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Introduction 
 

Background 
 

Genetic Alliance UK were commissioned in spring 2020 by Ataxia UK to analyse the Ataxia UK 
Wellbeing Survey which had been funded through an award from the National Lottery 
Community Fund .The award was funded to support the InControl project which aimed to 
develop a programme enhancing the lives of those people diagnosed with ataxia through 
decreasing feelings of social isolation and improving emotional well-being. The project aimed to 
achieve this through providing new services and offering a range of volunteering opportunities. 
The purpose of the survey was to collect data from those diagnosed with ataxia and those 
caring for those with ataxia on their experiences during Covid-19 and lockdown and what 
services Ataxia-UK should be providing during the pandemic and beyond. The survey was also 
designed to provide the background information to support the development of the InControl 
project. 

This report will be structured as follows and include recommendations where appropriate: 

• Survey methods 

• Sample demographics 

• Experiences of Covid-19 and lockdown 

• Volunteering in the community and with Ataxia UK 

• Services Ataxia UK should be providing 

• Use of the Warwick-Edinburgh scale items 

 

Survey methods 
The survey included demographic questions about the respondent’s sex / gender, age, location, 
working status and from which viewpoint they were completing the survey (diagnosed with 
ataxia / carer, parent, friend, relative). Respondents were invited to share their lived 
experiences of Covid-19 and the pandemic in an open-ended question to ascertain how they 
had been impacted. There were also questions on whether they had volunteered over the last 
few months, whether they currently volunteered for Ataxia UK and what volunteering roles 
would be of interest to them. The respondents were asked both an open and closed question 
about which services they felt Ataxia UK should be offering. The survey utilised items from the 
Edinburgh-Warwick wellbeing scale1.   

The survey was completed either online through SurveyMonkey or by completing a paper 
version of the survey distributed through the member’s newsletter on 01/06/2020. The 
completed paper copies were sent back via pre-paid envelopes to Ataxia UK and entered 
manually The web survey was live between 01/06/2020 and 20/07/2020 and recruitment was 

                                                           

 

 

1 Taggart, F., et al. (2015). Warwick-Edinburgh Mental Well-being Scale (WEMWBS) User guide - Version 2. 

Edinburgh, NHS Health Scotland. 

 

https://www.ataxia.org.uk/news/incontrol-project
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encouraged by Ataxia UK through our e-newsletter and social media posts Eligible respondents 
were 16 years old and over and living in the UK with either a confirmed ataxia diagnosis or 
being the friend / relative / parent / carer of someone diagnosed with ataxia. In total 211 
responses were received, 44% were completed via the paper copy, 56% through the web 
survey, see figure 1. 

Figure 1 Method of survey completion 

 

Giving respondents the opportunity to complete via a paper copy meant the survey was 
accessible to more people and this method was used across all age groups taking part, see 
figure 2.  

Figure 2 Survey completion by age group 

 

Exclusions 
For the purposes of the analysis those respondents who indicated that they lived outside the UK 
were excluded – five respondents. For the qualitative analysis comments from the remaining 
206 respondents were analysed. For the quantitative analysis it was only possible to include 
respondents who had indicated exactly which region of the UK they lived in so an additional six 
respondents were excluded who had left this question blank or said they were ‘unsure’. 

Sample demographics 
For the quantitative analysis 200 respondents were included. No respondents were aged 16 or 
17; survey completion increased with age until the 65-74 age group which was the most 
common age group comprising just over a quarter (28%) of the sample, see figure 3. The two 
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oldest age groups (65-74 and 75+) made up just under half the sample (48%) and this split 
(under 65 and 65+) was used for further sub-analysis of the dataset. 

Figure 3 Respondent's age group 

 

The respondents were fairly evenly split between males and females (47% versus 53% 
respectively); one respondent identified as transgender, see figure 4. Females were on the 
whole younger than males, accounting for 56% of the under 65 respondents and 48% of the 
respondents 65 and over, see figure 5. 

Figure 4 Respondent's gender 

 

 

Figure 5 Gender by age 
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The majority of respondents lived in England (87%); Scotland (7%), Wales (4%) and Northern 
Ireland (2%) made up the remainder of the respondents, see figure 6. 

Figure 6 Geographical location 

 

Just over half the respondents (53%) came from ‘southern England’ – South East of England, 
East of England, South West of England and London. This geographical division was used to 
undertake further analysis by creating the groups ‘southern England’ and ‘rest of the UK’. 
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Most respondents had been diagnosed with ataxia (87%); others identified as relatives (8%), 
carers (5%), parents (4%) and friends (1%), see figure 7. Some respondents indicated they had 
been diagnosed with ataxia but also identified as being a relative, parent or friend of someone 
diagnosed with ataxia. This pattern held true when the analysis was performed by sex, age and 
location. 

