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Renata

We are sad to say goodbye to our Fundraising
Administration Intern, Renata Da Silva, who has
been an asset in supporting the Fundraising Team and
the hard work they do. We wish Renata all the best on
her next journey. Thank you, you will be missed!

In the o

Arinola

A very warm welcome to Arinola Akintola-Bello, our
new Fundraising Administration Intern! Arinola has a
background in politics and international development,
first studying at Warwick, then at UCL. Originally from
Nigeria, she has always been passionate about making
a difference and stands by this in her career. Welcome
aboard, Arinola!

Welcome

Dear Friends,

This time of year is always filled with fundraising events including our flagship
fundraiser, The Superhero Triathlon (p. 13), whose participants will be supporting
those affected by ataxia and finding a cure. You can find out more of the fantastic
fundraising events carried out by the amazing ataxia community in the last few months
in this issue, too (p. 14).

We're looking forward to the fast-approaching Regional Conference this June in
Cardiff and hoping to see many of you there. We have a brilliant day lined up: a
Doctor's Q&A with Bristol-based neurologist, Alastair Wilkins who specialises in the
ataxias, research updates from our Head of Research, Julie Greenfield and breakout
sessions to learn more about ataxia and ways of coping. Our Annual Conference this
year will be in October at Stansted (p. 12).

The Research Department have two exciting announcements to make this issue,
following a global initiative on the spinocerebellar ataxias
(p. 6) and a proposed trial in treatment for Friedreich’s
ataxia using the drug nicotinamide (p. 9).

Lastly, we're now taking nominations for our Board of
Trustees; please find a nomination form enclosed if
you'd like to nominate yourself or a friend.

Wishing everyone a splendid summer, and if you are
involved in any events, please do send us photos!

Best wishes,
Sue Millman A2
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ATAXIA PEOPLE

How accessible

are airlines, really?
Last year, Taryn (below right) came across the EU disability .'.!.‘_J!

guidelines for airlines. Here she shares her findings with you.

The EU recommends people with disabilities shouldn’t have to pay for
their carers’ airfare; or at least they should receive a discount. If someone
is unable to lift themselves, reach an emergency exit, communicate with _
the crew on safety matters, unfasten a seat belt, fit a life jacket or oxygen ) ) Tttt
mask, they will need to travel with a carer. So why should we have to pay?

There are airlines that already offer a discount for carers, such as
Canada’s airlines, who asks them to pay taxes only, and Air France, who
offers discounted fares on selected domestic flights.

Incredibly, EVA Air, a Taiwanese airline, already offers a free ticket for the = s
carer, and Qantas, an Australian airline, offers both the passenger and } (] ie #e
carer a reduced fair. Passengers must hold a Qantas Carer ID to be eligible.

However, not all airlines are mirroring this despite the control they have
over their own procedures. American Airlines, Virgin, British Airways,
EasyJet, Ryanair, Air New Zealand and Emirates all do not offer
discounted air fares to carers.

Certified assistance dogs travel for free on all services within the UK,

but you must check that your dog is eligible. Virgin only allow dogs from
Assistance Dogs UK and Ryanair will not fly an assistance or guide dog
to Morocco.

EasyJet and Ryanair are falling behind in terms of accessibility on
flights. EasyJet will seat a disabled person next to the window
otherwise ‘they may cause obstruction’, and have no on-board
wheelchairs, limiting those who cannot walk unaided. Ryanair does
not allow someone who needs oxygen support to bring their own
on board, however, to use the airline’s they must meet their criteria
and supply a doctor’s note.

Flying Disabled campaign for better services within airlines

for people with disabilities. They engage with airlines, the
Government, stakeholders and laws. For anyone going away, you
can find some useful resources on their website: flyingdisabled.
org.uk/project-research/

Find more information below at:

www.reducedmobility.eu/20120618171/The-News/
eu-guidelines-recommend-free-seat-for-disabled-
accompanying-person.html

Do you have experience with airlines? Want to share it
with the ataxia community? Tag us on social media or
email communications@ataxia.org.uk

and we will share.



Network u pd qtes BXINGEN:

Mark Dower Trust 2019

A big thank you to Alison Halls, founder of the Mark
Dower Trust, who generously gifted nearly £6,000 to
16-30 year olds with ataxia at the beginning of this year.
Awardees spent their grant money on items that will
improve their independence, such as accessible horse-
riding saddles for competing in the Riding for the
Disabled Association (RDA); cameras for professional
photographers and ataxia-awareness bloggers; gym
classes that improve ataxic symptoms, and adaptive
equipment to enable greater independence while
studying at university.

