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WELCOME

Welcome to your Christmas edition 
of  the Ataxia Magazine, published a 
little early this year to accommodate 
our very exciting Big Give 
Christmas Challenge fundraiser 
(p.12).

Now that another year has passed, 
I wanted to say: ‘Thank you’. It has 
been an astonishingly successful 
year in many ways, and many of  
you have played a large part. 

Thanks to your collaboration with our awareness 

campaigns, together we have raised ataxia 

awareness by 6.5% in one year (p.10), reaching 

new audiences both online and on the streets of  

Derby. Any Support Group or Branch who would be 

interested in holding a local awareness campaign, 

please get in touch (communications@ataxia.org.uk) 

- we want awareness to keep building. 

And, as it does, people affected by ataxia can look 

forward to being less misunderstood, while the 

charity gains opportunities for fundraising, moving 

us ever closer to treatments and a cure. If  you want 

to be a part of  this, please take a look at our new 

Ambassador’s Project launching next year (p.5). 

If  awareness isn’t for you, you can still visit the Big 

Give Christmas Challenge (p.12) to discover how to 

double your Christmas Appeal donation. 

Once again, thank you for all that you’ve achieved 

and given this year. Here’s to a future that’s 

ataxia-aware. 

Regards  

Sue Millman

Welcome

GOODBYE

GOODBYE

In the office
Sara Mohammadi
With heavy hearts we say goodbye to our Finance Assistant Sara 

Mohammadi, who brought many smiles to the office and to Friends 

when joining in on events and fundraisers. Sara is spreading her 

wings and heading into the city to find her next challenge. We wish 

her every luck!

Julie Vallortigara
After five years, our wonderful Research Officer Julie Vallortigara 

is sadly leaving us. Julie has worked hard at raising awareness 

of  Ataxia UK across the international research stage, attending 

conferences to raise our legitimacy and place at the forefront of  

scientific progress. Thank you so much for all you’ve done, Julie, and 

all the best for your future journey!  
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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/ataxiamagazine204

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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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
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ATAXIA PEOPLE

It’s almost time for this year’s 
Big Give. 

This is an immensely important time of year for 

Ataxia UK, as it gives us the opportunity to raise 

vital funds to support everyone affected by ataxia 

and to fund vital research into treatments and cures. 

Last year we increased our Christmas Appeal income 

five times over thanks to The Big Give. It is very 

important that we get as many people as possible 

to donate to Ataxia UK during the Big Give. One way 

of doing that is by spreading the word about ataxia 

to as many people as possible. Last November our 

Chairman Dr Harriet Bonney did just that and, as she 

writes below, what followed was something close to a 

Christmas miracle …   

“My story started last November when I got into a local 

taxi to go to an appointment in Blackpool. During that 

week, as part of my role as chairman of Ataxia UK, 

I was involved in discussions about embarking on a 

new fundraising initiative. The taxi driver seemed quite 

chatty and friendly and so, during our journey, I told him 

about the charity’s new plans. Until then he had never 

heard of ataxia. When we arrived at the destination, 

the driver asked me to donate his fare to Ataxia UK. 

Overwhelmed and very touched by this, I decided to 

share the story on Facebook. The post received over 

330 likes. A local lady, Helen Barr, saw the post and 

commented saying she had a sister-in-law with 

ataxia but had never heard of Ataxia UK. 

After exchanging messages over the 

next few days the events that ensued 

were remarkable. At that time, Helen’s 

husband, Dave, was the Worshipful 

Master of Brigantes Lodge No. 9734, 

in the Province of Cumberland and 

Westmoreland. It is a long-standing custom of theirs 

that the proceeds of the December meeting’s raffle be 

donated to a charity chosen by the Worshipful Master’s 

wife.

Helen had been deciding for some time what cause to 

support. Prompted by my Facebook post and her and 

Dave’s sister-in-law, Penny, having ataxia, she decided 

on Ataxia UK.

At the meeting Brigantes members, visitors and wives 

pulled out all the stops. 

On 8 February Dave and Helen came to visit me 

to hand over a cheque for the magnificent sum of 
£600 to be donated to Ataxia UK.”

This money was donated via the Big Give 

Christmas appeal and subsequently doubled. 

Harriet’s story shows how even a simple mention of 

ataxia can end up making a big impact.  

If you have a similar story of generosity or a 

random act of kindness and would like to share 

it we’d love to hear from you, please contact 

communications@ataxia.org.uk.

To find out more about the Big Give and how you 
can help please head over to page 12.  
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Network updates 

Above: 

Suzanne Booth 

with Julie Greenfield

Welcoming a new Ataxia Nurse 
Suzanne Booth is the new Specialist Ataxia Nurse based at The National Hospital for 

Neurology and Neurosurgery in London. She joined the London Ataxia Centre back in July this 

year. She has previously worked extensively with people affected by neurological conditions such as 

MS and rare neurodegenerative conditions. Working closely with Prof Paola Giunti, Suzanne is the 

main point of contact for patients between appointments. In her new role at the Centre, Suzanne has 

set up a phone clinic for patients, so they are now able to contact her with questions and concerns 

without having to come in to the clinic in person.

Suzanne is also a very useful point of contact when it comes to navigating benefits and other 

sources of support “I can help convey information about symptoms in an accurate way to help 

ensure patients get the support they are entitled to,” says Suzanne. “I also get involved in helping 

support patients through any appeals process they may have to go through in relation to benefits. 

Often there is a lack of understanding of the condition being assessed and people can sometimes 

struggle to articulate their difficulties in the assessment process.”

As part of her role Suzanne also attends an interdisciplinary therapy clinic. The clinic offers speech 

and physiotherapy, with an occupational therapist, consulting neurologist and Suzanne herself  

present. The London clinic is also part of European Reference Network for rare neurological 

diseases, a network of specialists in ataxia working across Europe, who share information about 

diagnosis and symptom management, working collaboratively with other centres to provide the best 

possible care for people with ataxia. 

She says, “I think specialist services are vital as there is still often a lack of knowledge among health 

professionals in terms of what support is available for people with ataxia. Research is also a large 

part of our work. We’re involved in a large number of trials and research projects. It’s important that 

people have the opportunity to be a part of that work and know that they’re making a difference.”

When asked how she sees her role, Suzanne replied: “I see my role as helping to equip people to live 

with their condition and not let it get in the way of doing what they want to do - whether that’s staying 

in employment, having a family or continuing to enjoy the freedom of driving.”  

