ATAXIA

The magazine for people affected by ataxia Issue 217. Spring 2022

Challenge
yourself
this Spring

— read more on p.18!

MAGAZINE

Ataxia people « Research
+ Scottish Conference « Health & wellbeing « Fundraising ATAXIA
Adaptations « Living with ataxia * Services

Ataxia UK



WELCOME
BACK

In the office

Goodbye to James Atkins. A big thank you to James for his work and dedication to the
InControl Project and providing virtual activities every week for the ataxia community.
We wish him luck with his new role at the Furzedown Project.

Goodbye to Mia Krikler. We are grateful for the fantastic support Mia provided to our
Events and Community team, working with and supporting many fundraisers.

Goodbye to Adeela Ahmad. We say thank you and goodbye to Adeela for her hard
work and commitment on working on ataxia research, and best of luck with her next
career step.

Goodbye to Tegan Easterbrook. Thank you to Tegan who worked alongside Mia in our
Events and Community team, supporting fundraisers, including those at the Brighton
Marathon 2021. We wish her well in her next job.

Goodbye to Leanna Coleman. Leanna has been with us for three years as
Communications Intern and then Communications Officer, working on the Ataxia
Magazine, social media and interacting with many from the ataxia community. We wish
her the best in her next role at With You.

Welcome back to Shana de Figueiredo Scholtz and Emily Cutting. With open
arms we welcome back Shana and Emily. Shana returns as InControl Community
Programme Officer and Emily as Research Manager. Look out for them and say hello.

Welcome

Dear Friends,

How difficult it is to plan ahead in the Covid-age! Nonetheless we're planning for an
in-person Scottish Conference in June this year (see p.10); and a face-to-face Annual
Conference too! We will, reluctantly, have Zoom arrangements in place should they
bbecome necessary. But please, do share our optimism, and put the dates in your
diaries! We will keep you up to date via social media, the e-news and website.

A charity committed to providing excellent services to its beneficiaries relies on the
commitment of skilled and loyal staff. Sadly, in this issue we are saying goodbye to

two of our longest serving team members Sheila Benneyworth (17 years) and John
Williams (10 years) (see p.5) who are both retiring. | want to extend my personal thanks
to both of them; it has been a pleasure to have them as colleagues and they will be
greatly missed.

Best wishes, Sue Millman

You have received this magazine as you expressed an
interest in receiving it from us. If this is incorrect, (we
apologise) or if you have changed your mind and no
longer want to receive the magazine, please let us know by
emailing communications@ataxia.org.uk or by writing to
us at Ataxia UK, 12 Broadbent Close, London, N6 5JW and
we will stop sending the magazine to you.
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ATAXIA PEOPLE

Make your career work for you

Our Friend Grace Maries shares her experiences using the Access to
Work scheme.

Access to Work (AtW) is a government scheme within the Department
of Work and Pensions that helps people with physical or mental health
problems and disabilities, to stay at work or get back into work. You can
use the scheme for a variety of things, including transport to work, support
workers, practical equipment, mobility aids, making your workplace
accessible and supporting your mental health.

It is eligible for anyone who needs support and can prove their needs, both
for short- and long-term conditions. For example, it can support someone
who's broken their leg to stay at work, just as much as it can help someone
with Friedreich’s ataxia (FA) to support them within their career.

It has helped me pay for a support worker to carry equipment in my design
roles and helped support travel to work whilst living alone (when | was mad
enough to work two part-time positions!). I've applied for financial support
towards a mobility wheelchair to get me to and from work and it's supporting
me with my own business. Your employer doesn't need to approve your initial
application straight away because health and safety regulations state it is
your equal right to be employed and find work in your trained field.

AtW only covers paid work, including:

* Employment

* Self-employment

* An apprenticeship

» A work trial or work experience
* An internship

* A work placement

AtW aims for individuals to earn within their means but you may not be
eligible if you claim certain benefits.

It's a simple self-referral scheme, by completing an online form; this
can also be done over the phone or textphone via the helpline.
They have trained civil servants who are happy to answer any
questions. You need to obtain your employer’'s consent as it will
involve payments from their side. It must also include proof of
your condition. Then the application is sent for assessment.

AtW encourages people with disabilities to stay at work at
no extra cost. For things like scooters, for example, AtW
will contribute an amount based on your earnings. When
calculated whilst in employment, your employer pays
towards keeping you in your job role.

AtW is bridging the gap for disabled people to find
paid work and help build a career, whether that's in
your local supermarket or becoming a professional
Skydiver - the opportunities are endless! Visit

www.gov.uk/access-to-work for more information.
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Goodbye to John

John Williams has been at the centre of Ataxia UK’s
fundraising efforts for the last 10 years, as Trust Fundraiser,
Head of Fundraising & Development, and latterly, as Head
of Development. Soon after arrival he initiated a more
focused approach to our fundraising and communications,
in particular he changed our approach to the use of
video (many examples of his work are still available on
the website) and developed a partnership with ad agency
TBWA, leading to the production of posters photographed
by Rankin, and our rebranding. He has raised the money
for various large projects such as InControl and was also
responsible for our adoption of The Big Give as one of our
maijor, successful, annual fundraising events. John brought
significant experience of the voluntary sector to his work at
Ataxia UK, and has played a crucial role in the development
of the charity over the last 10 years. His calm, friendly and
approachable manner has enriched our team and he has
been a great support to many colleagues.

