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WELCOME

Now that summer is here, we’re looking forward to a busy season of  
support, awareness and fundraising.

Welcoming our new patron Jamie Raven to the ataxia community is a wonderful way to start. 
It’s also time to decide who you would like to join the Board of Trustees as representatives of our 
community, as we ask for your Trustee nominations. You’ll find nomination forms and instructions 
on how to nominate someone included with this magazine. Please also read about the changes 
being made to nationwide data protection laws and how we are applying these (p. 12).

June brings the first of two Ataxia UK Conferences in 2018, as we head to Stirling, Scotland, to 
share information on ataxia research, support for people in Scotland and advice on health (p.10); 
our regular Annual Conference will be held 5-6 October at the Radisson Blu Hotel at East Midlands 
Airport and tickets go on sale this week (p.10).

Meanwhile, our Research Team highlight an opportunity for people with an unknown type of ataxia 
to take part in the 100,000 Genome Project before it comes to a close; all patients with idiopathic 
ataxia can be tested, which will increase the chance of identifying their 
ataxic gene and receiving a full diagnosis (p. 7). 

July brings one of our biggest events in the fundraising and 
awareness calendar this summer: the Belper Games (p.13). 
Kerry and Jim Bull, along with the Derby Support Group, will 
make the Games an exciting finale to this year’s ‘Fractured 
Lives’ awareness campaign in Derby (p.5); after increasing 
ataxia awareness by over 30% with our Exeter campaign 
last year, we’re excited to see what difference we can make in 
another community. 

Wishing you all a glorious summer,

Regards  

Sue Millman

Welcome

In the office
Fraser Newell-Wise
In March we said farewell to Fraser Newell-Wise, who was the Communications 
Intern for Ataxia UK. Fraser worked hard on the Ataxia Magazine and our 
recently published Research Fundraising leaflet series. He moves onto a full-time 
communications position in Manchester - best of luck, Fraser! 

Adam Harley 
Adam Harley joins Ataxia UK as our new Communications Intern, which is 
now a full time position. This is Adam’s first plunge into the charity sector after 
a career in the arts. He has a background in writing and editing and is excited 
to work directly with you, the ataxia community, as he assists with the magazine 
and helps to implement a new social media strategy.  

Cate Howes
Cate Howes joins Ataxia UK as our new Administration Assistant. She has 
a background in administration at various charities, and is also studying for 
a Master’s of Science at University College London. Cate is a particularly 
passionate supporter of our cause, as her father has ataxia. She’ll be assisting in 
the smooth running of the office and supporting the work we do.

HELL        Jamie Raven
We are very pleased to announce 
the appointment of Ataxia UK’s 
new patron: Jamie Raven! Jamie 
rose to prominence back in 2015 
when he finished as the runner up 
on ‘Britain’s Got Talent’, wowing 
millions along the way with his logic 
defying magical skills and prompting 
Simon Cowell to announce, “I now 
actually believe in magic”.  

Jamie first became aware of  
Ataxia UK when his friend and 
colleague, Jayne, who has first-hand 
experience of ataxia through her 
family, told him how the condition 
affects people and what we do to 
support them. “It was my pleasure 
to go and meet with Harriet and Sue, 
to learn more about what ataxia is 
and how so many incredible people 
are doing so much incredible work 
in carrying on the fight. It is my 
privilege to pledge my full support to 
do whatever I can to help.”

It’s magic to have Jamie on board! 

2

GOODBYE

HELLO

HELLO

HELLO



Ataxia people 
 The Shaky Chef  • Network chat00                   004 

Research  

 100,000 Genome Project • New research00 006 

Annual Conference  
 Book now!00  0 10

Health & wellbeing 

 Exercise for ataxia00                                                                                      11

Fundraising 

 Changes in how we use your data • Fundraising thank-yous00       0012

Adaptations 

 Adaptations for life • Managing the alarm00                                  0016

Living with ataxia 

 Our Ataxia Ambassadors • Dealing with depression00  0018 

WHAT’S INSIDE.  Issue 202, Summer 2018

ATAXIA UK STAFF

• Sue Millman - Chief Executive 
- smillman@ataxia.org.uk

Administration
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office@ataxia.org.uk

• Stephanie Lawrence 
- Head of Finance and Admin

• Sara Mohammadi - Finance Assistant
• Cate Howes - Administration Assistant

Support & Helpline

helpline@ataxia.org.uk

• Sheila Benneyworth 
- Helpline & Membership Officer

Fundraising and Communications

communications@ataxia.org.uk 
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• John Williams 
- Head of Fundraising & Development

• Kelvin Gichohi 
- Individual Giving Manager

• Rebecca Holt 
- Fundraising and Community Manager

• Stephanie Marley - Communications Officer
• Zoe Lonergan - Fundraising Officer
• Adam Harley - Communications Intern
• Mike Garrett - Conference Coordinator

Research

research@ataxia.org.uk

• Dr Julie Greenfield - Head of Research
• Dr Julie Vallortigara - Research Officer

OFFICE

Phone      020 7582 1444
Email      office@ataxia.org.uk
Address   Ataxia UK
 12 Broadbent Close  
 London N6 5JW
Website   www.ataxia.org.uk

HELPLINE

Phone      0845 644 0606
Email       helpline@ataxia.org.uk
The helpline is open at the following times: 
Mon-Thurs  10.30am - 2.30pm
Friday      Closed

Ataxia UK works across the whole of  the UK and 
is a charity registered in Scotland (no SC040607) 
and in England and Wales (no 1102391) and a 
company limited by guarantee (4974832).  
We have made every effort to ensure that the 
information in this magazine is up-to-date and 
accurate. We hope that any advice given will 
complement any professional advice you receive. 
Please do talk to your health and social care team 
or contact our helpline if  you are worried about 
any aspect of  living with ataxia. © Ataxia UK 2018

FEEDBACK 

Please help us improve Ataxia Magazine by 
completing a short survey about this issue. You 
can find the survey at 
www.surveymonkey.com/s/ataxiamagazine202

ACCESSIBILITY 
If  you would prefer a large print or email version 
of  this magazine, please let us know. 

CONTACT US
We are always looking for great stories and 
photos for Ataxia Magazine. If  you have an 
experience you would like to share or a topic 
you think we should feature, please write to the 
Editor at office@ataxia.org.uk. If  you would 
like to reproduce any content from Ataxia 
Magazine, please contact the office.
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Fred Finch, AKA the Shaky Chef, has written a cookbook 
that’s not only chock-full of delicious recipes, but offers 
advice about how to cook safely with ataxia. Read Fred’s 
story below, and find out how to order a copy!
Hello, fellow Friends. My name is Fred Finch. I’m 28 years old and I have 
spinocerebellar ataxia type 11. If  you imagine genetic conditions as a lottery, then 
SCA11 represents the jackpot, because it’s so rare that the last time I spoke to a 
doctor about it, he told me there are only roughly 50 cases worldwide.

