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Elisa Martelletti

Hello! I'm delighted to be joining Ataxia UK as Research Manager on a fixed-

term contract. In this role, I'll support the partnership with CureDRPLA and the
ongoing DRPLA Research Programme, helping to bring together clinicians, patient
organisations, researchers, and industry partners to advance therapeutic development.
My work will also include supporting the CureDRPLA Global Patient Registry and
engaging with the DRPLA community through social media and awareness-raising
activities. | have over 12 years of experience in biomedical research. Following a PhD
in Neuroscience and postdoctoral research at King’'s College London, | worked there
as a Research Fellow on a charity-funded project investigating age-related hearing loss
and inflammation. Alongside my research, | have been actively involved in promoting
inclusive and equitable workplace cultures and making science more accessible to
wider audiences. I'm excited to bring my experience into the charity sector and to learn
from the ataxia and DRPLA communities. | look forward to supporting collaborative
work that is shaped by the needs and experiences of people living with DRPLA, and to
contributing to the important work of Ataxia UK.

In the office

CEQ’s introduction

In June, | was delighted to attend the last of our three 2026 Roadshows, which

have been a wonderful experience.

Whilst it was great to see so many familiar faces among the 220 people who came to
Basingstoke, Glasgow and Liverpool, as ever, it was the people who came to an Ataxia
UK face-to-face event for the first time who made the biggest impression.

It's amazing to see their relief as they start to appreciate that they are not alone in
facing the challenges posed by ataxia, and that they can learn from those who have
trodden the path before them. For staff at Ataxia UK, this is often when the meaning of
our work really comes alive for us — the difference we make starts to become tangible
when we hear it expressed by those we are meeting. We thank you for all the feedback
you have given us after this year's events and promise there will be more face-to-face
events next year, when we will take the Roadshow to Belfast and other locations around

the UK.

In the meantime, please join us for Ataxia Together Week,
Monday 21 — Friday 25 September, which will include the
highlights of our usual virtual annual conference, but
spread across a week rather than concentrated into 36
hours, to enable people to recover between sessions.
The week will also include updates on our omav
campaign, your stories, testimonials and social media
highlights with the #AtaxiaTogetherWeek2026.

We hope you will attend lots of the events and engage
with the other activities taking place which are sure to

be informative and interesting.
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Best wishes, Sue Millman
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#AccessOmavNow Campaign:

UK Parliamentarians back the call for
early access to only licensed treatment

for Friedreich’s ataxia

As regular readers will know, our #AccessOmavNow campaign

has been building towards a major awareness-raising event for
policymakers and on 1 July, a delegation of people affected by
Friedreich’s ataxia (FA) and their families along with the Ataxia UK
Policy and Influencing team, and Prof Paola Giunti (the Head of the
London Ataxia Centre at UCL/UCLH) arrived at the Houses of Parliament
to demand action.

Hosted by Jonathan Brash MP (right) and Mary Glindon MP (below
right) at Portcullis House, the Parliamentary Drop-In Event was aimed

at informing MPs about the gravity of the situation experienced by the FA
community, highlighting the delays and disparities in access to the only
licensed treatment — omaveloxolone (Omav) - that slows progression of FA,
and discussing the urgent need to reform how medicines for rare diseases
are appraised in the UK.

During the event, Ataxia UK presented two key recommendations:

* Provision of an interim access pathway for Omav while dialogue
continues between stakeholders for a long-term solution. Exploring the
use of the Innovative Medicines Fund to support eligible patients.

* Reform of the drug appraisal system for reimbursement on the NHS so
that people with rare diseases such as FA and the other ataxias are not
left behind.

Families shared their experiences directly with parliamentarians. Georgia
Hart, a young woman affected by FA accompanied by her mum, Bev, asked
some hard questions: “Living with FA means living with a fear of knowing that
the condition will keep progressing. It is incredibly hard to bear the thought
that there’s a treatment available in many European countries and the USA,
but you can't access it here. Why?”

Arabella Faulkner, who was diagnosed with FA at the age of 15, said:

“While | do not expect miracles, | do hope for fairness and equality. Every day
matters with FA and we should not have to wait for a medicine that is already
licensed.”

Ann McGregor, whose 16-year-old grandson, Jake, is living with FA, said:
“Keith (Ann’'s husband) and | are so grateful to Ataxia UK for inviting us to
this event. We totally support everything the charity is fighting for, in terms of
urging NICE to find another pathway which gives fairer and faster access to
omaveloxolone for all people with FA in the UK. The event went very well, with
support from a lot of MPs. We feel a lot has been achieved today”.

-

The host MP, Jonathan Brash, who has already raised his voice for families
affected by FA in Parliament, said: “Those affected by FA and their families should
not have to fight this hard for access to a treatment that is licensed and available”.

Mary Glindon MP added: “Behind policy discussions and changes are people
whose lives depend on the decisions we make today. We as parliamentarians
must ensure that people with FA are not left behind.”

Speaking at the occasion, Sue Millman, Chief Executive of Ataxia UK, said:
“This event is about bringing the voices of people living with FA directly to those
who have the power to bring change. Every day without treatment means a day of
irreversible disease progression. We urge the government to work with the NHS,
NICE and the manufacturer to find an urgent solution as people living with this
condition simply cannot afford to wait.”