Figure 7 Viewpoint of the respondent 

 

Nearly half the respondents (49%) were retired, with around a third (36%) not working, 14% of 
respondents said they were currently working full time, part time or were furloughed, see figure 
8. 

Figure 8 Employment status 
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A larger proportion of females versus males (19% versus 11% respectively) in the sample were 
employed whilst a smaller proportion of females identified as being retired (43% female versus 
56% male)– this is likely to reflect the younger age of the females in the sample, see figure 9. 

Figure 9 Employment status by sex 

 

Not surprisingly respondents in the 65+ age group were predominantly retired (88%), however, 
14% of those under 65 identified as retired – this may possibly have been through illness but 
this data was not collected. Those living in the ‘southern England’ area were more likely to be 
retired versus those in the ‘rest of the UK’ (55% and 43% respectively). Consequently, only 
around 1 in 10 (11%) in southern England were working (full time, part time or furloughed) while 
1 in 5 (20%) in the rest of the UK were working. 
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Experiences of Covid-19 and lockdown 
 

Respondents were asked the following question in the survey: 

 

Of the 206 respondents included in the qualitative analysis, 180 gave comments about their 
experiences during the pandemic. There were four general attitudes towards how they had 
been affected; positive, negative, no impact and ‘getting by’ – see figure 10. Positive comments 
were around the peace and quiet associated with lockdown while negative comments focussed 
on what had been ‘taken away’ from the respondent due to the measures imposed. For some, 
the sentiment was that nothing had really changed as they felt ‘socially isolated’ anyway; many 
stated how they were coping and what they were doing to get by both physically and mentally. 

Figure 10 How affected by lockdown - overall sentiment 

 

More specific comments related to care needs, the physical and medical impact of lockdown, 
the emotional affects, how they had been impacted financially and comments on the wider 
impact of lockdown on other family members. 

 

Care needs 
There was a variety of comments regarding shielding with some advised to shield, some 
choosing to shield, some did not get shielding status and either felt they should have done or 
they were not sure whether to shield or not. Shielding was not a negative experience for 
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everyone especially if they had friends or family they could turn to for help – however for some 
this was perhaps a bit of a burden. 

 

“I am one of the extremely vulnerable and have been isolating 
24/7 at home for weeks. I live with my husband and daughter who 
also self isolated with me.” (resp 103, female, 55-64, diagnosed 
with ataxia) 

“Feel vulnerable but do not qualify for shielding and rely on friends 
for shopping.” (resp 20, male, 65-74, diagnosed with ataxia) 

“shielded, no real problems, wife with me. Shopping delivered, 
family near if emergency.” (resp 142, male, 75+, diagnosed with 
ataxia) 

 

In terms of care provided there was a variety of experiences ranging from full formal care still 
being available to all or most care being removed. As many with ataxia lived with someone who 
cared for them it often fell to the informal carers to increase the amount of support provided; for 
those living alone the change in care arrangements seemed to be more impactful. There was no 
data collected on living arrangements but many explained who they lived with and who their 
carers were in their open-ended comments. 

 “Totally reliant on my wife. I usually take 
regular physio. My wife has helped with this. 
My regular appointments have been 
cancelled and I feel I've just been left to "get 
on with it” (resp 129, male, 55-64, diagnosed 
with ataxia) 

“I had difficulty in accessing care and had to 
rely on family, which I found depressing. I 
have sought counselling.” (resp 19, female, 
75+, diagnosed with ataxia) 

“I need more support from my immediate 
family e.g. for shopping.” (resp 170, male, 
55-64, diagnosed with ataxia) 

 

The perspective of those who identified as carers, family, friends or parents was also captured 
and indicated that for some the increased demands on their caring responsibilities was 
challenging. 

Perspective of those diagnosed 

with ataxia 



Genetic Alliance UK Page 12 

 

“My husband has ataxia and is being 
shielded. This has increased my social 
isolation and my sense that we are alone 
without any support to manage his illness.” 
(resp 153, female, 75+, relative of someone 
with ataxia) 

“My Husband has Ataxia… can stand holding 
on to something but can't walk and uses a 
wheelchair. It has been difficult looking after 
him without a break.” (resp 5, female, 75+, 
carer of someone with ataxia) 

“our whole support network has been cut off. 
No cleaner, no childcare, now home 
schooling. People who 'help' don't 
understand” (resp 93, female, 25-34, parent 
of someone with ataxia) 

 

 

 

The main challenges mentioned were about accessing food and care. Those diagnosed with 
ataxia sometimes found themselves in situations where they had to do more than they usually 
did and this was difficult. 

