh your memory in how to take part 

on page 13, and read more about how to donate 

to us through the Christmas Appeal this year, if  

preferable. We’re grateful for any donations you 

send us through either avenue. 

We are sad to lose stalwarts Peter Reeves and 

Gemma Fish from our Board of Trustees; in 

their different ways, they’ve been invaluable to the 

running of  Ataxia UK (p 5); at the same time, we 

welcome Graham Fryatt, our newest Trustee (p 5) 

and congratulate existing board members Andrew 

Downie and Richard Brown who are staying 

with us. Our thanks to all those who stood for the 

elections. 

2018 promises a great deal as we welcome two new 

Fundraising Managers and begin preparing for our 

Fractured Lives awareness campaign (p 10). So 

with that, we wish you a wonderful holiday season 

and fantastic New Year!

Regards  

Sue Millman

Welcome

HELLO

HELLO

GOODBYE

In the office
Kelvin Gichohi
We’re delighted to announce a new member of  the team and a new 

role at Ataxia UK: Kelvin Gichohi, our Individual Giving Manager. 

Kelvin was previously Donor Development Manager for the World 

Cancer Research Fund, and has many of  the skills we will need 

as we approach our new Fundraising Strategy. Kelvin will work to 

increase donations to the charity, enabling us to expand our support 

services and to fund research.  

Fraser Newell-Wise
We also welcome Fraser Newell-Wise as our new Communications 

Intern. Fraser has recently graduated in Journalism from Sheffield 
University, which is the top-performing university in the UK for this 

subject. He’s looking to use his skills to benefit others; with a history 

of  fundraising and writing for press, we’re excited to see what Fraser 

can bring to the charity!

Oliver Roberton
It’s with sadness that we say goodbye to Oliver Roberton, who was 

our Communications Intern for eight months. Olly worked brilliantly 

on our Ataxia Magazine and social media channels, and we wish him 

all the best as he moves onto his next challenge!
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OFFICE

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/ataxiamagazine200

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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Geraint Williams was diagnosed with 
FA just over 10 years ago. Still in full-
time employment, Geraint’s wobbly 
walk has grown into his needing 
walking sticks, to now using a four-
wheel rollater. Here, he tells us about 
his past experiences of fundraising, 
as well as his newest feat: taking part 
in Tough Mudder.

While out with friends one night last year, someone 

suggested we do a skydive; a few beers had been 

consumed and everyone readily agreed to take part, 

before duly forgetting - apart from Adrian, who took 

this drunken conversation as a cast-iron agreement and 

started organising the skydive. He was adamant that we 

raise funds for Ataxia UK (or, in his words, “That thing 

you’ve got”), so in April of 2016, three of us jumped out 

of a plane at 10,000ft, each strapped to an instructor. 

The journey up was perhaps the most uncomfortable 10 

to 15 minutes of my life, but was followed by a complete 

exhilaration that’s so hard to explain. I probably wouldn’t 

do it again, but I’m so glad I did it and we raised £1,600 

in the process.

A couple of weeks later, we met up again and 

discussed what to do next. I said I’d love to climb 

Kilimanjaro. I’d never thought of it until I read about 

Iain Fryatt’s climb in the Ataxia Magazine. I contacted 

Iain and met with him and his family, and they kindly 

allowed me to borrow Iain’s mountain trike.

On Twitter I saw that Josh Landman (who’s paralyzed 

as a result of spinal injuries) had completed a Tough 

Mudder event using a wheelchair. I’d seen footage 

of the event and have always fancied doing it, but 

thought it impossible with FA. I would’ve eaten up an 

event like this in my teens when I was sports mad, but 

believed those days were behind me. Having seen Josh 

and Iain’s successes however, I made a split-second 

decision to sign up. My friends and I got a team of five 

together, including my 14-year-old son, to take part 

in August at Badminton. This was a personal goal 

through which I wanted to test out my strength, stamina 

and the mountain trike. It’s really hard to 

replicate the event in training so I didn’t 

do anything specific, other than my usual 

gym and swimming sessions. The only 

important thing was to use the mountain 

trike and become familiar with its controls.

I was quite nervous beforehand, worrying 

about the usual things: will I be able 

to do it? Will people be staring at me? 

But the start came soon enough and 

the atmosphere was unbelievable. 

The whole ethos of the event was 

teamwork and helping others. We 

completed the 5.5-mile, 13-obstacle 

course in around two and a half  hours. 

We laughed our way around and it was 

over in the blink of an eye. What was so 

pleasing for me was that I was able to 

get over every obstacle – admittedly with 

help, but I did it. I was absolutely buzzing 

for days and have already signed up for 

next year’s, this time doing the full Tough 

Mudder: 11 miles and 20 obstacles long.

In the meantime, I plan to crack on with 

organising the Kilimanjaro trek and to 

raise money for Ataxia UK. When I was 

diagnosed, somebody close to me said: 

“There is nothing you can’t do; you may 

have to do it slower, differently or with 

help, but FA doesn’t stop you doing 

anything.” Sometimes I forget this advice, 

but completing the Tough Mudder shows 

that it’s spot on.

ATAXIA PEOPLE
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Network chat

Thanks for being on-board!
Farewell to our departing Board members, Gemma Fish and Peter Reeves.

We would like to thank Gemma Fish and Peter Reeves for their invaluable contribution made to Ataxia 

UK over their time as Board members. Gemma continues to work tirelessly with the 16-30’s and 

Ambassador projects; Peter has helped us develop our new Fundraising Strategy and has been 

very helpful with financial issues, serving as Treasurer for a period. 