How did we get here?

Although Omav was approved by the UK regulator, the MHRA in April 2025,
people living with FA in the UK cannot routinely access it through the NHS. As
patients here wait for access to the drug it is already available in many European
countries. In England and Northern Ireland there are no routes for interim access
whilst waiting for a NICE appraisal. Meanwhile, interim access pathways involving
Individual Funding Requests by clinicians do exist in Scotland and Wales, creating
inequality across the devolved nations. For those who live in Scotland and Wales
we have information on the Ataxia UK website on how these individual funding
requests work and Ataxia UK can provide support to clinicians. It is important to
note that to date the number of people who are accessing omav in this way is very
low for people in Wales and Scotland.

What is next?

The #AccessOmavNow campaign continues to work with stakeholders to press
for action on our recommendations. The successful event on 1 July has enabled
us to make new connections with MPs who will add their voices to our campaign.
By the time you are reading this article, we will have shared a new open letter to
the Prime Minister and Secretary of State for Health and Social Care endorsed
by many of the MPs we met at our event and, we hope, signed and shared by our
community. We are working closely with MPs that attended our event to plan our
next steps, and we are pleased to see that some of our recommendations seem
to align with emerging government policy around rare diseases. Ataxia UK will
continue to be a leading voice in the rare disease policy ecosystem for all ataxias.
Please sign up to our newsletters for up-to-date information on how you can
support the #AccessOmavNow campaign.

Who Attended?

Alongside event hosts Jonathan Brash MP and Mary Glindon ME MPs who
attended in person, or were represented by members of their parliamentary
offices, included (in alphabetical order): Scott Arthur MP, Paula Barker MP,
Paul Davies MP, Kate Dearden MP, Dave Doogan MP, Florence Eshalomi MP,
Tom Gordon MP, Fabian Hamilton MP, Luke Murphy MP, Andrew Murrison
MP, Baroness Nichols, Caroline Nokes MP, Dame Chi Onwurah MP, Jo Platt
MP, Sarah Russell MP, Rebecca Smith MP, Luke Taylor MP, Liz Twist MP,
Christian Wakeford MP, Steve Witherden MP and Martin Wrigley MP.



ATAXIA PEOPLE: TERRY’S STORY

Meet the man behind
“Cashier number three, please”

For years, millions of shoppers in single line queues across the UK heard

a familiar announcement, “Cashier Number Three, Please”, but no one

knew the man behind it. This was the voice of a successful businessman,
communicator, and mentor whose career took him across trades and around
the world. Today, Terry Green is writing a different story.

After a diagnosis of CANVAS, a rare form of ataxia, he is chasing a lifelong
ambition of becoming an accomplished crime novelist while facing the
challenges of the condition with determination, humour, and the support
of his lovely wife, Sharon. Like many others living with ataxia, Terry’s
diagnosis wasn't straightforward.

‘Although | didn’t realise it at the time, it all started with a cough. | was in my
early forties, and | was about to present to a group of 70 people when the
mad cough started. | darted off to find water. On that occasion, | was able
to calm the cough in time, but it became a regular, annoying occurrence.
Despite consulting many doctors, having tests, trying different medications
and following advice, nothing touched it.”

Despite the cough, which remained unexplained, life went on for Terry. He
had built a successful international career and his was one of the most
recognisable voices in the country. “/'ve enjoyed a varied and successful
career, starting in the motor industry; | moved from cars to cellular phones,
tyres to Tensabarriers — yes those posts in the airport that you have to queue
through to check in, before my voice became famous and was heard by 25
million people every month saying ‘Cashier Number Three, Please’ (and all
the other numbers too).”

Years after the first unexplained symptom, another arrived while Terry was
already recovering from a major health challenge. “Moving forward sixteen
years, | was recovering from prostate cancer when, walking down the street,
I suddenly felt very tired and decidedly wobbly. My GP thought it must be
fluid in my ear and tried a procedure to relieve it. Nothing doing. He sent
me to a neuro-physiotherapist. Scans were organised, following which, a
neurologist announced Cerebellar ataxia and the hard words, no cure,
degenerative condition. | was shattered, although by now [ realised that
something was fundamentally wrong.”

It was naturally shocking news, but rather than allowing the diagnosis to
define him, Terry decided to adapt and keep on moving ahead with life.
“I determined to fight the condition for as long as | could, whilst gradually
scaling back on my work and life commitments. | stayed in touch with

my consultant, | started a reqular programme of neuro-physiotherapy,
continued to attend the gym at least twice a week, and | joined

Ataxia UK so | could keep abreast of the latest developments.”

Following specialist assessment and genetic testing in London years
later, Terry finally received confirmation that he has CANVAS.
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‘After careful and patient assessment of my case at the National Neurological Hospital
in London, | received my diagnosis, and it's good to be able to give this villain a name.”