For more information about the Ataxia Specialist Centre in London go to www.ataxia.org.uk/

News/london and for the Sheffield centre please visit  www.ataxia.org.uk/News/sheffield

The Annual Conference: an outside eye
Steve Mackenzie was diagnosed with CA in February 2017. He attended his first Annual 
Conference this year and here he tells us how it went ... 

“The term ‘Conference’ sounds formal and suggests lectures and talks, but I wasn’t really sure. I 

thought I would just go and see what it was like. Although there was a certain amount of formality, 

which was to be expected, on the whole it was a very relaxing atmosphere. A lot of thought went 

into the schedule to allow those with ataxia and their families/carers from around the country to 

mix which I found helpful. I would also like to say that everyone from Ataxia UK was always friendly, 

always smiling and very knowledgeable. This went a long way towards making it a fun couple of  

days. The hotel staff  were also very friendly and helpful. Nothing was too much trouble. The amenities 

were user friendly and clean and the meals were really good.

I found the whole Conference really useful. It was good to hear from people like Trustee Richard 

Brown and Emmerdale actor James Moore and how they succeeded despite their conditions. Also, 

hearing Sue Millman sing part of ‘Fog On The Tyne’ I found enjoyable. I look forward to her singing 

next year! But seriously, if  I had to choose one thing I would say that I found the Research Updates 

and Doctors Q&A the most useful. These gave everyone the opportunity to learn where research is 

going and, at the Q&A, to ask questions of the Sheffield Ataxia Team directly. 

As I was representing my Support Group, I attended the Support Group meeting and it was good 

to find out about other groups around the country and share some ideas. We need to raise public 

awareness of ataxia and raise funds for research, so an exchange of ideas is helpful.

It was great to meet other people who have ataxia, everyone there was affected, either as someone 

with the condition or as a relative/carer, so there was no ‘embarrassment’ and no explanation 

needed for my crutches/stumbles/tongue-ties etc. This, I think, was one of the main reasons for it 

being such a relaxing and enjoyable time. Stories were exchanged and laughs were had. I met some 

great people from different parts of the country and swapped contact details and will try and keep in 

touch. I’ve got next year’s conference at Stanstead in my diary already and I’d definitely recommend 

others to go - in fact I urge them to go. It is a good way to find out more about ataxia, its effects and 

to learn ways to try and help ourselves, from fellow people with ataxia and their families, as well as 

the experts.

ATAXIA PEOPLE
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NHS England is to become the first 
health service in the world to routinely 
offer whole genome sequencing.

We have previously written about the 100,000 

Genomes Project - a government-funded initiative 

run by Genomics England which sought to identify 

the genetic cause for rare disorders, including the 

ataxias. This initiative started in England and over 

time patients in Wales, Scotland and Northern Ireland 

were also able to participate. The information we 

provided about this study has led to a number of  

people with ataxia taking part. To date, the project has 

sequenced the genomes of over 70,000 people and 

has demonstrated how whole genome sequencing 

can improve the rate of diagnosis for rare disorders, 

including ataxia, by four to five times. 

Building upon the success of this project, from 

October 2018 NHS England will become the first 

health service in the world to routinely offer whole 

genome sequencing. The launch of the NHS 

Genomic Medicine Service will mark the beginning 

of the standardisation of genomic testing across 

England, meaning that everyone will have access 

to the same quality of testing, regardless of their 

postcode. Importantly, as this service for rare disorders 

is funded nationally by NHS England, it means that 

all NHS Hospitals should be able to offer it to their 

patients, regardless of availability of funding, which we 

understand has been a problem to date. All patients 

will also be given the opportunity to participate in 

research that informs future care and future discovery.

The National Genomic Test Directory will specify 

which genomic tests are commissioned by the NHS 

in England. Among the rare and inherited disorders 

covered are hereditary ataxia with onset during 

childhood and hereditary ataxia with onset during 

adulthood. The turn-around-times for genetic and 

genomic tests vary, based on their complexity and the 

clinical need. We were told by NHS England that some 

test results will be available to clinicians within three 

days, while other more complex genomic tests will be 

delivered within around 12 weeks.

Genomic medicine has a huge potential to provide the 

information that will hopefully result in future benefits, 

such as a higher likelihood of reaching a definitive 

diagnosis and potential data for use in research for the 

development of treatments. For people with ataxia, a 

specific diagnosis is vital in identifying whether they 

have one of the rare, treatable forms (see article on 

SCA38 in the Ataxia magazine issue 203). It can also 

provide more advice and information on what could 

be expected from the condition and advice on future 

family planning issues.

The NHS in England will begin implementing the 

service from 1 October, but it is still unclear how long 

it will take before it becomes fully accessible. In the 

meantime, the final draft of  2018/2019’s National 

Genomic Test Directory for Rare and Inherited 

Disorders and Cancer can be accessed at  

www.england.nhs.uk/publication/national-genomic-

test-directories.

This new service is currently only being developed in 

England, but patients in Wales, Scotland and Northern 

Ireland can continue to take part in the 100,000 

research study.

RESEARCH

NHS Genomic 
Medicine Service to be 
launched in October 
this year in England
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An interview with PhD 
student and ataxia 
researcher Wayne Yau.

Ataxia UK is funding a project 

alongside the Spanish 

organisations R+SCAs 

(Plataforma de Apoyo a la 

Investigación de las Ataxias 

Espinocerebelosas) and 

ACAH (L’Associació Catalana 

d’Atàxies Hereditàries), 

investigating the involvement 

of DNA-repair mechanisms 

in the modulation of age 

onset in a range of ataxias. 

The project is led by Dr 

Conceição Bettencourt and 

Prof Henry Houlden in collaboration with Prof Giunti 

and Prof Wood at the UCL Institute of Neurology. 

We interviewed PhD student Wayne Yau about his 

aspirations for the project.

What is your background prior to working on this 

project? 

I am a neurologist who was trained in various hospitals 

in Australia and at the Royal Free Hospital in the UK. 

I have a passion for the neurogenetics of movement 

disorders, and am interested in discovering the genetic 

causes and new therapeutic options for movement 

disorders, especially in ataxic disorders.

How did you get into ataxia research?

After my clinical fellowship at the Royal Free Hospital in 

2017, I was looking for an opportunity to get involved 

in ataxia research. I was excited to see this PhD 

studentship advertised at UCL, kindly supported by 

Ataxia UK and Rosetree Trust. I met with Professor 

Houlden and Dr Bettencourt and realised the potential 

impact this project could have on the treatment of  

patients with spinocerebellar ataxia. I was fortunate to 

be given this position at the end of 2017.