I was born with the condition; however, I didn’t start properly showing symptoms 
until I was about 14. After countless incidents of clumsiness, my mum decided I 
should get properly checked by a doctor. It turns out she was onto something, as I 
was given every test you can think of, from checking if  I had Huntington’s disease 
to problems with my heart and eyes. I was finally given my initial diagnosis of  
ataxia when I was 16, which conveniently collided with my GCSE exams.

Over the years, since my initial diagnosis, I have gone through many different 
stages while trying to come to terms with my condition, from high points to very 
low points, dealing with feelings of depression and hopelessness. 

The turning point in my life came four years ago and from quite an unexpected 
place. I broke my ankle and, due to the fact I couldn’t do anything for about three 
months, I had plenty of time to think about my life and what I wanted to do for 
the rest of it.

I decided I wanted to dedicate my life to raising awareness of this wonderful 
condition I’ve been blessed with in whatever way I could. I have found many 
ways over the past few years to do this. I set up a website two years ago called 
myshakylife (myshakylife.com), where I write blogs about my life and share 
my story with whoever might see it. I have also set up Facebook, Twitter (twitter.
com/myshakylife) and Instagram pages which are linked to ‘myshakylife’ and 
a YouTube channel, where I share even more and hope to spread the gospel of  
ataxia as far as possible.

Last year, I, along with my amazing and supportive girlfriend, took part in the 
Royal Parks Challenge for Ataxia UK. It took place on my birthday, which was 
a pleasant coincidence, and altogether we managed to raise £288 for this great 
charity. 

After a chance discussion with a photographer last year (sounds much more 
glamorous than it was), I decided to write a cookbook. Cooking has been a 
passion of mine for as long as I can remember and I’ve always had an ambition 
to be a chef. I admit that I haven’t done too much about it up until now, because 
of a mixture of fear and knowing that I wouldn’t be able to make it – not in the 
traditional sense of being in a busy kitchen, at least. 

Cooking has consistently made me happy over the years, and I feel strongly about 
sharing my passion for it with as many people as possible. When I cook, I feel 
as if I have total control over what I’m doing, whereas I don’t always feel like I do 
when I’m living with this condition.

The book not only features recipes which I think are amazingly good, I have also 
included some of the tips and tricks that I use in the kitchen which help towards 
preventing some of the injuries which might occur otherwise. If  you would like to 
buy the book, you can search for it on amazon.co.uk, where it’s available to buy 
or download: just search for ‘The Shaky Cookbook.’ Or, you can contact me on 
f2finch@gmail.com, send me your address, and I’ll send you a copy.  

Fred recently starred on BBC Wiltshire local news, introducing his book and 
helping to get the word ‘ataxia’ out there to a wider public. Visit Fred’s Youtube 
channel, My Shaky Life, bit.ly/2J4sXG2 to learn more about his story and for 
advice on how to make yummy dishes.

ATAXIA PEOPLE
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Network chat

Yorkshire Support Group visit
On Saturday 7 April, our Fundraising Officer Zoe went along to a North Yorkshire 
Support Group meeting, run by Gavin and Karen Dalton. The group had some 
exciting news to share: group member Phillipa, Lady Captain at the York Golf Club, 
has chosen us as her Charity of the Year; while Helen, who’s Head of Marketing at 
Origin Broadband, has chosen to fundraise for Ataxia UK for the next six months. 
Helen’s daughter Izzy has ataxia, and her mother Joan (pictured) has fundraised 
for us over the past year, with more fundraisers planned including bake sales and 
handing out collection tins. Thank you to the group for everything you’re doing and 
for welcoming Zoe so warmly. We look forward to hearing more over the year. 

This campaign will be supported by the world-
renowned marketing company TBWA, who 
have done so much for us over the past few years, 
including free advertising worth over £250,000 in the 
Metro newspaper and on billboards across the UK, 
as well as designing our wonderful Rankin poster 
series and our re-brand in 2014. Now, they’ve helped 
to create our ‘Fractured Lives’ campaign, which 
will be launched locally in Derby this summer before 
hitting the national stage in October. 

We’d like to thank Caroline Bridges Photography 
who kindly donated her time and talents to take and 
edit the pictures for our campaign, and the JL Dance 
Studio in Ripley, who let us use their studio free of  
charge. 

We’ll be asking for your support in sharing the 
campaign on social media in July; anyone living in 
the Derby area is very welcome to join in! Get in 
touch with Steph or Adam to express your interest at 
communications@ataxia.org.uk

The Belper Games, Derby Support 
Group and Ataxia UK team up for a 
new awareness campaign.

Thanks to Kerry and Jim Bull, co-organisers of the 
annual Belper Games (p. 13), along with the dedicated 
Derby Support Group, the Belper Games will be the 
highlight in a month of ataxia awareness events and 
promotion in the Derby area this July, including:

• striking posters on Derby city buses for a month 

• a take-over of the INTU Derby Shopping Centre 
on Saturday 7 July, with a digital Ataxia UK poster 
and kiosk, manned by our Derby Support Group 
members who will spread the word about ataxia and 
The Belper Games.

• fundraising and awareness events throughout the 
month.

• and, of course, The Belper Games on 20-22 July!

Ataxia awareness in Derby

ATAXIA PEOPLE
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Ataxia UK’s survey of  people with 
ataxia (2016) identified that the 
symptoms which have the greatest 
negative impact are those related to 
balance, coordination and speech. 

The prospect of  developing treatments to alleviate 
these manifestations of  ataxia is, therefore, very 
appealing and one that could potentially have 
a wide range of  applicability for many different 
ataxias. 

In recent years, there have been efforts to test 
medications that are available for treating other 
conditions and to determine whether they have an 
impact on the treatment of  balance, coordination, 
etc. (this is known as drug re-purposing). IntraBio, 
a UK-based biopharmaceutical company, has 
a clinical research programme committed to 
developing a re-purposed drug (originally produced 
for the treatment of  extreme vertigo) as a treatment 
for ataxia symptoms. IntraBio is currently preparing 
to conduct multinational clinical trials which will 
assess the efficacy and safety of  the compound for 
the treatment of  a number of  inherited cerebellar 
ataxias, Ataxia-Telangiectasia, Niemann-Pick 
Disease Type C, and Tay-Sachs disease. The effect 
of  the treatment has previously been observed in 
Phase II observational studies, as well as a Phase 
II/III clinical study with 108 patients with cerebellar 

ataxia in Germany. The results of  this German study 
are expected imminently, and the data generated 
will help inform the protocols for the upcoming 
clinical trial (which will include clinical sites in the 
UK).