As the condition has worsened, Terry has needed to make some adjustments to his way
of life. Long countryside walks have become shorter outings just around the corner,
and daily activities need more planning. Yet he remained remarkably positive. As things
have progressed, my horizons have condensed. We've moved to a lovely market town
in Devon, Tavistock, on the Western edge of Dartmoor. A brief walk or car journey will
take me to the doctors or on to the shops. My walks are shorter now and typically on
flat, even surfaces. Going out in the evenings is more complicated and involves head
torches, able-bodied friends, and an excellent sense of humour. There are many things
I miss, but a host of things | still enjoy. People, talking, beautiful scenery, the love of my
beautiful wife, friends, our small mad dog, Gracie, and of course writing.”

One thing that Terry’s diagnosis did was prompt for him to stop waiting and pursue his
lifelong ambition of writing. Since then, he has got his novels Redline and Dangerous
Art published while another crime thriller in his Jake Elderfield series is in the

making. ‘Arguably, if it wasn't for ataxia, | might never have given myself the opportunity
to see what | could achieve with this. A chance for which | am truly grateful.”

While writing is a solitary occupation, and despite his condition, Terry continues
speaking at libraries, to u3a (University of the Third Age) and other groups and

at literary festivals, sharing his life experiences and encouraging others. “I'm a
communicator. | need people. | like to share ideas and opinions, help potential writers
to take their first steps. It's exhausting, and | have to pace myself, but it's great fun and
gives me a reason to get up in the morning.”

Terry, throughout his journey, has valued the expertise and support available

through Ataxia UK and, more recently, the South West Specialist Ataxia Nurse

Service. “Throughout my journey, from the time of my diagnosis, it has been wonderful
to know that Ataxia UK is there, championing the cause of sufferers like me and
providing a conduit through which we can continually seek the truth about this condition
as it emerges. It was great to speak with Camilla (Specialist Nurse) and to have that
friendly, sensible, and knowledgeable voice at the end of the phone. | travel to London
once or twice a year to see my consultant, but to be able to reach out and seek
Camilla’s advice is priceless.”

Terry’s personal philosophy is reflected in the words engraved on his wedding

ring. “One of my dad’s favourite expressions was ‘never let anyone say your father
made a quitter.” On my 60th birthday, my wife commissioned a signet ring for me, now
my wedding ring. It features the Bear and Ragged Staff of Warwickshire, where | was
born, and a legend, ‘Numquam Dedite,” which translates as Never Surrender.”

For those living with late-onset ataxia, Terry leaves one final thought:
“Don’t focus on what you can’t do — think about what'’s possible. Try to view this
as an opportunity to change your life and enjoy new experiences. And above all,
remember, Numquam Dedite!”

For more information about Terry and his books, follow @terrygreenauthor
on Facebook and Instagram or visit www.terry-green.co.uk

Disclaimer: The views, opinions, and recommendations expressed are those of Terry Green and are shared for community
support and information purposes. They do not necessarily reflect the views of Ataxia UK, nor do they imply endorsement or

approval by Ataxia UK.



Introducing

the Big Give
2026 Christmas
Challenge:
Your Ataxia UK

Christmas
Challenge

2026 is our tenth time going through the Big Give
together, and we are carefully thinking about exciting
plans and outcomes for this anniversary year.

But before we launch into this year's campaign, let's
recap: when counting offline and online donations,
last year's “From Lab to People: Removing Barriers
to Treatment” campaign raised over £90,000 for the
ataxia community. An early gift of £20,000 from a friendly
Trust and Foundation helped get the campaign off to
a quick start, meaning we were able to increase the
pledging total and produce the most successful Big Give
campaign Ataxia UK has taken part in.

The continuous development and ongoing work of the
Policy and Influencing Group have been made possible
thanks to the generosity of Ataxia UK’s wonderful
supporters during the Big Give 2025.

Already, the Policy and Influencing Group is having a
positive impact in achieving the aims and priorities of
the From Lab to People Big Give. We are becoming
increasingly involved with health policy, working closely
with members of the community and MPs to raise
awareness about ataxia, and specifically campaigning
around NHS access to Omav.

Thanks to these efforts, ataxia has been raised at Prime
Minister's Questions several times this year. On 1 July,
we hosted a Parliamentary drop-in event (which you can
read more about on page 4-5), and we are planning
another event in the coming months, hoping to raise
interest across MPs in making change around rare
disease treatments.

Without the support of the ataxia community last year,
these early achievements would not have been possible.
Generous donations to the Big Give have been essential
for making positive developments in the ataxia field.

And we're ready to do it all again this winter.

- 3

Your Ataxia UK:
Treatment and care
for your ataxia

It’s called Your Ataxia UK because through this
project we want to know what works for you and
deliver specialist treatment and care to you. You and
the community are why we are here.

Specialist treatment and care for everyone affected by
ataxia is at the heart of everything we do. However, this

is typically localised around the three areas where Ataxia
UK has developed Ataxia Centres. To address this, we
piloted a Specialist Nurse service in the South West to
increase the reach of specialist care. Issues arise when
treatments become licensed but aren’t available on the
NHS. People with ataxia deserve access to treatments as
soon as they become available.

We aim to solve this problem by establishing Access to
Specialist Treatment and Care as one of the strategic
pillars of our work. We want to build a network of
policymakers and politicians who understand the ataxias
and who are prepared to advocate for Ataxia UK.