What is it that interests you about ataxia?

As a neurologist, I have looked after quite a few 

families with ataxia. You really see the impact ataxia 

has on the individuals with this illness. Like many other 

neurogenetic conditions, there is still no effective 

disease-modifying treatment yet. As a doctor, you 

often feel helpless, seeing them year after year and 

witnessing their deterioration. That’s why I like to get 

involved in research to find an effective therapy for 

them.

What is the project about?

We are investigating whether genetic differences 

in DNA-repair mechanisms contribute to earlier 

age of symptom onset in spinocerebellar ataxia 

(SCA). We are focusing on SCA 1, 2, 3, 6, 7, 17, 

dentatorubral-pallidoluysian atrophy and spinobulbar 

atrophy. These disorders are caused by abnormal 

expansions in certain genes and are otherwise known 

as polyglutamine diseases.  Longer expansions are 

associated with earlier age at disease onset. A recent 

study in patients with Huntington’s disease (also a 

polyglutamine disorder) and SCAs demonstrated 

that various components of the DNA-repair genes 

significantly modify age at onset of Huntington’s 

Disease and selected SCAs. Larger studies of patients 

with SCA are required to validate these results and to 

investigate underlying molecular mechanisms. 

What have you achieved so far? 

We have collected over 3,733 DNA samples from 

patients with polyglutamine diseases. They are stored 

at the Institute of Neurology. I have begun experiments 

on the samples to confirm the length of their abnormal 

gene expansions. We aim to enrol 9,000 subjects. 

There is great interest from various SCA study groups/

consortiums worldwide who are working with us to 

achieve this target. I am also working with clinicians 

and research groups to collate core and advanced 

clinical features of these patients. This additional 

information will allow us to identify genetic variants 

associated with other important clinical factors such 

as disease progression or age at death. We are 

also extending this study into Friedreich’s ataxia (FA) 

research, as FA is also caused by abnormal gene 

expansions. We currently hold 200 DNA samples from 

patients with FA at the Institute of Neurology but we are 

also in the process of securing more samples. 

What are you enjoying so far about working on the 

project?

I have been enjoying working with a large number of  

collaborators who are passionate in this area. It is also 

very inspiring to work with patients who are willing to 

help make this study possible.

Is there anything that you’ve found challenging?

Some of the neurogenetic laboratory research 

techniques are new to me. I find it both challenging 

and exciting to learn these new techniques.

What is an average day working on the project like? 

It is fairly variable. I spend a lot of time contacting 

potential collaborators and creating a database of  

existing DNA samples and data. I collaborate with Prof  

Giunti at the London Ataxia Centre and I also spend 

a couple of afternoons a week in the neurogenetics 

clinic recruiting patients. The rest of the time I spend in 

the lab looking for new genetic causes for people with 

ataxia who don’t have a molecular diagnosis.

What are your hopes and aspirations for the 

project?

I am hopeful that we will be able to identify the key 

genes responsible for the variations in disease severity 

in different patients with spinocerebellar ataxia with 

abnormal gene expansions. This will give researchers 

new targets for exploring disease-modifying treatments.

RESEARCH

On the front line of ataxia research

7



RESEARCH

Ataxia UK have awarded a new 
research grant to Dr Filip Lim 
and his team at The University 
of Madrid, Spain, for their project 
investigating a new animal model 
for validating gene therapy in 
Friedreich’s ataxia (FA).

The team have been working on gene therapy for 

FA over the course of  a few 

years (and have received 

our funding previously), 

inserting the frataxin (FXN) 

gene into vectors (carriers) 

made from herpes simplex 

virus (HSV). This technique 

makes use of  the virus’ ability to travel 

deep into the spinal cord after infection of  

the skin. They recently created a vector that was 

designed to have all the safety features of  one that 

has already been used in human clinical trials for 

managing pain, and which can be produced at the 

correct scale for use in clinical trials.

To be able to hold a human clinical trial to test this 

vector, they need to first collect data regarding its 

efficacy and spread in FA animal models; however, 

most of  the current transgenic mouse models are 

expensive and labour-intensive. They therefore 

propose to make viral vector tools in this project, 

which can modulate frataxin in the spinal cord of  

mice and rats after a harmless injection in skin 

or muscle. The researchers will need to be able 

to test whether the vectors have the potential to 

reach enough of  the right spinal neurons to have 

a therapeutic effect. As well as being essential in 

translating this research towards clinical trials, their 

new viral vector tools should also be useful to other 

researchers working on spinal cord neurons.

Closure of  Newcastle Specialist Ataxia Centre
We are sad to announce that the Ataxia  

UK-accredited Specialist Ataxia Centre in 

Newcastle has been closed. 

This is due to Prof Horvath, the ataxia specialist 

neurologist who was running the clinic, leaving her 

post at Newcastle. The Centre was started by Prof 

Chinnery, who was then joined by Prof  Horvath. 

When Prof  Chinnery moved to Cambridge a few 

years ago, we were delighted that Prof  Horvath took 

over running the Specialist Ataxia Centre. Now that 

she has left, unfortunately there is no other ataxia 

specialist neurologist in Newcastle to take over the 

running of  the Centre.

We are very grateful to Prof  Chinnery and Prof  

Horvath for establishing and running the Centre 

for the last nine years, and would like to give 

special thanks to the Centre volunteers who 

have represented Ataxia UK and provided much-

needed support to patients attending the Centre. 

The closure of  the Centre is a great loss to ataxia 

patients in the north of  the UK and demonstrates 

how hard it is to find neurologists with experience of  

the ataxias. We continue to work towards facilitating 

easier patient access to specialist neurologists with 

experience of  ataxia, and are willing to consider 

establishing an accredited Centre with any suitably 

qualified neurologist. 

There are two Ataxia UK-accredited Specialist 

Ataxia Centres in the UK in Sheffield and London 

and there are other neurologists with an interest in 

ataxia across the country. See here for more details: 

www.ataxia.org.uk/Pages/News/Category/ataxia-

centres  

New research project 
investigating gene therapy 
in FA funded by Ataxia UK
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Below: Ataxia UK funded PhD student 

Alex Brown and Dr Rosella Abeti, 

postdoctoral researcher on this project
RESEARCH
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Is there a role for Vitamin E as 
a potential future treatment 
for Friedreich’s ataxia?

In a research project partly funded 
by Ataxia UK researchers at the 
London Ataxia Centre UCL/UCLH 
tested whether Vitamin E can be used 
to restore the calcium imbalance in 
Friedreich’s ataxia (FA) cell models.