If you're between 16-30 years old with ataxia, you can
read up on the annual award on our website here:
www.ataxia.org.uk/news/mark-dower-trust.

Applications open in November and run through until
February.

Apologies

We’'re sad to say that we erred in our previous issue, by leaving out the
proper accreditation and thanks to our wonderful patron, Paul Coia, who
kindly shared with us his interview with James Moore (issue 205, p. 11).
Paul originally published this interview in his regular column in the Scottish
Sunday Post, and it is with thanks to Paul and the Post that we were able
to share it with you in the Ataxia Magazine. Thank you Paul, and many
apologies for our error!

Updates and new Support Groups

We have updated the contact details for some of our existing Support
Groups, and excitingly, there are some new groups around the country
for you to attend. Get in contact with the coordinator for more details and
to attend the group!

Ayrshire Manchester
Nancy Collins Maddie Clark
agnes@colgrafix.com maddiefayeclark@gmail.com

07483 836 854
Sutton Coldfield

Bishop’s Stortford Patricia Castledine

Barry Munday p.castledine@googlemail.com
barrymunday22@outlook.com 01213 544 441

01279 843 687 07593 714 503

Cannock and Lichfield
Susan Deane
susied20045@hotmail.co.uk
01217 837 858



SCA Global

An international effort to push clinical research on the
spinocerebellar ataxias forward

The SCA (spinocerebellar ataxias) Global initiative first launched a year
ago by the ataxia specialist Prof Klockgether (who is based in Bonn).
The idea is to create a network of ataxia clinicians with expertise in the
SCAs, to work together and share information on a global scale. This
includes all ataxias that are inherited in a dominant way: not just the

common SCAs (e.g.: SCA1, 2, 3, 6 and 7), but also the rarer SCAs and
conditions such as DRPLA. This global collaboration is of particular
importance for trials being held for the rare ataxias, as there are so few
people in each country who are eligible to participate in them.

A SCA Global Steering Committee was set up, consisting of ataxia
specialist clinicians, with representation from Europe, North
America, South America, Australia and Asia. Ataxia UK’s Head

of Research, Julie Greenfield, was invited onto the Steering
Committee representing Ataxia UK and Euro-ataxia, whilst Sue
Hagan (from the National Ataxia Foundation - NAF) was the other
patient group representative. One of the first aims of SCA Global
was to organise a conference to bring researchers together.

SCA Global conference

Julie Greenfield reports: “We are delighted with the success of this first
conference that was held in Las Vegas this March, alongside the NAF
patient conference. We originally expected 20 to 30 people, yet we had
so much interest and enthusiasm, over 120 researchers from 18 different
countries took part!”

The conference consisted of research talks, poster presentations and
Working Group discussions to plan how SCA Global will operate. Ataxia
researchers from universities worldwide contributed, and there was
significant interest from biotech and pharmaceutical companies who
both sponsored the event and actively participated in the conference.
This shows that this important venture is being recognised on a wide
scale. Successful consortia from other neurological conditions
already exist, such as those for Huntington’s disease, and we invited
researchers with this expertise to the conference to help SCA Global.

Next steps

The Working Groups were established at the conference to cover four
important topics for SCA Global. One group is a policy group that aims
to set goals and find ways to achieve them. The other three groups aim
to set common protocols for members of SCA Global to ensure everyone
collects data from people with SCAs around the world in the same _
way. This will allow them to pool data together and collect meaningful lf
research with larger numbers of patients/results when preparing for '
trials. A second conference is planned for next year in Europe.

-8




RESEARCH

ARCA Global

We are delighted to announce that a similar initiative to SCA Global is
being set up for the recessively inherited ataxias (e.g.: ARSACS, AOA1,
AOA2, SPG7 etc.). This was launched in March by ataxia specialist
neurologist Prof Synofzik (from Tubingen). Julie Greenfield is also on
this Steering Committee and we will report more as the project develops.
A joint website for ARCA Global and SCA Global is being created.

Minoryx Therapeutics announces
new trial in Friedreich’s ataxia (FA)

Ataxia UK has been talking with Minoryx Therapeutics, a company
focusing on developing new drugs for rare conditions, and we are
delighted that a new FA clinical trial has been announced. The trial,
which will be taking place in a few European countries (not including the
UK), will be a phase 2 double blind placebo-controlled trial, testing the
effect of a drug called MIN-2, which is a new selective PPAR gamma
agonist (type of drug). A representative from Minoryx Therapeutics will
be coming to the next Euro-ataxia meeting to give members an update
on the trial.