Using this period to evaluate existing treatment and care
delivery tools in comparison with each other and wider
care services, we hope to understand how to develop
future ataxia care and make specialist treatment and care
available more widely.

We aim to use the early stages of this strategic plan, and
donations from Your Ataxia UK, the 2026 Big Give, to
evaluate current ataxia specialist services and establish
the best route for providing specialist care in the UK. We
will use funds to gather feedback from people who use
these services, so we can understand what is working
well, what could be improved, and what people need
from specialist care in the future.

We want to accredit more Ataxia Centres across the

UK. Following the evaluation of our current specialist
treatment and care avenues, we hope to use funds to
develop new ways of delivering specialist treatment,
either through more Specialist Nurses or more Accredited
Ataxia Centres.

These are just some of the aims from Your Ataxia UK —
the upcoming Big Give 2026 campaign. To understand
more about the project and its outcomes, go to:
http://alturl.com/2yyzr
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EVENTS

Ataxia Together Week 2026
21-25 September 2026 #IAAD2026

We are celebrating this year’s International Ataxia
Awareness Day (IAAD) as Ataxia Together Week with a
renewed focus on bringing our community together.

Across the week, people living with ataxia, families, carers,
researchers, clinicians, supporters and volunteers will
connect through learning, shared experiences, advocacy
and storytelling.

The week will culminate on IAAD, celebrating the
strength of our community while inspiring hope and
action for a better future.

ATAXIA TOGETHER WEEK EVENTS

Based on your feedback, we've decided to adapt our Virtual

Annual Conference into a whole week of events — the same key

sessions and content, but spread into shorter sessions across
Ataxia Together Week.

The programme will include:

* All About Ataxia seminar

» Speech Therapy workshop with Mandy Ngo
* Mindfulness with Lucy Holland

» Research Updates presentations

* Q&A sessions with specialist ataxia healthcare
professionals

* ‘It Works for Me’ talks from people living with ataxia

* A strategy launch presentation from Ataxia UK CEO Sue
Millman

» Ataxia UK Awards, presented by our patron Paul Coia

Tickets: one ticket gives you access to all sessions throughout
the week. Pay what you feel, from £5, £10 or £15.

To book, head to http://alturl.com/xisno
If you have any questions, please contact us at
conference@ataxia.org.uk
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Connect.

“No one should face ataxia alone.”

Bringing the ataxia community together though
conversation, learning and support. Join our events across
Ataxia Together Week to meet others living with ataxia, hear
the latest updates and find out about therapies that can
help you live well with ataxia.

"Advocate.

“Awareness must lead to action.”

Help us turn awareness into action by supporting our
campaigns and speaking up for better treatments, research
and care. Throughout the week, we'll continue to share
updates on the #AccessOmavNow campaign and other
policy and advocacy work, helping keep the momentum
going and encouraging everyone to add their voice.

Share.

“Behind every diagnosis
is a person and a story.”

Your story can help others feel understood, supported and
less alone. Throughout Ataxia Together Week, we'll be
sharing experiences from across our community on our
website and socials, and we'd love to hear yours. Whether
it's your journey, a photo, a video, a message of hope or
why Ataxia UK matters to you, please send it to:
communications@ataxia.org.uk

1



All About Ataxia

If you’re keen to learn more about ataxia — whether as
someone living with the condition, a carer, family member,
friend or professional — our All About Ataxia seminar offers
a valuable and welcoming opportunity to deepen your
understanding. This informative online event brings together
expert clinical insight from the specialist team at the Ataxia
Centre in Sheffield, alongside the lived experiences of people
directly affected by the condition.

The seminar is designed to provide a supportive and engaging
environment where questions can be answered and connections made.
One of its key aims is to offer clear, accessible responses to frequently
asked questions about ataxia. For many people, especially those newly
diagnosed, navigating information about the condition can feel
overwhelming. These sessions help break down complex topics into
practical, understandable guidance.

Just as importantly, All About Ataxia creates space for people to connect.
Attendees are encouraged to engage with one another, share experiences
and offer peer support. Hearing from others who have been living with ataxia
for longer can be incredibly reassuring for those at the start of their journey,
offering insight into coping strategies and day-to-day life with the condition.

The sessions also introduce the wide range of support available

through Ataxia UK. From resources and services to ongoing community
opportunities, participants can discover how to access help beyond the
seminar itself. These events are hosted by dedicated volunteers who all

have personal experience of ataxia, bringing empathy, understanding and
authenticity to the sessions. Their involvement helps ensure that the seminars
remain grounded in the real needs and experiences of the ataxia
community.

All About Ataxia is delivered online via Zoom, making it
accessible from the comfort of your own home. To join, you'll
need a computer, tablet or smartphone with a camera and
an internet connection. If you're new to Zoom or need help
getting set up, support is available

- just get in touch in advance.

To find out more and learn how to book, please see:
http://alturl.com/w5x9t

Help us plan future All About Ataxia seminars

We would be grateful if you could answer these short
questions about the format and timing that would work
best for you. Your responses will help us plan future
seminars around the needs and preferences

of the ataxia community:
https://www.surveymonkey.com/r/WX7P6JN

If you have any questions about All About Ataxia, you can
contact the team at volunteering@ataxia.org.uk
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Speech therapy:
pbuilding skills and confidence

Speech changes are common in progressive ataxias and can make
everyday conversations tiring or frustrating. Ataxia UK’s six-week
online Speech Therapy Course helps people develop practical
strategies, practise regularly and build confidence in using their voice.