 

“Very difficult as I live on my own. Getting 
about the house is difficult. Getting food etc. is 
also difficult.” (resp 130, male, 75+, diagnosed 
with ataxia) 

“Although registered as vulnerable, after 12 
weeks I still cannot get a 'vulnerable person' 
shopping slot online with any of the 
supermarkets.” (resp 86, female, 35-44, 
diagnosed with ataxia) 

“I have not been able to have my cleaner and 
have found it very hard to keep my house 
clean. Twice I have had an Ataxia attack trying 
to cope with certain things of the house work.” 
(resp 90, female, 75+, diagnosed with ataxia) 

 

Physical / medical impacts 
The physical and medical impact of lockdown was quite wide ranging with respondents 
mentioning issues around getting appointments and treatments being cancelled as well as 
avoiding hospital. Some said how they found it challenging to communicate when others or they 
themselves were wearing personal protective equipment (PPE) or masks. 

Perspective of carers, family, 

friends, parents of those 

diagnosed with ataxia 
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“been confused as whether I should've been shielding even 
though I didn't get a shielding letter been uncertain about 
certain NHS appointments ie chiropody” (resp 195, female, 45-
54, diagnosed with ataxia) 

“I do feel like I have put off health concerns and haven't 
followed up on getting appointments.” (resp 125, female, 35-
44, diagnosed with ataxia) 

“I have found virtual appointments OK put not as good as face 
to face.” (resp 197, female, 45-54, diagnosed with ataxia) 

“Sometimes harder to verbally communicate in shops because 
of the screening & sometimes shop assistants wearing PPE 
(vizors, face masks, etc)” (resp 7, male, 55-64, diagnosed with 
ataxia) 

 

There was also an indication that there had been a deterioration in their condition which was 
often associated with the difficulty in accessing their usual exercise regime. For some this may 
have been physiotherapy sessions whilst others had their own routine and mentioned using the 
gym and the swimming pool to help manage their ataxia symptoms (both physical and mental in 
some cases). Standing in queues was also mentioned as an additional challenge. 

 

 

 

 

 

 

 

“Miss my aqua rehab and can see an obvious 
deterioration.” (resp 134, female, 65-74, diagnosed 
with ataxia) 

“I don't have any care needs but without the gym and 
classes it has been difficult to get motivated to do the 
exercise that helps me manage my ataxia” (resp 25, 
female, 45-54, diagnosed with ataxia) 

“mobility has deteriorated due to being unable to go 
out daily” (resp 191, female, 65-74, diagnosed with 
ataxia) 

“Seems to have affected my mobility, which is poor. 
The day hospice I attend once a week has closed.” 
(resp 97, female, 65-74, diagnosed with ataxia) 

“Restricted access to activities which help physical 
and mental well-being” (resp 75, female, 65-74, 
diagnosed with ataxia) 

 

Emotional impact 
The emotional impact on respondents of lockdown and the fear associated with potentially 
catching the virus was immense. An impressive array of words were used to express the mood 
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of the respondents; these have been divided into ‘emotional feelings’ of low mood and ‘physical 
feelings’ of being isolated and alone – often both these types of feelings were expressed 
together, see figures 11 and 12. 

Figure 11 Emotional feelings 

 

Figure 12 Physical feelings 

 

The biggest impact overall was being restricted in terms of social contact and having the 
freedom to go out; some commented on how they tried to overcome this through video 
messaging and phone calls but usually this was considered as not being the same and this was 
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more restricted for those who did not have internet access. Many stated the restrictions around 
seeing people had had a negative impact on their mental health. 

 

 

 

“as I live alone but come from a large family I have 
missed the physical interaction with them and at times 
felt low mood however by using social media, video 
calls etc this has helped with this to some degree.” 
(resp 157, female, 55-64, diagnosed with ataxia) 

“No family can come to see me. I am totally house-
bound.   I rely on carers who have carried out normal 
duties - I am grateful to them and look forward to 
seeing them - they cheer me up.” (resp 113, male, 
75+, diagnosed with ataxia) 

“Having to stay in as I like going out. Emotionally 
upsetting not seeing family and friends.  For 1st time 
in years have experienced anxiety” (resp 98, female, 
45-54, diagnosed with ataxia) 

“Can't get out a lot. Friends don't visit. Regret not 
having internet at home.” (resp 104, male, 75+, 
diagnosed with ataxia) 

Respondents talked about their fear of catching the virus and their concerns for the future as 
well as how ‘others’ behaved – this included comment about the government’s actions as well 
as the public not following advice and guidelines. 