Goodbye to Sheila

Many Friends will testify to the importance of our Helpline
— particularly at the point of diagnosis. And many Friends
have spoken of what a difference it made to have Sheila
Benneyworth on the end of the phone the first time they
called Ataxia UK. Her sympathetic ear, practical approach
and wide knowledge of the ataxias, gained from many
years of listening to and supporting our Friends, have been
of great benefit to many. On Wednesday 16 February Sheila
hung up her phone on the Helpline for the very last time
and took a well-earned retirement after 17 years with Ataxia
UK. During her time Sheila was the staff member on which
the Helpline had primarily depended. She has always
done her utmost to help us do the best we can for people
with ataxia. In addition to her work on the Helpline, Sheila
also processed membership applications, and supported
people in their applications for funding to Trusts — there
are many home adaptations and disability aids which
now benefit Friends as a result of Sheila’s support
and hard work. Sheila has been one of the great
personalities and constants of our staff team, and
one of the voices of Ataxia UK with whom many
of you are most familiar.

We thank them both for their hard work and
commitment; and wish them a long and
happy retirement.



Ataxia UK-funded PhD student ¢ v *
completes project on genetic ataX|as

Dr Wayne Yau has completed his PhD studentship project led by Dr ' A ‘ %
Conceigao Bettencourt, Prof Henry Houlden, Prof Paola Giunti and Prof B &sﬁ‘ 0 ‘_:_['
Nick Wood at the UCL Institute of Neurology. - _ % o o
In several types of ataxia, such as the spinocerebellar ataxias (SCAs) and @ e "@

Friedreich’s ataxia (FA), parts of the genetic code contain repeated pieces

of the DNA sequence in the gene that causes the ataxia. The longer these
sections of repeats, the earlier the symptoms of ataxia can occur (age of onset).
However, the length of these repeats does not account for all differences in ®
age of onset, suggesting that there may be additional factors at play. Wayne
looked at whether changes in a gene called MSH3, which is involved in DNA
repair, could be involved, as it had been shown to affect other conditions such
as Huntington’s disease. The results showed that changes in MSH3 were not
associated with age of onset of progression of symptoms in ataxia, prompting
scientists to look at alternative mechanisms in future research.

This project also focused on collecting thousands of samples from people
with ataxia across the world. These included DNA, blood, cell and brain
samples, as well as clinical information. The team were able to examine the
DNA sequences from 1,000 FA and 960 SCA samples. This collection of
clinical and biological data is an important resource for future research.

Wayne was part of the team that found a mutation in a gene called RFC1
which causes cerebellar ataxia neuropathy and vestibular areflexia syndrome
(CANVAS) and late-onset ataxia. This has led to more than 200 people
obtaining the diagnosis of RFC1-associated ataxia worldwide. This project
also involved screening 72 people with ataxia for genetic mutations and
achieved a genetic diagnosis in 22% of these patients, as well as finding
genetic changes that require further investigation.

Wayne has submitted his PhD thesis and is now working at the Perron Institute,
Australia as a consultant neurologist. He is continuing his research into the
genetic causes and treatments for the ataxias. He co-authored 10 research
papers on ataxia throughout his PhD. We would like to congratulate Wayne on
his successes!

Ataxia co-funded Wayne’s
studentship alongside the
Spanish ataxia not-for-
profit organisation ACAH
(LAssociacio Catalana
d’Ataxies Hereditaries)
and the Spanish ataxia
patient group R+SCAs
(PLATAFORMA DE APOYO A LA
INVESTIGACION DE LAS ATAXIAS
ESPINOCEREBELOSAS). The
studentship was also supported
by the Rosetrees Trust.
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RESEARCH

Ataxia UK funds new project on Friedreich’s ataxia

Ataxia UK has awarded a research grant to Dr Saul Herranz Martin at
the Centro de Biologia Molecular Severo Ochoa, Spain, for a project on
developing a drug screening tool for Friedreich’s ataxia (FA).

FA is caused by a mutation in the frataxin gene which causes reduced levels
of frataxin. Frataxin is crucial for the function of the mitochondria which
produce energy for cells. In their project Dr Herranz Martin and colleagues
will use a new mouse model of FA that has a mutation that is comparable

to the one that people with FA have. This mouse model is currently being
studied and evidence so far suggests that it more closely resembles the
ataxia characteristics seen in FA than previous mouse models, therefore
would be a good model of FA.

The team will look at the cells from the cerebellum of these mice (the part

of the brain affected in ataxia) to see how the mitochondria are affected.
Once they have established how the mitochondria are affected in this model,
they will select different readouts of mitochondrial function to use as a drug
screening tool. This can be used to test drugs to improve mitochondrial
function.

Next, the team will treat the cells with drugs that are known to stimulate
mitochondrial activity. If they see that this improves the mitochondrial function
in the cells, it will show that they have developed a feasible drug screening
tool. The group will also test gene therapy drugs that have been shown to
have a neuroprotective effect in FA. In the future, this drug screening tool
could be used to test potential new drugs for FA to improve mitochondrial
function.