The findings were published in the scientific journal 

Frontiers in Cellular Neuroscience. 

This research study has shown that heart cells in 

FA animal models have a marked altered calcium 

balance in relevant cell sub-compartments (such 

as sarcoplasm reticulum and mitochondria) that is 

crucial for the correct functioning of  cardiac cells. 

This pathological phenomenon seems to contribute 

to the cardiomyopathy (heart weakening) present in 

people with FA. Calcium imbalance appears to be 

due to excess oxidative stress that is present in FA 

cell models. 

In this study, the team have applied the antioxidant 

Vitamin E to cardiac cells from FA animal models, 

which resulted in the restoration of  correct calcium 

levels in mitochondria and also improved cell survival. 

It seems that Vitamin E has a protective effect on FA 

cardiac cells of  FA mouse models. 

This study sheds a light on the pathophysiology of  

cardiomyopathy in FA, and shows the relevance 

of  calcium modulation and oxidative stress to FA 

symptoms. This work illustrates how the modulation 

of  calcium in FA-like cardiac cells could be exploited 

to provide novel therapeutic strategies. 

A previous trial funded by Ataxia UK held a number 

of  years ago tested a combination of  Vitamin E and 

Coenzyme Q10 (CoQ10) in FA patients. The trial 

showed that this combination had a beneficial effect 

on certain aspects of  the function of  mitochondria 

within the cardiac cells and muscle cells of  patients 

with FA, as measured with magnetic resonance 

spectroscopy. However, this trial was not able to 

conclusively show a difference between the treatment 

and placebo in the ataxia patients, as measured by 

an ataxia rating scale. This could be due to the lack 

of  natural history information on the progression of  

ataxia in FA patients at that time.

Prof Giunti (Head of the London Ataxia Centre) 

says: “We are excited by the prospects of  Vitamin 

E, or other antioxidants, being developed into a 

treatment for FA. Before treatment with Vitamin E 

can be recommended, we do need to conduct 

trials in people with FA. As we now have much more 

information on the natural history of  the condition 

and how it progresses over time, hopefully this 

should help us to design better trials that test the 

effect of  Vitamin E on the heart function and ataxic 

symptoms.” 



International Ataxia Awareness Day 
Our annual event for International Ataxia Awareness Day (IAAD) took 
place on Sunday 23 September with the Royal Parks Challenge.

Nearly 60 of  you braved the cold and wet to take part in the walk to raise funds and awareness for Ataxia 

UK and together we had a brilliant day. Alongside Trustee John Abbott, our Chief Executive Sue Millman 

explained the importance of  raising awareness of  ataxia in a rousing speech, speaking about awareness as 

a conduit for improving the lives of  people with ataxia. She also highlighted how it creates opportunities for 

raising more funds. A wonderfully mixed group of  supporters, staff  and Friends, as well as ataxia researcher 

Dr. Mark Pook set off  from Kensington Palace through Hyde Park and Green Park before walking up the Mall 

and along Pall Mall. 

Our walkers passed famous landmarks, including the Royal Albert Hall and Buckingham Palace, laughed 

together through the rain and made a sterling effort to complete both the shorter 3.9-mile and the longer five-

mile routes. With a great sense of  camaraderie and team spirit, we did it together and finished at the historic 

Army and Navy Club for a reception, including some very welcome and very warm tea and coffee! Our 

walkers not only made a real splash through the streets of  London with everyone proudly sporting their ataxia 

t-shirts and fleeces, but have also been fundraising, with over £2,798 raised so far. 

And our supporters all over the country have been doing the same …

Debbie Foreman (middle left) organised her own walk with nearly 30 friends and family in Kent. Christine 

Smith from the Dover Support Group joined her, and they all ventured out into the miserable weather taking 

to Herne Bay Seafront. They warmed up at The Kings Hall with refreshments and a raffle which (together 

with entry fees for the walk) has raised £600 so far. Everyone proudly wore their ataxia t-shirts. Debbie and her 

husband Patrick, who has ataxia, were overwhelmed by the support. Congratulations to all of  you. 

Sue Robson hosted a ‘fun day’ in Shropshire and raised over £600. Meanwhile Katie Roberts (left) gathered her 

friends together at school in Harrogate to wear t-shirts, raising awareness and taking donations. Her sister also 

organised a cake sale at school, together raising £282! Well done ladies and thank you for all your efforts.

The Fractured Lives campaign 
Our Fractured Lives awareness campaign this year was a big success. We aimed to introduce ataxia to new 

audiences. We saw record increases in the rate of engagement on our social media channels and a huge 

increase in the number of people visiting our website, the majority of those visiting for the first time.

The campaign kicked off  on 25 September, International Ataxia Awareness Day, with our celebrity supporters 

tweeting and sharing their fractured images on their own personal social media accounts. This meant a large 

increase in people who wouldn’t ordinarily have come across our awareness posts could read them. Our 

Patrons Dom Joly and Jamie Raven took part; as did Sally Bretton, star of  BBC’s ‘The Office’ and ‘Not Going 

Out’, EastEnders star Kellie Bright and Emmerdale’s James Moore. 

Thank you to everyone who joined us in this campaign. 1,556 of  you fractured your selfies on Twibbon and 

tweeted about ataxia. All of this amounted to the largest ever increase of people visiting our website on 

a single day, with 89% of  those visitors being first-time visitors. We’ll be running more awareness campaigns 

in 2019 to keep this momentum going. If  you’d like to run a campaign in your local area, share your ideas for 

a national campaign or become one of our new Ataxia Ambassadors, then please email (communications@

ataxia.org.uk) or visit our ambassadors page: www.ataxia.org.uk/become-an-ataxia-ambassador

Our website 
saw a 359% 
increase in 
visitors, over 
70% of whom 
came from 
social media 
… and 89% of 
whom were 
visiting for
the first time

Almost 
10 times 
as many 
people 
clicked 
on an 
Ataxia 
UK 
tweet 
than 
usual

23 times
= the 
average 
number of 
people 
who saw 
an Ataxia 
UK post on 
their 
Facebook 
timelineIA
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The Ataxia Workout
Fred Finch writes about his journey with exercise 

and how it has helped him deal with symptoms 

related to his ataxia. 

As many of  you will be probably know by now, and 

if  you don’t then I’m sorry to have to break the news 

to you like this, but there is no known cure for ataxia.