“IntraBio has met with national regulatory agencies 
throughout Europe to discuss the protocols 

and inclusion criteria for our planned, 
multinational clinical trial, and to ensure 
the trial is best designed so as to be 
successful,” said Mallory Factor, CEO of  
IntraBio. “Pending the positive outcome of  
the study, we hope to bring to the ataxia 
community an approved treatment for a 
disorder that has caused for too long a 

highly unmet medical need.”

Ataxia UK has met and continues to have ongoing 
discussions with IntraBio to support their efforts in 
developing this drug for the ataxia community. Their 
findings so far were presented at our International 
Ataxia Research Conference in Pisa, in 2017, 
and by the company’s CEO and Vice-President 
of  External Affairs at the Ataxia UK Annual 
Conference in October.

Taylor Fields, Vice-President of  External Affairs, 
commented that: “We are delighted to be working 
with Ataxia UK and grateful for their continued 
knowledge and support. Their collaboration has 
ensured that the voices of  ataxia patients and their 
families, as well as clinical experts in the field, 
are involved in the development of  our clinical 
programs, and that the perspectives of  the ataxia 
community remain a priority.” 

Ataxia UK will provide a further update as soon 
as there is more information available on this 
programme and any potential trial.

RESEARCH

Researchers trying to find a treatment 
to alleviate ataxia symptoms
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New paediatrician neurologist at 
the Sheffield Children’s Hospital
Dr Santosh Mordekar (left) has taken over the clinic 
of  Dr Peter Baxter, who has new retired.

Dr Mordekar works at the Sheffield Children’s Hospital, and he works 
closely with Prof Marios Hadjivassiliou at the Accredited Ataxia 
Centre of Excellence in Sheffield.

He runs an ataxia clinic every three months and he sees patients via 
NHS referral.



If  you have been given a specific diagnosis of  
the type of  ataxia you have, please let us know 
at Ataxia UK. The government currently collects 
no information on the prevalence of  ataxia or 
the different types, so our statistics are the best 
information we’ve got on how many people have 
an ataxia, and what type it is.

Contact: help@ataxia.org.uk

RESEARCH

Researchers trying to find a treatment 
to alleviate ataxia symptoms
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Research opportunity for people with ataxia of  an 
unknown cause
Do you want to know what ataxia you have? This is the last chance to take part 
in the 100,000 Genome Project which is ending soon. 

The 100,000 Genome Project is a government-funded initiative run by 
Genomics England that started enrolling patients in November 2013, and 
which we have written about previously. The goal is to identify the genetic 
cause for rare disorders to help with diagnosis and the development of  
future treatments. This project started in England, was then extended to 
Scotland and Northern Ireland, and in February this year, it was announced 
that people in Wales can also take part. It aims to sequence the genomes 
of  100,000 patients with rare diseases. They have sequenced over 55,000 
genomes so far, and we understand that the plan is to recruit the last wave of  
participants between now and August.

This is a great opportunity for people with unknown types of  ataxia to have 
their genomes sequenced, which we hope will help to improve the diagnoses 
of  ataxia. This in turn will help with the development of  treatments and cures. 

Although patient results will not be immediately available to patients after testing, they may be in the future, 
and if  your results do indicate the cause of  your 
ataxia, researchers from the project will seek your 
permission to let your doctor know. Your results 
would also need to be confirmed in an accredited 
diagnostic laboratory before a diagnosis can be 
made.

If  you have ataxia of  an unknown cause, you can 
take part and get your genome sequenced. To do 
so, researchers will need a fresh blood sample from 
patients with idiopathic ataxia (where the gene is 
not known), along with their parents or at least two 
other close family members who have, or do not 
have ataxia. Further information can be found on the 
Genomics England website at  
genomicsengland.co.uk or you can speak to your 
doctor or neurologist about taking part.

mailto:help@ataxia.org.uk
https://www.genomicsengland.co.uk


Below:
(from left to right):
Martina Stevanoni 
(former PhD student 
of  Prof  Russo,
Professor Antonella 
Russo and 
Elisa Palumbo 
(senior post-doc). 

RESEARCH

A new project on Friedreich’s ataxia 
has started, funded by Ataxia UK and 
run by Professor Antonella Russo 
at the Department of Molecular 
Medicine of  the University of 
Padova in Italy. 

Friedreich’s ataxia (FA) is inherited recessively. This 
means that, to be affected, children must receive 
the mutation on the FXN gene from both parents, 
who are normally unaffected and are known as 
carriers. Indeed, in our genetic set (the “genome”) 
we carry two copies of  each gene, one transmitted 
by our father and the second by our mother. Carriers 
have one copy of  the mutated gene (or faulty gene) 
and one copy of  the normal gene, sufficient to avoid 
the condition. Children will have a 25% chance of  
having FA when both parents are carriers.

In a normal frataxin (FXN) gene, a short DNA 
sequence composed by three letters is repeated 
no more than 12 times (GAA-GAA-GAA-, etc.). 
In mutated FXN genes, this sequence is longer, 
with up to 1,000-2,000 repeats. The severity of  the 
condition is related to the number of  repeats within 

the mutated FXN gene. It has been known for many 
years that FA is caused by the mutated FXN gene 
being ‘switched off,’ and producing less of  the 
frataxin protein. However, the exact mechanism that 
switches off  the frataxin gene is still being debated. 
For example, the number of  GAA repeats changes, 
and the mechanisms for this instability and factors 
that influence it are unknown. In order to develop 
disease-modifying treatments, a clear picture of  all 
the events associated to the dynamic mutation of  
FXN gene is required. 

Prof  Russo’s research team aims to understand 
this mechanism by using cell models. They plan to 
investigate the activity of  normal and mutated FXN 
genes in single cells. Cells used for this project are 
derived from either patients with FA or those family 
members who do not have the condition. 

In particular, results from this study could be useful 
in evaluating the risks associated to the future usage 
of  patient cells, if  genetically corrected to reduce 
the GAA-repeat expansion. Ultimately, this work 
could be useful for the gene therapy approaches 
that are being investigated by other researchers as 
potential treatments for FA.

New research project studying 
the mutated frataxin gene in 
Friedreich’s ataxia 
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Personal experience of  a research study
Toyah Wordsworth talks to us about her experience of participating in an 
Ataxia UK-funded speech therapy research study. 