Sheffield Ataxia Study Day

In November 2021 the Sheffield Ataxia Centre hosted an Ataxia Study
Day. This virtual event, aimed at healthcare professionals, was sponsored
by Ataxia UK. Events such as these are important in raising awareness and
promoting education on ataxia. There were sessions on ataxia diagnosis,
neuroimaging, communication difficulties, and the role of ataxia nurses, as
well as presentations on CANVAS and autoimmune ataxias. The study
day was very popular, with over 200 people attending the event
and great feedback.

Covid-19 information

Ataxia UK has been updating our website with information
about Covid-19 and ataxia throughout the pandemic. To
find this information, please visit www.ataxia.org.uk/
covid19-information. For any further support, please
contact our helpline between Mon-Thurs 10.30am-2.30pm
on 0800 995 6037 or help@ataxia.co.uk.
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ARSACS research at the
London Ataxia Centre

Prof Giunti (below right) and her team at the London Ataxia Centre
(right) are heavily involved in ataxia research, from early laboratory-
based research to clinical trials. They recently published the results of
two studies involving a type of ataxia called ARSACS.

In the first study, researchers Suran Nethisinghe and Rosella Abeti identified
a potential way that ARSACS could be treated. ARSACS is caused by a
mutation in a gene called SACS. Mutations in SACS cause some cell proteins
to become sticky, and clump together in a way that they don't in people that
don't have ARSACS. The researchers can see this by looking at cells from
people with ARSACS using a microscope. They showed that by treating
these cells with a drug intended to prevent proteins from clumping together,
they were able to prevent this from happening. Although the treatment they
used has not been developed to be taken by patients and more experiments
need to be done, this is a promising avenue of research.

In the second study, Prof Giunti and her team worked alongside Dr Bremner,
a neuro-ophthalmologist at the London Ataxia Centre. They looked at
the part of the eye called the retina using a simple scan called Optical
Coherence Tomography (OCT). They compared how the retina looked
between people with ARSACS, people with other ataxias, and people
that don't have ataxia. They identified changes to the retina which are
highly specific to ARSACS which don't interfere with patient sight. They
concluded that OCT can be used to diagnose ARSACS, similar to
genetic testing.

When carrying out clinical trials, it's necessary to have ways to measure
the progression of ataxia and response to treatment. This is difficult
because ataxia is often different between different people. However, these
ARSACS-specific changes to the retina have been shown to change

as the condition progresses. The researchers therefore suggest that
changes to the retina could be used in future clinical trials as a measure
of ARSACS progression. Prof Giunti previously received an
Ataxia UK grant to study eye measurements in ARSACS, so
we are very pleased to see the success of this ongoing
research.
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Prof Giunti added: “The results of these projects

are evidence of our success in carrying out ataxia
and ARSACS research. The identification of a new
therapeutic approach, even though at an early stage,
is exciting and promising. The second paper shows
that OCT can be used as a biomarker in future clinical
trials.”
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RESEARCH
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Paper published on the attitudes of people
with ataxia towards clinical trials

In January 2022, researchers at UCL/UCLH, Children’s Hospital of Phil-
adelphia, Ataxia UK and Friedreich’s Ataxia Research Alliance (FARA),
published a paper on the attitudes of people with ataxia towards clinical
trials.

o - ‘.':'1‘ge National Hospital
" wm for Neurology &
' " Neurosurgery

The team wanted to understand the motivations and barriers around clinical
trial participation. This information is important when designing clinical trials
to improve recruitment, participation, and trial experience for people with
ataxia.

Ataxia UK and FARA sent a survey to their members, including questions on
demographics, personal motivation, drug therapy and trial design. Thank
you to all those who took part! 342 people responded, including 204 people
with Friedreich’s ataxia (FA), 55 people with inherited cerebellar ataxia (CA),
and 70 people with idiopathic CA (CA with no known cause).

The most important symptoms that non-wheelchair users wanted to address
in a trial were balance problems and walking. For wheelchair users, the most
important symptom was speech problems. Fatigue was also an important
symptom to be addressed.

The most common motivation for people to participate in a trial was the
potential benefit to themselves and others, while the most common reasons
not to participate were fear of side effects and the burden and cost of travel.
Financial reimbursement for trial participants was reported to likely increase
engagement in trials.

Overall, people were most willing to participate in Phase 2 trials, which look
at how well a treatment works and its side effects. Respondents reported that
potentially being given a placebo in a trial was a disincentive, although more
people would be willing to participate if an open-label extension was offered.
This is when trial participants who are given a placebo in an initial trial are
then invited to take the study drug once the initial trial has been completed.
Drug repurposing trials were also popular among respondents.

Although most medical procedures were deemed acceptable by most
respondents, more invasive procedures were less accepted. Encouragingly,
70% of people were prepared to do a lumbar puncture in order to administer
a drug intrathecally (ie: injection into the spinal fluid) as part of a trial.

Project leader, Prof Giunti, says: “Patient recruitment and retention are vital to
the success of clinical trials. We therefore looked at barriers to participation
in order to improve the success of clinical trials. The results of our project
are relevant to the pharmaceutical industry and academics for trial design,
especially in rare diseases.”

