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Section 1: Introduction

In October 2019 Ataxia UK commissioned Nick Hopkins Consulting to carry out a
research project exploring the financial inclusion related experiences of people with
ataxia.

The aim of the research was to provide an evidence base to guide Ataxia UK'’s future
financial inclusion related information, support and advice provision and campaigning/
influencing activities.

The most immediate decision to be taken by Ataxia UK related to the possibility of
partnering with Scottish Huntington’s Association, using its existing financial inclusion
service to reach out to people with ataxia. With this in mind the interviewee sample
was designed to ensure a strong perspective from the devolved administrations in the
findings.

The report is divided into the following sections:

e Section 2 sets out the work undertaken by the consultant in delivery of the
project.

e Sections 3-5 set the context for the financial issues covered in the rest of the
report, focusing on experience and timing of diagnosis, the impact of ataxia on
respondents’ daily lives, and on their employment and housing situations.

e Sections 6 and 7 focus on the perspectives of people with ataxia on their
financial situation and the extra costs they face associated with ataxia.

e Sections 8-10 focus on three sets of financial inclusion issues relating to;
engagement with the benefits system; debt and money management; and
financial planning/ use of financial products.

e Sections 11 and 12 focus on experiences of engagement with other advice
services, and with the information, advice and support provided by Ataxia UK.

e Section 13 focuses on views of potential future engagement in financial inclusion
work by Ataxia UK.

e Section 14 sets out conclusions drawn from the report which are relevant to
future activity by Ataxia UK in this field, and makes recommendations based on
those conclusions.

The consultant would like to thank all those from Ataxia UK who gave their time to
assist in the production of this report, and most of all those people with ataxia and
carers who gave their time to respond to the survey, be interviewed or participate in
the focus groups, and who spoke so honestly and openly about their experiences and
perspectives, even when covering potentially difficult and private issues.



Section 2: Methodology.

This report is based on:
e A survey of people with ataxia who are in engaged with Ataxia UK in some way
from which 254 responses were received.
e 4 interviews with staff and board members of Ataxia UK
e 26 interviews, and 3 focus groups, with people with ataxia who have engaged
with Ataxia UK in some way.

Survey
The survey was disseminated in both hard copy and electronic formats:
e The hard copy format was distributed through the Ataxia UK Autumn/ Winter
magazine.
e The online format was disseminated through direct e mail, the provision of a link
in the article accompanying the survey in the magazine, and through promotion
through Ataxia UK’s online forums and social media channels.

Hard copies were returned to Ataxia UK through a Freepost address, with the data
being entered by the consultant.

The hard copy had been produced earlier than initially intended due to the tightness of
print schedules. Due to this, a very small number of minor changes were made to the
online survey which was disseminated shortly afterwards, relating to information being
sought about the type of ataxia impacting on respondents and a small number of sense
edits.

Characteristics of respondents

Age, Sex and Ethnic Origin

e Slightly more men replied to the survey than women, 54% to 46%.

e A majority of respondents, 63%, were 55 or over with one quarter of
respondents aged between 55 and 64.

e Only 20% were aged under 44.

e 89% of respondents defined themselves as white British/ English/Irish/ Scottish/
Welsh, 5% as white ‘other’. Fewer than 2% defined themselves as being from
Bangledesh/ India/ Pakistan or being Black African.

Household Status.

e 549% were living as part of a couple with a partner, 46% were not.

e 16% had dependent children living with them, 84% did not.

e Of those with children living with them; 44% had one child, 29% had two, 10%
had three and 17% had four or more.

e 86% had no adults in their household other than their partner or grown up
children, 11% were living with their parents or members of the older generation,
5% with siblings or other adults.

e Only 6% of respondents’ households contained more than one person living with
ataxia.

e 34% were living alone.

Location.
e Respondents were spread across the UK; 17% came from SE England, 13% from
SW England.

e 8% of respondents came from Scotland, 5% from Wales, and less than 1% from
Northern Ireland.



Housing Status.

e Respondents were slightly less likely to be living in a home that they owned
than the UK general population, although, perhaps reflecting the age of
respondents, the figures for paying off with a mortgage and owning outright
were almost reversed:

o 43% of respondents were living in a house they owned having paid off
their mortgage, against 21% in the general UK population.

o 18% owned their own house which they were paying off with a mortgage,
against 43% in the UK general population.

¢ Respondents were significantly more likely to live in social rented housing than
the UK general population and significantly less likely to live in the private
rented sector, perhaps reflecting both the importance of the social rented sector
for disabled people and the age of respondents.

o 23% were renting from a social landlord, against 15% in the general UK
population.

o 10% were renting from a private landlord against 21% in the general UK
population.

e 6% described their housing situation as ‘other’.

Staff Interviews

The consultant carried out four interviews with staff/ board members from ataxia UK.
This focus on both their understanding of the financial issues facing people with
ataxias, and their perspective on the impact and potential additionality of having
access to a financial inclusion service.

One of the people interviewed was herself affected by ataxia. That interview was
particularly critical in influencing the design of the aide memoire, and her feedback has
been included in this report alongside that of other interviewees with ataxia in the
sections that follow.

Interviews and Focus Groups with People with Ataxia
Recruitment to interviews was carried out through:
e Requests for interviewees carried in the magazine and made on hard and online
versions of the survey.
Direct e mailing of people engaging with Ataxia UK.
e Advertising through Ataxia UK'’s online forums and social media channels.
e Direct approaches to people with ataxia in contact with Ataxia UK.

Recruitment to focus groups was carried out through:
¢ Engagement with existing support groups in Glasgow and South Wales.
e Publicising of the opportunity to talk about financial issues to people with ataxia
in London and SE England.

Interviews and focus groups were semi-structured, based on an aide memoire shared
with Ataxia UK for comment, ensuring both that key issues were covered and that
interviewees could explore issues of interest to them in detail.

26 interviews were carried out with people with ataxia, four of which were carried out
in written format reflecting the preferences of those involved, 22 of which were carried
out on the phone. Reflecting part of the initial stimulus for the research, 7 of the
interviews were with people from Scotland. 13 were from England, 3 were from
Northern Ireland and 2 were from Wales.



Focus groups were held in three cities; Cardiff, Glasgow and London. In total the focus
groups involved 22 people, 18 of whom had ataxia and 6 of whom had caring
responsibilities for people with ataxia.

A total of 48 people were therefore involved in the qualitative element of the project.
27 were male, and 21 were female.

The age range of people involved in interviews and groups was:
e 18-24: 1 person.

25-34: 6 people.

35-44: 4 people.

45-54: 14 people.

55-64: 15 people.

65-74: 7 people

75 plus: 1 person

In the report that follows, each respondent is assigned a name which is not held by
them or any other interviewee, but which indicates gender and maintains the humanity
of the respondent, and to indicate respondents’ age within broad bands.



Section 3: Diagnosis with Ataxia

Survey Responses

Type of Ataxia/ Age of Onset
e Three quarters of respondents reported having cerebellar ataxia, 16% indicated
that their ataxia was defined as ‘other’, with only 9% of respondents reporting
that they had Friedrich’s ataxia.
e 51% had first experienced symptoms after the age of 45, 26% of all respondents
between the age of 45 and 54.
e 15% had first experienced symptoms under the age of 18.

Interviews and Focus Groups

Experience and Timing of Diagnosis.

For many participants the experience of being diagnosed was extended. Some clients
in middle age or older had experienced the onset of symptoms in early adulthood, but
had only been diagnosed much later, in one case about 20 years after first having
balance issues. Often those symptoms had been noticeable but relatively minor and
they had been seen by the person affected as just being the way things were, a
something that was not quite right but not of major concern.