Back in edition 198 of the Ataxia Magazine (left) we announced that we had awarded a 
research grant to Professor Anja Lowit (Strathclyde University, Scotland) for her study into 
the effectiveness of the Lee Silverman Voice Treatment (LSVT). Her study is now underway, 
and Toyah has been one of the participants.

I’ve been noticing over the last few years that more and more people are struggling to understand 
what I am saying and often ask me to repeat myself. Therefore, when I read the article in the Ataxia 
UK magazine about the speech therapy trial, I was keen to take part. I worried when I saw the 
study was in Scotland; however when I re-read the article I realised that I could do it in the comfort 
of  my own home using my computer to Skype. 

The initial course was eight weeks, with often two therapy sessions per week and homework practice 
for the other days. A typical LSVT therapy session involved practising good voice production on a 
series of  long ‘ahhhs’ focused on controlling the loudness of  my voice, as well as the pitch. Then we 
tried to transfer these skills to speaking by reading out individual words and functional phrases. After 
the treatment the therapists measured how much my speech had changed.

It was fairly easy taking part in the speech therapy sessions; the therapists were extremely helpful with any 
problems I had, for example: operating Skype, working the loudness meter, and pronouncing any words that I 
wasn’t familiar with!   

I feel I have benefited from taking part in the speech therapy sessions; I now feel more confident talking to 
people who don’t know me, and more aware that I have to speak up and use a loud voice when speaking to 
people.

If you would like to take part in this study, more information can be found on the Ataxia UK website. 
Just go to the ‘Taking part in Research’ section or see Magazine issue 198 for more information.

RESEARCH

DRPLA
The mother of a teenage boy with DRPLA, Maya Jefferies, would like to get in touch with anyone who has 
this diagnosis in their family. If  you are interested, please contact Julie Greenfield at research@ataxia.org.uk
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Right:
Toyah with her 
colleague Melvin 
Bell and their game 
‘Removing Barriers’ 
which they designed 
to raise awareness 
of  the barriers faced 
by disabled people.

mailto:research@ataxia.org.uk


East Midlands
One of the highlights of the year is 
always the Ataxia UK Conference. 
This year, as well as running a Conference in Stirling, 
Scotland, on 23 June, we return to the popular 
Radisson Blu Hotel, East Midlands Airport near 
Derby on 5-6 October, where we enjoyed an excellent 
Conference in 2016. This is a great opportunity to catch 
up with old friends and to develop new relationships 
with people affected by ataxia, whilst finding out the 
latest developments in the fields of research and care.

The weekend starts on Friday afternoon with ‘All About 
Ataxia’ - our information seminar for people with a 
recent diagnosis, led by people with experience of  
ataxia.  

The Conference itself  kicks off  with updates on ataxia 
research on Friday evening, and an informal buffet to 
welcome people to the Conference.

On Saturday, at the main Conference, we’ll have all 
the old favourites such as  Doctors’ Q&A, ‘It works for 
me’ and a repeat of the research updates, as well as 
other topical and informative subjects that include the 
opportunity to enjoy a relaxing massage with one of the 
hotel’s spa therapy staff. The 16-30’s Conference will 
be running in parallel, providing a mix of information, 
advice and opportunities to socialise. Due to the ever-
increasing popularity of the Conference we strongly 
recommend making your booking as soon as possible 
after the bookings open to avoid any disappointments, 
as we only have space for 200 people.

HOW TO BOOK

Booking opens on Monday 1 June. If  you book before 
14 September, you’ll be able to enjoy the early bird 
rates. After this, the regular rates will apply:

Event  Early bird rate Regular rate
All About Ataxia 25 28
Friday Buffet 15 18
Day Delegate with ataxia 36 40
Day Delegate without ataxia 39 43
Dinner  32 36
Under-12’s Dinner 15 18 

Please note that booking will close on 26 September. 
An application form can be accessed via the Ataxia 
UK website and bookings can be made online via 
the Events Page on our website. Using the bookings 
website enables you to register up to four people for 
the Conference, view and download the agenda, 
apply for a bursary (if  eligible) and request adapted 
room accommodation. However, if  you are not a 
computer user, please call the Ataxia UK office on 
020 7582 1444 and a form can be sent to you by 
post.

BURSARIES

Help with the cost of the Conference is available for 
people who have ataxia and receive benefits. Up 
to 50% of the cost of travel, accommodation and 
delegate registration fees (including for a carer if  one 
is required) can be paid against receipts. The deadline 
for applications is 17 August. However, there are only 
a limited number of bursaries which will be allocated 

on a first come first serve basis. We can only award 
one bursary per person, per calendar year (with the 
exception this year for people from Scotland who have 
received a bursary for the Scottish Conference).

ACCOMMODATION

You will need to book non-adapted rooms directly 
with the hotel. Contact them on 01509 670575, choose 
Option 1 and quote ’Ataxia UK’ by 20 September in 
order to receive discounted room rates from the hotel. 
Prices per night (including breakfast and VAT) are:

Single occupancy:  £78
Double occupancy:  £88

ADAPTED ROOMS

The hotel has a very limited number of adapted wet 
rooms and consequently we have secured adapted 
room reservations at hotels very nearby. If  you wish to 
reserve an adapted room, please contact Ataxia UK 
as soon as possible after 1 June, when bookings open, 
and we can advise on the options available.

DINNER AND ENTERTAINMENT

On Saturday evening there will be a Conference Dinner, 
followed by some fabulous after dinner entertainment. 

16-30 CHILL OUT! 

Alongside the Conference we will be running a 
separate event for young people aged 16-30. This 
runs all day on Saturday and will offer a blend of talks, 
advice-in-practice workshops and opportunities to 
socialise and ‘Chill Out!’ We’ll be hearing from Alison 
Halls about the Mark Dower Trust, looking back at 
how their grant has helped 2017’s recipients continue 
in their aims, and exploring the accessible and varied 
realm of employment in the digital sector. 

CHILDREN’S ACTIVITIES

We will be providing care and exciting activities for 
our younger delegates, including a fantastic trip to a 
local place of interest. In order for us to be best able 
to organise activities that suit the age range, please 
register your interest or complete the booking for your 
family members to attend as soon as possible and by 
17 August at the latest.

VOLUNTEERS

If  you’d like to help on the day in any way, please 
contact the Ataxia UK office. 

We very much look forward to welcoming you to the 
Conference on 5-6 October. If  you have any queries 
about the booking process or the Conference in 
general, please contact the office. Look out for news of  
the detailed agenda for the Conference on our website, 
coming soon. We look forward to seeing you there!