We welcome our newest Board member, Graham Fryatt (left). For many years, Graham has 

fundraised for Ataxia UK in support of his son Iain - another avid fundraiser - who has Friedreich’s 

ataxia. Together they climbed Mount Kilimanjaro with the support of an ataxia specialist, who 

found a link between FA symptoms and altitude. This has contributed enormously to ataxia research. 

Graham and partner Karen also take part in many runs, triathlons and challenges for our cause. We are 

delighted to have him.

Corrections and reflections
We would like to note and apologise for two errors in our previous issue:

Wendy Maddocks, author of the wonderful article about weddings on page 19, is not in fact Wendy 

Crooks as named; Matthew Law’s article on page 16 wrongly stated that Matthew’s PA, Ivana, has 

ataxia. In fact it is his friend, Jenny, who does! Lastly, we would also like to apologise if  your last 

magazine was addressed to ‘Friend of Ataxia UK,’ or if  you received duplicate copies: the error that 

caused this mishap has now been resolved. Thank you for your understanding.

Lowe down under
Last year, the penultimate Jerry Farr Fellowship was awarded to David 
Lowe; it enabled him to travel to Australia with his wife, Glenys, for a four-
week holiday in October.

After some difficulty with the insurance company and a brief consultation with Professor of 

Neurology at the Sheffield Ataxia Centre, Prof Marios Hadjivassiliou, they were on the way to the 

land down under!

They spent the majority of their trip in Brisbane where their daughter, her husband and their three 

children live. There is a lot to offer on the Gold Coast and they certainly made the most of it - beach 

trips were a regular occurrence and the lifeguards were very accommodating. 

They also visited the Australia Zoo to watch live crocodile feeding and walk amongst the free-

roaming kangaroos, and travelled around the city by boat to see water parks, the Brisbane wheel and 

Mount Cootha which overlooks Brisbane’s skyline.

David and Glenys spent the last couple of weeks exploring without the children who went back to 

school. They took this chance for tranquility by visiting Tangalooma where they were able to whale-

watch at the idyllic resort. 

David said: “Every day we would think how lucky we were and how much the Farr family had 

enabled us to do, creating memories with our family and their ‘new life’ …they were so proud to show 

us their achievements.”

@
Ataxia UK Branches and Support Groups

It’s been a busy autumn for some of  our Support Groups and Branches. The North West 

London Branch held their Annual Supper Quiz fundraiser in November, which you can read 

more about on page 14. The Merchant family (contributors to both the Bristol Support 

Group and the South West Branch) were live on Bristol’s Ujima Radio Station in October to 

raise awareness about Sam Merchant’s head shave fundraiser that took place at the Annual 

Conference (p 18) - look out for the interview upload on our website soon! Representatives of  

our Branches and Support Groups also met with Sue Millman at the Annual Conference to 

share news of  the last year and hear how Ataxia UK plans to support them in the future.

ATAXIA PEOPLE
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A new grant has been awarded 

to Dr Clevio Nobrega and his 

team at the University of Algarve, 

Portugal entitled ‘Neuroprotective 

therapeutic approach for SCA2’

This project aims to test the effect of  a drug called 

cordycepin as a potential treatment for SCA2. The 

team have preliminary evidence from cell studies 

for its efficacy when acting via a specific pathway 

(called the AMPK pathway); they now want to 

confirm their results in a SCA2 mouse model and in 

SCA2 human nerve cells derived from patients with 

SCA2. The activation of  this cellular pathway has 

been shown by other groups to have potential for 

other neurodegenerative conditions. In addition, this 

drug is already undergoing trial for other conditions 

and has been granted orphan drug status by the 

EMA and FDA, which would be helpful for future 

SCA2 human trials, if  it is effective.

Their results to date have shown cordycepin to 

reduce ataxin-2 levels and toxic aggregates from 

cells. They are now interested in confirming their 

findings.

Potentially this approach may be effective in other 

SCAs which have similar pathologies at the cellular 

level. Dr Nobrega says that: “The project is based 

on previous studies from our laboratory and if  

successful it could represent a new therapeutic 

approach to treat SCA2 in the future.”

RESEARCH

New project funded for potential 
SCA2 treatment
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In July Ataxia UK’s CEO, Sue 
Millman, and the Head of the 
London Ataxia Centre Prof Paola 
Giunti, were invited to attend an 
Interest Group Meeting at the 
European Parliament on the 
value of  early intervention in 
neurological conditions. 

The event was organised by the European 

Federation of Neurological Associations 

(EFNA) and Gamian-Europe, in partnership with 

the European Brain Council (EBC). The first 

part of  the meeting addressed the conclusions 

and recommendations from the European Brain 

Council’s ‘Value of Treatment’ and ‘White Paper’ 

research projects. The ‘Value of  Treatment’ project 

was launched early in 2016 by the European 

Brain Council with the aim of  ‘Bridging the 

Early Diagnosis and Treatment Gap for Brain 

Disorders.’ You can read more about this project 

on the EBC website here: www.braincouncil.eu/

activities/projects/the-value-of-treatment 

The second part of  the meeting explored possible 

next steps of  the ‘Value of  Treatment’ project: the 

application of  this methodology to other disease 

areas eg. rare diseases or chronic pain, as well as a 

future focus on interventions such as rehabilitation. 

Prof Paola Giunti (University College London / 

National Institute of Neurology and Neurology, 

UCLH) was invited to give a presentation describing 

her experiences at the London Ataxia Centre. 