One participant gave a sense of the clues that had indicated something was wrong, and
the way he had adjusted to cope with them, another of a slightly different set of
symptoms with which they had simply lived:

‘I felt I was coping OK with symptoms but when I was 26 they got a little worse.
I felt they needed investigation. There are little things that I didn’t think of all
the time. Things that I had always lived with, like not being able to walk down
the stairs without holding onto the bannister. I couldn’t bounce a ball properly
whilst walking until I was 10, I wasn't very sporty, that’s quite common with
ataxia.” (Liam, 35-44)

‘They first appeared in my 30s, I didn't have any idea what it was at the time. I
used to get tiredness and lightheadedness, I thought it was the time of the
month causing it. It was probably more severe in my late 40s. I'd always had a
really bad feeling, I thought that something was wrong with my ear. When I was
younger I was riding a bike with my daughter and I keeled over. Things like
that.” (Anne, 75 plus)

Many described how their first symptoms had given them a sense that something was
wrong. One participant remembered sitting down with her husband to talk about how
she was feeling because she was aware that something wasn’t right, because she was
feeling a bit ‘wobbly’, others spoke about friends or relatives noticing that something
was wrong. In contrast, some had assumed that they were experiencing normal
human clumsiness:

‘T was 19/20. I fell over and was having a wobble. I thought I was being clumsy,
but I wasn't.” (Sian, 25-34)

Diagnosis had often come after seeking help when symptoms of their condition had
worsened or they had not been able to cope with them as well as they had managed
previously. On other occasions health issues had triggered engagement with health
professionals who had identified straight away that investigation was required. ‘Anne’



had sought help with a heart issue, and her unusual gait had been noted by the doctor
who saw her enter his consulting room, and who had initially thought she might have a
brain tumour.

For other participants their own diagnosis had come after other members of the family
had been diagnosed, sometimes their children. This could be after a long period of
living with symptoms, or could prompt earlier diagnosis or even diagnosis whilst
asymptomatic:

‘I was first diagnosed when I was 44. I've really had symptoms all my life. I
have had ataxic movements for a long time, and deformity of my feet. It's
caused me problems all my life. I was diagnosed in September 209, it was a long
process to get diagnhosed, when my daughter was diagnosed I asked if I could
take a genetic test at that point.” (Frances, 45-54)

‘After struggling most of my life to describe what I had, and feeling people didn't
believe me, it was a great relief to get a diagnosis. Two out of three of my
daughters started having similar symptoms and it wasn’t until we took them to
the neurologist about 7 years ago that they were diagnosed with a genetic blood
test, and we then knew what I had, I was formally diagnosed by having nerve
conduction tests. Before then the condition was described as ‘something like
epilepsy’ and I had various one off and continuous EEG tests, all to no avail.’
(Greg, 55-64)

However some family responses could delay their access to diagnosis:

‘My father and grandfather had the condition, my mother kept it from me. She
would tell me that his problems were because he had been in the war. I just
accepted that.” (Mary, 55-64)

Carers of young people/ children with the condition, and some of those affected as
children reported that symptoms had been very clear from early on, with mobility
particularly affected, but that even in these circumstances diagnosis could take some
time:

‘We noticed my son was different as soon as he could walk. The symptoms were
more obvious by the time he got to five. The GP and the consultant didn't know
what it was at first.” (Hamed, 45-54)

For others, childhood issues had been interpreted as relating to other health problems,
one participant described herself as struggling through school and being diagnosed
variously with dyslexia and then dyspraxia.

A number of participants spoke about their symptoms initially being investigated as
being caused by other conditions, including brain tumours, epilepsy, Huntington’s,
multiple sclerosis and Parkinson’s, and less seriously as being the result of ear
infections. Some of those investigations had been quite extensive/. Some reported that
the neurologists they had initially engaged with had not been ataxia specialists.

‘I had symptoms when I was 27. I began to have issues with my balance, I was
losing control of my feet. I only got diagnosed 5 years ago. It took a very long
time. They couldn’t work out what it was. They thought that I had MS. I had a
scan and a lumbar puncture but nothing showed up. They still can’t find out
what is causing the cerebellar ataxia.” (Graeme, 55-64)



A small number of participants had experienced very sudden onset of symptoms,
followed by relatively rapid diagnosis. One had had a lumbar puncture shortly before
going on holiday, and then had had a breakdown whilst on holiday, and at one point
had had to be sectioned under the mental health act.

Another spoke of his experience:

‘It was sudden onset. I was sitting on a bench. I struggled when I got up. I
thought that I had been sitting too long, and that it would go away, but it didn't
and I kept losing my balance.” (Malik, 65-74)

For others the situation was not so much about the sudden onset of symptoms, as
there being a particular occasion when they remembered thinking that something was
not right:

‘T used to do boxing and went back with my step son. I found that I couldn’t do
the things I used to do before. I was diagnosed in 2007, that was about 10 years
when I knew there was something wrong but couldn’t put my finger on it.’
(Peter, 55-64)

Feelings about Diagnosis

Broadly positive responses
A number of participants simply reported that they had felt that their condition at least
had a label or a number, for some that was their predominant focus:

‘I didn't feel much different after diagnosis. It hasn’t changed my attitude to life
or anything. Nothing has really changed, apart from now I have a label as to
why my balance is off and things like that.” (Danielle, 25-34)

A number of participants felt a degree of relief that they had a diagnosis, particularly
where they had been dealing with the symptoms of the condition for most of their life,
to the point in one case of describing themselves as being ‘glad’. This relief could even
involve feeling relief that they knew something of how their condition would progress.
For one participant the diagnosis at least raised the possibility that research might one
day mean she could be cured.

One participant felt that the diagnosis at least allowed her to think of how she could
fight back against the condition. She had feared being told that she could no longer go
to the gym to exercise, but had been heartened to be told that would actually be good
for her. Another identified her decision to take a positive attitude towards the condition
as being critical, alongside the support she had from friends and family:

‘I had never heard of it before, I decided to take it in my stride. I coped pretty
well, I think it's important to be positive. I also get support from my friends and
partner....I think it's great that you get more disabled people on TV.’

(Melanie, 45-54)

There was also a sense from a number of interviewees diagnosed in middle or older
age who were taking the attitude that although the condition would limit what they
could do, it would not necessarily be life shortening for them, or, in the case of one
asymptomatic individual, that they might never get the condition:

‘I read up that it was progressive, but not usually fatal’ (George, 65-74)



‘They told me that I might start getting symptoms at 92, but I might die at 83.’
(Rebecca, 45-54)

‘T expect to die with ataxia, but not die of ataxia.” (Ray, 65-74)
Others felt that there were other conditions that could have been worse to have:

‘I thought that I had MS and that was the explanation for me being a bit
skewhiffy. I was glad that I hadn’t got MS. I know that everyone deteriorates,
but you deteriorate quicker with MS.” (Wayne, 55-64)

For some of the participants, ataxia felt as if it was something that they had always
lived with, and they had reacted to it in quite a matter of fact way:

‘I was only 13 when I found out. I just ignored it, I didn't think it was a big
thing, in those days they didn’t know much about it. When you are young you
think differently, I just got on with it.” (Gary, 55-64).

For some, their feelings at diagnosis had not left a lasting impression, in some cases
because they had families in which the condition was present and they had always
expected to be affected by it.

Issues around awareness

Many participants reported not previously having been aware of their condition, and
being uncertain about what it was when they were diagnosed. There was a sense from
some of the broader lack of information about and understanding of the condition:

‘I had several MRIs, I've been to five neurologists, but no one can work out
exactly what it is.” (Malik, 65-74)

‘I didnt know much about the condition [at time of diagnosis]. I still don't. I
don’t think anybody else does. I wanted to know what the future held, but the
neurologist said that they couldn’t say, everyone is so different.” (Ray, 65-74)

Negative responses
For a significant minority of participants, diagnosis had triggered very negative
feelings.

Participants had sometimes experienced diagnosis as a real shock:

‘When I got the diagnosis, I thought ‘Shit, shit, shit’. Externally I was quite calm,
internally I had all sorts of questions about what it would mean for me.’
(Jimi, 45-54)

Feelings of isolation sometimes accompanied feelings of depression, partially driven by
the sheer rarity of the condition/ some forms of the condition. People could also feel
quite unsupported, including one of the participants who had received a diagnosis after
her son and was asymptomatic:

‘This type of ataxia is very rare. I felt really isolated at this point. Even in the
online forums, no one knew what it was.’ (Frances, 45-54).
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‘When it was confirmed it was like you have got it, now go away. I have had
nothing.....I got my diagnosis on the back of his, and nobody has spoken about it
at all to me. It's ‘see you later’ and will go and look for something else with your
son. It's been more bewilderment than a negative impact.’