The full paper can be found at
https://ojrd.biomedcentral.com/articles/10.1186/s13023-021-02091-x
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CONFERENCE

Scottish Conference

Our Scottish Conference will take place on Saturday 18 June at the
Leonardo Edinburgh Murrayfield Hotel, 187 Clermiston Road, Edinburgh,
EH12 6UG. The conference will be packed full of sessions and speakers
tailored to our Scottish delegates. You can visit our website:
www.ataxia.org.uk/scottish-conference-2022 to read the full agenda, book
your tickets and find out how to apply for a bursary.

WHAT TO EXPECT

On Saturday 18 June, registration opens at 9.30am and the conference
begins at 10.00am and runs until 4.45pm. Lunch will be provided. You

will hear from a range of speakers, and workshops such as speech
therapy, benefits and mindfulness. There will be the ‘It Works for Me’
segments and you will hear from those affected by ataxia who live in or are
from Scotland.

BOOKING

Book online at www.ataxia.org.uk/scottish-conference-2022 or call the
office on 020 7582 1444, if you'd like help. Booking closes on 28 May 2022;
if you need to book a ticket after the closing date, there will be a £10 admin
fee per person per ticket. It's important to remember that this event will only be
in-person if we are permitted to do so. In the circumstance that we cannot, the
conference will go ahead virtually, and your ticket cost will be refunded.

PRICES
» Conference attendance and lunch for someone with ataxia: £26
» Conference attendance and lunch for someone without ataxia: £29

BURSARIES

We have limited bursaries which cover half of delegates’ fees and travel
costs for those on means-tested benefits. The application form can be
downloaded from www.ataxia.org.uk/scottish-conference-2022. Send
your application to office@ataxia.org.uk by Friday 13 May. Bursaries
are awarded on a first-come, first-served basis. (Half of accommodation
costs can also be met through a bursary, if accommodation is required
to attend). Only one claim for a bursary can be made per year for
conferences. Bursaries will be subject to an in-person event.

ACCOMMODATION
For those who need to stay overnight, you can book accommodation at the
Leonardo Hotel. Please check with Mike (mgarrett@ataxia.org.uk) to see

if we have a discretionary rate- and please check on Booking.com that the
rate is cheaper than the hotel's website!

HEALTH AND WELLBEING

How an earlier diagnosis would
have helped my mental health

by Tallulah Clark

“Maybe it’s because you're a girl”. That controversial response to my
comically-awful hand-eye co-ordination has stayed with me forever. Not
because of the questionable gender stereotype that it carried (it was
the early 2000s - nobody batted an eyelid), but because from age eight |
was told that if | tried harder, I’d be like everyone else. That was quite a
recurring theme, now I think of it, and it got to me.

In my second therapy session | was asked why | feel unworthy. We looked
back chronologically, trying to pinpoint when this feeling started. When was it
that | started feeling sub-standard and an inconvenience? Lo and behold, it
was when the first signs of my ataxia were showing.

Growing up, things didn’'t make any sense: | tried extremely hard to
learn how to ride a bike, to move effortlessly at dance class, to ice
skate like everyone else. | even had one-to-one lessons on how to
throw and catch a ball. It started with other people telling me to
“just try harder” until, eventually, that's what | was telling myself.
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| figured everyone found life as challenging as | did. | now
know that | did try hard enough yet, as hard as | tried, |
wouldn’t have caught up with everyone else. | was only
diagnosed in 2017 after years of being passed from one
doctor to another, observed by countless medical students,
fuelling the thought that there was something inexplicably
wrong with me. Further cementing the feeling that maybe |
am a burden.

Fast forward to 2021 and | know there is a very explicable
reason as to why | find some things harder than others. Yet,
despite the explanation, the feeling of inadequacy still
haunts me. So much so that | attend fortnightly therapy
to try make sense of these feelings.

If | had been diagnosed sooner, would my mental
health be better? Would | still doubt my self-worth?
Would the years of social anxiety have existed?
| have a logical reason for why | can’t do certain
things. Everyone gets it, everyone understands
and, to some extent, so do |. Therapy is
helping me understand this. I'm starting to
understand that these feelings are valid, that
| need to be less harsh on myself. Ataxia
doesn’'t define me; I’'m choosing to focus on
what | can do now.

If you want to access support, our Helpline
is open Mon-Thurs 10.30am-2.30pm on
0800 995 6037 or help@ataxia.org.uk



FUNDRAISING

Spring Raffle

Take part in the Spring Raffle and be in with a chance of winning the top
prize of £200!

Ataxia UK’s Spring Raffle is back and, as usual, inside this issue of the Ataxia
Magazine you will find your two Ataxia UK raffle book tickets available to

sell to family, friends and colleagues (or to use yourself!). The annual Spring
Raffle raises money for the work we do at Ataxia UK. With every ticket you
buy, not only do you have a great chance of winning, but you also support
those affected by ataxia in a fun and simple way!

Each book contains 10 raffle tickets which cost £1 per ticket. Every ticket sold
helps to fund ataxia support services and the ataxia research programme.
Sell as many tickets as you can to friends, family and loved ones to increase
their chance of winning wonderful prizes, including vouchers and a top cash
prize of £200.

It's not just you who could win. By taking part in the Ataxia UK
Spring Raffle today you're helping to transform the lives of
thousands of people across the UK living with ataxia.

HOW TO PLAY

Step 1: Fill in the full name, postal address and
telephone number on each individual ticket
purchased by the raffle player(s). One raffle
ticket costs £1 and a book of 10 tickets cost
£10.