The course combines four individual sessions with a Speech and
Language Therapist and group practice sessions. Participants learn
techniques such as speaking more loudly and clearly, then practise them with
others who understand the challenges of communicating with ataxia. Many
people find the group sessions especially valuable. Participants encourage
one another, share ideas and build confidence together.

There is currently a waiting list. To join, email volunteering@ataxia.org.uk
We will send you a short survey and add you to the waiting list for a suitable
group. Find more at www.ataxia.org.uk/support-services/speech-therapy

KEEP PRACTISING AFTER THE COURSE

Clear speech benefits from regular practice after therapy has finished.
The University of Strathclyde team, led by Professor Anja Lowit, who
developed the ClearSpeechTogether programme underpinning Ataxia UK’s
course, has launched a website to help people continue practising.

Special thanks to the Ataxia UK Speech Therapy Course participants who
helped Anja and the team shape these resources.

ClearSpeechTogether focuses on speaking LOUD and CLEAR. The website
includes exercises ranging from individual words and short phrases to
paragraphs and free speech. The materials change monthly, helping to
keep practice varied. It also includes the latest patient manual, with exercises
adapted following participant feedback.

There is advice for family members, friends and others the person regularly
speaks to. Simple changes, such as reducing background noise, allowing
plenty of time and sitting face to face, can make conversations easier.

The resources are mainly designed for people who have completed
ClearSpeechTogether with a Speech and Language Therapist. The website
advises getting professional guidance before using resources independently.

Explore the resources at www.clearspeechtogether.org

People who have completed the Ataxia UK course can also join our
monthly online practice group to keep using their skills with others. Email
volunteering@ataxia.org.uk to find out more or join.

Speech and Language Therapy may also be available through the NHS.

Ask your GP or healthcare team about a referral. For help accessing support,
contact the Ataxia UK Helpline on 0800 995 6037

or email help@ataxia.org.uk



Digital switchover

Check whether your personal alarm will work after the landline switch-off.
In January 2027, the landline phone network will be replaced by a digital
network. If you have a personal alarm or other technology at home to keep
you safe, this is called ‘telecare’ and it might be affected. There are steps you
can take to avoid interruptions:

Tell your landline provider you use a personal alarm.
They'll make sure you stay connected during the switchover.

Ask your telecare provider whether your telecare will work.

If it's compatible, your telecare should work after the switchover. If it's not,
you might be able to use an adaptor that makes it compatible. If you can't
use an adaptor, you might need to upgrade or replace your telecare. Talk to
your telecare provider about your options, and check that any new system is
compatible with a digital phoneline.

Check your switch date.

Your home phone provider should tell you your switch date. You should let
them know whether the date is suitable for you. Tell your phone provider if
you'd like a friend or family member to deal with the switch. If your provider
doesn't ask whether you have telecare or whether it's compatible with a
digital phoneline, you should tell them so they can ensure you're supported
through the switchover.

You shouldn’t be switched until your telecare and home phone
providers are confident your telecare will work.

Check that your phone has backup power.
This ensures it stays on and that your telecare can make emergency calls if
there’'s no power. Your phone provider will suggest backup options.

Test your telecare.
When your phoneline is switched, your phone provider should send an
engineer. Ask them to test that your telecare works after the switchover.

Issues after the switch.
If you have any issues, you can complain to your phone provider, who should
fix the problem as quickly as possible.

If another system is connected to your phoneline.
For instance, a burglar alarm or fire alarm might not work after the switchover.
Talk to your system provider about your options.

Get more information about the switchover.
https://digitalphoneswitchover.com/home-users

If you're told you need to pay to switch.

It's a scam — don't give your bank details or click links, even if they know
some of your personal details. Your phone provider will never ask you to pay
to switch to a digital phoneline.
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Thinking about giving up work?

There may come a time when, because of ataxia progression, you need to
consider changing how you work — or stopping work altogether. This is
a significant decision, and it’s important to think it through carefully. For
many people, the biggest concern is financial: will | have enough income
to support myself and my family?

If you are considering ill-health retirement before the age of 55, there are
several financial factors to consider. You may be eligible for disability benefits
such as Employment Support Allowance (ESA) or Universal Credit (UC),
which can help provide income if you are unable to work. A free online
benefits calculator can help you understand what you might be entitled

to and how changes—such as taking a pension early—could affect your
benefits. For example, the Turn2us Benefits Calculator website:
http://alturl.com/jzvbx is a helpful tool to get started. is a helpful tool to

get started.

If you have a workplace pension, you may be able to access it early if you
retire due to ill health, although you cannot claim your State Pension until you
reach pensionable age. Knowing how much your pension could provide will
help you plan ahead and make informed decisions. You may be able to take
your pension as a lump sum, a regular monthly income, or a combination

of both. Depending on your scheme, you might also be able to continue
working part-time or in a different role while receiving your pension.