Improving diagnosis
and understanding SCA11

Ataxia UK are pleased to announce that funding has been awarded
to Dr Mariana Graga, at the Institute for Molecular and Cell Biology in
Portugal, for a study into a possible rare cause of SCA11.

SCA11 is a rare form of hereditary cerebellar ataxia. People with
SCA11 show progressive movement incoordination and abnormal eye
movements, due to degeneration of the cerebellum.

All SCA11 patients carry a faulty (or mutated) gene which is responsible
for making a protein called TTBK2 (right). TTBK2 is involved in many
cellular processes, including those involved in other neurodegenerative
diseases. These researchers have identified a previously unknown
mutation in the TTBK2 gene in a Portuguese family diagnosed with
cerebellar ataxia. It appears that this mutation has a similar effect on
the protein as those mutations which cause SCA11. They now intend to
characterise the effect of this mutation by comparing cells expressing
mutated TTBK2 to cells expressing control (i.e. non-mutated) TTBK2.

Learning more about this mutation will allow those that have it to be
appropriately diagnosed. Moreover, this work may contribute to a better
understanding of the cellular mechanisms underlying SCA11, which
could open new perspectives on future treatments.




Targeting the gene in episodic ataxia type 2

Ataxia UK has awarded research funding to Dr Lorenzo Cingolani (right)
from the Centre for Synaptic Neuroscience in Genoa, Italy. Dr Cingolani
and his team will be studying the potential for gene therapy in episodic
ataxia type 2 (EA2).

Efficient communication between brain cells relies on calcium channels.
These channels are proteins that allow calcium to enter brain cells in

a controlled manner. At least three different types of calcium channels
regulate communication between brain cells. EA2 occurs when mistakes
(or mutations) happen in the genetic code of the most efficient of these
channels, known as the P/Q-type. Mutations in the P/Q-type channel impair
the function of the protein, which leads to the symptoms of EA2.

When the function of P/Q-type channels is impaired, most brain cells try to
compensate by producing more of the other two types of calcium channels.
However, this is not sufficient to restore normal communication between brain
cells, likely because the up-regulated channels are not as good as the P/Q-
type in supporting brain communication.

Crucially, each type of calcium channel also comes in many different
versions. This group of researchers has recently found that some of these
versions are highly efficient at supporting brain communication, while other
versions are not. The calcium channels that are up-regulated in EA2, to
compensate for the defective P/Q-type channels, are very rarely found in
their highly efficient version. Researchers have reasoned that switching these
channels into their highly efficient versions would substitute more effectively
for the defective P/Q-type channels.

To investigate this, the researchers will use a tool which allows them to edit
genes and switch the calcium channels up-regulated in EAZ into the highly
efficient versions. They will then test whether this improves motor control
symptoms in an animal model of EA2. More than 80 different mutations
impairing the function of P/Q-type channels have been identified in EA2
patients. Because this approach takes advantage of a general up-regulation
of non-P/Q-type calcium channels, rather than targeting individual mutations
responsible for this form of ataxia, it may open the possibility of a gene
therapy beneficial for all EA2 patients.

Ataxia UK Medical Guidelines published in

peer-reviewed journal

We are delighted to announce that on 20 February 2019 the Ataxia UK
Medical Guidelines were published in the Orphanet Journal of Rare
Diseases. The article can be freely accessed by anyone. This should mean
that our guidelines reach a wider audience of healthcare professionals
worldwide. Read our paper at ojrd.biomedcentral.com/articles/10.1186/
s$13023-019-1013-9, or access the Medical Guidelines on our website:
www.ataxia.org.uk/Pages/Category/medical-guidelines

Or order a copy from the office by calling 020 7582 1444 or emailing
research@ataxia.org.uk




RESEARCH

UK trial testing the effect of nicotinamide in
Friedreich’s ataxia announced

We are delighted to announce that a new trial testing the effect of

nicotinamide (vitamin B3) will be starting in the UK later this year. -
This follows our funding of Prof Festenstein’s study, which explored l
how the frataxin gene is switched off in FA cells, and the possibility of

it being switched on again using histone deacetylase inhibitors (such

as nicotinamide). We also contributed to a successful pilot trial in which

nicotinamide was tested in 10 people with FA and was shown to have

increased levels of frataxin (see Ataxia Magazine 186). There is now a need

for a large placebo-controlled trial to see whether nicotinamide can help to

slow or stop the progression of the condition. -
A multi-centre trial will be taking place in a number of European countries
including the UK. A consortium led by an ataxia researcher in Germany

succeeded in getting an EU grant for the trial, but although UK researchers
were part of the consortium, the UK was not eligible for this funding stream. L
However, leading ataxia researchers Prof Festenstein and Prof Giunti, .
with the support of Ataxia UK, have applied for a large grant and we are

delighted to announce a grant has been awarded by the Efficacy and

Mechanism Evaluation (EME) Programme (a Medical Research Council

(MRC) and National Institute for Health Research (NIHR) partnership), to o
enable UK participation. b?