(Rebecca, 45-54)

Thoughts about families could be quite complex. ‘Frances’ reflected on the impact of
the condition being genetic:

‘I do feel guilty that I gave my daughter this thing. I know it doesn’t make sense
and people have told me it’s not my fault, but when it’s yourself, it feels like
your own fault and you don’t want to think that.” (Frances, 45-54).

Some were worried about being a burden on others in the family, whilst others turned
straight to their family for support:

‘At first I was quite scared. I didn’t know anything about it. I had heard the word
but I didnt know anything about how it might affect you. When I got it my
husband was at work and I couldn’t get hold of my parents. I went home and
cried and then my husband and I stayed up all night looking for information on
line. There was not a lot of information about type SCAS8, there was a lot more
about Friedrich’s Ataxia.” (Rachel, 45-54)

For ‘Rachel’ the internet had been a source of help, giving her at least some of the
information she needed to think through what was happening to her, for others
consulting the internet was a potential trigger for depressive thoughts:

‘Only the things you read on the internet, you should never do that. They tell
you things like it reduces your lifespan and you might end up in a wheelchair.’
(Danielle, 25-34)

Social awkwardness
One participant explored in some detail the dilemnas she had experienced thinking
about who she should tell about her condition:

‘I faced the choice of telling everybody or telling nobody. I did tell everyone that
I knew well, I told the school mums, my close friends and family. I didn't want
my son to get bullied at school because his mum was wobbly. I didn’t want to
have to explain if something happened, I didn't want to have to explain if I fell.”
(Suzie, 45-54)

One parent carer reported how she had felt offended when someone had spoken about
her child’s symptoms to her:

‘She was diagnosed when she was 8. She had been having issues with her joints
for a long while. The nursery nurse picked it up when she was three, she asked if
she had something wrong with her knees. I took offence.’

(Jennifer, 55-64)
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Thinking about the future
Other participants reported that their minds turned quickly to their future after they
had been diagnosed and had begun to investigate the condition:

‘When you read about the symptoms and what can happen, there was that
thought of what the future would be like. Things like kids and family and not
being able to do the things that you thought you would.” (Hari, 25-34)

Participants observed that thinking about and planning for the future was difficult in the
context of a condition which varied significantly in its impact and was difficult to
predict, and that this in turn could leave them uncertain about how to feel about it:

‘The neurologist says everyone’s template is different. It is progressive but
people get different symptoms and it’s difficult to compare.

I don't know how to feel about it, I can’t get any certainty about the future, even
if you haven't got ataxia you could go out and get hit by a bus. It isn’t nice, but I
don’t worry about it too much.’ (Danielle, 25-34)

‘T asked the doctor, how long until I need a wheelchair. He said that he couldn't
be certain.’ (Liam, 35-44)

One participant made the point that thinking in too much detail about the future was
difficult for anyone:

‘I knew I was going to get worse and need a wheelchair. When you are young
you don’t think about getting old, just as now you don't really think about
needing a wheelchair. I just thought that I would make the best of things.’
(George, 65-74)

Participants who had seen other family members affected by the condition reported
that their prior knowledge had meant that they knew what they were dealing with.
However, this did not mean that the impact was easy to cope with:

‘I feel settled in my own way of doing things. I look at my dad and I think that
he kept working until he was 65, he is 70 now. Although he did give up driving in
is 50s, he never liked it, so I hope that I can go a bit beyond that, that’s my
mentality. I do think about it, with my dad I have a sight of what is coming my
way.’ (Kate, 35-44)

‘When I first displayed symptoms, I did know what it was. I had a strong family
history of ataxia and grew up with my father having the illness. I still find it
difficult to come to terms with it, and understand why it is happening to me
though.” (Claire, 25-34)
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Section 4: Impact of Ataxia on Daily Life.

Survey Responses

Health
e The survey provided clear evidence of the impact of ataxia on people’s health.
e A significant minority of respondents, 43%, reported that their health was poor
or very poor.
e 26% felt that their health was satisfactory, 17% that it was good.
e Only 11% reported that their health was very good, 3% that it was excellent.

Impact of Ataxia on Day to Day Life

e The survey provided very clear evidence of the significant impact of ataxia on
people’s day to day life, in particular on their mobility and ability to carry out day
to day tasks, but also on their mental health and ability to take decisions.

e Over three quarters, 77%, of respondents felt that ataxia had at least a
significant impact on their mobility, nearly 50% a very significant impact.

e 64% felt that it had had at least a significant impact on their ability to carry out
basic physical tasks, 88% at least a somewhat significant impact.

e 39% felt that it had at least a significant impact on their mental health, 67% at
least a somewhat significant impact. Around a third felt it had either a not very
significant impact or no significant impact at all.

e Just over half, 51%, felt that ataxia had at least a somewhat significant impact
on their ability to make decisions, just under half that it had either a not very
significant or not at all significant impact.

Interviews/ Focus Groups
Participants explored:
e The impact of ataxia on their daily life, focusing on their mobility and their ability
to carry out everyday tasks, and the cognitive impact of the condition.
e The impact of ataxia on their mental health, and their assessment of their
general state of health.

Mobility and Travel

Mobility was consistently identified as being the most significant of the impacts of their
condition. Different levels of impact were reported in line with the different stages of
progression participants had reached, and the different types of ataxia affecting them.

Mobility impacts included:

e Not being able to walk far.
Having to use a wheelchair within and outside the home.
Cruising round the furniture for balance when within the home.
Trouble maintaining balance when standing.
Feeling dizzy without warning when standing or turning round.
Experiencing falls.
Not feeling comfortable walking outside the home.
Feeling uncertain about using stairs, and not being able to go downstairs without
holding onto a bannister.
e Having to sit down when getting dressed.

Participants also reported that their mobility varied day to day:

‘Some days I can’t get up at all, and I am stuck lying flat. On those days my
husband has to carry me to the bathroom.’ (Rachel, 45-54)
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One participant who was still able to walk reflected on some of the challenges that she
faced when she was out and about:

‘I can’t do steps very well. I don’t go into town because the pavements are
uneven. I would walk an extra mile to cross a road because I can’t go down a
kerb.” (Mary, 55-64)

Participants explored issues that they faced travelling. For a number of participants
driving remained a possibility, as their ataxia had not yet impacted on their co-
ordination. Others were not able to drive because of the extent of impact their
condition was having, and of the medication they were taking.

Participants who were wheelchair users experienced a number of specific challenges
Travelling in a wheelchair was seen as difficult because of encountering steps, kerbs on
pavements. Travel outside the home was seen as requiring planning ahead.

Using public transport was a significant challenge for many participants due to
accessibility issues, participants point out difficulties with steps on trains and buses and
in stations.

Mobility issues had broader life impacts for some participants, in particular on their
ability to live independent lives, engage with other people, engage in loved activities,
or on their confidence engaging in normal activities:

‘I can only just walk on my own. This means that I don’t really go out alone, so I
am usually with my mother, sister, or an able bodied friend.’ (Claire, 25-34)

‘Ataxia makes it hard going up and down stairs. I have lost a lot of confidence
going to the theatre or the cinema, I worry about whether or not there will be
rails to hang on to.’ (Suzie, 45-54)

‘I don't like being in crowded places, I don't feel safe on my feet.’
(Gary, 55-64).