She outlined the importance of  early intervention 

in complex rare conditions and the importance 

of  Specialist Centres. She went on to discuss the 

results of  the on-going patient satisfaction survey 

that Ataxia UK carries out at the Centre. It is clear 

from the results that patients with ataxia prefer 

Ataxia Centres because of  the Centre’s specific 

understanding of  ataxia, their confidence in the 

specialist neurologist, the medical advice on 

managing symptoms and their increased ability to 

give a precise diagnosis. They were also thankful 

for practical advice about living with ataxia and 

information about research - in general, they feel 

they can cope better because of  the support they 

receive at these Centres. 

Moreover, she discussed the importance of early 

intervention in achieving an accurate diagnosis 

more quickly. This is especially the case for the 

few treatable ataxias where early treatment prevents 

further damage to the nervous system, something 

that could become irreversible and lead to severe 

disability. The importance of  early intervention 

in the on-going management of  the ataxias was 

also highlighted for comorbidity [the presence of  

one or more additional diseases] or complications 

of  the condition (eg. diabetes or spasticity). 

The knowledge and experience of  neurologists 

with ataxia expertise in Specialist Centres can 

therefore be instrumental in planning personalised 

interventions and the provision of  genetic 

counselling in the case of  inherited conditions. 

Prof  Giunti stated: “I strongly believe in building 

robust working relationships between clinicians and 

patient groups to support people affected by these 

rare conditions and to progress research towards 

much-needed treatments. This is why I have always 

worked closely with my patients and with Ataxia 

UK.”

Also, a preliminary study carried out at UCL/UCLH 

showed that there was evidence to suggest that 

seeing patients at the London Specialist Centre 

contributes to reducing costs to the NHS.

“This was an amazing opportunity to raise 

awareness of  ataxia at the highest level,” says Sue 

Millman, “highlighting the importance of  Specialist 

Ataxia Centres and the fantastic work done by Prof  

Giunti in research and in care for patients living 

with the condition. As well as being a centre of  

excellence, the number of  patients seen, places it in 

an ideal position to run research studies to find new 

treatments.”

RESEARCH

Head of  the London Ataxia Centre 
talks at the European Parliament
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RESEARCH

In September, Ataxia UK together 
with GoFar (Italian organisation) 
and FARA (American organisation) 
organised the second International 
Ataxia Research Conference in 
Pisa, Italy. This event was larger 
than 2015’s, with 450 delegates 
attending from 22 different 
countries.

A dense programme was spread over four days with 

59 presentations and 200 posters presented, as well 

as two new features: round-table discussions on 

patient perspectives on clinical trials and on clinical-

trial design for the ataxias.  

Five patients and caregivers attended these 

discussions, five of  whom took part in an hour-long 

discussion about the challenges of  living with ataxia 

and what they would like treatments to address. 

They said that in addition to therapies that address 

movement and balance difficulties, they would also 

like to see treatments for vision, hearing and speech 

loss that the ataxias can generate. Sue Millman 

(CEO, Ataxia UK) stressed the importance of  

“providing a patient round-table discussion where 

individuals with ataxia and parents and caregivers 

can share their personal stories and talk about their 

treatment needs to researchers - some of  whom 

may never have met anyone with ataxia, further 

provoking their commitment to finding treatments 

and cures urgently. It gave them an opportunity to 

see the impact that successful research might have 

on people’s lives.”

This conference highlighted a significant growth 

in research. More than 20 presentations focused 

on treatments, showing the progress scientists 

are making in expanding the therapy pipeline. 

This includes testing treatments in cell and animal 

models as well as human trials. Reata is currently 

trialling omaveloxolone for people with Friedreich’s 

ataxia, which aims at restoring mitochondrial 

function. Mitochondria are what generate energy 

in cells. Their malfunctioning prevents vital organs 

from working properly and is a leading cause of  

Friedreich’s ataxia. Omaveloxolone is designed to 

activate the Nrf2 protein within cells to restore this 

energy production. (See Ataxia magazine 199 for 

more about this trial, which is recruiting participants 

at the London Ataxia Centre). Retrotope, a 

biotechnology company in California, has also 

been conducting an extension study of  a Phase 

1/2 trial of  their drug RT001 in Friedreich’s ataxia. 

The therapy is aimed at preventing a cell-damaging 

process called lipid peroxidation in mitochondria.

Interesting results were also presented regarding 

individual patients with cerebellar ataxias. 

Preliminary data using acetyl-DL-leucine (a 

modified amino acid) is potentially encouraging 

for the treatment of  gait symptoms in patients 

with cerebellar ataxia. Results from a trial are 

expected soon and based on those results, the 

biotech company, Intrabio, is hoping to do a 

larger trial to confirm the effect. Ataxia UK is 

working in partnership with Intrabio who presented 

their preliminary data at our Annual Conference. 

Another study by academic researchers in Italy, 

using docosahexaenoic acid (an omega-3 acid) 

supplementation as a therapy for SCA38, raised 

interest by showing benefits on clinical symptoms 

and changes of  brain function in SCA38 patients. 

The conference featured many presentations 

on genetic-based therapies, including 

oligonucleotide and gene replacement strategies. 

Oligonucletoides are short nucleic acids which have 

the ability to bind DNA and RNA sequences, and 

are widely used in research and in genetic testing in 

International Ataxia Research Conf
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RESEARCH

h Conference (IARC2017)
particular. “We were very pleased to see key studies 

using gene therapy approaches being presented 

at the conference,” Research Officer at Ataxia 

UK, Julie Vallortigara, told us. “They showed 

lots of  progress since the last IARC in 2015.” In 

particular, several talks covered gene regulation 

and gene editing in both Friedreich’s ataxia and 

SCA3, providing new data and knowledge about the 

pathology of  the disease and potential treatment 

strategies.