We've been working with the consortium in planning the trial and our
Trustee, Prof Barry Hunt, is a member of the Trial Steering Committee. u:a ,“ \ |
/l J

Some time ago we organised a meeting to capture the views of people with I a
FA and their families on the trial design, and our continued involvement has

ensured that this trial is not only well-designed, but that it will demonstrate 1 :
how effective nicotinamide could be as a treatment for people with FA. ll (Vs t
Next steps It \

Researchers are now seeking approval for the study from a Research
Ethics Committee and also from the UK trials regulator, the Medicines and
Healthcare Products Regulatory Agency, as well as NHS Trust approvals.
Following this, we hope to recruit participants for this trial in autumn.

As soon as we get the go-ahead from the regulatory

agencies, we can provide more details across
our channels about how people with FA can
take part. We hope this opportunity will be
of interest to many, as we’re looking to
recruit up to 90 people to our centres
in London. Ataxia UK will be providing
financial assistance towards participants
travel costs for the trial.

il ] 4 i

We are very grateful to our loyal
supporters who have made it possible
to support this research over the
years.




HEALTH & WELLBEING

Benefits of a gluten-free diet

John Dobson (below right) shares how adopting a gluten-free diet has
improved his ataxic symptoms.

| was diagnosed at 39 with cerebellar ataxia in New Zealand but the mutated
gene causing my ataxia was not identified. | moved to Hertfordshire in 2000
when my GP referred me to the Ataxia Specialist Clinic in Oxford. There, |
had several scans and blood tests to try identify the gene causing my ataxia
but nothing was found.

| retired in 2012, then we moved to a terraced cottage in West Yorkshire.

My new GP referred me to the Sheffield Ataxia Specialist Centre where

| met Professor Marios Hadjivassiliou (right). At my first consultation in
2013, we discussed gluten ataxia, but didn’t pursue the issue. In 2016, Prof
Hadjivassiliou suggested a gluten-free diet and organised an initial MRI scan
to provide a starting point.

Gluten ataxia is caused by the release of antibodies when digesting

gluten. The antibodies attack part of the cerebellum by a process not yet o
fully understood, causing ataxic symptoms. Gluten ataxia is thought to be Coelldc UK
responsible for a significant proportion of previous cases of idiopathic live well gluten free

cerebellar ataxia.

A year later on this gluten-free diet, I'd achieved significant improvements =g
in both my speech and mobility. | underwent a second MRI scan, which i
revealed marginal improvement, even though my commitment to
the gluten-free diet had not been 100%. | was then referred to a
dietician and joined Coeliac UK. Despite not being coeliac,
I'm still able to take advantage of their extensive directory
and app. | have continued to see improvements in
my mobility and speech, and I've taken up building
miniature robots and 3D printing, which both
indicate that my coordination and control has
improved.

Gluten ataxia is not thought to be hereditary, but my
mother, who also suffered from cerebellar ataxia,

may have been gluten intolerant which is known

to be hereditary. | would encourage anybody with
idiopathic ataxia to ask your neurologist to check
gliadin, endomysium and transglutaminase antibody
levels (these are not routine tests for gluten sensitivity).
If your levels of these are elevated, then consider
adopting a supervised, gluten-free diet. There is nothing
to lose and potentially a lot to gain.

If testing for gluten ataxia is not readily available for

you, neurologists can contact Prof Hadjivassiliou at the
Sheffield Ataxia Centre, see our website for details:

www.ataxia.org.uk/specialist-healthcare-professionals-
and-ataxia-centres. Always speak to your doctor .
before altering your diet. A workshop by Coeliac UK
will be at the Ataxia UK Conference in October.

ol



HEALTH & WELLBEING

Physio as therapy

Physiotherapy is widely used as a therapeutic approach in managing
symptoms of the spinocerebellar ataxias, but powerful clinical studies
into the efficacy of this treatment approach are scarce.