‘I can’t travel to places by public transport, they aren’t accessible. When I can
get a lift I can go horseriding, I compete with Riding for the Disabled, and I can
also link with Inclusion Scotland when I can get up to Glasgow and
Edinburgh.....I feel stuck, I just feel stuck.’ (Sian, 25-34)

Participants spoke of using a variety of mobility aids; wheelchairs, rollators, zimmers,
walking sticks and mobility scooters. Participants were very conscious of the way that
their use of different aids was increasing as their condition progressed, and of the way
that aids they used under some circumstances would increasingly be what they would
use under all. Acceptance of that could be difficult for some:

‘I started using just one walking stick and a hiking stick, and I've now
progressed to using two. I have a power chair for when I go for a large shop. I
have a wheelchair provided for me which I use as a mobile chair in the house. 1
hope it will be some time before I have to use it all the time.’ (George, 65-74)

14



People experienced issues with the wheelchairs that they were using, with the size and
weight of the chairs consistently identified as being problematic:

‘I have to use a wheelchair, my balance has deteriorated so much that I have to
use the wheelchair in the home. I can’t get it out of the door, and I can’t get it
into the car, it's too heavy. I have to resort to using a walker when it’s outside.’
(Frank, 75 plus)

Speech

Participants regularly reported issues with their speech, with a number asking during
interviews whether or not the interviewer felt that they had an issue with their speech,
and whether or not the interviewer was able to understand them properly. Making
themselves understood was a challenge for a number of participants when speaking to
people outside the family:

‘I do have an issue with my speech, it's a bit slurred. I am talking a bit slower
with you so that you can understand me. I don’t have to do that with my wife,
she understands me.’ (Ray, 65-74)

Again, the progression in the impact of their condition on their speech was something
participants were very aware of:

‘It affects my speech. I know that it will deteriorate over time. I've been to an
ataxia support group and there is a lady there with the same type of ataxia that
I have. I find it difficult to understand her, I am not looking forward to that, I am
speaking slowly to you now so that you can understand me.’

(George, 65-74)

Some participants felt that their speech was generally less affected by their condition,
but reported that when they were tired it became worse.

Fatigue
After mobility and speech fatigue was identified as having the most significant impact
on participants’ lives, and their ability to carry out everyday tasks.

This impact could be seen in a number of different ways:
e Only being able to do a single shop, rather than visiting a number of shops.
¢ Not having the energy to keep up a job, or to conduct a social life.

One participant talked in detail about the impact of his condition, but also about how it
could be hard to distinguish that impact from the impact of age:

‘I am much more tired, though at 74 what should I expect. I find it difficult to
say this is all caused by my illness. For me, it is difficult to accept that it might
be my illness, I have had different experiences from the others [in the focus
group]. I find it hard to do physical and mental work all day. If I've done half an
hour I need to sit down.’ (Malik, 65-74)

One participant described the impact of her conditions on fatigue stressing both the
severity of and fluctuations of that impact:

‘It's episodic. When it hits I can’t do anything, I have to lie down. It can come in

seconds and it can be triggered by pain or the heat. I think that stress impacts
on it, and I can struggle to sleep.’ (Petra, 45-54)
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Everyday Tasks

Participants reported a number of other impacts on their ability to carry out everyday

tasks:
¢ Not being able to grip and hold things.

Dropping things, with picking them up also difficult.

Finding it hard to focus on tasks.

Feeling ‘a bit shaky, like Parkinson’s’, and finding it hard to keep still.

Not being able to write properly.

Carrying drinks/ cups of tea/ a round of drinks when on a night out.

Drinking from normal cups.

Not being able to reach things that were up high within the house (reported by

wheelchair users).

¢ Not being able to cook at all, because of not being able to reach stoves or handle
heavy pots or pans safely, or finding it hard to cook alongside other family
members, which for one participant had been a valued activity.

e Taking longer to carry out basic tasks such as having a shower.

Participants referred to the progressive impact of the condition on what they were able
to do, and to the fluctuation of their capacities within the overall progression of the
condition. These created their own challenges:

‘You have to adapt to change all the time, over time I can do less and less. You
are aware of this every day. There are things that you can’t do all the time wen
you are having a bad day, you have good and bad days. Today is a good day.’
(Catriona, 25-34)

‘It affects everything. Sometimes I can’t do a little bit sometimes, I can’t do a
lot.” (Liam, 35-44)

Some of these difficulties could have a wider social impact:

‘Things like getting in a round of drinks at work and cups of tea in the office. I
don’t do them. I would just spill them. I don’t want people to think I am rude
and I don’t want to embarrass myself.” (Danielle, 25-34)

‘I am not able to so a lot of things that you would hope or expect. There are
things that I can’t do with my nieces and nephews.’ (Liam, 35-44)

Several participants noted an impact on their ability to write, and that they were forced
to rely on using keyboards or dictation instead. This could impact on simple things such
as not being able to sign for packages being delivered to the house.

For a number of participants their ability to carry out basic household tasks had been
maintained by aids and adaptations:

‘I do all my bathing by myself. I have a wet room in the house, and there are
handles in all the right places.’ (George, 65-74).

Some participants reported making significant changes to their everyday lives as a
result of their ataxia. One had moved hundreds of miles from their initial home:

‘The hospital said that we should try to make life less stressful. Life back in [area
near London] was very stressful, so we decided to move out to [rural area in
Wales].” (Mary, 55-64)
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Cognitive
Participants had different perspectives on whether ataxia impacted on them
cognitively.

For some, there was no impact on their ability to think or make decisions.

Others reported that there was some impact, suggesting that their ‘processing speed’
had been reduced and they were not able to make decisions as quickly as they once
had:

‘I am not thinking as quickly as I once did. It’s all going a bit slower, I think OK
but it all takes longer to work out.’ (Peter, 55-64)

Others were struggling verbally at times:

‘Sometimes I can't find the right word. I know that happens to everyone, but it
does happen more to people with ataxia.” (Hari, 25-34)

Some older participants were not certain whether the cognitive issues that they were
experiencing related to their health condition, or whether they resulted from their age.
One younger participant noticed that cognitively she was not performing as she had,
but put this down to no longer being engaged in work or study, not interacting as much
with people, and not being as active more generally.

One younger participant noted an impact on his cognitive ability, and therefore on his
sense of who he was:

‘It has had a cognitive impact. I was always considered bright and competent,
but I've lost that sharpness of thought. I was at an appointment last week, and I
was asked to look at a letter and come up with words. I was always good at
scrabble, but I got stuck after 6,8, 10 words.’ (Jimi, 45-54)

Impact on Health and Wellbeing

General/ Physical Health

Participants were consistently relatively positive about the state of their health in
general, when setting the impact of ataxia aside. This sometimes seemed associated
with having come to an acceptance of the impact of ataxia on their condition.

‘I'm generally OK. I get tired easily and I'm not that active due to falling
whenever I try to move about, but I feel healthy enough.’ (Claire, 25-34)

‘Paradoxically I'm probably the healthiest I've ever been. I've been a vegetarian
for over 40 years and I eat and cook a lot of fresh food.” (William, 55-64)

Others reported experiencing other health issues alongside ataxia, such as heart
conditions, COPD, bladder issues, and an enlarged prostate.

One participant also made the point that the impact of ataxia on their mobility could
lead to negative impacts on their health:

‘Ataxia only really damages my health when I fall over or bash my legs.’ (Frank,
75 plus)
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Mental health

Participants did raise more issues about the impact of their condition on their mental
health. Ataxia was seen by many as something that they had constantly on their mind
as they faced the challenge of everyday living.

The level of distress was significant for some participants, involving in some cases
having what they described as a breakdown, in others having hospital treatment.

One carer spoke of his son having been on anti depressants for a number of years, and
having experienced suicidal thoughts. Others had sought help with serious mental
health problems:

‘I had a nervous breakdown. I saw a therapist for a few months, and we
discussed why this was happening, and what it meant for my future. I got
prescribed anti depressants by my GP. I took them for over a year. I don’t take
anything or see anyone for my mental health now and am presently feeling OK. I
still question why this is happening and how I don’t have much of a future, but I
am not depressed now.' (Claire, 25-34)

Negative impacts on mental health were identified as coming from reductions in
people’s ability to carry out everyday tasks, from the everyday reminder of the impact
and progress of their condition, from the loss of future plans and dreams, from
comparison of their lives with those of their peers, and from feeling as if they had less
of a contribution to make to society:

‘It's definitely dragged me down. That'’s thinking about the things that I can’t do.
It does affect my mood when I can’t do some things. I feel less able to
contribute and less valuable as a person. I worry that I am a burden.....