Our Scottish Conference in Stirling is only a few weeks 
away. For our Friends who might find it difficult to travel 
to the East Midlands, this is an excellent opportunity 
to hear updates about ataxia. Our members based in 
Scotland are also eligible for two bursaries this year to 
help with costs towards travel, accommodation and 
attendance. Don’t miss out! Read more here:  
ataxia.org.uk/Event/stirling-conference-2018.

ANNUAL CONFERENCE
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Dr Harriet Bonney and Patricia Riggs both have cerebellar ataxia. One of  
the main symptoms of  their condition, and indeed of  all the ataxias, is a lack 
of  balance and co-ordination. To help manage and improve their symptoms, 
they have both tried exercise.

One such exercise that suits Harriet is Pilates. One of  the main benefits of  Pilates is that it improves core 
strength, which in turn improves balance. On top of  that, it has been shown to improve proprioception, which 
involves knowing where the body parts are located in space in relation to each other. Pilates has also been 
shown to be of  benefit, whether it is practised dynamically or gently.

Harriet, 41, says: “I have been doing Pilates for the past two years, three or four times per week. It has 
changed my life. I feel stronger, fitter, more relaxed, more co-ordinated and more balanced. My pain levels are 
much improved. And I have lost weight which is always a bonus! I would heartily recommend it to anyone and 
everyone.”

For the last year, Patricia, 75, has been practising Tai Chi. She has found that it offers other, complimentary 
benefits. Although Tai Chi is a slow and gentle form of  exercise which doesn’t leave you breathless, it still 
addresses the key components of  physical fitness: muscle strength, flexibility and, to a lesser extent, aerobic 
conditioning. 

Tai Chi improves both upper and lower body strength and, when practised regularly, is comparable to 
resistance training and brisk walking. It is also known to improve balance and, according to 

some studies, reduces falls.

Patricia has also found that Tai Chi has improved her mental wellbeing, saying 
the practice makes her feel confident and energised: “My neurologist 

referred me to counselling for long-term illness. The counsellor I met 
advised me to try and meet up with others who have a similar condition, 

outside of  the support group. A friend in my group encouraged me to 
join a Tai Chi class, so I decided this would be an ideal way forward. I 
started a year ago in March, in the Health Recovery class, and have 
now moved on to the Continuing class. Although I am often the 
only person doing the movements sitting down, I always feel 
included.”

Exercise for ataxia

HEALTH & WELLBEING

As 
ever when starting 

a new form of  exercise, it’s 
important to speak to your doctor 

first to find out what is and isn’t safe for 
you to practice, as well as what exercise 

will be the most beneficial for your particular 
symptoms. If  you’re interested in taking a 

class in Pilates or Tai Chi, but are nervous about 
starting, you could consider observing a class 
first. This would give you the chance to talk to 

the instructor and find out what sort of  practice 
would benefit you most.

You can learn more about Pilates 
(bit.ly/2Hzk4ag) and Tai Chi 

(bit.ly/2zQ18gr) online.
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Changes 
in how 
we use 
your data

FUNDRAISING
As you may be aware, data protection law across the 
UK changed on the 25 May 2018. The new General 
Data Protection Regulation (GDPR) is designed to give 
you more control on how we collect, use and protect 
your data.
We want to assure you that we will only process your personal information where 
we have consent or a legitimate interest to do so. For example, where you have 
engaged with us as a ‘Friend of Ataxia UK’ or donated a cash gift in the last 
three years, we feel you will be legitimately interested in hearing from us again. 

A FEW REASONS WHY YOUR PERSONAL INFORMATION IS IMPORTANT 
TO ATAXIA UK

Your personal information is vital in helping us improve the lives of people living 
with ataxia. With your information, we can: 

• Hold the largest database of people with ataxia in the UK: a vital resource for 
researchers and medical health professionals researching the condition and 
looking for treatments

• Provide you with essential services through our Helpline and Membership 
Service

• Provide you with the essential services you need to help you following 
diagnosis 

• Invite you to help us with our campaigns to improve public understanding of  
ataxia, diagnosis rates and post-diagnosis healthcare

• Contact you with our latest appeals for support and help Ataxia UK to support 
and raise awareness of the condition

• Offer you the chance to win prizes and cash in our raffles, lotteries or other 
competitions. 

A NEW PRIVACY POLICY

With the new regulations, we’ll need to explain how we will collect, use and 
protect the personal information you provide to us.

We’ve written a new Privacy Policy so you can understand how we use your 
data when you share it with us as a ‘Friend of Ataxia UK’, cash donor, someone 
seeking diagnosis or as a medical health professional. We will only process 
your data in relation to the reason you have provided it to us - to provide 
member services, diagnosis guidance, or process your donation. Ataxia UK has 
never sold or shared Friends’ data with other organisations. 

HEALTH DATA

We know this information is sensitive, so we want to make sure we have your 
consent to use it. For example, you may give us your health information when 
you join as a Friend of Ataxia UK. Your health information is used to make sure 
we provide the right information and advice to you, but it also supports the 
research we fund. We are the only organisation in the UK that has a register 
of people living with the condition, and one of our responsibilities is to help 
researcher’s source patients for clinical trials and to provide information that will 
lead to treatments and a cure.

CHOOSE HOW TO HEAR ABOUT OUR ACTIVITIES

You can decide how you’d like us to contact you. We hope you’ll want to hear 
from us by post, email and telephone, but ultimately it’s up to you how you’d 
like to hear from us..

If  you’re not a Friend of Ataxia UK, or if  we haven’t heard from you in more than 
three years, Ataxia UK will send you a letter in the coming weeks asking you to 
“opt-in” to continue receiving further communications from us. Please look out 
for this letter in the post. 

If  you choose not to opt-in to receiving further information on how you can 
support our research and awareness campaigns, we will stop communicating 
with you. You will continue to receive emails from us in relation to any products 
you have purchased or services you subscribe to, but they won’t contain any 
fundraising messages. 

Your support is vital to the work we do, so being able to keep you informed 
of new developments and opportunities ensures that our ataxia community 
stays strong and connected. We hope you’ll give us your go ahead! 

12



Chelsea Street Party
When and where: Saturday 9 June, 2.30-8.30pm, at Cranley Mews, London, SW7 3BY

Our supporter Tansy Boyd is bringing her wonderful Chelsea Street Party back this year, with more brilliant music 
and fantastic stalls in the beautiful London Borough of Chelsea. There will be music, food and drink, and lovely things 
to buy. Tickets are £10 but children under 12 go free! A big thank you to Tansy for organising this excellent event, 
which has raised thousands of pounds for Friedreich’s ataxia research over the years.