For years I had been searching the wonderful world 

of  the internet to see if  there was anything I could 

do to help manage my ataxia. I kept seeing stories 

about the wonders of  exercise in helping manage 

the symptoms of  ataxia. At first I was very sceptical 

about it. I had been doing some exercise in the form 

of  lifting weights at home for a while and I hadn’t 

seen any improvement.

It wasn’t until I went 

to see a doctor who 

mentioned the benefits 

of  exercise to me that 

I decided I wanted 

to have a serious try 

at doing the right 

type of  exercise. 

He referred me to a 

specialist neurological 

physiotherapist who 

assessed me and 

pretty much told me I had been doing everything 

wrong for years and I was basically in quite bad 

shape. Notably how bad my posture was and that I 

was over compensating too much with the left side 

of  my body to try and help with balance.

This particular physiotherapist kept talking to 

me about the importance of core strength rather 

than what I had been aiming for before, which was 

just to lift heavy weights and not care about the 

effects that was having on my body. The first thing I 

needed to do was try to figure out what my core was 

before I could go about trying to improve it, luckily I 

had good guidance because it was hard work, but 

I finally got there and realised what I needed to do. 

I was advised to do a lot of  abdominal work such 

as Russian twists, pelvic bridges and planks and 

also to look in to using the principles of  Pilates and 

Yoga. At first I didn’t listen because I had always 

associated those activities with people of  a certain 

age and I didn’t want to look silly.

When I wasn’t with the physiotherapist I was mainly 

doing my exercises at home using YouTube videos 

and books for guidance. I learned to use things 

such as footballs for Russian twists and walls to 

help with balance when I did movements such as 

squats, which improve leg as well as back and core 

strength.

After a few months I plucked up the courage to join 

the local gym and practice more of  what I had learnt, 

I soon realised that as much as I was scared of 

looking silly, everyone at the gym had similar 

goals to me and they probably had the same hang 

ups. Now I’ve been practising these exercises for 

roughly two years and I’ve never felt better, not 

only in the physical sense (my posture has improved 

as well as my balance), but also in a mental sense 

because I feel more confident due to the control I’ve 

regained over my body.

I’m not going to lie to you and say this has been an 

easy thing to do because it’s been anything but. The 

important thing to remember though is that nobody 

is able to improve at anything without trying, and 

however boring and frustrating it may seem to start 

off  with, you will get better at it. I’m not saying that 

exercising is some sort of  miracle cure, but it has 

improved my symptoms in a bigger way than I could 

have hoped, so in my opinion it’s definitely worth 

taking that first step.    

As ever with starting a new form of exercise, make 

sure to consult your doctor or physiotherapist who 

can ensure you’re doing it safely and choosing the 

best form of exercise for your own particular needs.  

Fred has written an exercise eBook which you 

can check out here: https://amzn.to/2lTrhWd

Music therapy
Over the years, people have shared with us 

various ways they have of dealing with the 

symptoms of ataxia. 

Frances tells us how her hobby of  playing the piano 

has helped to alleviate some of  the difficulties she 

had with her hands: “I started playing the piano 

at a very young age - maybe eight or nine, and I 

played regularly until I went to college. I didn’t have 

a piano again until years later when my husband 

bought me one for my 30th birthday. I wasn’t really 

playing piano at that time, not because of  ataxia but 

because I didn’t have the time.”

“I first had ataxic symptoms in my mid-50s. I noticed 

that my fingers and hands were starting to ignore 

what my brain was telling them to do. Picking up 

things and tying my shoe laces became more 

difficult. So it occurred to me that maybe playing the 

piano would be good therapy; in addition to all the 

strength training, aerobic exercise and stretching I 

was doing.” 

“So I found a piano teacher who would come to 

my house and who had experience using piano for 

therapy. Over time my fingers and hands become 

much more ‘obedient’ to what I was asking them to 

do. I can pick things up without dropping them, tie 

my shoes, button buttons, put my pierced earrings 

in; just the simple things we take for granted when 

we’re healthy. I’m not perfect but I’m so much better 

and I feel like every small victory is a step in the 

right direction.”

“I’ve found something that helps me and I hope it 

might encourage others to find their own ways to 

fight back.”

HEALTH & WELLBEING
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FUNDRAISING

For one week only, starting at noon on #GivingTuesday 
27 November until 12 noon on Tuesday 4 December, 
your Christmas donations made online to Ataxia UK will be 
DOUBLED!

This Christmas, Ataxia UK is taking part in The Big Give Christmas Challenge, the UK’s 

largest match funding campaign. We have secured the funding which will double any 

donation you make on the Big Give Christmas Challenge Ataxia UK website page over 

that week, giving your donation double the impact. 

WHAT YOUR DOUBLED DONATION CAN DO

As you know, very few treatments exist for the ataxias at present, leaving thousands of  

people in the UK to face the daunting prospect of  losing control over their bodies and their 

ability to communicate. As the ataxias are so rare, it often takes years to get a diagnosis, 

with many people not getting the specialist support they desperately need.  

This is why we urgently need you to help us increase research funding for finding 

treatments and a cure, and to improve diagnosis and care by increasing patient access to 

specialist NHS Specialist Ataxia Centres.

By doubling your donation this Christmas, you’ll help play a vital role in developing the UK’s 

first NHS Ataxia Paediatric Clinic. This will benefit children with ataxia and their parents 

in gaining an early diagnosis and remedial care. Ground-breaking support services and 

research like this are made possible thanks to the generosity of  people like you.

SO HOW DOES THE BIG GIVE CHRISTMAS CHALLENGE WORK?

This year Ataxia UK will have a matching pot of  £20,000, thanks to pledge funds generously 

donated by some of  our major donor supporters and funds contributed by The Hospital 

Saturday Fund. When you donate to Ataxia UK between Tuesday 27 November and 

Tuesday 4 December 2018 on our Big Give Ataxia UK webpage, your gifts will be matched 

by our pledge funds. Once all pledge funds have been matched, your online gifts will be 

doubled by our champion funds until our pot of  £20,000 is equally matched by £20,000 

raised by supporters like you.  

HOW TO JOIN

To have your donation doubled please visit Ataxia UK’s Big Give Donation Page:  

https://bit.ly/2AiPpJK from noon on Tuesday 27 November until noon Tuesday 4 December.

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

the office on 020 7582 1444. We are more than happy to help you donate over the phone. 

Remember! Please don’t forget to tick the Gift Aid box when you donate online as it could 

be worth even more at no extra cost to yourself. For example, if  you’re a UK tax-payer, 

a donation of  £100 to Ataxia UK during the Big Give Challenge week will be worth an 

incredible £225 towards reaching our goal of  raising £40,000. So, if  you’re eligible for Gift 

Aid, please don’t forget to tick the box!