 

 

“Unable to visit the only close friend I have locally.  I 
am nervous to go outside at all as I am in the 
"shielded" category and fear the effects if I caught 
Covid.” (resp 31, female, 25-34, diagnosed with 
ataxia 

“Shortages of food and medical supplies is my 
concern… I perceive disabled people are being left to 
die, and that is scary. As the world seems to be 
moving on, I don't feel part of that.” (resp 6, male, 35-
44, diagnosed with ataxia) 

“Haven't left home in 12 weeks to protect my son. 
Worried about the future.” (resp 162, male, 45-54, 
carer of someone with ataxia) 

“My Husband and myself have been self-isolating. I 
go out for a walk around the block, but feel I have 
become less confident now eg. frightened more of 
falling, thinking more about the future. Feeling sad 
and angry more often!” (resp 53, female, 65-74, 
diagnosed with ataxia) 
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“Very upset by news of so many deaths.    Very angry at 
the awful performance of the Government.” (resp 77, 
male, 55-64, diagnosed with ataxia)  

“I feel depressed not being able to go out and now 
concerned and even still not sure about going out 
because of crowds and the way they behave,” (resp 110, 
male, 65-74, diagnosed with ataxia)  

“soul destroying to see people all around us not giving a 
damn and we have done everything asked of us 
because we are very frightened of this virus.” (resp 49, 
male, 65-74, carer of someone with ataxia)  

“As a senior citizen (74 years) we have felt more at risk 
and afraid by others' carelessness towards us and 
against government advice. We feel that the government 
has let down care homes and the elderly and neglected 
to provide properly for them.” (resp 40, female, 65-74, 
diagnosed with ataxia 

 

 

 

Financial impact 
The financial impact of Covid-19 and lockdown was less emphasised by the respondents but 
this is likely to be because only a small proportion (16%) of the sample were working. Many who 
were experiencing financial difficulties were likely to have been facing these before the 
pandemic as ataxia effects which type or work someone could apply for. There was a little 
concern that someone may lose their job or have to go onto benefits, see figure 13. 

Figure 13 Financial impacts 
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Wider family impact 
Comments from the respondents indicated that lockdown had sometimes had an impact beyond 
themselves but also on others in their household or family members outside their household. 
For those who had caring responsibilities outside their own home some had continued to 
undertake these whilst others had ceased to care for those they usually care for – with the 
associated worry about these people.  

“We have obeyed the 'stay at home advise' and have been disturbed that we cannot visit 
our son (55 years) who we usually help. .. He has FA, needs a wheelchair to go out but 
can move a bit indoors with his walking frame. Because of lockdown there has been 
nobody to help him or visit him.” (resp 131, female, 75+, parent of someone with ataxia) 

“My daughter lives on her own with my support, she is bed to chair and limited physical 
movement.   When I had done a 10-12 hour shift it was tiring to then travel home an hour 
and then care needs for that night and leave everything ready for next day.” (resp 27, 
female, 45-54, parent of someone with ataxia) 

 

Respondents mentioned not being able to visit others in care homes but also acknowledged 
that others may be concerned for them. A few of the respondents who had school age children 
living at home talked about the challenges of home schooling. 
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“stress of trying to get a 15 & 11yr olds to do school 
work.” (resp 26, female, 35-44, diagnosed with ataxia) 

“Brother died in care - unable to visit.” (resp 51, male, 
75+, diagnosed with ataxia) 

“The inability to interact with family is rather 
frustrating; emotionally draining for us and cause of 
anxiety for the grandchildren.” (resp 194, male, 65-74, 
diagnosed with ataxia) 

 

Recommendations to address the challenges of COVID-19 

and lockdown 
The impact of lockdown has been wide ranging on those with ataxia and those who care for 
them. In order to cover all the aspects described by the respondents, Ataxia UK would need to 
consider providing the following support: 

• Clear advice on shielding and how to obtain this information from a healthcare 
professional 

• Up to date, region correct information on guidance for going outside the home – could 
signpost to government website 

• Support on how to access care and PPE for those who are concerned about carers 
coming into their homes 

• Guidance on physical activities which can be performed either at home or outdoors in 
safe locations 

• Advice on how to access online food delivery slots / offering food delivery services 

• Guidance on which health services (physio, podiatry etc..) can be accessed again 

• Encouragement to monitor symptoms so any deteriorations can be discussed with a 
healthcare professional 

• Emotional support for both those diagnosed with ataxia and those caring for them; this 
could be in the form of well-being advice, signposting to available services or offering a 
bespoke counselling service 

• Advice on claiming benefits and employment rights 
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Volunteering in the community and with Ataxia UK 
Respondents were asked questions about whether they had volunteered within the local 
community, whether they volunteered for Ataxia UK and potentially which roles they would 
consider doing on a voluntary basis. 

Volunteering in the community 
Respondents were asked if they had volunteered in the community during the preceding few 
months of lockdown; the vast majority (93%) had not, see figure 14. 