Before taking any pension, it's important to understand how this may affect
your benefits. Pension income is usually treated as ‘unearned income’, which
could reduce or stop payments such as ESA or UC. Taking a lump sum
could also increase your savings above the threshold for UC.

You should also check whether you have paid enough National Insurance
contributions to qualify for a full or partial State Pension. You can review your
record online at Check your National Insurance record - GOV.UK website:
http://alturl.com/4pybc

If you are receiving benefits such as ESA or UC, you will receive National
Insurance credits. Credits help to fill gaps in your National Insurance record
to make sure you qualify for certain benefits, including the State Pension. You
can also pay voluntary contributions to fill any gaps, if needed.

Before making any final decisions, it's a good idea to explore all your options
and seek professional advice. A qualified adviser can help you understand
what’s best for your situation. You can find guidance at

Find a retirement or pension adviser | MoneyHelper:
http://alturl.com/esfgj, and you may also benefit from a free session

with Get a Pension Wise appointment | MoneyHelper:
http://alturl.com/4msok

If you would like any support with the information
here, please do not hesitate to contact the Helpline
on either help@ataxia.org.uk or 0800 995 6037



Join Ataxia UK’s Research
Involvement Network to help
shape ataxia research

Ataxia UK is launching a new ‘Research Involvement Network’ and we
are looking for people to join.

This Network will provide feedback on patient information sheets and consent
forms for clinical trials. Members of the network may be invited to attend
focus groups or join advisory boards as part of research projects. You do

not need research experience, just an interest in helping to ensure research
reflects the needs of the ataxia community.

We welcome applications from people with ataxia, as well as family
members, friends and carers. Opportunities offered to the Research
Involvement Network will be shared by email, and you do not need to take
part every time. If you would need adjustments to take part, we would be
happy to discuss how we can support you.

Read more about the network and what Research Involvement is on
our website. To express your interest in joining the Ataxia UK Research
Involvement Network, contact the Ataxia UK research team by emailing
research@ataxia.org.uk

Ataxia UK funds new project to test
repurposed medicines in SCA15 and SCA29

Ataxia UK has recently funded a project led by Dr Schnekenberg
(right) and his research team at University College London.

The project aims to test thousands of existing medicines to find
those that can improve cerebellar neuronal function in conditions
caused by mutations in a gene called ITPR1, including SCA15,
SCA29 and Gillespie Syndrome. The ITPR1 gene contains

the instructions for making the IP3R1 protein, a protein

that plays a key role in neuronal signalling and motor
coordination.

By focusing on drugs that are already available,

the team aims to speed up the path to developing
therapies for these ataxias. Because the same brain
pathway is disrupted in other types of ataxia, such as
SCA1, SCA2 and SCAS, any successful drugs could
potentially benefit many more individuals with these ataxias.
Read more about the project in the ‘Research Funded by
Ataxia UK’ section of our website.
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SIMPATHIC annual meeting

In July, Ataxia UK’s Research Manager Emily Cutting attended
the annual meeting of the SIMPATHIC project in Luxembourg.
The SIMPATHIC project began in 2023, when the researchers
involved were awarded 8.8 million Euros from the Horizon
Europe programme to develop their work on repurposing drugs
for rare neurological conditions. The project focuses on a
number of neurological conditions, one of which is SCA3.

The SIMPATHIC Consortium comprises 22 partners, including
research teams from Europe and Canada. Euro-ataxia is an umbrella
organisation of patient groups in Europe representing people with
neurological conditions in this project, supported by Ataxia UK.

In the SIMPATHIC project, the researchers intend to test drugs that
are already approved for use in other conditions to see if they could
benefit people living with one of the neurological conditions included
in the project. This is known as repurposing, and it can speed up
the drug discovery process because a lot of information is already
known about the drugs being tested. Researchers on the project
carry out laboratory-based preclinical testing, and they have plans to
carry out clinical trials.

The meeting included updates on all elements of the SIMPATHIC
project, from preclinical drug testing to regulatory issues around
repurposing. The meeting also included a workshop on how to
involve people living with the conditions at every stage of research.
Emily, along with other patient representatives, used this session to
highlight the importance of involving those with lived experience

in preclinical and clinical research, and at the point of obtaining
access to treatments. We were grateful for the opportunity to share
our experience and knowledge of this topic with the SIMPATHIC
researchers. The SIMPATHIC project will continue until 2028.

New webinars on DRPLA available

We co-hosted two webinars on DRPLA with CureDRPLA and the
National Ataxia Foundation (NAF) to reach as many people as
possible, and the recordings are now available.

The “All About DRPLA’ webinar was presented by Dr Yael Shiloh-
Malawsky, Professor of Neurology at the University of North Carolina
at Chapel Hill. It covered the history of DRPLA, mechanisms and
genetics, diagnosis, clinical care, clinical evaluation and symptomatic
management. Watch it here http://bit.ly/4b8N99f

The “Research and Treatment Development for DRPLA” webinar
was presented by Dr Silvia Prades from our team. She covered the
biology of DRPLA, how it is studied, therapeutic approaches, and
the current state of research and clinical trials.