Step 2: Send your cash or cheque ‘{
amount along with the purchased raffle
ticket(s) to Ataxia UK using the enclosed
FREEPOST envelope. This must arrive .
no later than Saturday 30 April.

Please note: If you sell all the tickets in

your raffle book and would like to sell

more tickets you can request more raffle -
books by emailing fundraising@ataxia.

org.uk or calling 020 7582 1444.

With life now moving more and more online

we understand that people may prefer to
purchase tickets online.

This can be done by visiting:
www.ataxia.org.uk/get-involved/spring-raffle
S0 along with selling tickets in person, you can
also direct people to the website where they can
purchase directly.

The Spring Raffle is open to UK residents only
aged 16 and above.

The Ataxia UK Spring Raffle draw takes place
on Friday 6 May.
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Chance2Win Winners
1st Prize: £500
Caroline Deakin

2nd Prize: £250
Francis Bielby

3rd Prize: £150
Maureen Adley

All winners are kindly
donating a portion of
their prize money back
to Ataxia UK

A

FUNDRAISING

The Gift of Speech

Back in December (I know, it seems like an age ago but this is the first
issue of the mag since then!) readers of the mag, friends and supporters
joined together to raise an amazing £66,738.25 as part of our annual
appeal with The Big Give.

This time round 50% of the appeal was supporting a new project, The Gift of
Speech, with the rest helping to fund research into treatment and cures. The
Gift of Speech is a new and exciting project with two key elements. There is an
online course in peer support groups; and secondly, the project will make voice
banking technology available. The course will enable a group of participants

to undergo an intensive series of sessions designed to help mitigate the
impact the last 24 months has had on their speech. These sessions include
information on breathing techniques, voice control and articulation.

The Voice Banking project will make it possible for everyone with ataxia to
record their own speech so that, if a time should come when they need to
communicate using a synthesised voice, they can do so using their own
voice. The recording is very quick and is preserved until needed. Studies
show that the ability to communicate in a voice that is one’s own preserves
and protects one’s identity and so we feel it's important to make this service
available to everyone who wants it.

Read more about the project at www.ataxia.org.uk/gift-of-speech

Big Ataxia
Cake Bake
2021

Thank you so much
Rebecca Conder &
James Caveney (1),
Jessica Trafford (2),
Hannah Doyle (3),
Chelsea Higgott (4),
Richard and Jane
Busk, Steven Dixon,
Natasha Behnke (5)
and everyone at
WILO UK Ltd - who
together ramped up
their flour-power and
raised a beautifully
baked £1,219!
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FUNDRAISING

Fundraising thank-yous

Thank you to everyone who has fundraised on #TeamAtaxiaUK - these
pages show a highlight of some fundraisers - check our social media for
even more!

Congratulations and thank you to Lucas Schofield and
Daniel Stott (1) who completed John O’Groats to Lands
End in their challenge, ‘The Push’. Lucas used his
wheelchair and Daniel was on foot, completing 1,000 miles

in 71 days! Lucas said: “My mindset has never been stronger
| intend to push myself as much as | can to achieve as much
as | can...” They raised over £7,000! What an achievement!

Daisy Walsh and the Chester and Wrexham DWP (2) organised a charity
football match and raised a brilliant £351! Well done everyone and thank you
so much for your support.

A big congratulations to Glen Rogers (3) for completing his skydive to
support his daughter Violet. Glen raised an astounding £3,480 including
£300 from Woodlawn Primary School through a non-uniform day, £500
from McLaughlin Harvey and £200 from Sunnylands Nursery. Thank you
so much, everyone!

A huge thank you to Gregg Morrish and Will Ayling (4) who completed

an epic 100-mile trek from Milngavie to Pitlochry to support Gregg'’s dad.
Securing some fantastic press coverage raising awareness, they also raised
over £1,900!

A huge round of applause to Philippa Campbell (5) who conquered the
Arcelor Mittal Orbit Abseil! Congratulations Philippa and thank you for
raising an impressive £1,480!

A humungous thank you Helen Dutton (6), Marc Holdsworth and the
Leeds Diving Team (7), together with the Sheffield, Harrogate and
Sunderland Diving Clubs, who completed 10,500 dives in a day for those
10,500 affected by ataxia in the UK. With divers aged 7 to 70 and Olympic
divers including Jack Laugher (6), Daniel Goodfellow, Lois Toulson, Kat
Torrance and Alicia Blagg participating, social media went wild and they hit
11,247 dives and raised over £1,500!

FUNDRAISING

Thank you so much for your continued support, Andrea Stephens (8), who
has been knitting and selling tinsel Hedgehogs; most recently raising a
brilliant £387. We absolutely love them!

A massive thank you to Frankii (9) and the staff and customers at The
Duke Hotel at Hilmartin, who supported two local families with a month
of fundraising with everything from pub quizzes to race nights, raising over
£3,000! A fantastic community effort.

Well done to runners Andrea Tofa and Gillian Ward (10) who smashed the
Oxford Half, raising £714 and £430 respectively!

A massive congratulations to Cassie Ogden (11) for not only completing the
Liverpool Rock and Roll Half in 3 hours 55 mins, but also for raising £1,240
- thank you!

Sheena Betsworth ran a lucky dip and raised a fantastic £254! Thank you
so much Sheena for your ongoing support.