There were also significant findings reported 

regarding progress made in diagnosis of  the ataxias 

and understanding the molecular mechanisms 

underlying the diseases. Dr Andrea Nemeth of  the 

Oxford Ataxia Clinic presented recent data about 

a new condition discovered called SCA44 and 

some of  the molecular mechanisms involved in its 

pathology. There were also numerous presentations 

on various types of  cerebellar ataxias (including 

ARSACS, SCAs, auto-immune forms of  ataxias 

and ARCA2) which used different animal and 

cells models in their research. The presentations 

highlighted the possibility that different forms of  

ataxia could be treated with a common approach.

Sue Millman said that another important 

development at the conference was an agreement 

reached between European patient groups with 

an interest in FA to join together with FARA USA 

to expand the FA Global Patient Registry at 

a special meeting organised by Ataxia UK and 

FARA USA. A patient registry collects information 

about people with ataxia to help scientists conduct 

research on the disease and to facilitate clinical 

trials into potential therapies. The idea is to build 

an international shared resource, with other 

research advocacy organisations contributing 

to and benefiting from it. “We are proud that our 

international collaborations to advance research 

and treatments for FA and related ataxias continue 

to grow,” said Sue Millman.

Finally, it is very encouraging to see a significant 

number of  young scientists among this year’s 

participants. This demonstrates the growing interest 

in ataxia research. To show their appreciation of  

the interest these young scientists are showing in 

ataxia research, Ataxia UK presented two awards 

for the best posters: the Kennedy Award for the 

best FA poster and another for the other ataxias. 

The judging panel comprised a number of  experts 

together with Ataxia UK representatives. The task 

was very difficult as the quality of  posters presented 

was excellent. On the last day of  the event, Saba 

Saqlain (from Brunel University, UK) was awarded 

for the best Friedreich’s ataxia poster, and Neslie 

Ece Sen (from the Max Planck Institute for Brain 

Research, Frankfurt, Germany) for best poster for 

other ataxias and her work done on SCA2. 

The conference was a real success and was well 

covered by FAnews, an online journal from the US 

that blogged and conducted interviews throughout 

the conference. You can read their reports on their 

website here: (www.friedreichsataxianews.com). 

We were also particularly thrilled to have Jason 

Alhuwalia (above left), Friend of Ataxia UK and 

talented photographer and videographer, who kindly 

offered his photography and video throughout the 

conference. Ataxia UK is very grateful to Jason for 

his hard work done at IARC2017 and we enjoyed 

having him with us in Pisa to cover the largest 

research conference on ataxia to date. Keep an 

eye on our research news (www.ataxia.org.uk/

overview) for the release of  Jason’s footage and 

photographs!
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Taking control

Below:

‘Taking Control’ with 

Julie Vallortigara 

and Sam Power

The Ataxia UK Friends Annual 
Conference at the Radisson Blu Hotel in 
Stansted was a huge success this year. 

It was partly thanks to the array of talks and activities 

available, but mainly thanks to the outstanding turn-out 

and atmosphere created by our supporters.

The theme of this year’s conference was drawn from 

our new Strategic Plan which seeks to enable people 

affected by ataxia to be in control of their lives. To 

begin with, CEO Sue Millman highlighted the three 

strategic ambitions of the plan and the strategies that 

were in place to address them. 

These were to foster the best practice in treatment and 

care, to maximise the impact of research activity and, 

most importantly, to allow people with ataxia to be able 

to say: “I feel supported and in control”. In regards 

to development within the NHS, Ataxia UK “wants to 

develop recognised pathways within the NHS so that 

people are able to navigate the system; that if  there 

is a difficulty about diagnosis, it doesn’t happen by 

accident that people end up at a Specialist Ataxia 

Centre,” Sue said. “We welcome the development of  

a huge rare disease centre at Birmingham Children’s 

Hospital, and we are busy setting up a meeting there 

with someone that we think could point us in the right 

direction and help us to establish a centre of expertise 

in the ataxias.” 

Sue also spoke of the need to collaborate with other 

charities in order to increase the scale of research and 

said that achieving results in the short term would be 

prioritised by Ataxia UK.

Finally, Sue highlighted the importance of using 

information from both Rare Disease UK and 

Neurological Alliance research projects into mental 

wellbeing, as well as from Friends, to achieve “a bank 

of knowledge about 

your situation” and 

improve people’s 

mental wellbeing.

Ataxia UK’s Head of 

Fundraising and Development, John Williams, also 

spoke to outline the new ambitious fundraising strategy 

for Ataxia UK. He announced that Ataxia UK now had 

the staffing resources available to be able to double 

fundraising figures within the next five years.

John thanked the superb work of Kerry and Jim Bull 

for helping to organise the Belper Games, which 

donated a share of profits amounting to £10,000 to 

Ataxia UK and called for more, similar local awareness 

events to be created. He concluded by announcing an 

upcoming social media campaign, which is inspired 

by the TBWA creative advertising agency and entitled 

‘fractured lives’. It will be launched in Spring 2018, 

with the help of our celebrity patron, Dom Joly, and 

other famous personalities!