Watch it here https://bit.ly/4wkOnXw




Vitamin D levels and
Friedreich’s ataxia

A research study investigating Vitamin D levels in a group of 56 people
with Friedreich’s ataxia (FA) was carried out by Prof Giunti and her team
at the London Ataxia Centre using the London arm of the European
Friedreich’s Ataxia Consortium of Translational Studies (EFACTS) study.

Vitamin D is an important vitamin that helps the body absorb calcium. This

is important as it supports healthy bones, teeth and muscles. Vitamin D can
be made naturally in the body from exposure to sunlight and is also found

in some foods. People in the UK are often at risk of Vitamin D deficiency

in autumn and winter months due to not getting enough sunlight, plus
inadequate dietary intake of Vitamin D. It is especially important to ensure
that people at risk of falls have sufficient levels of Vitamin D. This is because
their bones need to be as healthy as possible to reduce the risk of breaking
a bone if they fall. People with FA are at risk of falls due to the impact of their
condition on their mobility.

The study found that 48% of patients had Vitamin D insufficiency and 29%
had Vitamin D deficiency. This group of people with FA had a lower median
Vitamin D level than a group of people from the National Diet and Nutrition
Survey (31.8nmol vs 41nmol). This leads the researchers to suggest that
people with FA are at a higher risk of Vitamin D deficiency.

Researchers also looked at whether Vitamin D levels were linked to the
patients’ level of disability, in terms of mobility, from walking independently
to using a wheelchair (measured by the SARA score rating scale for ataxia),
and found no correlation.

In light of a significant proportion of people with FA in the study having
inadequate Vitamin D levels, the known benefits of Vitamin D, and that people
with FA are at higher risk of falling, the study concludes that people with FA
should have their Vitamin D levels checked and supplemented if necessary.
Vitamin D levels can be measured by a simple blood test that can be
requested from a neurologist or GR

Find a link to the published research article in our article ‘Vitamin D levels and
Friedreich’s ataxia’ in the ‘Research News’ section of our website.

Celebrating the impact of
Ataxia UK-funded research

Each year, Ataxia UK shares a report on the impact of the research we fund towards improving
diagnosis and understanding of the ataxias, monitoring progression, managing symptoms, and finding
treatments and cures. We share case studies highlighting the difference researchers we have funded
have made to the ataxia community. We extend our gratitude to the ataxia community for your generous
donations which make it possible for us to continue funding ataxia research. Whether you donated to
research, have helped shape research we fund, or have taken part in research, your input is valued and
helps advance ataxia research.

Your donations support continued investment in ataxia research

In the last ten years, Ataxia UK-funded research has generated over £8 million in further funding
specifically for ataxia research. For every £1 Ataxia UK invests in ataxia research, over £5 is
generated for ataxia research. This shows that although the grants Ataxia UK gives tend to be smaller
(up to £30,000), the researchers we fund tend to stay in the ataxia field and go on to receive larger
grants to progress their work and make an impact.

Building a network of ataxia researchers

The researchers that Ataxia UK has funded have built a strong and connected network, with over 99
collaborations across 17 different countries. The research Ataxia UK has funded in the last 10 years has
led to 72 scientific articles being published in journals, 41 new research tools and 6 research databases
being generated. Through sharing knowledge, the scientific community accelerates research into the
ataxias.

Engaging current and aspiring ataxia researchers

The research Ataxia UK has funded has led to 90 different engagement activities, from posters to talks
and workshops, helping share knowledge in ataxias with healthcare providers, students and the public.
Engagement activities like these help encourage more researchers to pursue careers in the ataxias.

Looking to the future

As we look to the future, we hope you can continue to donate towards ataxia research, get involved in
research and stay up to date with the latest developments through our communications channels. Read
the full report by visiting the ‘Research News'’ section of our website.

Ataxia UK’s funded research
has led to collaborations
across 17 countries



‘Tis the season
for Christmas cards!

Support Ataxia UK this festive season by choosing from
our delightful range of Christmas cards. Each purchase
helps us continue our important work.

Handmade Cards by Gemma Sheen
We are thrilled to partner once again with Gemma Sheen, who

crafts wonderfully festive, bespoke, handmade cards. Each card Happy Ch, '

is an original piece of Christmas cheer, perfect for spreading

joy to your loved ones. She also offers bespoke cards for all

occasions throughout the year. Remember, 100% of all sales will be donated
to Ataxia UK (excluding P&P).Explore Gemma’s designs at
https://www.ataxia.org.uk/greeting-cards

Ataxia UK Printed Christmas Cards

We have our own collection of cards in packs of ten. Support Ataxia UK by
buying our printed cards for family and friends! Email us.

For more information, visit our website or contact us at
fundraising@ataxia.org.uk or call 0207 091 1594.

Sing for Ataxia

This Christmas, we invite churches across the UK to host a carol
service in support of Ataxia UK.

A carol service is a wonderful way to bring people together in worship and
celebration while raising vital funds for people affected by ataxia, a rare
neurological condition that affects balance, coordination and speech. Your
support will help fund research into treatments and cures, provide essential
support services, and ensure no family faces ataxia alone. Whether through
a special collection, community choir, or festive gathering, your church can
make a real difference.