Thank you so much Kathy Jones and friends in the Parish of Bardsey
with East Keswick who held an online quiz, raising a fantastic £350 and
awareness by playing the ‘What is ataxia?’ video. Thank you to you all!

A big round of applause to Laura Hodgson (12) who walked a marathon in
a month, raising over £4,000! Laura has ataxia and regularly uses a walker,
S0 a huge feat and we are so grateful for your hard work.

Thank you so much to Adrian Hawthorne, Coventry City London
Supporters Club and Coventry City Football Club who raised an
impressive £815 with a raffle at their 45th Anniversary dinner! Attended by
Coventry City FC CEO Dave Boddy, Manager Mark Robins, Chairman
Tim Fisher and Owner Joy Seppala, it was a fantastic opportunity to
support those affected by ataxial!

A big well done to Barry Hunt (13), Ataxia UK’s longest-serving Board
Member and Trustee who smashed the 50km ultra marathon, ‘Run to the
Sea’ raising over £2,800! Thank you so much, and to the Ataxia UK Research
team supporting you.

L. ondon Marathon
2021

A ginormous Thank You to our
epic team: Kevin and Martin
Devaney, Rob and Kane
Stanley (14), Vicki Bartlett (15),
Kevin and Scott Renton (16),
Richard Gillen (17), Richard
Cashman (18), Kerry Wood,
Matthew Smurthwaite, and
Robyn Lindsay who together
raised an outstanding £22,000! It
was an emotional day all round,
and with their unwavering support
and impressive determination,
they flew over the finish line - and
all with a smile. You're all stars!
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ADAPTATIONS

Home adaptions

James Downie writes about the adaptations in his home
which accommodate his needs, living with Friedreich’s
ataxia.

The bungalow | live in was built in the 1970s. | moved there
in 2005 and it was adapted to my needs when | was a part-
time wheelchair user. There have been many changes over
the years, some have been sorted and paid through an
occupational therapist while others have been done privately.

LIVING ROOM

Luckily our living area is open plan. The only real adaptation
is a floor to ceiling pole next to the sofa. This is fitted to the
floor and ceiling and expanded to hold in place - it works
fantastically. The pole is incredibly secure and easily holds
my weight, making transfers to the sofa much easier. The
only drawback to this is my son uses it for climbing and
swinging on!

KITCHEN

As the kitchen is for the family, not just me, | have only one
real adaptation. We have lowered hobs and a pull-out shelf.
When | cook, | tend to use the hobs not the oven, so the
rest of the kitchen is set up for my ease of use, with the
bits | use accessible to me. Cooking is a challenge but the
lowered hobs really help with my cooking and safety.

BEDROOM

In the bedroom we have a medical bed which
independently moves my head and legs up and down -
this really helps with my back. Next to the bed | have bars
to hold when transferring in and out of bed. | also have
standing bars for my stretching and standing practice,
which | use every morning.

BATHROOM

The bathroom is a wet room. There are lots of bars so can

| use a shower seat and transfer to it using the bars. | also
have recently started using a raised toilet seat, which makes
getting on and off easier.

GENERAL

| have a few other smaller adaptations around the house.
We have a level access to front and rear doors and they are
wide enough for my wheelchair. We also have hand bars

in various places around the house, including next to my
power chair for ease of transfer.

Please remember this is what works for me, it always
helps to get expert advice on adaptations through an
occupational therapist.

If you have any questions or if | can help in anyway, let me
know! downstar@mac.com

o8

ADAPTATIONS

Adaptive rowing with JustRow

Lee Morris was diagnosed with Friedreich’s ataxia (FA) in 2002 and, after
a recent fall, took to adaptive rowing to concentrate on his fitness.

Just Row Gloucestershire promotes and encourages rowing at Gloucester
Boathouse for those in the community who may be described as
disadvantaged. This includes those with physical, mental, financial and social
barriers of all ages. They aim to fill that gap and, in some cases, provide a
gateway into mainstream rowing.

After my worst fall, hitting my head on the concrete floor, | came to realise
that looking after myself and keeping fit had been pushed aside. | had seen
adaptive rowing on the Olympics, so | emailed British Rowing who put me in
contact with JustRow. They allow a free taster session and, if you like it, it's
£100 for the year. | aim to go for one hour every week.

This was my first time rowing and I've always been a very weak swimmer so
| thought | would be going round in circles. | wasn'’t, and | found it mentally
challenging which distracted me from the physical aspect. It was really
rewarding being on the water, | forgot about my FA.

| use a wheelchair 95% of the time and my FA symptoms range from
balance, vision and coordination issues, slurred speech and fatigue. The
coach is very understanding, helpful and patient. She listens to my needs
and concerns, and helps as much as possible.

Rowing has exceeded what | was looking for. Mentally it's given me
something else to think about, reducing those quiet times | expect everyone
with a disability has, which fill with doom and gloom. While rowing | feel a
sense of freedom and, as | see other rowers on the water, there is no real
difference (you can’'t see my disability, well, the wheelchair or me wobbling
around, everyone is in ‘the same boat’).

Physically it's made me aware of my posture, encouraging me to sit up
straight, and | have more energy and it has strengthened my legs.

After rowing | feel a sense of achievement whether it's a big or little
improvement each time e.g. mastering the stroke or rowing further than last
week.