A full explanation of  our campaign and the Big Give Christmas Challenge process can be 

found on our website: www.ataxia.org.uk/the-big-give-christmas-challenge-2018

Please note: If  you help Ataxia UK accomplish the goal of  raising £40,000 to support ataxia 

research and the development of  the UK’s first NHS Ataxia Paediatric Centre, any additional 

donations received will be allocated towards Ataxia UK’s unrestricted funding.

The Big Give 
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RESULT: DOUBLE YOUR IMPACT!

21
HOW IT WORKS 

your donation

will be matched

by our major donor 

pledgers and Champion: 

The Saturday

Hospital Fund

doubling your donation to 

£40

for Ataxia UK!

If

you

donate

£20

to

Ataxia UK’s

Big Give

Christmas

Challenge

FUNDRAISING

Double your Christmas gift without giving an extra penny!

Christmas Challenge 2018
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Fundraising thank-y
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As the nights are drawing in, 
we take a look back at some of  
the end of summer’s fantastic 
fundraisers. 
The summer was our busiest yet and so we are sorry 

if we haven’t managed to mention you. We want you to 

know that your support is greatly appreciated by all of 

us and the Ataxia UK community!

Sarah Officer and her team 7 have raised £2,426 for 

Ataxia UK by taking part in the Gauntlet Games earlier 

this year. Our thanks go to Sarah, Craig, Sophie, Peter, 

Carly, Gary, Jessie, Tom and Sam for all of their hard 

work in raising this money. 

Another massive thanks go to The Dudley Support 

Group and Mel Priest 12, together with their friends 

and family for supporting and tackling the Manchester 

Gauntlet Games and raising £1,583 for Ataxia UK! 

Well done to our lovely team members: Rachel, James, 

Laurence, Gareth, Emily, Ashley, Christopher, Emily, 

Oliver, Grey, Bill, Samantha, Katie, Jessica, Jodie, 

Daniel, Thomas, Rachel, Andrew, Jackie, Alex, Jordan, 

Jeremy, Simon, Peter, Sophie, Rose and Rosie! Well 

done in making this event such a success. 

The wonderful Carol Price 5 has supported Ataxia UK 

for a number of years, and recently held a coffee morning 

that raised £978 towards Friedreich’s ataxia research. 

Friends of Helen Carling, Matthew and Sacha Benson 

1, run a pub in Yorkshire and celebrated being landlords 

for one year by holding a disco and raffle and raising over 

£3,370 for Ataxia UK! Thank you!

Priory Community School in Weston-Super-Mare has 

been continuing to support Ataxia UK, this time making 

us their Charity of the Year and raising £6,220 with a 

huge mixture of fun events including non-uniform days, 

bake sales and Year 8 holding a second-hand uniform 

sale. Well done and thank you to everyone at the school, 

including parents and friends!

Schools are continuing to support us fantastically, with 

Waverley School raising £1,000 with a fun race night! 

Thank you to all the pupils and the staff  involved. 

Many thanks to members of the Thames Valley Branch 

8 for heading to Eton College to raise awareness of  

ataxia by talking to members of the public about it. They 

had a stall and some lovely raffle prizes. Many thanks to 

Sue Flanders for organising.

Supreme Home Care 10 raised over £650 for Ataxia 

UK by teaming up with Casey’s at Cordingly Hall in 

Donnington for a fun day of games, competitions, stalls 

and entertainment for all the family. The Mayor of the 

Borough of Telford and Wrekin came to support the 

event and present John from the Home with a Community 

recognition award. A special thanks goes to Sue Robson 

for organising the event and for talking about the event 

and ataxia on BBC Radio Shropshire.

Congratulations to Jake Greenwood 2 who rowed 

the equivalent of the shortest distance of the English 

Channel - a whopping 21 miles - on a rowing machine at 

Reynolds Gym in Rainham, raising over £500! Jake has 

ataxic cerebral palsy and said, “I did manage to have fun, 

and knowing I was making a difference kept me pushing 

on. It got tough at times, but knee, ankle and hand flair 

ups, and the forearms burns, were more than worth it!”

1

2

3

4

5

6

7



Chance2Win winners
1st. £500 Steve Mackenzie 

2nd. £250  Barbara Lord 

3rd. £150  Leon Anderson

FUNDRAISING

Fundraising thank-yous
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Well done Joanne Cox, who completed the 

Shakespeare Half Marathon and has raised £808 so 

far. Joanne’s brother James has FA and so has decided 

to dedicate all of her runs to James and will continue to 

fundraise for Ataxia UK. Thank you so much Joanne.

Thank you Jennifer Lynam and family who held a 

beautiful garden party for Ataxia UK in the summer, 

raising £290.

Three of our supporters took on the famous Land’s 

End to John O’Groats cycle: Jamie Leitch and 

brothers Mark and Stephen Slater 9. Jamie decided to 

support Ataxia UK after two of his friend’s children were 

diagnosed with FA, and raised a whopping £2,736. Mark 

and Stephen completed the 980 miles together for their 

grandad who had ataxia, and have raised £1,135 so far!  

A fantastic achievement all round. Thank you.

Congratulations John O’Brien 4 who completed the 

100km Race to the Stones in 13 hours! John raced for 

his Dad who had ataxia, raising £1,290. Thank you John! 

Paul Lancaster and his team 6 took on another event 

for Ataxia UK - this time successfully completing the 

Jurassic Coast Challenge despite it being their toughest 

challenge yet. Walking through the night they raised 

£1,491.25. Well done everyone! 

Thank you Joan Rowbottom and her friends and family 

11 who hold their Robes Inebriation Society every year 

in memory of Joan’s husband Christopher ‘Robes’. They 

fundraise annually and this was their 31st event! They had 

a lovely time together and raised £350.

11

12

8

9

10

‘The Ataxian’ film screening
Emma Niklaus organised a screening of  

‘The Ataxian’, in Hitchin. This feature-length 

documentary follows Kyle Bryant, who has FA, as 

he embarks on “the world’s toughest bike ride”. 

The outcome of his journey inspires a movement, 

known as rideATAXIA. Emma sold tickets and 

held a raffle to raise money for FA research. She 

also brought in partners for the event to boost 

sponsorship and invited BBC celebrities such 

as Sally Bretton and Hugh Dennis. Emma and 

her husband Jason not only raised £3,627, but 

are enabling us to build relationships with those 

celebrities, boosting the support and recognition 

we receive as a charity. Congratulations Emma 

and thank you! 