Figure 14 Volunteering within the local community 

 

 

Volunteering for Ataxia UK 
Only a small proportion (8%) of the respondents said they currently volunteered for Ataxia UK, 
see figure 15. Respondents were then asked which roles they undertook for Ataxia UK and 
additional respondents indicated roles which they undertook as volunteers, see figure 16. There 
may be some confusion amongst volunteers concerning their roles; two who said they 
volunteered for Ataxia UK said they ‘preferred not to say’ what their role was, a further 19 
people who did not say they volunteered for Ataxia UK said they ‘preferred not to say’ what their 
volunteering role was. 

Support group volunteer and branch volunteer were the most commonly mentioned roles (7 
people and 6 people respectively). Four people said they were ambassadors and four people 
said they were involved in research; helpline and social media moderator where mentioned 
once each, see figure 16. The under 65s were more likely to be volunteering than those 65 plus. 
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Figure 15 Whether currently volunteer for Ataxia UK 

 

 

Figure 16 Volunteer roles currently undertaking for Ataxia UK 

 

Respondents were asked which roles they would consider doing as volunteers, 160 of the 200 
respondents answered this question but around half (49%) said they were unsure, see figure 
17. It is not clear whether they are unsure as to whether to volunteer or not or unsure about 
which type of roles would be suitable for them. A further 12% said they preferred not to say 
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which role they may consider. Of those who answered the question, one in five (20%) said they 
would be interested in mentoring or befriending, with the next most popular roles being virtual 
activities / discussion groups (15%), helpline (10%), support group volunteer (9%), fundraising 
(9%), ambassador (8%), social media moderator (8%), branch volunteer (6%) and food delivery 
(2%). When these roles were looked at by sex there was little difference between males and 
females with the exceptions being that females were more interested in fundraising and being 
social media moderators, while males were more interested in volunteering at the local branch. 

Figure 17 Volunteering roles which may be of interest 

 

Figure 18 Interest in volunteering roles by age 
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When the potential volunteering roles were analysed by age group there were some marked 
differences in the variety of roles which were of interest, see figure 18. Mentoring and 
befriending was the most popular role within both age groups (under 65s – 21%, 65+ - 19%), 
the next specified role which showed most interest was virtual activities / discussion groups 
(under 65s – 18%, 65+ - 11%). No respondents in the 65 plus group indicated an interest in 
being an ambassador, a social media moderator or fundraising; while only low numbers 
suggested they may have an interest in being a branch volunteer (3%), being involved in the 
helpline (3%) or doing food deliveries (2%). In the under 65 age group, all these roles were of 
potential interest. 

When comparing the current role someone said they did and roles they would be potentially 
interested in there appeared to be interest beyond the current role they performed. This was the 
case whether they actually stated that they volunteered for Ataxia UK or just indicated a current 
voluntary role they undertook, see table 1 and appendix 2. 

Table 1 Roles of interest - those who said they currently volunteer 

Current role Potential roles (could choose more than one role) 

Support Group 
Volunteer (7) 

• Branch volunteer, helpline, mentoring / befriending, 
support group volunteer, virtual activities / discussion 
group (1) 

• Food delivery, helpline, mentoring / befriending (1) 

• Support group volunteer (1) 

• Ambassador (1) 

• Not sure (3) 

Branch volunteer (4) • Ambassador, fundraising, mentoring / befriending (1) 

• Not sure (3) 

Ambassador (2) • Not sure (2) 

Research (1) • Virtual activities / discussion group (1) 

Social media 
moderator (1) 

• Not sure (1) 

Helpline (1) • Blank (1) 

 

Recommendations for voluntary roles 
• Be clear what the voluntary role entails in terms of skills and time commitment 

• Be aware that different age groups may be attracted to different types of roles 

• Current volunteers may be prepared to take on extra roles or switch roles 

• Be prepared to train and support volunteers in their chosen role 
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Services Ataxia UK should be providing 
When asked about services which Ataxia UK should be providing some respondents took the 
opportunity to feedback on what they currently thought Ataxia UK did well and not so well. 
Respondents (142 out of 206) also gave suggestions of services which could be provided that 
may be of use – some of these already exist indicating that awareness of these services needs 
to be raised. The suggestions fell into three broad categories: 

• Support services 

• Information services 

• Other practical services and advice 

Positive and negative feedback about Ataxia UK 
The majority of the comments on Ataxia UK were positive and related to the support and advice 
which was provided through the website and the magazine, see figure 19. The few negative 
comments were about accessing advice or the advice which had been received from Ataxia UK 
in the past. 