I worry about whether I can have a family. In terms of a relationship I worry
about not messing someone around given that I have the condition, I worry
about not being able to do the things that a father should be able to do with his
kids.” (Hari, 25-34)

‘I have had a lot of mental health issues as a result of my ataxia. There are a

lot of things that you can’t do and that affects your self worth. It’s been a
contributing factor to my depression, I struggle with my self worth, I've had a lot
of therapy to deal with this.” (Liam, 35-44)

Others described their mental health in terms of it being up and down, and also
highlighted how struggling to meet particular physical challenges could be a trigger for
stress:

‘My mental health is mixed. I have good days and bad days. There are moments
when you think, I can live with this, there are moments when you think, fucking
hell. Walking up the stairs for an appointment, I got breathless and my heart
started racing, I felt like I couldn’t breathe. It was just momentarily, but I
thought to myself, my God, this is going to get worse.” (Jimi, 45-54)

One participant described the psychological impact of not being able to write properly:

‘I can barely write. My right side is appalling, the pen can just jump out of my
hand, I can’t control my writing. That really upsets me, it is something that you
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take for granted. My 9 year old son has beautiful handwriting and he tells me
that it's better than mine and that hurts.” (Suzie, 45-54)

‘Suzie’ captured more broadly how she felt in what are the early to mid stages of the
progression of her condition:

‘My mental health and wellbeing are OK at the moment. I try to stay positive,
but it’s hard, it’s not the brightest outlook. I don’t think of the future too much, I
live for today, what I can do today I will do today, I will do what I can
tomorrow.’ (Suzie, 45-54)

One participant raised the issue of feeling a sense of stigma as a result of being
disabled:

‘I feel conscious of saying to people that I don’t work. I feel bad about it. But I
feel sleepy half the day, and think I spend the other half explaining to people.’
(Frances, 45-54)

There could be a contrast between someone’s general feelings about their mental
health, and their ability to deal with particular aspects of their life:

‘My mental health is generally pretty good. I'm OK in myself dealing with
everyday issues. I find it a strain sometimes to be calm and collected with other
people, to cope with that. It does get me down a bit.” (James, 55-64)

One participant picked up on the seasonal impact of her condition on her mental
health:

‘This time of year in particular, it's not great for the way I feel. I find it difficult
because it's quite an isolating condition. When it’s cold and wet outside you can’t
get out of the house. In the Summer months I can take my daughter to schools
on her bike and you meet people along the way.’ (Frances, 45-54)

Not all participants were negative about their mental health. Some described
themselves as being quite positive, with the impact of the support they received
helping them psychologically as well as practically, although even those who were
more positive referred to difficulties and frustrations.

However, even when participants felt that they were generally positive about their
health, they could struggle psychologically with the impact of their condition on their
life hopes:

‘I am quite a positive person. If I was a negative person, I would be down in the
dumps all the time. You do notice as you get older, with all your friends settling

down and having families. Your mental health takes a beating and it affects your
confidence.’ (Catriona, 25-34)

Rarity of Condition
A number of participants discussed issues for their wellbeing resulting from the
invisibility and/ or rarity of their condition.

For some, this had simply created frustration at having to explain their condition

repeatedly to people who did not understand it. A number of participants had been
seen as being drunk by other people. For two participants that had led them to
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encounters with the police, with both being accused of having been drink or drug
driving, although for one of them that had had the positive side effect of leading to
their diagnosis.

One participant had taken another approach:

‘I've had that issue of people sometimes thinking I am drunk. Having to explain
that I have ataxia is too difficult. I lie about it and tell them that I have MS.’
(Gary, 55-64).

Care Needed.

Many of the participants were receiving care from family members, and some
participants were providing care to family members. Family members delivering this
care included people living with the person with ataxia as a partner, child or parent, or
living elsewhere, with siblings and children often providing care involving basic
household tasks.

The care provided by partners and parents could be intimate:

‘My wife helps me with bathing and getting dressed. She helps me get dressed
and have a shower in the morning......she works part time at the [local hospital]
She has to do everything for me, I can’t even go to the shops.

In some situations the quality of the care that family members were able to offer was
compromised by the health of the person offering the care.

There had been some challenges for some participants in having to rely on family
members as their carer:

‘My husband has taken over the cooking, though I still do it occasionally. I did it
all when we had young children. He has taken on the housework. It's slipped a
little as my mum would say, it’s not up to my standards.” (Rachel, 45-54)

Others were not able to access much help from their family because they lived a
considerable distance from them, or because they had become estranged, or because
other parts of the family were impacted by ataxia.

For some participants things had become more difficult since bereavement, with
impacts on both mental health, and possibly on the progression of their condition:

‘Things have sped up over the last four years since my husband died, and had
become more stressful.” (Mary, 55-64)

Other participants had help that they paid for such as cleaners, although some
experienced difficulties accessing support from personal assistants:

‘I do have a budget for personal assistants, but I can’t get people at the
moment, it’s a rural area and they are hard to find.’ (Sian, 25-34)

One participant referred in some detail to the real support she received from a team of
professionals, but also to the difficulties of asking for help:
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‘I have a very good team; an OT and a physio and a speech and language
therapist. I can call on their help, but I don’t really have anyone else in. I don't
really accept my condition, I am very stubborn and not the sort of person to ask
for help. My husband being with me all the time means that I don’t have to ask
for help, if he wasn't there I'd need to have external help.” (Rachel, 45-54)

One participant captured the value of the support that she received on her experience
of her condition:

‘Sometimes you start to do things and then you remember that you can’t. You
get halfway and then you need to get help. The support workers reduced the
energy I need to do things, which gives me more energy for rest of the day.’
(Nicola, 45-54)

Some participants did not feel as if they had reached the point of needing personal
assistants, and preferred to rely on their family for help.
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Section 5: Employment and Housing Impact of Ataxia.
Survey Responses

Employment Status

e The survey provided very strong evidence of the impact of ataxia on people’s
working lives.

e The vast majority of respondents, 86%, were not in work.

e Of the 14% in employment; half of those were employed full time, one third part
time and one sixth were in self employment.

¢ Much larger numbers of respondents, 29%, reported that they were permanently
off work because of a health condition. 4% were temporarily off work because of
a health condition.

e 42% of respondents reported being retired, reflecting the age profile of
respondents.

e 9% referred to themselves as being unemployed, implying that they were not in
work but still seeking employment.

e 70% reported that the impact of ataxia on their ability to work was at least
significant, 78% that is was at least somewhat significant. This still leaves a
significant minority of respondents for whom ataxia had not impacted on their
ability to work.

e Ataxia has not been a lifelong barrier to work for the vast majority of people
responding. 90% of respondents reported having been in employment at some
point, only 10% had not.

e 76% of those who had never worked had been diagnosed before the age of 18,
half of those diagnosed under 18 had never worked.

Interviews/ Focus Groups

Loss of Employment
Many participants had stopped working because of their condition. Examples included:

e A hotel manager stopping working because of the impact on his speech and
therefore on his ability to engage with people.

e A carer who kept getting attacks associated with her ataxia and finding herself
with work piling up as a consequence, who had lost a number of jobs and had
reached the point of feeling that she couldn’t tell people about her condition.

e An HGV driver who had found that he could not get up the steps into the cabin of
his lorry.

e A nurse who felt she was no longer quick enough on her feet and crutches to
keep up with patients, and who had not fitted in to a more desk based position
which she had lost (although that had not been the result of her ataxia.)

e A warehouse worker not being able to get on and off forklift trucks and finding
walking and going up steps within the warehouse difficult.

Many of these participants felt that they would still have been in work had they not had
the condition. Some participants, even in their early seventies, felt that they would
otherwise still be working. Other, younger, participants felt that they would have
turned, and would still like to turn to something else:

‘T worked until I was 24. I was an animal carer back in County Durham. My
contract ended, it was only short term thing, nothing to do with ataxia. I would
have stopped working by now because of the symptoms, I would like to do
something with business or computers.’ (Sian, 25-34)

22



For some participants, reasonable adjustments at work had not been possible, and
alternative employment with their employer had not available. Others had gone
through the process of their employer trying to make adjustments on their behalf:

‘They did as much as they could do with reasonable adjustments. There was not
real procedure at work to retire early, so I had to go off on the sick. It was a
worry at the time, I wasn’t in the support group for ESA so things were a bit up
in the air.” (Nicola, 45-54).