The Pru 100
Well done to our Prudential Ride London cyclists: 

Tim Goodfellow, Kerry and Ronnie Doherty, 

Gavin Dalton, Ed Wicks, Simon Bennett, Chris 

and Jamie Dumas, Karen Servadei, Richard 

Bradford and his team including Sophie, Luke, 

Kevin, Natasha, Steffie and Tim who braved the 

horrible weather to complete the testing 100 miles 

and together raise just under £4,000. Brilliant team 

effort and thank you for all your hard work.



Below left:

Matt in goal

Below right:

Matt’s new Alexa

You may remember back in issue 197 

of this magazine when I discussed 

a little device known as an Amazon 
Echo that I was bought by my sister 

for Christmas two years ago ... 

I was primarily using it as a radio alarm clock and was 

telling you how easy it was to operate by controlling 

it with my voice. No more fiddling about with small 

buttons, which for some with ataxia can be very 

frustrating and time-consuming.

Well I’ve had it for two years now and I’m using it to 

control many more household devices and, as such, 

it is proving to be more and more useful. I have even 

purchased a second one which lives on top of my PC. 

Here are some examples:

• I have recently had Virgin Media installed in my 

home. The reason for this was that I could get 

both Sky TV and BT Sport in a single package. 

My Amazon Echo (which from now on I shall call 

Alexa - because that is what you have to say to put 

it into listening mode) now talks to my Virgin Media 

package, so instead of fiddling about with a remote 

control when I want to change channel, Alexa can 

do it for me, provided I say the right thing. I find 
saying the sentence “Alexa, turn on channel 

509” slightly easier than reaching for and picking 

up the remote control and then pressing three 

buttons in the right order. I have been told that it 

also works with Sky.

• I also now control all the light bulbs in my house 

with Alexa. I could obviously still reach the light 

switches but it is far easier for me to say “Alexa, 

Lounge light on” rather than wheel over to the wall, 

stretch up for the light switch and press the button. 

I also have my sidelights activated by switches that 

are controlled by Alexa. These are also controlled by 

Hive (a smart home device), meaning that I can turn 

any light on or off  from anywhere, provided I have 

access to the internet. So I don’t have to be in the 

country to turn on the bedroom light.

• I now control my lounge curtains and my 

bedroom blind with Alexa, too. I could obviously 

still reach the cords and manually shut the curtains 

and I could still twist the wand to shut the blind in the 

bedroom, but this is all becoming very awkward and 

very time-consuming. It is far easier for me to just say 

“Alexa, turn on blind, open” from wherever I happen 

to be in the house.

• I now subscribe to both Amazon Audible (audible.

co.uk) and Spotify (spotify.com) on my computer. 

Audible enables me to listen to a vast range of  

audiobooks which are read out to me via Alexa, and 

Spotify enables me to listen to a vast array of songs 

via Alexa.

Of course all these devices cost money and at the 

moment they are not cheap. However, I regard it as 

an improvement to my life and any improvement is 

worth its weight in gold as far as I am concerned.

You can apply for grants that make affording 

adaptations to your home easier. To find out more, 
please visit our website: https://bit.ly/2CBHVTL 

Matthew Law 

matthewlaw1968@yahoo.co.uk

ADAPTATIONS

Adapting to life
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Chabble:
a truly 
smart app
Chabble is a smart-device app that 

assists with communication, and is 

designed specifically for people with 

difficulties in movement and speech. 

No keyboard or voice is necessary to work the app; 

rather, set phrases, images and short statements 

can be clicked on for the app to communicate 

someone’s specific needs, emotions or just general 

conversation.

The app was designed by UniTalk Ltd., who 

created the TouchPhase technology used for 

Chabble that allows communication to take place 

entirely without voice or keyboard for the first time. 

You can read more about this communication 

technology and UniTalk Ltd. here: 

www.unitalkltd.com/about-us  

You can watch a number of  How-To guides to see 

the range of  features Chabble offers and how it 

works: www.chabble.co.uk/how-to-use 

If  you need a programme that’s tailored 

to your specific needs, you can also order 

a bespoke package of  the app and the 

Chabblet: a smart device with Chabble, 

internet access and a camera built in: 

www.chabble.co.uk/bespoke. However, it’s 

expensive at £499; the app, currently priced at 

£2.99 and available on all smart devices, is a far 

cheaper option.

The testimonials for Chabble look promising for 

people with ataxia: “… I suffered a Traumatic Brain 

Injury and … had physical, occupational, and speech 

therapy for six months. I can’t stress enough how 

helpful Chabble will be to the lives of  those who have 

difficulty speaking. Chabble is a win-win-win tool for 

everyone to communicate!” - Shannon Marie Hilbert 

USA (Activity Assistant Certified - Retired)

The app can be used across Apple products (App 

Store) and any smart device that uses Google 

Play.

Already use Chabble, or are interested in 

trialling and reviewing it? Get in touch with us at 

communications@ataxia.org.uk so we can put it 

to the test.

ADAPTATIONS
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Below:

Dan, one of  

our Ataxia 

Ambassadors

LIVING WITH ATAXIA

Caring for someone with ataxia
Uzo is the administrator of our 
Facebook support group for carers 
of people with ataxia. She tells us 
what she’s learnt since becoming a 
carer for her husband Chris.

Firstly, let’s tackle the word ‘carer’. 

‘Carer’ is not a word I would use to describe myself, 

nor have I ever considered myself  a carer. I’m just a 

wife and mother of  three young children getting on 

with life as it is. And yes, I do have a partner battling 

a progressive neurological condition.

My husband, Chris, inherited spinocerebellar ataxia 

(SCA7) from his father. We had experienced some 

of  the challenges his father faced and thought we 

were prepared. However, his father’s symptoms 

presented much later than Chris’s. By the time my 

last child was born and Chris was 42, he was hardly 

driving and had to stop working as he struggled to 

get a grip of  his physical challenges, especially his 

eyesight. So, we were faced with the challenge of  

having three young children and with just my work 

providing the main source of  income. 

As an individual, I am unfazed by challenges to a 

large extent and I naturally just get on with things. 

My husband on the other hand is more measured 

and relaxed and sometimes had to play catch 

up with me; I would say by the time my 

husband is just taking off  from the 

starting point, I have finished 

the race and done 

the victory 

lap. 

This has been the pattern with us right from when 

we were dating, before we got married and before 

the ataxia symptoms became pronounced. Though 

we had totally different ways of  dealing with 

situations, we were very aligned in our principles.