Figure 19 General comments about Ataxia UK services 

 

Support services 
Respondents mentioned a variety of ways they would like to be supported including virtual 
support groups and virtual activity groups. They wanted the support groups to either be online 
forums or face to face chats with other members and occasionally led by experts or specialists. 
Ideas for virtual activity sessions included quizzes and physical exercise classes. 
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“Physical Activities to enable people to keep moving. 
Physio to enable people to get back to how they were 
before restrictions.” (resp 181, female, 55-64, 
diagnosed with ataxia) 

“I think the Webinar organized on Mar 23rd was a 
very good idea and the other on line events have 
been beneficial to everyone who can communicate in 
this way.” (resp 59, female, 75+, diagnosed with 
ataxia) 

“Zoom chats  and Zoom Quizzes” (resp 115, female, 
45-54, diagnosed with ataxia)  

 

Looking further to the future as restrictions lift there was a real need for actual support groups 
and opportunities to meet up and do activities. Respondents mentioned befriending and 
outreach as services they would value. For many who did not have a local support group they 
said they wished there was one. 

“A lot of ataxians are lonely. 
Outreach programmes would help.” 
(resp 185, male, 45-54, diagnosed 
with ataxia) 

“Meet up/activity days throughout 
UK” (resp 46, female, 25-34, 
diagnosed with ataxia) 

“Wish there was a local support 
group.” (resp 43, female, 35-44, 
relative of someone with ataxia) 

“The new telephone befriending 
call service seems promising.” 
(resp 131, female, 75+, parent of 
someone with ataxia) 

“Linking Ataxia sufferers with any 
local fellow sufferers.” (resp 39, 
female, 35-44, parent of someone 
with ataxia) 

 

 

 

 

 

Other support which respondents mentioned were help with being taken to appointments, 
support on how to use the internet, a helpline which could be accessed both by telephone and 
email and a service where members were contacted directly to see if they needed help. 
Reflecting the mental health struggles which some of the respondents had identified during 
lockdown, there were strong suggestions for a counselling service which would support both 
those diagnosed with ataxia and those caring for them. It was suggested that this counselling 
service included bereavement counselling for those who had lost a loved one. 
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“It has been difficult to convince the DWP or other 
authorities how impossible my life has become or 
the impact on my mental wellbeing.  I am 
uncertain of where to go or who to ask and 
reaching out is not something I find easy as I 
have been left with trust issues. I find it difficult to 
accept how I have become.” (resp 42, male, 55-
64, diagnosed with ataxia) 

“Consider the family carers and provide 
guidance/support during lockdown and after it.  
Particularly, have a dedicated bereavement 
contact team who can advise and help.” (resp 45, 
male, 75+, relative of someone with ataxia) 

 

Information services 
Respondents commented about information in three distinct ways: 

• Types of information wanted – COVID-19 specific and general advice 

• How to receive the information 

• Who the information is for 

Respondents said they wanted clear, easy to understand information. It was important that this 
was relevant to them having ataxia and the impact of COVID-19 for them including risks, what 
they should and should not do, signposting to food delivery services and how to cope with the 
‘new normal’. 

“Provide info on impact of COVID for ataxia 
sufferers” (resp 140, male, 55-64, diagnosed with 
ataxia) 

“Information about Shielding and who should be 
shielding and whether people with Ataxia should 
shield because it's a rare disease.” (resp 195, 
female, 45-54, diagnosed with ataxia) 

“I had no Info from Ataxia UK about do's and don'ts 
during lockdown.” (resp 102, female, 55-64, 
diagnosed with ataxia) 

“Signposting to food delivery services” (resp 99, 
female, 75+, diagnosed with ataxia) 

 

 

More general information which the respondents wanted was feedback on research studies – 
ideally in plain English so they could be understood by the reader. Advice was wanted regarding 
exercise, home adaptations, which care homes would be suitable for those with ataxia, how to 
claim benefits and what benefits were available. Respondents wanted information on examples 
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of good practice, medications and medical services, as well as a list of local medical 
practitioners and alternative treatment. Those respondents with atypical symptoms or less 
common types of ataxia wanted more information which was specific to their circumstances. 
Respondents also wanted information on how to cope with everyday life. 

 

“Results of research, any actions that may 
help my symptoms ie medication, exercise, 
keep fit, useful books.” (resp 142, male, 75+, 
diagnosed with ataxia) 

“Advise on dealing with medical and social 
services.” (resp 51, male, 75+, diagnosed 
with ataxia) 

“Examples of good practice” (resp 150, male, 
45-54, diagnosed with ataxia) 

“I would like to know more about CA. I feel 
I've been left out in the dark. My Doctor 
doesn't know much.” (resp 105, female, 75+, 
diagnosed with ataxia) 

“Advise on sourcing assistance and benefits” 
(resp 101, male, 45-54, diagnosed with 
ataxia) 

“Information and ideas to help with everyday 
life” (resp 193, female, 65-74, diagnosed with 

ataxia) 

 

Respondents wanted the information to be available through a variety sources including: 
website, telephone, email, newsletters, leaflets, webinars, adverts and in person. 