‘I had to give up work [one of two jobs] quite quickly because of falls. It wasn't
said, but it was implied that I might fall on the children. I also taught football to
preschool kids. I had to take up an admin role, but that’s not what I was
employed for. My strength went quite quickly. I had issues dropping and
carrying things like files.” (Rachel, 45-54)

Some participants had retired on the grounds of risks to the safety of others. One
described how his GP had told him he would not be safe on a building site. ‘Wayne’
who had been a lorry driver captured how the condition would have impacted on the
safety of those around him had he continued to work:

‘I still drive my own car, but my tiredness worried me when I was working. I
gave up straight away [on diagnosis], I didn't want it on my conscience, driving
a 32 tonne lorry and killing some innocent kid and their family.” (Wayne, 55-64)

For some participants other events were as important in their loss of employment as
ataxia, for example the closing of the company they had worked for, broader
redundancies within the organisation or simply the end of their contract. However,
these participants generally felt that the impact of ataxia had been to inhibit their
ability to get further employment.

Some participants identified other health and life issues as being more or as important
than ataxia in impacting on their work situation:

‘I retired because of my health, mostly down to that. A lot of things were
happening, my back was getting worse. I had risen up the ranks at that point, I
didn't have to code any more, so it had less impact on what I had to do, though
my typing was more erratic, and some days were better than others.’

(Patrick, 65-74).

Limited Experience of Work
Two participants had experienced very long term unemployment, one had never been
able to work despite having good educational qualifications:

'T last worked in the 80s. My ataxia and some other health conditions [stopped
me from working]. Doctors told me now to work and do the lifting because of my
tiredness, and my co-ordination was also affected.’” (Gary, 55-64).

‘She has undergraduate and post graduate degrees in business, we were able to
cope because we drove her everywhere. Work would be very difficult because it
takes 2 hours to get ready in the morning.’ (Jennifer, 55-64)

One participant had only briefly taken paid employment, despite having a masters
degree, something he put down not only to his condition but also to entering the labour
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market in the post recession period and to losing heart after consistent rejections. He
had however, engaged in other activities:

‘I've done volunteering since then, with the CAB and the RSPB, and I've done a
lot of writing. I have been trying to get stories published, I've been writing for
the last 4/5 years and I've had three published in the last three months in
magazines. When I finished my degree it was the recession and I couldn’t find
anything, I wasn't getting much interest. I'd been looking for 10 years and I
thought that’s enough. There have been opportunities for admin work, but I'd
rather do my own admin and focus on the writing.” (Liam, 35-44)

‘Liam’ also reflected on the experience of being a student with ataxia:

‘T thought that I could do a degree and no one would notice. That wasn’t a great
idea. That went well, it would have gone better if I'd told people about my
ataxia.’

Financial Worries
Participants were often very worried about their financial situation, which could leave
them in a difficult situation, working when they no longer wished to be:

‘My anxiety was sky high. It was about a year and a half that I was finding it
[work] difficult. The last six months were a real struggle. It was both money and
because I wanted to keep going. I was very anxious, I'd been working for 30
years and was anxious about the benefit system.’ (James, 55-64)

‘James’ had experienced this anxiety despite feeling that his employer had treated him
well, although it could not give him all the assistance that he felt he might have
needed:

‘The company was really good. They have me sick pay of a couple of hundred
pounds for six months. They were very reasonable. I was well treated, there
were no other jobs I could do there, there were no adjustments that they could
make.. I didn't really get advice from them, they were more interested in my
symptoms. I really felt there was nowhere to go for advice.’

‘Graeme’ had received some limited support from his company which he had found
helpful:

‘The company gave me some advice. They helped me out with some things.
They told me about DLA and ESA and they pointed me in the right direction.
They helped out at the start, and then I went to the CAB.’

However few others had received much support at the time from their employers, or
from anyone else, to deal with their situation:

‘I didn’t get advice or hep from anyone at the time. I packed up on health
grounds and the company understood that, but they were no real help. I worked
for the company for three years, and had done the same stuff for a few others,
they understood they had to give up, but there wasn’t much they could do.’
(Peter, 55-64)
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Participants often missed work for more than financial reasons. Similarly, others were
clear that they had continued work after the onset of their condition because they had
wanted to stay active/ feel they were making a contribution:

‘I haven't looked for another job, I felt that I should stop. I don't think that was
a wise decision, I think you should work. The job was part time, but it was so

food. Meeting lots of people and talking all the time was so good for my ataxia.’
(Catriona, 25-34)

‘I hung on for as long I could. It was both concern about money and wanting to
be able to work for as long as I could that kept me going.’ (Graeme, 55-64).

The timing of retirement and being aware of the financial issues going from part time
to full time could be a critical issue:

‘The issue for me around retirement was if I had gone with a part time rather
than a full time salary it would have been a struggle for me. Reasonable
adjustments and part time work would actually have been unhelpful. I would
have been financially disadvantaged.’ (Alex, 35-44)

‘Alex’ recognised her good fortune:

‘I had no regrets about retirement, non whatsoever. I hadn't realised how much
I was struggling at work. I'm sad that other people don’t have that opportunity.
It’s not about extravagance, but about the mortgage.’

‘William’ had also been protected from financial concerns:

‘I wasn’t worried about money. At the time I had a large flat in London which I
sold to come back to Glasgow and be near my family.” (William, 55-64)

Negative experiences losing and seeking jobs

Giving up working work could be a very negative experience. This could be the case
whether or not participants were worried about their money situation. ‘Sandra’ had
given up her job in a hospital as she was struggling when moving around:

‘They made me go off on the sick. It was a horrible experience, an angry and
bitter process. That thing of being told I was not fit for work, that I was sick......

Money wasn't really part of the worry for us, we had always rubbed along OK
and were able to keep going.” (Sandra, 55-64)

Leaving work had been a protracted process for another NHS employee:

‘The process of retirement wasn't straightforward, the BMA got involved.

The NHS were initially not supportive. I started off going to occupational health
because I was struggling. My doctor recommended that I drop the inpatient
work. The line manager felt that didn't fit with what the service needed.

People hadn’t heard of ataxia, I found myself having to explain that it was
progressive. The adviser at the BMA said to look at my pension. There was an
issues with part time, I was having problems walking and with other tasks.
Iwent off with stress because of that. I just didn’t go back. Eventually I got

things understood by my line managers and they were supportive. Perhaps that
had been their aim all along.” (Alex, 35-44)
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One participant highlighted a set of negative experiences, initially poor treatment from
her employer, and then by a prospective employer when looking for work which had
left her demoralised and no longer seeking work:

‘I haven't worked for about 8 years. I used to work with vulnerable people.....I
finished after I was filling out a form for a client and my handwriting was big on
it because of my ataxia. I explained to my manager that that was why and it
seemed to go in one ear and out of another. I decided to leave, a lot of people
were shocked at the manager’s attitude.....

I tried to get another job after that. That was on the other side of London. When
I turned up with a walking stick they said I had got the wrong date and time. It
was lucky I still had the e mail. It showed I was right. They had to
apologise....After that I didn’t want to go for another job because of my mental
health.” (Melanie, 45-54)

‘Petra’ focused on the psychological impact of losing work:

‘I was sacked from a few jobs because of my condition. I thought I couldn’t tell
people about it. It has had a big ipact on my life. I couldn’t go out of the house
sometimes. I felt I was being judged. I have been really distraught about it for
years. I couldn't look after people any more, there are a lot of people that judge
you.’ (Petra , 45-54)

Other participants highlighted the difficulties they faced/ would face if they sought
employment, both in terms of employer attitudes and practical challenges:

‘I have tried looking for work other jobs, but people see me with the stick and
even though they are not supposed to, they ask me what the issue is, and when
I say I am disabled they find someone else. They would know they couldn’t rely
on me.’ (Rachel, 45-54)

‘At the time I was made redundant I had a really sore hip. It made getting in
and out of the car difficult, I felt I needed to get it fixed. That was a couple of
years ago, now I've stopped driving..... I just think, if I did get a job, how could I
get there. Stuff has come up, but I am really lazy and I am just making excuses.
I should be doing volunteering, I should at least do that. It would be nice to
have some money in my pocket, I would like to work 12 till 5, but that’s
probably not possible.” (Catriona, 25-34)

Participants Still in Work
A number of participants were still working.