Recently, however, a study investigating the effect of physiotherapy on
patients with spinocerebellar ataxia type 7 (SCA7) found that it has
significant effects. Eighteen participants with SCA7 were split into an
intensive training group, a moderate training group and a non-training
(control) group. Participants in the training groups followed a 24-week
adapted exercise training programme focused on the maintenance of
motor control, coordination exercises, gait re-education, dynamic and
static balance, physical conditioning and muscular strengthening.

The results indicated that both moderate and intense training groups
showed improvements in their clinical symptoms, including their standing,
walking, speaking and coordination. In both groups there were also
decreases in the biomarkers associated with SCA7 compared to the
control group. Neurorehabilitation therapy has been studied in SCA2 in
Cuba by some of the same researchers, and was reported to have positive
effects in this condition, too.

We spoke to Edelgard, a Friend of Ataxia UK who has cerebellar ataxia
and who has been a member of the Farnham Support Group since 2013.
Edelgard was a yoga teacher until her symptoms progressed, affecting
her balance and mobility. Since then, she has been following a set of
physio exercises that she highly recommends to the ataxia community.

“| started to see a physiotherapist who gave me a booklet of exercises to
complete at home every day. During our sessions, she would advise me
on my performance in order to get the most out of the exercises. Around
three months into the physio, | could walk again! | thought: “my God, this is
wonderful”. It was an important improvement, as | had my independence
back and didn’t have to rely on anyone.

“When completing the exercises, it's best to try stand up to push yourself
further. Try to ensure there is something or someone to hold onto in case
you are wobbly; using the kitchen counter is always handy! You shouldn’t
be too ambitious with the physio, as you need to work with it to see results.
It's also important to remember that everyone is different, and ataxia
affects everyone differently. What works for me may not necessarily work
for the next person. | do, however, highly recommend physiotherapy.”

Further information about the benefits of physiotherapy in ataxia can
be found in the Ataxia UK Medical Guidelines. It is important to see a
physiotherapist who can recommend the suitable exercises for each
person.

You can request a copy of the Guidelines by emailing
office@ataxia.org.uk or download your own digital copy from our website:
www.ataxia.org.uk/Pages/Category/medical-guidelines




ATAXIA UK CONFERENCES

Welsh Conference in Cardiff

When: Saturday 29 June 2019 from 09.30 to 17.00.
Where: Future Inn, Hemingway Road, Cardiff CF10 4AU.

Tickets are selling fast, so book now to avoid disappointment: www.ataxia.
org.uk/Event/ataxia-uk-welsh-conference-2019. Hear talks from the Wales
Neurolgoical Alliance and Rare Disease UK; attend our Doctor's Q&A with
Professor Alastair Wilkins (above) who specliases in the ataxias, and enjoy
our packed agenda. Don't miss Emmerdale actor, James Moore (right)!
James won Best Newcomer Award at the National Television Awards in 2019.
He will be sharing his experiences of working as a disabled actor.

Annual Conference in Stansted

When: Friday 4 (11.30 - 17.00) & Saturday 5 (09.00 - 17.00) October 2019
Where: Radisson Blu Hotel London Stansted Airport, Waltham Close,
Stansted CM24 1PP

Friday includes an All about Ataxia’ seminar for the newly diagnosed,

led by people with ataxia. On Saturday, highlights include: independent

living with Advance Housing & Support’s friends and family shared
ownership scheme; Heidi Urwin, Research Manager at Coeliac UK, talks
about managing gluten ataxia; Prof Paola Giunti, leading neurologist

at the London Ataxia Specialist Centre talks about the imminent FA
nicotinamide trial; a stand-alone 16-30’s conference, discussing intimacy and
relationships; a chaperoned trip out for children; massage therapy sessions;
Britain's Got Talent semi-finalist Steve Hewlett (right) joins us for dinner
entertainment on Saturday evening.

Tickets for the Annual Conference will go on sale from 20 June via our
website: www.ataxia.org.uk/Pages/Events/Category/ataxia-uk-events
(or contact the office to request a paper form).

Ticket prices Early Bird (til 16/09) Regular rates (after 16/09)
All About Ataxia Friday 25 28
Day Delegate with ataxia 36 40
Day Delegate non ataxia 39 43

Extra costs apply for Saturday’s three-course dinner and entertainment, and
for the Friday buffet. Check our website for more details, where you can also
apply for a bursary.