The Belper Games
When and where: 20-22 July at the Belper Rugby Club, Derby Road, Belper, DE56 1UU

Come along to the Belper Games this July. This knockout-style obstacle course and fun family weekend 
features a host of market stalls, live music and games, with a third of the proceeds going to Ataxia UK. 

The Belper Games is an annual event organised by Kerry Bull, who has ataxia, and her husband Jim. They devote 
so much time and energy to organising this event, and their hard work has meant that over the years the Games have 
gone from strength to strength, last year raising an incredible £10,500 for Ataxia UK.

The weekend kicks off  on Friday evening with an outdoor movie night, featuring two cult-classic feature films. The 
Games themselves take place on Saturday, alongside fairground attractions, medieval archery, a dog show and a 
bouncy castle to keep the kids amused. You can grab a drink at the real ale and cider festival, where all profits are 
donated to charity. Ataxia UK will also be holding a fundraising stall, where you’ll have the chance of winning a car!  
The festival starts on Sunday with an array of local musicians performing on two stages. There is certainly something 
for everyone at this annual event. This year the Games have a theme: rock - so if you want to dress up as ‘The 
Rock’, one of the Flintstones, or just sport your favourite jet black wig and whip out the air guitar, this is the 
place to be! For more information, please email Kerry and Jim on thebelpergames@gmail.com or visit our website: 
bit.ly/2GRi6mf   #yougotthisbelper

Friday: 5pm-11pm (free entry)   Saturday: 11am-11.30pm (Saturday tickets are valid for whole weekend) £6 adults 
(14+), £3 6-13yrs, Under 5’s free, £5 over 65’s   Sunday: 10.30am-9.30pm. £6 adults (14+), £3 6-13yrs, Under 5’s 
free, £5 over 65’s.  Tickets can be purchased on the day.

‘Three-day Epic Cycle’ for ataxia research
When and where: 18-20 September, London to Mount Snowdon, North Wales

This is a scenic yet challenging 250-mile bike ride from London to Mount Snowdon in North Wales, followed 
by a climb up to the summit. Ataxia UK Friend, supporter and event coordinator, Richard Bradford, is an 
experienced leader of  such events, as he also coordinated a group cycle ride from London to Paris for Ataxia 
UK last year. Maps, meals, twin-room accommodation and a guide for the mountain ascent will be supplied, 
and there will be an end-of-event party and transport via mini buses back to London. Richard is fundraising 
towards an exciting new research project for FA to support his daughter, Meg (read how to sign up here: 
ataxia.org.uk/appeal/miles4meg).

The Royal Parks Challenge 2018
When and where: 23 September, Royal Parks of  London.

Our Ataxia Awareness Day challenge takes us back to the Royal Parks of  London on Sunday 23 September 
and each year we like to make a splash! The more people wearing ataxia t-shirts London can see, the bigger 
the impact we make; why not join us with your friends and families, and help spread the word?

The challenge will take you through some of  the beautiful Royal Parks, via either a short route or the long 
route, finishing up with some well-deserved refreshments. Keep your eyes on our e-newsletter and website for 
further details of  the route and what’s in store! We always welcome any support and sponsorship our Friends 
can help us with for this event. If  your company is interested in supporting Ataxia UK and contributing to their 
Corporate Social Responsibility plan, please get in touch with Rebecca (rholt@ataxia.org.uk). In return, we 
can offer exposure on our website and in all our event communications. Employees are very welcome to get 
involved and join us on the walk. Our attendees also like to get sponsored for taking on the challenge: why 
not set up a fundraising page on our website, or ask for a sponsorship form? If  you’d like to contribute in a 
different way, we’re looking for ten amazing volunteers to help us register our awareness walkers, marshal 
along the route on the day, or give out water. Please email Zoe (zlonergan@ataxia.org.uk) for more info. 

Your summer fundraising diary

FUNDRAISING
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Chance 
to win 
winners

1st. £250 
Vivienne Eden 

2nd. £150 
Dave Johnston

3rd. £100 
Barbara Grover

FUNDRAISING

Fundraising thank-yous
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We are so happy that the sun 
is back. Summer is our busiest 
time for fundraising, and as 
always we have so many 
wonderful fundraisers who 
do all sorts of  things to raise 
money for our charity! 
If  we could feature all of  you then we would, but 
please know that all of  your fantastic fundraising 
efforts are greatly appreciated. 

A big thank you goes to Brenda Mole (left) who 
collected donations for Ataxia UK at her birthday 
party. Brenda and her brother, Keith Fickling, have 
both donated in memory of  their late brother, Graham 
Fickling, former Trustee of  Ataxia UK. We hope you had 
a lovely birthday, Brenda, and thanks for all the support. 
Overall a wonderful £1,764 has been raised in Graham’s 
memory in addition to the legacy Graham left us.

We thank Diane Wiles and the lovely team at 
Incorporatewear (below) for supporting Ataxia UK for 
the past nine years. Their latest fundraiser - an Easter Fun 
Day - raised a fabulous £621 for Ataxia UK - thank you!

Nia Fennelow, aged 13, also raised money for Ataxia 
UK by cutting her hair. Nia decided to have the chop 
because her cousin has Friedreich’s ataxia. She also 
donated her hair to the Little Princess Trust. After 
setting an initial target of  raising £150, she managed to 
raise an incredible £1,160 for Ataxia UK. Check out this 
wonderful before-and-after picture (right). If  you’ve got 
long hair and feel inspired by Nia’s story, then please 
contact our fundraising team.

Thank you to our long-term supporter Hannah Rhys 
who recently ran the Brighton Half Marathon and 
raised £968! Hannah has a very close connection to 
ataxia and has taken part in many fundraisers over 
the years to support Ataxia UK, raising thousands of  
pounds; thank you so much, Hannah, you are a star!

Well done to our wonderful London Marathon runners: 
Sophie Kennedy, Nathan Jacobs-Thomson, Paul 
Joyce, Vandna Batchelor, Ryan Gibbons, Max Fox 
and Mark Ruttledge for completing the marathon on 
22 April and collectively raising an incredible £17,763.

Congratulations to Andy Franks, Donna Vant, John 
Godier, Jana Scholz and James Tattersall - our five 
superstars who took part in the Manchester Marathon 
(below right) and together raised just under £6,000 with 
sponsorship still coming in. Well done team! 
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Another birthday celebration took place in March. The 
lovely Katie Roberts (right) also created a Facebook 
fundraiser for us and raised £1,792 for Ataxia UK.

The wonderful Grace Maries held a birthday fundraiser 
and asked her friends and family to donate via 
Facebook. She raised a fantastic £2,737 altogether! We 
hope you had a lovely birthday, Grace.