“Information in Library or any Public Building of what you can get help with or groups that 
people can go to for advice.” (resp 85, male, 35-44, diagnosed with ataxia) 

“online support ( not suitable for everybody though)” (resp 191, female, 65-74, diagnosed with 
ataxia) 

“Please continue to send the magazine/information by post. Although I have an Ipad, I am 
unable to use it independently.” (resp 113, male, 75+, diagnosed with ataxia) 

“Set up benefits page on web site” (resp 203, male, 55-64, diagnosed with ataxia) 

 

The information needed to be designed for a variety of users including: people with all types of 
ataxia, carers, friends / family / colleagues, healthcare professionals and other members of the 
public. Respondents wanted the information to be of good quality and help to inform others 
about ataxia as it was acknowledged that the condition was rare and not well known. 
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“include all levels of ataxia, mine is quite mild but doesn't mean I don’t need help or support.” 
(resp 167, female, 45-54, diagnosed with ataxia) 

“Help NHS improve quality of information available.” (resp 21, male, 75+, diagnosed with ataxia) 

“Your publishing of "clinical management guidelines for patients  with FA" was a major help in 
getting carer companies to consider alternative methods of toileting. Also highlighted that many 
GPs had not seen the guidelines and badly needed them.” (resp 45, male, 75+, relative of 
someone with ataxia) 

 

Other practical services and advice 

One respondent suggested wheelchair services which could provide links to manufacturers and 
other users, a savings scheme to help with purchasing and advice. Respondents mentioned 
Ataxia UK should continue to support research and provide easier access to diagnosis. Some 
also suggested employment guidance and developing people who had ataxia.  

 “Continuing to promote research studies” (resp 147, female, 
45-54, diagnosed with ataxia) 

“easier access to ataxia diagnosis” (resp 187, male, 65-74, 
diagnosed with ataxia) 

“Services already provided are good, just need a big push to 
promote. Develop user-led initiatives” (resp 6, male, 35-44, 
diagnosed with ataxia) 

“Wheelchair purchase advise/savings scheme- even + 
swap/selling link to other Ataxia chair users and 
manufacturers.” (resp 56, male, 25-34, diagnosed with ataxia) 

“Due to the Ataxia there are few jobs I can be confident I can 
do. Many applications and interviews later, still unemployed.” 
(resp 18, male, 55-64, diagnosed with ataxia) 

“I think Ataxia UK should look at having a permanent (ie 
salaried) service working on developing people with Ataxia.” 
(resp 48, male, 65-74, diagnosed with ataxia) 

 

Other services which respondents mentioned were to do with raising awareness amongst 
healthcare professionals and the public – some respondents offered to share their own stories 
to facilitate this and help to educate others. Some also felt that Ataxia UK should be working 
with government and the NHS to provide information. Respondents also talked about 
fundraising and how they donated to Ataxia UK or had done some fundraising in the past. One 
respondent said they would like to “help support and raise awareness of Ataxia strength sports”. 

“Highlight Ataxia more in the public/workplaces. Also that Ataxia affects mental health.” (resp 
13, female, 35-44, diagnosed with ataxia) 

“Ataxia needs to be better known.  Most people I speak to have never heard of the condition.” 
(resp 141, female, 65-74, diagnosed with ataxia) 

Research & 
diagnosis 

Wheelchair 
services 

Employment 
guidance 



Genetic Alliance UK Page 28 

 

“I have been a Friend of Ataxia for more than 30 years and enjoy reading the Ataxian.” (resp 
109, female, 65-74, diagnosed with ataxia) 

“I did an exercise bike for a week in April for the 2.6 challenge and raised 150 Pounds for 
Ataxia.” (resp 81, female, 55-64, diagnosed with ataxia) 

“Education and peer support” (resp 122, female, 45-54, carer of someone with ataxia) 

 

Recommendations for services Ataxia UK should provide 
Based on the findings, Ataxia UK should consider providing the following: 

• Counselling service for both those diagnosed with ataxia and carers, include a 
bereavement service as part of this. Have options for the service to be provided in-
person, over the telephone, online or through virtual video-conferencing 

• Face to face support groups (when social distancing measures allow again), befriending 
services, outreach and activity / meet up sessions – all around the UK. 

• Virtual support groups and activity groups which allow members to interact but also 
involve experts / specialists – this to continue beyond COVID-19. 