Delegates wanting overnight non-adapted accommodation must call the
hotel (01279 661 012) and quote ‘Ataxia UK’ for a discount before 16
September. Prices include breakfast and VAT. There are a limited number
of adapted rooms; please do not contact the hotel, but book them by
emailing Mike Garrett from 20 June: mgarrett@ataxia.org.uk.

Accommodation costs

Single occupancy £81
Double occupancy £91
Family rooms £130
Overnight car parking free

2



E V E N T S FUNDRAISING

We have two very different yet brilliant ways to fundraise for
supporting people with ataxia this summer. Which one takes your
fancy?

Superhero Triathlon

When: 17 August 2019
Where: Dorney Lake, Windsor

We are excited to announce our flagship fundraising event of the year, the
Superhero Triathlon, and are searching for people to make the best ever
#TeamAtaxiaUK. Anyone can take part, whether you have a disability or
not, and if you're a child or an adult!

There are three distances to choose from:

- Sprint Superhero Tri: 150m Swim, 3k cycle, 1km push/run
- Half Superhero Tri: 400m swim, 10k cycle, 2.5km push/run
- Full Superhero Tri: 750m swim, 20k cycle, 5km push/run

You can take part solo or with a team and anyone can enter as long as
there is at least one person with a disability per team.

This is a great opportunity to raise money to support those affected by
ataxia and to fund crucial research projects, whilst having heaps of fun
yourself! You can run, swim or cycle, and take as long as you need to
complete the triathlon. Please bring anything you may need to help you
on the day - from electric and day chairs to water floats, walking frames
and adapted bikes — pretty much anything goes!

For more information and to sign up, visit our website www.ataxia.org.uk/
superhero2019 and get in touch with the Fundraising Team on
020 7582 1444 or email fundraising@ataxia.org.uk.

Get baking

Grab your mixing bowls and get your hands on our Cake Bake
Fundraising Pack, which will guide you and get you started on a fun and
exciting baking challenge. This is a brilliant event to do with friends, family,
at work or school!

4 ) I } \(£Log V.-
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This pack includes:

- A timeline to help you effectively prepare for your event
- A poster to tell as many people as possible about your event

- Delicious recipe ideas to help get you started ChanCe2Wi n

- Bunting to decorate your bake sale .
- Creative ways to boost sales at your bake sale Wl nners
- Instructions on how to send donations to us 1st Prize: £500

Your bake sale should be an unforgettable journey, so we will work with Pam Farley-Pettman

you closely throughout with helpful tips and advice. To get your hands on a 2nd Prize: £250

pack, please contact our Fundraising Team on 020 7582 1444 or email Josephine Garland
fundraising@ataxia.org.uk. Once you've set a date for your bake, we will 3rd Prize: £150
send you a free Ataxia UK T-shirt to sport at your event! Dorothy Landsman

B



FUNDRAISING

Fundraising thank-yous

We want to thank each and every one of you who takes part in the
brilliant fundraising that helps support research and those affected by
ataxia.

Sporting challenges

A huge thanks goes to Jacob and Alex Lowey (above right) for taking
part in the Bodmin Half Marathon in February and raising an incredible
£1,340. They ran in memory of their loved one, Aaron. The brothers also
plan to take part in future events and we cannot thank them enough for
their support.

Thanks to Mark Aaron (right) for taking part in the Brighton Half
Marathon earlier this year and raising £470. This is the second half
marathon Mark has taken part in and he’s also running the Great North
Run in October! Thank you for your dedication, Mark!

Community events

Melanie and lan Ditch (right) organised a beautiful Dinner Dance at The
Tithe Barn, Somerset raising an astounding £4,340 - thank you so much!

Thank you to Syreeta Nolan (below right) and the Oakwood pub, Leigh
on Sea who have chosen Ataxia UK as their Charity of the Year! They
kicked off things with a Christmas Jumper Quiz Night, raising £1,145!

Well done to Ella Tilley (below) who raised £128 with a special evening at
her Orlingbury Girl Guides group.




FUNDRAISING

Thank you to Ellie Maton (right) who put Ataxia UK forward as one of the
benefactor charities at the Bishops’ Blue Coat School music evening,
raising an amazing £380.

A very big thank you to Rangers FC for supporting a match day
collection, raising over £700!

Giving something up can be a great way to fundraise as our creative
supporters have demonstrated; Simon Johnson gave up drinking this
January and raised a fantastic £280, and Chelsea Higgot gave up gin for
lent and has raised a brilliant £290 so far!