Thanks to everyone else who has set up a fundraiser 
for their birthday. There are too many of  you 
to mention but please know you are all greatly 
appreciated by Ataxia UK.

We would like to thank Form 8Q from the wonderful 
Imberhorne Lower School (right) for selecting Ataxia 
UK as their charity of the year. One pupil is a young 
carer for his mother who has ataxia, and they have been 
kindly raising money for us! They held a CakeCrazy 
event in February and raised a brilliant £122 for the 

charity. Steph and Zoe from 
Ataxia UK had the pleasure 
of speaking to the Year 8 
pupils to raise awareness of  

ataxia and to thank them for 
their fundraising. 

Annual Spring Raffle 
2018 winners
£200 Cash: Emmanuel Samson
£50 Retail Voucher: Jason Southlands
£20 Book voucher: Mr H Dixon

Winners of Wine: K Morrow, D Ormshaw, 
Julie Saunders, Mrs Kent

Burt’s Bees Gift Set : Louise Procter.
Baylis and Harding Women’s Gift Set: 
Julie Cousins. Baylis and Harding 
Men’s Gift Set: Simon Walters. Royal 
Jelly Bath Set: Jean Miles. Garden 
Collection Bath Set: Ann

Thank you to everyone who took part!



Below:
A photo of  me and 
Nicola

Matthew Law explains his process 
of  hiring and employing a Personal 
Assistant.
I will require more and more care as my life 
progresses. That is not a statement designed to 
depress anyone, nor is it a statement born out of  
frustration that’s aimed at people in the hope of  
gaining some sort of  understanding of  my plight. It 
is simply a fact that I and some people with ataxia 
must accept and deal with. It is all just part of  my 
life and it has a perfect place to be discussed in this 
magazine in an article entitled ‘adapting to life’.

I employ my own PAs through the direct payment 
scheme set up by the social services. In effect this 
means that I can employ whom I wish, to provide 
the care I wish, through money I receive from the 
county council. It is like having my own business 
with my own staff. I must pay them all and give them 
all sick leave and holiday pay, just like I would if  I 
was running my own business. I need to keep all my 
PAs happy for them to stay with me and I feel I am 
doing quite a good job, as my longest serving PA 
has been with me for about 12 years.

I used to advertise for PAs using the Gumtree 
website, but they began to charge £40 per advert. 
Surrey County Council do not allow their money 
to be used in this way. I found many good reliable 
PAs by using Gumtree, but I now use Facebook. 
I have joined all the local community Facebook 

pages and got my last PA, Nicola (pictured) via the 

Farnborough community Facebook page. In fact 

she enquired about the job literally 90 minutes after 

I posted the advert, she came round for an interview 

(a general chat to see how we would get on) within 

two hours and I offered her the job on the spot. At 

the time of  writing this was only five weeks ago, but 

it has worked out very well for both of  us.

I keep the job advert on my computer and update 

it whenever I need to. So whenever I need to 

advertise, I can just call it up and don’t need to do 

any thinking. Maybe the most challenging part of  

being an employer is dealing with the money side of  

things. I am quite fortunate in this respect because 

my last job in the civil service was dealing with 

military pay. I controlled a budget of  £140 million, 

all by using spreadsheets linked up to each other. 

My budget now is about £2,000 per month, so my 

spreadsheets are somewhat smaller. I keep the 

spreadsheet up to date as the weeks and months 

progress so that when I have to do a return, all I 

have to do is print what I have worked out already. 

Every entry on my spreadsheet can be cross-

referenced with every statement I have ever had, 

and the finance team of  Surrey County Council 

always seem quite happy with the returns I produce.

All of  my PAs (I have nine) are 

assessed by my payroll company 

as to whether they should be tax 

payers or not and they work out how 

much tax I have to pay to the Inland 

Revenue. Some of  my PAs have to 

pay basic rate tax and others don’t 

pay any tax at all.

There are many ways to hire a PA 

if  you require one, including the 

use of  an agency, which can take 

care of  the employment side of  

things for you. For more information, 

please visit: bit.ly/2EIsZ3J, or give 

our helpline a call and ask for some 

advice. 

Matthew Law 
matthewlaw1968@yahoo.co.uk

ADAPTATIONS

Adapting to life
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ADAPTATIONS

Managing 
the alarm 

Ian Smith’s wife, Litty, lives with 
ataxia. Ian writes about how a 
personal portable alarm has 
improved his wife’s confidence and 
sense of  independence, as well as 
the family’s peace of  mind. 
Litty has SCA1. She is 56 now and was first 
diagnosed as having the faulty gene when she was 
in her early 30’s. Her SCA1 is genetic; her father had 
it and one of  her two sisters also has it. The ataxia 
started to impact on Lit from the age of  about 40 
and has got progressively worse since.

Today Lit lives on the farm where she was born, in 
a house that she and I built 19 years ago, with Lit’s 
long-term needs in mind. Whilst her mobility is now 
significantly restricted, Lit does use an adapted 
three-wheeled pushchair as a walking frame to get 
around a path in a meadow on the farm that I mow 
for her (watch a video of  Lit with her walker in the 
meadow near her home: bit.ly/1x5BxJf).

Last year she had a fall whilst she was out walking, 
and spent some time on the ground not able to 
get up or get help. To make things worse, she had 
forgotten her phone, which is too small and fiddly for 
her anyway. This incident understandably left Litty 
feeling shaken. In an effort to make things better, we 
decided to look into what personal alarm options 
were available.

Litty recently purchased the ‘Onetouch’ alarm 
from Worcestershire Telecare, which is a not-for-
profit organisation. The alarm has a 24/7 response 
team who talk to Lit on the device whenever she 
presses the alarm (you simply hold it until it vibrates 
three times). The organisation has comprehensive 
notes so they know that they might not be able to 
understand Lit talking back. They also have a series 
of  contact numbers for family and friends in case 
of  emergency. Alongside that, the device also has a 
GPS tracker on it, which the helpline and family can 
access on mobile devices to see where she is.

All of  this has given Lit the confidence to get back 
outside again, and with the better weather coming, 
it helps her keep as mobile as she can. The alarm is 
worn around the neck, so is easily portable. It also 
gives the rest of  our family peace of  mind to know 
that, whilst she’s out and about, she is safe.

The team at Telecare were incredibly helpful when 
setting the device up and with test calls. They 
even rang the other day to warn Lit that the device 
needed recharging. Although we bought our alarm 
and pay a weekly charge for the monitoring, the 
alarms can also be rented. 