Aside from the introductory talks, there was so much 

else going on. Breakout sessions based on topics 

such as mindfulness, self-management and benefits 

and grants were in-keeping with the theme of ‘Taking 

Control’. Pilates sessions and massages were also 

held to help with relaxation.

Back in the main conference room, Rosa Spencer-

Tansley from Rare Disease UK, Michael Paul from 

Disability Rights UK and Rebecca Nancarrow from 

BBC Digital all gave fascinating talks.

There was also a Branches and Support Group 

meeting, which gave members the opportunity to share 

updates and ideas from their respective groups. 

Without doubt the highlight of the weekend came on 

Saturday afternoon when Sam Merchant shaved his 

head in front of 200 delegates as a fundraiser and Mel 

Priest’s surprise at being presented with the Anne 

Ford Cup for her excellent contributions to the charity. 

You can read more about Mel and Sam’s stories on 

page 18 (along with some great photographs!) Last but 

not least, conference stalwart Paul Coia was awarded 

the Ernie Heath Shield for his outstanding work in 

compering the conference over the past 30 years.

You can find the full strategic plan on the Ataxia UK 

website (www.ataxia.org.uk).

ANNUAL CONFERENCE
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Trying the technique
The Alexander Technique reduces 
and prevents pain by teaching us 
to release tension, and improve 
posture and movement. Evidence 
suggests that it can even reduce the 
symptoms of  Parkinson’s disease*, 
many of  which are similar to those 
of  ataxia.

The Alexander Technique was created by an 

Australian actor, Mr F. M. Alexander (1869-1955), 

who suffered from laryngitis (swollen and sore 

throat). He discovered that tension in his body and 

neck was causing these issues, and created a set 

of  exercises that focused on posture and movement 

to correct that tension. Today, this set of  exercises is 

called the Alexander Technique.

We’ve heard from a number of  people with ataxia 

who say that Alexander Technique has improved 

their symptoms. Pat has been seeing a Technique 

Practitioner for years after finding her medication 

wasn’t effective. Here, she describes what 

someone can expect from a session and the 

improvements she’s seen: 

“I enrolled on a 10-week course and learnt 

so much. The sessions were on a one to one 

basis and lasted about an hour. Each week 

we started by discussing my problems, and 

then we would do a few different things 

before a relaxing session on the couch, 

where Rachel took over and put the body 

back into place. 

She helped with getting in and out of  a chair; 

walking slowly; how to use a walking stick 

(adjusting the height, trying to use it in my other 

hand, etc.); how to sit when using a computer; 

using footstools and cushions to get optimum 

comfort when sitting, and how to go about daily 

tasks: simple things like making a cup of  tea, 

wiping the work surface and moving around 

the kitchen. After my initial course I decided 

to continue to go but less often, and now I 

mostly manage on my own.”

Phil also has ataxia and, at the time of  

writing, has just finished his first session. 

He’s feeling the improvements already:

“For over two years I have continually felt 

tense, and can honestly say that during and 

immediately after the session I felt really relaxed. 

She helped me to balance on one leg for more 

than 10 seconds … previously, I couldn’t 

manage one! Showing me techniques of  

how to sit and stand, to think about 

what I am doing has helped 

so much.”

You can read more about the Alexander Technique 

on the NHS website, which says that: “The Alexander 

Technique may improve general long-term pain, 

stammering and balance skills in elderly people 

to help them avoid falls. But the evidence in these 

areas is limited and more studies are needed … 

speak to your GP or specialist first to check if  it 

might be suitable for you.” 

* You can read more from the 

NHS here: 

http://alturl.com/vc6zn

If  you have tried 

the Alexander 

Technique, why 

not let us know 

how you found 

it? Email us at 

communications@

ataxia.org.uk to get 

in touch.

HEALTH & WELLBEING
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Around 100 participants 
took part in our annual 
International Ataxia 
Awareness Day event 
this September, The 
Westminster Parks 
Challenge, which raised 
a fantastic £7,000 (and 
counting).

Adam Griffies, a member of  

Ataxia UK’s 16-30’s group and 

his mother Deborah came down 

all the way from Liverpool to join 

our Westminster Parks Challenge 

as Adam’s uncle, the Lord Mayor 

of Westminster Ian Adams was 

supporting the event. Not only 

did the Lord Mayor meet us at the 

beginning to wish us luck in his 

full ceremonial regalia and chain, 

but he also hosted a superb buffet 

lunch in his Mayoral Parlour at 5, 

The Strand, overlooking Trafalgar 

Square. The Lord Mayor made 

every participant feel very special 

and presented a certificate to 

every walker. Our thanks go to the 

Lord Mayor, his staff, The Royal 

Parks staff, Ataxia staff/trustees, 

volunteers and Adam Griffies for 

helping make the Challenge a 

tremendous success!

The day was beautiful, warm and 

clear with the Royal Parks in full 

autumn colours. As participant 

Iain Fryatt emphasised: “It was 

a perfect day for a walk and 

perfect conditions for doing so in 

a wheelchair… the sunny weather 

also meant the parks were well 

used by people who would see our 

t-shirts: picnicking families, fellow 

walkers, cyclists, skateboarders 

and roller-bladers … Apart from 

the permanent features, such 

as the Italian Gardens and 

the Serpentine, there was also 

a farmyard set up next to the 

Serpentine Gallery with goats, pigs 

and a Shire horse, bringing the 

country to the city.”

Read on to find out who else made 

this event such a success!