Congratulations to Katherine Voss for completing a 5km swim in memory
of her beloved dad, (right) raising more than £530! Thank you Katherine,
we're sure your dad would be so proud of you.

Clubs and organisations

A special thanks goes to Joanne Mawer, former Lady Captain of the
Keighley Golf Club (right & below) in 2018, who nominated Ataxia UK

as her Charity of the Year. Joanne made this decision as her friend and
colleague, Laura Hodgson, has Friedreich’s ataxia. Joanne organised a
number of successful events including a Candle Party and a fundraising
night at the Golf Club. Our Fundraising Officer, Zoe, went to Yorkshire
for a cheque presentation and really enjoyed meeting Joanne, Laura, and
all of the ladies who helped to raise a whopping £3,173.

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

We asked Matthew Law (right) for advice on getting around the UK
using public transport. Here are Matt’s accessible tips for using buses,
trains and taxis in the UK for people with ataxia.

For people with disabilities, travelling can be a real challenge. For those of
you who are not eligible for a Motability car and aim to travel publicly in the
most effective way, here is my advice.

TRAINS

Most train station platforms are not step-free, so you will need a ramp when
using a wheelchair like myself. For the ramp to be ready when you arrive at
the station, you will need to book it by contacting your train service company
(e.g. South Western Trains) by phoning or going online. Most modern trains
have at least one accessible coach which has the seats removed on one
side, or fold-down seats to allow room for your wheelchair, and sometimes
has an accessible toilet, too. When you arrive at your destination, and if your
train service company has done their job correctly, a ramp will be waiting for
you. You can also apply for a Disability Persons Railcard online which gives
you a third off your train ticket. www.disabledpersons-railcard.co.uk

BUSES

Bus companies are required by law to provide busses that are fully
accessible. They often do this through providing a ramp and space for at
least one wheelchair. Unlike trains, you will find that the ramp is built into the
floor. Where the ramp is not electrically controlled, the driver will no doubt find
it extremely inconvenient to walk over to the doorway and bend down to get
the ramp out, but he is obliged to do so. My advice is to not let him get away
with not doing this! There are clearly marked spaces for wheelchairs that are
easy to manoeuvre into, with your own bell to attract the attention of the driver
to notify when you're getting off. You can also apply for a free bus pass from
your local Council.

ACCESSIBLE TAXIS

Again, itis illegal for a taxi company not to offer an accessible taxi when
you ring and request one, but you should only expect one if you are

in @ major city. In London, black cabs are wheelchair accessible and
are equipped with ramps. The driver is obliged to open the ramp for
wheelchair users and can only start the meter once you are safely
inside the taxi. If the meter starts before, then it may be well worth
querying with the driver. Taxis may be a very expensive way
to travel but it has to be better than trying
to find a parking space in London!

Matthew Law
(matthewlaw1968@
yahoo.co.uk)




ADAPTATIONS

Welcoming a high street
of accessibility

Neatebox, the all-inclusive tech company, has launched their new
app, Welcome, that aims to improve everyday services for people with
disabilities.

Welcome is an app that offers people with disabilities the chance to plan
and ensure their trips out and about are as easy and satisfactory as possible.
The founder, Gavin Neate, is a former mobility instructor for guide dogs and
now hopes to improve the lives of people with disabilities through the power
of modern technology.

“l am incredibly excited that Welcome will give us the chance to really help
those with hidden disabilities as much as anyone else, and have been so
excited by how many organisations have agreed that this is an area of
importance for them,” Gavin said.

The app allows users to contact a local shop, restaurant, cinema or other
such establishment they wish to visit; let staff know that they have a condition
called ataxia, and what their needs are (assistance with holding a shopping
basket, for example, or being guided to specific products). Not only does
this ensure a more enjoyable and accessible experience for users, but it also
raises awareness of ataxia among the local community.

Many of the organisations that have already signed up to the app are based
in Scotland, where the app was launched. Companies such as Nuffield
Health Fitness and Wellbeing Gym Gogarburn, DoubleTree by Hilton
Hotel Edinburgh, Royal Bank of Scotland, Guide Dogs Edinburgh and
Edinburgh Airport are already signed up. At the moment, there are few
companies in England that have signed up; NatWest Bank in London is
one of them.

This is where you come in! We're looking for people with ataxia to
request their favourite venues and establishments to take part in the
Welcome app, so the improvement to accessibility and services

it offers can grow across the UK. Neatebox will reach out to the
establishments you request, and those that take part will be able to
learn about ataxia and support you better.