• Improved information services including atypical symptoms and rarer forms of ataxia. 
Results from research written in plain English and examples of good practice. 

• Aim to raise awareness of ataxia amongst all groups through information and education. 
Consider who the information is for (person with ataxia, carer, friend / family / colleague, 
healthcare professional, member of the public) and where the information will be 
disseminated (locally – public buildings, libraries, hospitals).  

• Helpline and online - benefits and employment advice. Wheelchair services and home 
adaptations. Day to day coping strategies and tips and exercise advice. Signposting to 
other relevant services and information such as books, websites, journals and so on. 

• Scheme to develop people with ataxia including volunteering opportunities 

• Contact service where Ataxia UK contacts members regularly. 

• COVID-19 specific information relevant to current guidance and ataxia regarding risks, 
shielding advice and support with accessing care and food deliveries. 

• Acknowledge long term supporters of Ataxia UK 

Volunteering with Ataxia UK 

 
There were a few comments directly to do with volunteering, some of these were explaining why 
the individual could not volunteer, see figure 20. Some respondents said they could volunteer if 
the role allowed them to do this from home. Other comments to do with volunteering were about 
the importance of training and supporting volunteers. 

Figure 20 Volunteering 
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Warwick-Edinburgh scale 
In addition to the usual 14 items on the Warwick-Edinburgh scale an additional item was 
included – ‘I’ve been feeling closer to other people’. A score was calculated for each item by 
multiplying the number who had put ‘None of the time’ by 1, the number who put ‘Rarely’ by 2, 
the number who put ‘Some of the time’ by 3, the number who put ‘Often’ by 4 and the number 
who put ‘All of the time’ by 5. These values were added together and divided by the number of 
respondents who answered for the individual scale item giving an overall score. The scale items 
were then ordered by these scores. There was very little difference observed when groups were 
compared; females vs males, under 65s vs 65+, southern England vs Rest of the UK. Males 
and those 65 and over did have marginally higher scores. 

The ranked scores can be seen in figures 21, 22 and 23. 

These well-being scores can be used to help recruit volunteers. Items with high scores such as 
those in figure 21 can focussed on to appeal to people who for example are interested in new 
things and are able to make up their own mind about things. Items which scored lower – figure 
23 – could be used to address how volunteering may help improve these elements such as 
confidence and feeling useful. When training and supporting volunteers these elements should 
all be taken into consideration. 

 

Figure 21 Top five elements from the Warwick-Edinburgh well-being scale 
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Figure 22 Middle five elements from the Warwick-Edinburgh well-being scale 

 

 

Figure 23 Bottom five elements from the Warwick-Edinburgh well-being scale 
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Recommendations for Ataxia-UK volunteering project 
• Use the Warwick-Edinburgh scale results to help design recruitment of volunteers. 

• Use the Warwick-Edinburgh well-being scale to assess the well-being of volunteers when 
they are first recruited to the project, during the project and at the end of the project.  

• Use the resources available through the licencing process to support the use of the scale 
during the project: 
https://warwick.ac.uk/fac/sci/med/research/platform/wemwbs/using/register/resources 

• Offer a variety of roles to appeal to the different needs of those with ataxia, i.e. those who 
feel only able to volunteer from home could perform virtual or remote roles such as 
providing their stories for sharing or running virtual support or activity groups. 

• Clearly define the roles and the commitment required. 

• Regularly ask people diagnosed with ataxia or those who care for them for ideas for 
voluntary roles they could undertake. 

• Properly train and support volunteers. 

• Consider which roles might be better as ‘salaried’ roles rather than a volunteering role. 

 

  

https://warwick.ac.uk/fac/sci/med/research/platform/wemwbs/using/register/resources
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Appendix 1 
 

Those who said either no / prefer not to say when asked if they volunteered for Ataxia UK, but 
then indicated a role they undertook currently with Ataxia UK: 

Current role Potential roles (could choose more than one role) 

Branch volunteer (2) • Fundraising, helpline, virtual activities / discussion group (1) 

• Mentoring / befriending (1) 
Ambassador (2) • Ambassador, fundraising, mentoring / befriending (1) 

• Mentoring / befriending (1) 
Research (3) • Helpline (1) 

• Not sure (1) 

• Blank (1) 
Prefer not to say (19) • Branch volunteer, food delivery, fundraising, mentoring / 

befriending, support group volunteer (1) 

• Helpline, ambassador, mentoring / befriending, virtual activities / 
discussion group (1) 

• Fundraising, virtual activities / discussion group (1) 

• Helpline, support group volunteer (1) 

• Helpline, mentoring / befriending (1) 

• Social media moderator (1) 

• Virtual activities / group discussion (1) 

• Not sure (8) 

• Prefer not to say (4) 
 