How Your Church Can Help:

1. Approach your local church/church group and ask them if they will get
involved.

2. Speak to a local established choir service/group or get a group of friends

together and start practising.

Choose a date during Advent or the Christmas period (in consultation with

the venue).

Let your congregation know that the service will support Ataxia UK.

Hold a collection during or after the service.

Encourage friends, family and the wider community to attend.

Share the story of Ataxia UK and the impact their support will make.

lnteresteo’ in organising a carol service? Please contact the Fundraising
Team at fundraising@ataxia.org.uk to find out how we can support your
church in making a difference this Christmas.
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Other Christmas activities
to look out for this year:

Christmas Jumper Day

Get dressed up in your finest silly sweater and join in with
Christmas Jumper Day! Pick your own date and location
and get stuck into the festive fun.

For details contact us at fundraising@ataxia.org.uk
or visit: http://alturl.com/gtev3

Organise a Christmas Pub Quiz!

Grab your friends, family, colleagues and sports team and
head to your lovely local for a Christmas pub quiz in support
of Ataxia UK!

For details contact us at fundraising@ataxia.org.uk
or visit: http://alturl.com/woqcz

Santa in the City 2026

Sign up and pledge to raise funds for Ataxia UK and we will
reimburse your entry fee cost and send you a fundraising
pack including your very own Ataxia UK t-shirt!

For details contact us at fundraising@ataxia.org.uk
or visit: http://alturl.com/gdmek



The Big Ataxia UK Cake Bake

1 November — 31 December 2026

Host a bake sale at home, work, school or in your community to raise
awareness and funds for Ataxia UK. Every bake supports vital research
and services. Sign up today and help make a real difference this festive
season. Let's bake something that matters. WWhen you register, you'll receive
a glorious Cake Bake pack filled with tips and tricks for a successful flour-
powered fundraiser. Everyone who raises over £150 will be entered into a
prize draw. Additionally, a GRAND mystery prize awaits the person or team
who raises the most funds!

Register here: www.ataxia.org.uk/big-ataxia-cake-bake \».
For more information, contact us at fundraising@ataxia.org.uk “
or call us on 0207 091 1594.

Sky Dive for Ataxia UK

Looking for your next big challenge? Why not jump out of a plane for a
cause that truly matters? On Saturday 27 February 2027, Ataxia UK is
hosting its nationwide Sky Dive Action Day. Participants will experience
the thrill of tandem skydiving while raising vital funds to support
people living with ataxia. Whether you're a thrill-seeker, marking a N
milestone or planning a team-building day with a difference, thisis (¢
a chance to do something unforgettable. With drop zones across
the UK, you can take part from wherever you are or even select
a different date that suits you better. Your

jump will help fund essential services,

research and support for families

affected by ataxias across the UK.

Teams of friends, families and corporate groups are
especially welcome. It's a brilliant way to bond outside the office and make a
lasting impact.
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Date: Saturday 27 February 2027 (or a date of your choosing)
Locations: drop zones nationwide
Email: fundraising@ataxia.org.uk

Take the leap. Raise awareness. Help us soar towards a cure.

International Ataxia Awareness Day 2026
25 September 2026

Help raise awareness of ataxia by organising an information stall, cake
bake, coffee morning, or community fundraiser. Every event helps spread
understanding of this rare neurological condition and raises vital funds for
Ataxia UK’s research and support services. For more information, contact us
at fundraising@ataxia.org.uk or call us on 0207 091 1594.
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Fundraising thank-yous

A massive thank you to everyone of our fundraisers who’ve raised
money through community-led events, challenges or who have simply
sent us donations. We are immensely grateful to all of you!

DONATIONS/COLLECTIONS:
UCL Academy & Maria Strong - £109

COMMUNITY-LED EVENTS:
Susan & Ellie Thompson - Annual Spring Raffle - £500

CHALLENGES, RUNS AND WALKS:

Sarah Campbell - Barefoot Walk - £2,116.25

Adam Jones - Endure 24 Reading - £3,358.67

Amelia Parr - Leeds 10K - £597.50

Yvette Loach & Amy Loach for James Loach - Paragliding - £815
Claire Phillips - Walking Cotswold Way - £1,553

Brian Gibson & lan Murdoch - Edinburgh Marathon Festival 10K - £1,801.25
Adam Brown - Hackney Half - £262.50

Chloe Martin Daplyn - Hackney Half - £1,012.50

George Trueman - Hackney Half - £1,609.50

Lena De Greef - Hyéres Half Marathon - £994 inc GA

Mark Aaron - Paris Marathon - £651 inc GA

Emma Challis - Brighton Marathon - £907 inc GA

Morgan Henwood - Manchester Marathon - £350 inc GA

Luke Farrall - Manchester Marathon - £837.75 inc GA

THE LONDON MARATHON 2026

A huge well done to #TeamAtaxiaUK at the London
Marathon in April 2026, who between them raised
over £27k to support the work of Ataxia UK.

Thank you to all our runners, and all their
supporters: Shannon Johnson, Elliot
Link, James Kelliher, William Bagnall and
Lorna Rogers.



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 several
research projects underway,
some of which are funded,

at least in part, by gifts left to us.

Your legacy can be hope for the future

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