If one person with ataxia in each town takes part across the UK,
imagine just how many members of staff and establishment
owners will not only have heard of ataxia, but also the
impact on services it would make for people with other
types of disabilities across the UK.

Y Bo

Interested? Email Gavin with your favourite
local ‘hang—out’ at
Hello@Neatebox.com or contact
us at communications@
ataxia.org.uk for

more information.



LIVING WITH ATAXIA

Their heart saved my life

When Sam Rudland (right) became too ill to leave the hospital, he was
added to the urgent waiting list for a heart transplant. Here, Sam tells us
about the difficult journey that saved his life.

Heart transplants are not usually given out to people with ataxia. | am one

of the lucky few to have been gifted one. | was diagnosed with Friedreich’s
ataxia 23 years ago, at 18 years old, after experiencing slight balance issues.
After my diagnosis, | was told my heart would likely cause my death and |
wouldn't live beyond 35. They also said | wasn'’t suitable for a heart transplant.

| had dilated cardiomyopathy (when the heart enlarges and cannot pump
blood effectively), which progressed and led to an abnormal heart rate. An
implantable cardiac defibrillator (ICD) was inserted in me with several cardio
inversions, but nothing helped the deterioration.

In March 2017, my cardiologist referred me for a transplant assessment at
Royal Papworth Hospital. For five weeks | underwent tests to prove my
ability to cope with the procedure and to recover afterwards, particularly
given the complications of ataxia. For people without other conditions, an
assessment can be two or three days; | was so unwell | had to be added to
the urgent waiting list.

A heart was available five days later. The transplant took six hours and when
| woke eight hours later, the change was immediate; | felt great. | was able
to exercise while talking and not get breathless, and was home after three
weeks. | cannot exaggerate how much my life had improved, or so | thought.

| had a cardiac arrest just six months later, followed by my organs shutting
down. | had dialysis, a balloon in my heart and a machine to keep me alive.
Then, four days after those devices were removed,

my femoral artery burst. | almost lost my leg.

to my leg has made things very difficult and my
ataxia has played a part, too.

A heart transplant is not a cure but it ultimately
saved my life.

Regaining my balance has been tough; the damage g

| wrote to my donor’s family a few
months ago; I'm unsure if they
received the letter but they are

in my thoughts every day.
Their agreement to donate
their relative’s heart at an
unimaginably awful time
saved not just my life but
allowed my kids to have
a dad for a long time to
come.

i
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Raising awareness
In Farnham

We talked to Farnham Support Group members, Pauline and her
husband Brian (below right), to find out about the wonderful work they
do to raise awareness of ataxia.

As a Support Group, we communicate our ideas and plans to increase the
level of awareness we raise. We leaflet places we visit as an unwritten rule:
GP surgeries, hospitals, supermarkets and many more. When we run events,
we put posters in shop windows and often in estate agents. We know this is
powerful because last year resulted in two local people joining our group,
who are also now planning a fundraiser for Ataxia UK!

Brian has ataxia and volunteers for PACES exams which are aimed at
student hospital doctors all around the world to allow them to try and
diagnose patients with rare diseases. By doing this, Brian is raising the global
level of awareness of ataxia among healthcare professionals, who may one
day correctly diagnose a patient elsewhere. Over four years, Brian has been
diagnosed correctly only once, showing the need to raise more awareness
of ataxia in hospitals.

A local magazine has already advertised our Support Group and our
posters, and we are always brainstorming for bigger ideas. We haven't had
luck with the radio yet, but we are persistent! The worst that can happen is
people say ‘no’; if you don't ask, it won't happen.

We all wear our Ataxia UK wristbands all the time; some members wear more
than one and even coordinate colours with their outfits! The bands create
opportunities for people to ask about ataxia, and we take the opportunity

to tell them. Derek Wood, Coordinator of the Group, carries an ‘’'m not
drunk’ card, and had the chance to show it to someone a few weeks ago
when they asked about his condition.

Another great way to get the word out is taking a local exercise class and
introducing ataxia to your instructor. Fitness League invited us to hold an
ataxia awareness stall and a raffle at their =
event; Brian and Derek talked to people . EE— :
about ataxia all day and we raised RS réygoa
almost £500. \We wouldn’t have had
the chance if | hadn’t shared our
story with them previously.

These are small but incredibly
impactful ideas to help raise
awareness of ataxia. Join a support
group, where you can talk about

your fears as well as your hopes. Take
opportunities when they arise and
work with others. Together, we
can spread the word about
ataxia.



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