Some noted the impact of ataxia on the way of working, but felt that this was
something that they could cope with:

‘I get around in a 2 door car. Organisation is an issue for me, but I have my own
way of doing things, which works for me, it wouldn’t for anyone else. I feel
settled in my way of doing things.’ (Kate, 35-44)

One participant that though now retired through age, she had been able to continue in

her work despite her condition because no one at her employer had either noticed or
been concerned by the situation:
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‘I didn’t have to retire early [from work at a school]. I was walking badly and my
speech was slurring but no one seemed to pick up on it, so I carried on.” (Anne,
75 plus)

Others, whilst coping, saw there as being impacts on their ability to cope, and on their
ability to progress, sometimes in obvious ways, sometimes more subtly:

‘It's hard to focus on a computer screen. Things take me longer. Walking and
talking and chatting around the office is not as easy as it should be. I can’t do
the social side as easily. I do have issues on the phone sometimes. I think I will
have a shorter working life, I won’t be able to get to the point that I would have
if I hadn’t had the condition. It affects your ability to build the relationships that
you should have with people.” (Hari, 25-34)

One participant was very clear about the impact that his condition was having on his
professional prospects, a situation he saw as likely to head in an unplanned for
negative direction, despite his employer attempting to help:

‘Before my health issues I was on the verge of promotion. Now it’s all changed
and I might be looking at demotion. It has had an impact on my cognitive
skills.....

Work have been really supportive, but they can’t continue with my objectives
not being met. They are proceeding in accordance with the advice from my
neurologist, but there are real issues about whether I can keep doing my job.
One option would be to take a demotion to something less stressful and
demanding. It would mean a pay cut though. I have gone from being someone
who had an expansive career, to someone who will need to take a step back.’
(Jimi, 45-54)

‘Jimi’ was clear that he needed some help in the situation in which he found himself,
which was worsened by broader financial difficulties:

‘I would like a package of specialist external support and some kind of financial
advice.’

He was also clear that he was continuing with his current work because of his financial
situation, and his preference would be to step down his hours if his financial situation
allowed it, in particular, if his insurance policy paid out:

‘The ideal scenario would be if my insurance could pay off my mortgage and
leave me with something to live off. That would mean I could work three days a
week which would keep me active. I could use the time to be a father. You could
deal with the emotional and mental things you want from life as well. At the
moment I am exhausted when I get to spend time with my kids. I'm not forced
to, but I do go into London for work and it takes me hours.’

Some participants who were in work felt that their choice of work had been restricted,
or that they had not been able to supplement their current income with other work:

‘Because of that lack of muscle co-ordination and balance, it's a hindrance if I
am trying to do waitressing or jobs like that, which would be great if I wanted to
do the odd weekend and evening shift when you aren’t doing your own job.’
(Danielle, 25-34).
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A number of older participants were active in paid or voluntary sector roles but felt that
their ability to work had been curtailed before its time by the impact of their condition
or other health issues:

‘I'm struggling to get to meetings these days. I definitely can’t work as much as
I did, so it does have an impact on my finances. I can't get involved in
meetings, I used to work across London, and now I can’t get to places unless I
get dropped off on the doorstep, public transport is a no no.” (Frank, 75 plus)

‘I was moving to retirement anyway, so I didn't have to retire earlier, but I was
looking to do more voluntary work. About 2 years ago I had 12 voluntary roles,
then I was struck by [other condition]. I had to give most of them up, I'm now
down to 2. My condition doesn’t really affect me in those. I am fine with
voluntary work, paid work would be another thing, I'd be very much more
worried about not being able to fulfil.” (George, 65-74)

Others felt that their work had been impacted more by broader changes in their field
than by ataxia itself:

‘I am still working as an architect, but that is slowing down. It's not so much
about my choice or the ataxia, it feels like the way the profession is going.’
(Ray, 65-74)

One participant described in detail a very difficult situation with her employer which
had led her to ponder whether she would be forced to give up work:

‘Work are being awful. I am taking myself away from that at the moment. I feel
that they are putting too much pressure on me in the circumstances. I told them
about the diagnosis, their words were lovely, they said they would do anything
to help. They would find an OT to help. Their words were absolutely great, their
actions were crap.

I am a in a team of 8, there are seven of them in the one building, and I am in
the other. It used to be 5 in that building, 3 in mine, but one left, and the other
person moved when I was on holiday. I can’t get to the other building, it has
steps. I feel that they could split things, but they won't.

They have been bought out by a big national company, it feels as if they are not
individuals, they are just numbers.

I don’t think that they understand what ataxia is. They said they will get an OT
in to help, they organised a meeting with the OT, but I had to travel into Leeds
by taxi into a massive building and find my way around.

The OT had the wrong information, he thought that I had been off work for
months. I felt that they were covering themselves and not helping me out. There
has been nothing happened with the OT, he said I was very resilient and had not
let the ataxia affect her. They got the report and nothing happened. No one
looked at implementing it to help my daily life. They didn’t even try to
understand the problem and think about how they could help.

I am not going back there, it is a toxic environment, they have told me they are
watching me, they have been through my e mails with a toothcomb.
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I have been there a long time and they have paid me very well, but I think it
would be easier for them if I was not there. They would be able to go out of the
other building and wouldn’t have to worry if I wasn't there.’ (Suzie, 45-54)

‘Suzie’ was also worried about not being able to get a job if she gave up this one, and
had some concerns about her financial situation in the longer term, which she feared
might stop her from making a clean break:

‘Who else will employ me? I know that it shouldn’t but you can bet your bottom
dollar that it will affect my chances of getting a job.....

Our finances are OK at the moment, I've only been off for a week. I'm not sure
what they are going to do. If I'm not working, I won't get paid but I can’t put
myself in that environment, I've been dreaming every night about work, I'm
constantly worrying at weekends. My husband is an MD, but the loss of a salary
is still the loss of a salary.’

One participant felt that she was largely unaffected by ataxia when working, and that
staying at work was important for her:

‘I have been working at Tesco for 16 years and will go on for a few years yet.
When I am sitting down, you wouldn’t know that I have a problem. I have to be
able to work to live. It's also the social side. I have no neighbours and there are
no footpaths. It's quite isolated. As long as I can drive, I intend to work.’
(Mary, 55-64)

‘Mary’s’ experience with her employer had not been without difficulty, but it had been
much more positive than Suzie’s:

‘Until a few years ago ataxia wasn'’t recognised. They didn't know anything about
it at work. They do now. I talked to them and they went away and researched it.
They had to make sure that I have the right degree of support if I needed it. The
staff and the managers didn’t know before that. It's not like multiple sclerosis
which is something that is instantly recognisable.’

Caring Responsibilities
A number of participants had given up work to care for partners or children, or
reported that their partners had given up work on their behalf.

In some cases there had been a double blow to employment in the household:
‘I had to give up work when ‘Tracey’ was sectioned, I was doing well paid work
on the railway. She used to work as well, she was a domestic carer and cared for

her mother.” (Gareth, 55-64)

‘My husband had to give up work to look after me. It was the downturn too.’
(Rachel, 45-54)

Some participants with caring responsibilities had reduced their hours having found
working full time impossible, even when they had attempted to work flexibly. This
could cause significant financial worry in difficult situations:
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‘I tried working for a couple of months full time after it happened [an accident to
his wife leaving her unable to look after their child with ataxia.] Then I went to
flexibly working, 4 days in [place of work] and one at home, but it was too
difficult.

I was worried about money at the time. I was worried but I was forced to do it.
It’s life, you can’t do too much about it. I could stay working or I could lose my
wife. She was depressed and under a lot of pressure.’ (Hamed, 45-54)

Housing

Interviews and focus groups did not focus on people’s experiences of housing issues,
but a small number of people highlighted the significant problems they were
experiencing accessing suitable housing, problems that could impact on their
psychological and physical health.

These problems could be driven by the financial impact of ataxia, ‘Hamed’ had seen his
income reduce because he had taken up responsibility for caring for his children and
reduced his hours as a consequence:

‘I can’t get a mortgage and it is very difficult to get a house. Before [when he
was working] I would have done. It's more and more difficult to move
Mohammed. That means money is on my mind all the time. If I had enough
money I would be able to buy a house. I might be able to get a house that was
actually accessible and suitable for my children’s needs. If you have a new home
it might be too small, but an older home might be bigger and would need a lot of
adjustment and renovation.