As we navigated the changes to our family and 

lifestyle, several other challenges began to show 

their faces. It wasn’t easy, being the sole income 

provider and home maker. It was tough having 

to accept the changes in Chris physically and 

mentally. I adapted to everything I needed to do, but 

struggled with what he had lost.

The financial, physical and emotional changes were 

like storms and then hurricanes, rising in categories. 

But then, with these challenges came strength, faith 

and support. 

In dealing with SCA7 and its impact on our lives, 

I have learned about perception, the choices we 

make and how we view and live life in general.

I also realise that I have now slowed down a great 

deal, especially with Chris. I am no longer rushing 

and doing victory laps: I have had to learn the art of  

strolling with Chris, regardless of  what the race is.

While I am still learning daily, I choose to live a 

normal family life with my family. I do miss being 

able to do lots of  things together, but I have 

appreciated the value of ‘living in the moment’ 

and counting my blessings. 

Chris goes to his monthly old school mates 

meetings regularly and has father-child time with 

each of  the children. This summer Chris decided 

he would repaint the study. He insisted he wanted 

to and that he had painted it the last time some 

years ago. I pointed out to him that his symptoms 

then were not as severe as they are now. 

Nonetheless, he wasn’t having it. He 

wanted to paint the study.

And that brings me to the final part of  

this piece. When caring for someone 

who is facing a long term-health 

challenge, please allow them to be what 

they want to be and to do what they’d like 

to … within reason.  As much as I was trying 

to protect Chris, I relented because I recognised 

that he needed to do it. It wasn’t even a bit close 

to the same finish as the last time but we have 

accepted the study as he has painted it.

In life, there is always something new to learn. For 

me right now, it is not to look at the imperfections but 

to accept and appreciate everything. They all make 

up the big picture of  life. 

If you’re a carer for someone with ataxia why not 

join Uzo on our closed Facebook support group: 

https://bit.ly/2NXCF2T
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Pregnancy and ataxia
We interviewed Alalia Cardozo who 

has FA to find out how she managed 

her condition whilst pregnant. She 

gives us an insight into her experience 

and provides some useful advice for 

anyone with ataxia who is considering 

having a baby.

Did any or your symptoms change or get worse 

when you became pregnant?

I don’t think my symptoms changed particularly, but 

I was more tired than usual and I did have quite bad 

morning sickness for four months. After that, whenever 

I got tired I felt sick. I often fall over when I use my 

walking frame, so when I became pregnant I just used 

my mobility scooter in case I damaged myself  or the 

baby.

Did you receive any extra support or information 

from your GP about how being pregnant might 

affect your symptoms?

Unfortunately, I didn’t receive any extra support from 

my GP. He doesn’t know very much about ataxia.

Was there any medication that you were taking 

for ataxia that you could no longer take when you 

became pregnant?   

There were no medications I had to stop taking, 

although I became anaemic and had to take iron pills. 

Later I had to take a blood thinner injection into my leg 

every day for the last three months of my pregnancy. 

This is because with ataxia you get blood clots more 

easily than normal, as you don’t move your legs as 

much. When you’re pregnant your blood becomes 

thicker so you get double the problem.

How was the birth itself? Was it complicated any 

further by having ataxia?

The birth was actually relatively easy. Of course it 

was very painful for the last part of my labour, but the 

first part wasn’t very bad; I think I couldn’t feel my 

contractions very well, possibly because I have ataxia, 

so if  anything it was a benefit. I didn’t know if  my pelvic 

muscles would be strong enough to push the baby out 

and nor did the doctors; originally they said I should 

have a caesarean. I asked them if  it was possible to do 

it naturally, and if  it didn’t work then I was happy to have 

an emergency caesarean. It was incredibly painful 

and I did think I wasn’t going to be able to push hard 

enough, but I did it!

Did the staff at the hospital understand your 

condition and any additional needs? Did you have 

to remind them?

The doctors and nurses were very good and I didn’t 

have to remind them that I couldn’t move normally. 

However, l did want to have a water birth, but they 

refused to let me in case I slipped. Initially this upset 

me. I understand that the nurses or doctors did not 

want to be held responsible if  I had an accident but I 

also think that they should not be blamed and it is my 

responsibility. I’m the one who knows what I can and 

can’t do. 

Was there anything you learnt about being 

pregnant with ataxia that you wish you had known 

in advance or that you think other people should 

know?

I think I made the best decision by not knowing the sex 

of my baby prior to the birth. It made me so excited 

just to give birth so I could see what it was. That was 

one of the main triggers that kept me going. I was 

meant to have an induction one week earlier than 

my due date, because the doctors didn’t want me 

to be uncomfortable for longer than necessary or to 

put myself  and the baby at risk if  I fell over. I agreed 

with the doctors about making sure the baby is in an 

ataxia body for no longer than necessary, because 

it is incredibly uncomfortable and exhausting being 

pregnant, especially with ataxia.

What helped you handle your pregnancy? Any 

specific advice, exercises or items that helped? 

What helped me a lot was that my sister was pregnant 

at exactly the same time; she actually gave birth two 

days before me, so I was very lucky. If  you know 

anyone who is also experiencing a pregnancy then I 

really recommend spending a lot of time with them. I 

think every pregnancy is different, just as every ataxia 

is different for all the people who have it, but it’s great to 

have advice.

I also had two appointments in London with ataxia 

specialists who were very helpful and advised me on 

what I might need and what I may or may not be able 

to do. They advised me to get the blood thinners and 

said that I could try to have a natural birth if  I wanted.

How were the first few days after your baby was 
born?

They were a bit exhausting and very painful. I had to 

have lots of stitches and when I moved anywhere, 

I had to drag myself  on my bottom; it was just very 

painful. Someone who can walk might not have to go 

through so much pain. I think it’s quite important that 

you are prepared for that if  you can’t walk.

Are you pregnant and have ataxia? If  so, please let us 

know. We’re in the process of  putting together some 

guidelines for health professionals and could use your 

input. You can email us on: 

communications@ataxia.org.uk 

If  you’re a parent with ataxia why not join our Facebook 

support group for parents with ataxia: 

https://bit.ly/2AgmI0g
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hank you
to everyone

who has given
a donation
in memory of
a loved one

Leaving a legacy

is one of  the most enduring ways

to make an impact

Much of  our research

has been made possible

by the foresight and generosity

of  our Friends and supporters

who have remembered our work

when making their will

We currently have more than

20 research projects underway,

all of  which are funded,

at least in part,

by gifts left to us

Your legacy can be hope for the future