Lord Mayor of 

Westminster Ian Adams 

with nephew 

Adam Griffies 

and sister 

Deborah Griffies

Autumn leaves

FUNDRAISING
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Chance 
to win 
winners
1st. £250 

Maggie Cooper

2nd. £150 

Roy West 

3rd. £100 

Elizabeth Young



We are the champions

es

Bringing with him a huge party of Challenge participants was Champions Club member Chris Nwuga (left), who 

was diagnosed with SCA7 over 20 years ago. Chris has been a Friend of Ataxia UK for two years, but this is the first 

time he’d been to our annual challenge. We spoke to him and Segun Ogungbe (below left), the Club’s organiser for 

this event, to hear more.

The Champions Club (www.thechampions.org.uk) is a socio-welfare club made up of friends and like-minded 

people who have come together to make a difference and support good causes.

The club was established in 1998, and has since supported many causes, such as those fighting against sickle cell, 

breast cancer and prostate cancer, and in support of Great Ormond Hospital for children and the SOS Orphanage 

in Africa, amongst others. Luckily for us, they chose to support Ataxia UK and friend Chris this year by joining our 

Parks Challenge. 

Olusegun gathered nearly 50 people to join the walk, doubling our impact with participants and raising over £2,700 

(the Champion Club’s fundraising page: http://bit.ly/2ygdIYB). “We enjoyed the day and were impressed with the 

turn-out, organisation and the reception held afterwards in the Mayoral Parlour,” Segun told us.

We asked Chris whether he’d recommend the challenge for people with ataxia to participate in, and he repiled: 

“Without hesitation. The walk is just an extension of what Ataxia UK does for people with ataxia already. 10/10!” 

Want to double your Christmas gift to Ataxia UK? This year you can, without giving 
an extra penny. Read more below ...

At this time of year, as per usual, we will be calling upon the generosity of Ataxia UK supporters to donate towards 

our Christmas Appeal. We are always extremely grateful for your donations which enable us to continue providing our 

services and research for treatments and cures.

The Big Give Christmas Challenge
This Christmas we’re taking part in the 2017 Big Give Christmas Challenge, the UK’s largest match funding campaign 

launching at noon on Tuesday 28 November until 12 noon on Friday 5 December to raise a whopping £30,000 to 

fund urgently-needed scientific research into finding cures and treatments for people affected by ataxia. 

For one week only your Christmas gift will be doubled!

HOW IT WORKS

From noon on Tuesday 28 November until 12 noon on Friday 5 December our goal is to raise £15,000, and thanks to 

our match-funders and The Saturday Hospital Fund, this amount will then be doubled to an incredible £30,000 to 

help fund ataxia research and support services.

HOW TO JOIN IN

To support our Big Christmas Challenge, please visit http://alturl.com/6disb between Tuesday 28 November and 

Friday 5 December to make your Big Give Christmas gift to Ataxia UK.

If  you’re not able to go online to donate to our Big Christmas Challenge, please call our friendly Supporter Services 

Team on 020 7582 1444 who will be more than happy to help you to donate over the phone. 

Please don’t forget to tick the Gift Aid box when you donate online as it could be worth even more to us at no extra 

cost to you! For example, a donation of £100 would be doubled to £200 through the Big Give; with the inclusion of Gift 

Aid, this would rise again to £225! So if  you’re eligible for Gift Aid, please don’t forget to tick the box!

A full explanation of how the Big Give Christmas Challenge works can be found on our website: 

www.ataxia.org.uk/blog/the-big-give-christmas-challenge

FUNDRAISING
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Fundraising thank-yous
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The sun may have faded - 
but the fun is just heating 
up thanks to your fantastic 
fundraising efforts! Here are 
some highlights of  recent 
fundraising events undertaken 
by our amazing community. 
Apologies that we cannot 
feature everyone, but we thank 
everyone who has worked 
so hard to raise funds for our 
charity!

Super skydivers
Our thanks go to Vicky Jones, Susan Simpkins, 

and sisters Tracy and Wendy Maddocks (left) for 

taking part in Ataxia UK’s Skydive Day in October. 

Collectively, these fabulous four have raised over 

£2,800. Well done guys!

A few more of  you have also raised money for Ataxia 

UK by taking part in Skydives over the last few months, 

well done to: 

• Samantha Whiteman (£732)

• Niamh Cassidy (£596)

• Paul Tait (£740)

• Lee Adcock (left) (£1,000)!

We would like to give a big shout out to our fundraisers 

Carol Roberts and Louise Tickle for climbing Mount 

Kilimanjaro in September and raising over £7,250 for 

Ataxia UK.  Describing the climb with Louise, Carol 

said: “It was the most challenging thing we’ve ever 

done, and will probably ever do! I suffered with altitude 

sickness but somehow managed to find the energy to 

do what I set out to do.” 

In order to complete the climb, Carol organised a 

‘spinathon’ earlier this year to raise money for the trip. 

Amazingly, despite reaching their target, they are still 

collecting more sponsorship for their climb! Check 

out the picture of  them (right) at the highest point of  

Kilimanjaro!

We would also like to thank Jason Libby (further right), 

who completed the Prudential 100 ride from London 

to Surrey, raising an incredible £1,286 for Ataxia UK. 

Here he is wearing his own custom made Ataxia UK 

t-shirt. Thank you for all you have done for our charity 

Jason!



FUNDRAISING

ous
Richard Bradford (left) and a number of  his 

colleagues took on the London to Paris cycle this 

September and have raised over an incredible 

£14,000. Richard is raising money for Ataxia UK 

and a wheelchair for his daughter Megan who 

has Friedreich’s ataxia. He is determined to raise 

awareness for ataxia, and much needed funds for our 

charity - thank you for all you have done Richard.