Until you try, you won't know if a sport will suit you and it doesn’t matter how
good or bad you may think you are at it, there are always people there to help
you. It's a great way to make friends and get outside.




LIVING WITH ATAXIA

Climbing Pen'y Fan TEN times!

Our supporter Geraint Williams, who has Friedreich’s ataxia (FA), writes
about his motivation for his goals.

| was diagnosed with FA around 16 years ago, and it affects my life every
day. But | don't let it stop me from achieving my goals.

Last summer, | set myself the goal of climbing Pen y Fan in the Brecon
Beacons 10 times (the same height as Mount Everest) in a month,

raising £1,422! It took 36 days due to hiccups along the way:. | climbed using
my mountain trike, and on the sixth climb, it broke. | spent 24 hours down in
the dumps as all | could think was: “Is this the end of this challenge?”. Luckily
it only took about a week to fix then we were back at it!

Our last few climbs were rescheduled because my son, who had been with
me on every climb, contracted Covid-19. The challenge was made special by
the fact that we did it as a team.

| regularly challenge myself to fundraise and have tremendous support
from friends and family. In 2016, | skydived and two years later, | climbed
Kilimanjaro. | completed Ten y Fan last year and my long-term goal is to
run the Brighton Marathon with my daughter in 2023. | set myself mid-
course goals, like Tough Mudder and Cardiff Half too. T
e —

| saw someone do a Tough Mudder in a wheelchair and |

thought: “I can do that,” then | said: “I| want to do that” and |
worked out how. It would mean the world if even one person is inspired
by this article.

Exercise helps my mental health and is something that came
naturally to me as a child. | lost time for exercise when | formed
my own family, but | made an effort to go back to the gym after
my diagnosis.

It was difficult to do other challenges as | didn't feel confident.

Looking back at that period, especially when I’'m on my scooter,
| think: “You were walking. You had much more control over
your body and activity.”

Although you might not be able to adjust
right away, you cannot live your life
saying: “l can't do it”. Ataxia should not
get in the way of your dreams. You may
not win the Cardiff Half, but it's not about
winning. Setting a goal, working toward it, and
achieving it are key elements.

LIVING WITH ATAXIA
r——

How claiming benefits
can help you

Ataxia UK Friend Kate Annetts writes about access to benefits.

It's true that the benefits system in Britain can seem confusing and somewhat
daunting but, having been able to make the most of the system since being
diagnosed with Friedreich’s ataxia in 2012, | can assure you it's worth finding
out what you are entitled to. There are numerous benefits available for people
in all walks of life but the most common for disabled people are currently
Personal Independence Payment — PIP (which replaced Disability Living
Allowance — DLA) and Universal Credit which is an amalgamation of several
different benefits.

If you wish to claim, the best place to start is via the government’s website
(www.gov.uk/browse/benefits) where you can find out what you're

eligible for. What you can apply for and the amount you'll get depend on
circumstances such as living situation and whether you work and how many
hours you do. Some forms can be done online and some you must request,
complete and return a hard copy in the post.

Filling out the forms can be quite challenging but don't let that put you
off. Take your time answering the questions clearly and honestly
and provide evidence where you can in the form of letters from
any professionals you have seen. If you're having any problems,
there are resources online as well as The Citizen's Advice and
charities such as Scope, Disability Rights UK and Ataxia UK
who can help. You may also find charities in your local area
who offer face-to-face appointments if necessary.

If you are successful and are awarded any money, you
may be wondering how to make the most of your new
monthly income. Proof of eligibility means you can apply
for a blue badge and a bus pass if you are pension

age which can help save money on parking and travel.
Most galleries, museums and attractions allow a disabled
patron to attend with a free carer when paying for a
ticket and this is also the case for many concert
venues and theatres.

Sadly it's a fact that a lot of stigma is placed on
those who live off benefits but if you are entitled
to them, they can make a big difference to the
quality of life for someone with ataxia. Never be
afraid to receive help when doing so
could make a huge difference.

Ataxia UK’s Helpline is open Mon-
Thurs 10.30am until 2.30pm.
Call 0800 995 6037 or email
help@ataxia.org.uk



SERVICES

Ataxia UK Helpline and
Advocacy Service

Here at Ataxia UK we want to ensure everyone affected by ataxia has access
to the information, advice and support they need to live their best life. For
years, the Helpline team, staffed by Sheila, members of the Research team
and our fantastic volunteers, Tim, Harriet, Richard, Dawn and Laura, has
been providing a listening ear and information and advice about ataxias and
related issues.

We were so sad to see Sheila go in February and
we want to make sure we build on the successes ON | 3
of the Helpline over the years by expanding W\ . _ dall
on the range of issues we can help with and A vl
launching our Advocacy Service to provide
1-2-1 support where that's needed.

The Helpline is more than a place to learn about
ataxias, it's a resource and support hub for people who are
affected by ataxias, in all aspects of their life. Here are some of
the things we can help with:

* Housing * Benefits * Finances
 Care needs * Health needs + Aids and Adaptations
* Transport * Employment  * Education

As well as providing support and information around diagnosis, treatment
and living with ataxia, the Helpline and Advocacy Service will provide
information, advice and signposting to other organisations where that’s
possible and will follow up with you to see if you need further help. We will put
you in touch with other sources of help and support where we can and we
might be able to provide you with 1-2-1 advocacy.