It impacts on us all the time. It’s when you see you son fall and hit his head on
the radiator and there is a lot of blood. Then you worry that this isn’t a life for
him. He fell at night because he didn’t want to wake us.” (Hamed, 45-54)

Like ‘Hamed’ ‘Petra’ was trapped financially in unsuitable accommodation:

‘I am in a shared ownership property. It has been a real struggle. I have a real
issues with my home. I can’t do stairs but I can’t move because it's shared
ownership. There are a lot of stairs, I don't know where I can go with this.’

Other participants had been more fortunate and had been rehoused after their
condition had worsened.

Some participants were beginning to think about the possibility of moving home, but
were not sure about their next move, and were facing potential financial barriers
and/or knowledge barriers to making that move:

‘I have been talking to my PA about how my flat is not suitable for a wheelchair,
I would like to move somewhere else next Summer. I'm worried about getting a
new mortgage because I have a CCJ against me.’

(Melanie, 45-54)

‘At the moment I am stating at home. But I'm 32 and I don’t want to live with

my parents until I'm 40. They have an extension, so it's quite a big house, and
they work, so I have the run of it.
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Money is not the first barrier to moving out, but it is a barrier. It’s really that I
don’t have the information, that lack of information is the main barrier. Maybe if
I could get a council house in the area. I don't really know much about council
housing,” (Catriona, 25-34)

‘There is now the issue of having access on two floors as I get older. We had
planned for things, but now my ataxia gives me a problem with being in a two
storey home. I am constantly thinking about it. We may need to move.’
(Malik, 65-74)
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Section 6: Financial Situation.

Survey Responses

Overall Financial Situation

e Respondents reported facing a slightly higher level of financial difficulty than the
general population.

e The Scottish Household Survey question was used in the survey to provide
comparator figures to the general population to reflect the immediate focus of
the research. Scottish data on household financial situations also broadly aligns
with that of the UK as a wholel.

e 42% of respondents felt their household was managing well financially, s lower
than the equivalent figure in the general population (55% in the Scottish
Household Survey.)

e 46% felt that their household was just getting by, slightly higher than the
equivalent figure in the general population (35% in the Scottish Household
Survey.)

¢ A small but notable minority suggested that their household was struggling:

o 9% felt that their household was not managing well (8% in the Scottish
Household Survey.)

o 3% felt that their household was in deep financial trouble (1% in the
Scottish Household Survey.)

Experience of Financial Difficulties
e Respondents who had experienced financial struggles were asked about how
serious those struggles had been.
e Of the 12% who were not managing well or were in deep financial trouble:
o Over half had used local authority crisis funds, around 6-7% of the total
respondents.
o 6in 10 had used a foodbank, and 6 in 10 had gone without food because
of financial pressure, about 7% of the total respondents.
o 8 in 10 had gone without heating because of financial pressure, about
10% of the total respondents.
e For a small minority of respondents, financial troubles had therefore reached the
point of significant crisis, with the prevalence of such crises amongst
respondents exceeding the rate of destitution in the general population.

Impact of Ataxia on Financial Situations

e Respondents were asked about the extent to which they felt that ataxia had
impacted on their financial situation, and the extent to which they were able to
cope with additional costs directly attributable to ataxia.

e Just under half, 48% of respondents reported that the impact of ataxia on their
finances had been at least significant, 68% that it had been at least somewhat
significant.

e Respondents reported a spread of experiences in terms of being able to afford
the equipment that they needed to live their lives with ataxia, with the vast
majority, 78%, finding the cost at least something of a challenge:

o 22% felt that they could buy all the equipment they needed without it
being a financial burden.

o 20% reported that they could afford all the equipment they needed, but
that its cost was a burden on them.

! Scottish Government [accessed online at gov.scot], Scottish Household Survey 2018, 2019
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o 22% reported that they could not afford some of the equipment they
needed.

o 22% reported that they could only afford a limited amount of the
equipment they needed.

o 14% reported that they could not afford any of the equipment they
needed.

Access to Informal Financial Help

e The survey explored respondents’ access to informal sources of financial help
from friends or families.

e Such support was accessed by a significant minority of respondents, 31%.

e 69% of respondents did not receive any regular financial help from friends or
family members.

e 8% reported that they got help from parents they lived with, 6% from parents
they did not live with.

e 12% reported that they got help from other family members, 6% from other
family members they did not live with.

e 4% got help from friends.

Interviews and Focus Groups
Interviews and focus groups explored participants’ perspectives on their financial
situations.

Income Shock/ Level of Comfort.
A majority of participants reported that they had lost income because of the impact of
ataxia. For many this had been a shock, and a significant change in circumstances:

‘My income has fallen dramatically. I could earn a reasonable living in my job,
and now my income has gone down. Money was never really a problem, and
now it is.” (James, 55-64)

The shock of loss of income could be doubled when a partner gave up work to act as a
carer:

‘It's a big shock going from being on a salary to being on benefits. Our money
situation is reasonable but it could be better. My partner isn’t working any more,
she looks after me. It was a dramatic loss of income, we had to rethink
everything.’ (Graeme, 55-64)

In contrast, a number of participants felt that their financial situation was reasonable,
even whilst highlighting that they had suffered a significant reduction in income when
they had lost employment.

Older participants, who had experienced less or no loss of employment due to ataxia,
and therefore no loss of income, often described themselves as being in comfortable
financial situations.

Many older participants talked in terms of the ataxia being a side issue to their more
general retirement financial situation:

‘I've put money aside with my wife. We are careful but we've always been

careful. You need to talk about how long you have to communicate when you
make decisions about spending. I worry about money in so far as I have to think
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about buying a car and about my next holiday. We are comfortable but we have
to be careful. I am more conscious about money, but I think that’s an age
related think and not an ataxia thing.’” (Ray, 65-74)

Other older participants were in a less affluent situation, although one which they were
still managing:

‘I am reasonably comfortable. With my state pension and Attendance Allowance,
I am getting the money that I hoped for. I have never been capital rich. I think
that I would be under the Pension Credit threshold. If you can realise what the
state provides you can survive. Your expenditure does come down when you
retire, I am not going on foreign holidays anymore, getting on and off planes, I
can't be arsed.’ (George, 65-74)

Older participants were not immune from other events/ risks:

‘I would day that we would have been in a very good position. We have
downsized and we live in a house that we own. Then other things happened, and
we had to use our savings.’ (Malik, 65-74)

A number of participants drew a contrast between their situation, which they felt was
reasonable but restricted, and shared by many people with and without ataxia, and the
tougher situations that they felt some people were affected by/ the tougher choices
that they faced:

‘Our money situation is OK. We don’t have to choose between eating and
heating, but there are other things that we would like to do such as go on
holiday. We have been impacted by the loss of income, but with normal living
things are OK, I can’t say they are that bad there.” (Hamed, 45-54)

‘The loss of money does impact on the family. Not to the extent that it impacts
on other people. We generally have enough. It has affected us, but you cut your
cloth to fit your means. I would say that we are doing OK, we are not using
foodbanks or anything like that, but we need to watch our spending. We are
alright, but we are really cutting back on this and that and the other like
everybody else. Everyone is worried about money, I don’t think we worry more
than the average person about the stuff we have. I know that there is always
someone worse off than I am, there is always someone worse off.’

(Frances, 45-54)

‘[Her husband] has a pension from 35 years working at the council. I only have
the state pension, ‘Sophie’ is getting PIP and ESA. We are reasonably off, though
we are worse off than we would be, but other people with ataxia are worse off
again.” (Jennifer, 55-64)

One participant reported how tight his financial situation had become:
‘T get all my direct debits out. I didn't have a tenner to make sure that one could
be paid the other day. Only being able to spend £30 in a shop, that feels awful.’
(Gareth, 55-64)

Not all participants had experienced or expected to experience income shocks. Two
who were had been on lower incomes for the longer term saw low or little impact.
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One felt that their situation was not greatly altered by taking on caring responsibilities
for their children, and that they did not expect it to alter much if they became
symptomati