We would like to thank Karen and Gavin Dalton who 

held a BBQ at the officer’s Mess at RAF Leconfield 

earlier this year. They managed to raise a fantastic 

£400 for us. We would like to extend our thanks to 

members of  the North Yorkshire Support Group for 

their involvement in the day.

Some of  our youngest fundraisers Shane and 

James (both aged 12) put their walking boots on and 

completed the Hadrian’s Wall National Trail (below) 

for Ataxia UK. After setting an initial target of  raising 

£100, they managed to raise a brilliant £800. On top 

of  this, the boy’s school also agreed to split the £500 

raised at a Macmillan Coffee Morning with Ataxia UK.  

Shane’s little brother, Olly (aged 9), also completed 

part of  the walk, along with Shane’s mum, Anne, and 

her sister, Christine. Well done everyone, and check 

out that signpost on the left of  the picture!

A massive thanks goes to Darran Winfield- Stanesby, 

Adam Robinson, and the rest of  the team at Anytime 

Fitness Mansfield (below) for their successful 

‘Raise the Bar’ event held on International Ataxia 

Awareness Day. A team of  twelve (pictured left) came 

together to deadlift 250 tonnes in 10 hours. Darran who 

has cerebellar ataxia used a specially adapted deadlift 

bench to take part. The team have raised over £1,000.
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When I first became involved with the 

Friedreich’s Ataxia Group, as it was 

called then, now, of  course, Ataxia 

UK, I was sent three editions of  our 

magazine - numbers 89, 90 and 91.

This was back in 1993. I remember reading through 

the magazines and thinking to myself  that there is 

no reason why I cannot write one article every three 

months that can be published in the magazine.

To think this is issue number 200 seems quite 

unbelievable now; it actually makes me feel quite old. 

My very first article which would have been in about 

issue 93 or 94, was one in which I tried to explain 

when would have been the ideal time for me to begin 

using a wheelchair. I had just been through all the 

emotional turmoil of  acquiring my own chair (helped 

in no small way by Ataxia UK) and so I felt qualified to 

write about it. I always felt that having ataxia myself, 

and the magazine being circulated to those who have 

an interest in ataxia, would mean that people were 

generally interested in what I had to say.

Of  course, the magazine was black and white back 

then, contained far less information and there were 

far less contributors. It was physically the same size 

but was less thick. It was still of  great interest to me 

because ataxia was a relatively new thing for me to 

get to grips with.

I remember going to the opening of  a restaurant in 

Poole in Dorset in 1993 and it was there that I first 

met Kim Wilde (still a patron of  Ataxia UK). I had 

my photo taken with her and I remember feeling 

absolutely delighted when that photo turned up in 

one of  the magazines. You can 

see this photo below.

There was no such thing as 

social media in 1993 and I don’t 

even think the World Wide Web 

was around. Ataxia UK therefore 

had no website, no email and 

no other way of  communication 

except for the magazine. Other 

than the telephone, it was both 

mine (and no doubt many 

others’) soul means of  staying 

in touch with one another. In 

my opinion, for that reason, the 

magazine played an even more 

important role than it does now.

Today, I read the Ataxia 

Magazine because I have a 

general interest in what other 

people with ataxia are doing with 

their lives and to keep up to date 

with the charity and its staff  in 

general. It’s good to know who 

is who and what everyone’s 

responsibilities are. I receive 

my copy by email and I read it 

online; I always felt a bit guilty 

throwing one magazine away 

when the next one arrived and 

of  course it is easier to press a 

button than it is to physically turn 

the pages of  a magazine. Who 

would have thought back in 1993 

that that option would now be 

available?

Matthew Law 

matthewlaw1968@yahoo.co.uk

ADAPTATIONS

Adapting to life
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ADAPTATIONS

Ways into work
The opportunity to enter university or employment should be available to 
everyone who wishes to; doing so with ataxia however, can be difficult. 
Below are some opportunities and organisations that might make this easier.

Many universities may not offer comprehensive support for people with disabilities such as ataxia, but there is 

financial support available through Disability Support Allowance for disabled students during their studies 

(https://goo.gl/z8LEyQ). Pursuing a career after university, however, can present another challenge. If  the 

employment rate for disabled people matched that of  the rest of  the UK, there would be two million more people 

in work. Now, there are a couple of  programmes available for disabled students offering specialist careers advice 

and programmes designed to make student life and the transition into a job easier. 

My Plus Students Club (https://myplusstudentsclub.com) works with graduate recruiters and university 

services to help disabled students with the support they need to achieve their potential. “Our mission is to help 

students and recent graduates navigate university life, the job application process and finding the perfect job all 

with a disability,” says Isabel, a consultant for MyPlus Student’s Club. “We hope to do this through the advice we 

offer and the disability-confident employers that we list.” 

There is also a programme called Change 100 (http://bit.ly/2yoBpeX) set up by the charity Leonard Cheshire, 

which places more focus on entering employment by offering three months of  paid work experience for people 

with disabilities. The scheme is available at over 90 leading employers, including Barclays, the BBC, Skanska, 

Lloyds and Taylor Wimpey; 100% of  interns who’ve been on the programme say that the experience had improved 

their confidence in the work place. 

Change 100 is currently accepting applications from eligible applicants for summer work placements; you 

can apply online via the website address above. The deadline is 24 January 2018 at midday: don’t miss it!
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How we 
‘take control’

Sam Merchant and Mel Priest have both been pivotal 

figures in fundraising and raising awareness at Ataxia 

UK over the past few years. Here, they tell us about 

how they feel their efforts have been rewarded through 

the impact of research and development in potential 

treatments they have contributed towards.