The Onetouch is one of  a range of  devices that 
Telecare offer. You can take a look at their others 
here: worcstelecare.org. Personal and portable 
alarms are also available through the NHS (bit.
ly/2JWFj48), and Telecare also offer helpful 
information and advice on personal alarms 
(bit.ly/1sXWn9p). 
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Upping the ante: ataxia awareness

Our Ataxia 
Ambassadors

Our new Ataxia Ambassadors 
Project aims to train people with 
ataxia to raise awareness of the 
condition, tell their own stories and 
represent the charity in a way that the 
media and public can engage with. 
They went to Naidex in April to put 
their new skills to the test!
In April, four volunteers: Dan Pettitt, Gemma Fish, 
Ashley Bowhill and Aila Figura, chose to spend their 
time raising awareness of ataxia at this year’s Naidex 
Exhibition as Ambassadors: an annual event held in 
Birmingham that exhibits equipment, organisations and 
charities related to accessibility and disability.

Our Ambassadors worked from the Ataxia UK 
stand, meeting and greeting visitors, and explored 
the exhibition to network with relevant organisations 
as charity representatives. They sourced useful 
organisations who we can work with in the future, 

effectively expanding our opportunities to support you 
by collaborating with others. They also took over the 
Ataxia UK Twitter feed, building up experience in digital 
communications, public speaking and networking. By 
researching a topic of their choice, the Ambassadors 
have also produced blog articles to share about their 
experience. 

Ambassador Aila says: “Being an ambassador for 
Ataxia UK at Naidex was truly one of the best things 
I’ve ever done. I usually feel self-conscious and aware 
of how ataxia affects the way I come across to others, 
but now I was talking to people, not worrying about my 
voice or how I looked.” 

Anyone can become an Ataxia Ambassador: if  you’re 
interested in learning some of  the skills mentioned 
above, taking control over how ataxia is perceived and 
raising the platform of  the ataxia community, then get in 
touch with Steph at communications@ataxia.org.uk. 
Our Ambassadors will be speaking at our Conference 
in Derby in October about their experiences of  Naidex, 
so please come along to find out more. 

Getting ataxia into the press
Following a piece in the last edition of the Ataxia Magazine about how to get ataxia in the press, we 
were delighted to see two Ataxia UK Friends, Taryn Cotton and Derek Taylor, doing a fantastic job:
Not only have they made it into their local papers, but they’ve made front page local news! Spreading the word about ataxia on a local level 
is how we spread the word nationally, improving the everyday experiences of people with ataxia when they are out and about in their own 

communities. Every effort like this made by our Friends can have such a big impact - well 
done, Taryn and Derek!

If  you’re planning to contact your local press with a story, please feel free to email Steph Marley at 
communications@ataxia.org.uk for some helpful hints and tips on the best way to do so. 

LIVING WITH ATAXIA
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LIVING WITH ATAXIA

Our Friend Katie Henderson shares a very important story 
with us. Please be aware that this article contains some 
sensitive and difficult topics. 
In July 2016, I attempted suicide.

This will no doubt come as a big shock to most people. I’ve told only a handful of people 
until now. Before last year, I’d had absolutely no history of depression. No one could have 
foreseen it. I’m in a better place now and it’s hard to imagine that I got so low. Everyone 
has their limits, I guess. 

In March 2016, I had surgery on my tendons following many years of pain and problems. 
The surgery gave me the potential to be able to stand - something I hadn’t been able to 
do in years – and naturally I wanted to ‘get on with it’. But then I had a bad fall and, as I 
fell, I yanked out my catheter tube. Later, I repeatedly experienced spasms that removed 
the balloon that keeps the catheter in the bladder- a very painful affair. 

THE SIGNS

This is when I experienced the first sign that things weren’t right - I remember crying 
when my PAs came in the morning. I didn’t know why and I lacked the motivation to find 
out. Depression had set in. I couldn’t be bothered to talk to friends and I was crying a lot. 
I couldn’t even explain to myself  why I was feeling that way. I’d usually say to myself: 
“this isn’t forever,” but when you’re depressed, you can’t see any light at the end of 
the tunnel and I didn’t have any hope that I’d feel better again. 

The final straw was when I had an argument with my PA, who said she wanted to leave, 
and I had the stress of finding another. Then I fell out with my mum and just cracked. 
Back then, I felt so unloved and such a burden. I left Mum’s house in tears and knew 
what I was going to do. Life wasn’t going to be so horrible for me and those around me 
anymore: I had the answer.  

I came home and took some strong painkillers. Then I sat with the back of my chair 
against the front door so no one would disturb me. I woke up four hours later. I went 
through to the kitchen and took some more. I looked at my phone and saw lots of  
messages from Mum and Dad, so I phoned Mum. I talked in a slurry mess and she 
guessed what I’d done, so came to my flat with my sister. They tried to get in, but I was 
sitting against the door. My neighbour then tried to break it down, so I admitted defeat 
and moved.

RECOVERY

I stayed in hospital for a week where I saw a psychiatrist, who said I was fit to leave 
with no antidepressants or follow up appointments. As the months passed, I started to 
struggle. I was terrified of depression taking over again, so I went to the doctor’s and, 
even though it took a lot of gumption, I talked to him about my depression. He 
was really easy to talk to and very helpful, and prescribed me antidepressants. I initially 
worried that my thinking would be cloudy from taking them, but it was quite the opposite - 
I now sleep like a dream and have so much more energy.

I battled with anxiety throughout my adult years, but antidepressants have helped that 
too, and it shocks me sometimes how confident I am now. I don’t have to be afraid of  
falling that low again any more, which was a big fear. Now, I really try to appreciate the 
good times and the people I love. I can’t believe I ever stopped seeing them.  

I guess that’s depression for you; if you are ever unlucky enough to suffer from 
it, please don’t do what I did; don’t wait until it takes over. I hope this story helps 
someone: we need to start talking. I might have been OK, if  I’d put my first symptoms of  
depression on Facebook: my friends would’ve told me to get to the doctor; I would have 
felt loved and cared for, and if  things had turned out differently, that action could’ve saved 
a life. I’m so happy that things didn’t turn out differently, and I’m doing so well now. There 
really can be light at the end of the tunnel.

Many people living with a rare condition experience difficulties with mental health. No-one 
needs to suffer alone. If  you’ve been affected by this article and need to talk to someone, 
please call the Samaritans on 116 123, or the Ataxia UK Helpline on 0845 644 0606 
(Mon–Thurs, 10.30am-2.30pm). For further advice, please visit the NHS website:  
bit.ly/2GQTfPo or your GP.
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https://www.nhs.uk/conditions/suicide/


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