An advocate can:
* Give you information about a situation
* Let you know your rights and your options
* Help you to make informed choices
» Support you to have your voice heard and tell people what you want.

But we cannot:
* Make decisions for you
* Force people to do what you want
» Guarantee a good outcome
* Give you legal advice or take the place of other professionals
* Act in emergency situations.

Ataxia UK is here to help you when you need us, even if it's just to talk

things through. We will do our best to provide you with information about the
problem and try to help you to navigate the situation if we can. If you would
like to find out more, or talk to a member of the team, please get in touch via
the Helpline, by calling 0800 995 6037 or by emailing help@ataxia.org.uk.
The Helpline is open Monday to Thursday 10.30am until 2.30pm.

W"

SERVICES

All about Ataxia

All About Ataxia (AAA) is facilitated by volunteers, including Jay Patel,
Gemma Sheen and Neil Casey - here are their experiences.

Jay Patel

| became an Ataxia UK Friend after being diagnosed with SCA28. Most
of my motor functions are affected to some degree, including my speech,
swallowing, mobility, fatigue, bladder control and eye movements. There is
also the emotional impact of these physical symptoms and there are days
when | don't feel up to work or meeting people.

AAA helps those at the start of their ‘ataxia journey’ to see that life doesn’t
end with the diagnosis. It helped me to see and hear from those living with
the condition for years how they manage their daily lives. They also share
helpful tips. AAA helped me to put things into perspective, step back from
the initial diagnosis and look at the bigger picture, which is much better. | now
feel more comfortable with the whole situation and less isolated.

Gemma Sheen

| have spinocerebellar ataxia and am undergoing genetic testing to
determine the type. Having found out about Ataxia UK, | became a Friend
and volunteer. My main issues are pain, fatigue, mobility and bladder issues.
| use a walking stick when outside and can only walk short distances.
Dealing with these physical symptoms does have an impact on my emotional
wellbeing.

All About Ataxia offers the opportunity to receive clear and honest information
from health professionals, resources to gain further information, meet
others with a similar condition, advice about referrals and, most importantly,
friendship. Despite being a facilitator, | never stop learning about ataxia
and always take away something new. AAA is aimed at those with
ataxia and their family members.

Neil Casey

| was diagnosed with ataxia in December 2017 after some 40
medical appointments. It was caused by chemotherapy 30 years
ago. | then became involved in AAA in early 2021.

AAA has ‘table time’ where we discuss videos featuring ataxia
medical professionals and have an informal chat. Table time is a great
way to say how you feel, what is on your mind and hear/offer advice.

| have gained a lot from AAA and the catch-up sessions and hearing
others say that too gives me a great sense of wellbeing and a smile
rather than feeling alone.

Read the full stories of Jay, Gemma and Neil by visiting
www.ataxia.org.uk/latest-news

Find out when the next All About Ataxia is here:
www.ataxia.org.uk
/ataxia-uk-events/all-about-ataxia


http://www.ataxia.org.uk/ataxia-uk-events/all-about-ataxia
http://www.ataxia.org.uk/ataxia-uk-events/all-about-ataxia

SERVICES

Employment experiences
for those affected by ataxia

In the previous issue of the Ataxia Magazine we covered a broad variety of feedback from our
Spring 2021 Friends’ survey into the experiences of people living with ataxia and carers. Let’s now
look specifically at experiences around employment for those affected by ataxia.

Employment experiences for those affected by ataxia

@ 16% of respondents are in employment

o— 3% were temporarily unable to work due to a
health condition or disability

@— 14% have never been employed

do not expect to work again

Dealing with issues at work from respondents with ataxia

The survey also explored how people had dealt with potential
challenges at work as a result of their ataxia.

of respondents had taken early retirement

of respondents had asked for, were actively planning
to ask for, or were expecting to ask in the future for,
reasonable adjustments

32.8%

of respondents had asked to
reduce hours

@_ 12.5% were seeking

alternative employment

SERVICES

Employment experiences of those who
care for someone with ataxia

were planning/expecting/had already asked to reduce hours

were planning/expecting/
had already undertaken
early retirement

were planning/expecting/
had already asked for
reasonable adjustments

Negative employer attitudes
Issues with access to work
of respondents * Transport to work issues
had experienced: < Negative colleague attitudes
e Too many hours worked
Lack of reasonable adjustments

1iIn10 o nearly

1/4

Around1 IiNn 5 respondents had experienced negative
employer attitudes or issues with physical access

19% experienced issues with physical access at work

@ 21.5% experienced negative employer attitudes

15.9% experienced transport to work difficulties

14.9% experienced negative colleague attitudes

14:9% 14.9% experienced too many hours worked

@_ 11.3% experienced a lack of reasonable adjustments

®_ 9.2% experienced a lack of promotion

@ 7.7% experienced negative customer or client attitudes

1.5% experienced too few hours offered

Our advocacy service can support people with employment issues. The first thing we will always try to do
Is provide information relating to the specific issue. Then if the person needs support to use that
information, we'll either find that support for them or provide 1-2-1 support ourselves as much as we are
able to. Contact our advocacy service via the Ataxia UK Helpline on 0800 995 6037 or
help@ataxia.org.uk. Open Monday to Thursday 10.30am-2.30pm.



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