Sam Merchant has been fundraising for Ataxia UK 

for a number of years now, bringing his unique sense 

of optimism and positivity to the task. Most recently, 

Sam fundraised to shave his head at the Annual 

Conference by collecting money on the streets of  

Bristol and even publicizing the event on local radio. He 

spoke to us about how this attitude has helped him feel 

empowered and what others can do to help: 

“My motivation to fundraise stems from seeing the 

research and development of potential treatments, 

using money raised by people like myself. I understand 

there is no government funding for ataxia, so it gives 

me and others the determination to do something 

about it instead. So far I have done a skydive, the naked 

calendar, the head shave and a few other things for 

the West Country Branch. I’d like to do more. I would 

describe the feeling that comes from fundraising as a 

mixture of pride and determination - so we ourselves 

can contribute towards the aim to find a cure. I don’t 

think so much attention is given to the mental health 

of those with ataxia; FA does get me down at times, 

but I think actively working towards raising funds and 

awareness gives the feeling of satisfaction that at least 

I’m doing all I can. 

“Of course, no one is going to do it all by themselves. 

Ataxia affects people from all over the world, and 

research is also conducted across the world; so we 

could all do our parts to help. I’m not saying we should 

climb mountains or run marathons (although some do) 

but a tea evening or sponsored slimming all add up. I 

hope I have inspired a few people to take part.” 

Mel Priest was presented with the Anne Ford Cup for 

her excellent contributions to the charity at the Annual 

Conference in October. Mel set up the Dudley Support 

Group 18 months ago and has raised £3,500 by 

running a quiz, a summer fayre and putting a team of  

20 together for the Gauntlet Games.

Mel is a naturally affable character and says that she 

owes a lot to fundraising as a tool to stay active. “I can’t 

sit about doing nothing, I just can’t. I volunteer during 

the week, too. It’s good keeping busy because it keeps 

me alive,” she says. 

She single-handedly raised £1,000 for a sponsored 

walk around a cruise ship, and has always taken part in 

‘wheely wobbly’ walks for Ataxia UK. She understands 

the difficulty of organising these events but gains so 

much satisfaction from them. “It’s hard work to organise 

events and fundraise, but so much fun when it all 

comes together. I feel so happy when we count all of  

the money and see how much we’ve raised.”

Mel hopes that the group can continue to be fruitful. 

When asked about her aims, Mel simply said: “To carry 

on carrying on!  We want to support people in doing 

whatever they want to do. It’s not about what you can’t 

do; it’s what about what you can!”

LIVING WITH ATAXIA
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Steps to success

LIVING WITH ATAXIA

Victor Newson was diagnosed with 
idiopathic cerebellar ataxia four 
years ago. He was referred by his 
GP and neurologist to the London 
Specialist Ataxia Centre, where 
he was given some advice by Prof 
Paola Giunti about how to manage 
his symptoms. What took Victor by 
surprise, however, was that following 
this advice actually improved them.

“I was luckily diagnosed early on,” says Victor, 

who knows his symptoms could have become a 

lot worse if  they were caught later. After receiving 

his diagnosis, he became a little depressed; he 

discovered there was no cure; he enjoyed going for 

long walks, and was afraid of  a time when he’d no 

longer be able to do them. 

So when Professor Giunti recommended a set of  

exercises, some neuro-physiotherapy and speech 

therapy, he decided to give them all a go. At first, 

he said his exercises were very difficult: “I couldn’t 

tandem walk or stand on one leg. Everything 

required vast concentration. I learned quickly that 

you must only try to do one thing at a time, and think 

of  nothing else.” 

Slowly, Victor has made progress: when he first 

came to Professor Giunti’s Ataxia Centre, he rated 

44/56 on the Berg Balance Scale, a scale that is 

used by neuro-physiotherapists to measure balance; 

after just six sessions of  neuro-physiotherapy, he 

rose to 52/56 (with 56/56 classifying as ‘normal’ 

balance). So what’s Victor’s secret? 

Every morning, Victor wakes up at 5.30am or 

6.30am, depending on the time of  year, to undertake 

a 30-minute exercise routine followed by a three-

mile walk. We asked him how he could bear to wake 

up that early, and he said that “if  I don’t do it first 

thing, I just don’t do it!”  

Four years on, Victor’s symptoms haven’t worsened: 

they’ve improved: “I can even use a stepladder now, 

if  I concentrate a lot. I still need a stick if  I’m taking 

a stroll, but if  I’m walking quickly I don’t need it. 

There’s still things I can’t do and would be stupid to 

try to do - but my clumsiness and wobbliness has 

improved.”

“Without attending the Specialist Ataxia Centre, I 

wouldn’t have known all this. Naturally I know that 

I’m very lucky it’s gone this way for me, and that I 

was diagnosed early on enough; some people’s 

ataxia is too progressed and they maybe can’t do 

these exercises - but I must say, if  you’re told to 

exercise then be persistent! If  you can: do it. Just 

in case there’s one person I can help by sharing 

my story, give them a boost to continue exercising, 

to keep them going, then that’s wonderful. And it’s 

been worth doing.”

If  you would like to know more about what exercises 

are recommended for your type of  ataxia, get a 

referral to a physiotherapist. They can access 

professional advice on treating ataxia in our Medical 

Guidelines (see the Ataxia UK website).
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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


