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Most were long term users, for whom epilepsy meant major challenges, including the
impossibility of predicting a seizure and mental health impacts.
Most respondents had additional health problems including mental health.
People accessed at least one service area, and up to 8 or 9, with the average number of
areas accessed being 4.7.
The vast majority indicated the fieldwork service was very helpful.
The most popular service areas were mental health support and information and advice,
followed by disability benefits advice.
Going forward, respondents indicated that priorities were emotional support and stress
management, then information about epilepsy and advice. Disability benefits advice was
also clearly required.

In the summer of 2020, a volunteer commenced a light touch evaluation of the Greater
Glasgow & Clyde Epilepsy Fieldwork Service on behalf of Epilepsy Connections. The
purpose was to support future planning and service delivery, as well as verify the benefit to
stakeholders and identify potential gaps. The fieldwork service supports people of all ages.
Between April 2019 and March 2020, the service received 345 new referrals. It is funded by
NHS Greater Glasgow & Clyde. For more information about Epilepsy Connections’ services,
see here. The evaluation was conducted through desk research, an anonymous
questionnaire, and interviews with service users and a medical professional. Whilst the
questionnaire results should not be seen as representative of all service users’ experiences,
given the sample size, they nevertheless highlighted: 

Interviews with service users indicated a high level of satisfaction with the service and the
health professional also held the service in high regard. Their feedback contributed to
Conclusions and Recommendations.

2

The use of the fieldwork service did not always correspond with the severity of someone’s
condition.
For some, the fieldwork service was a space, possibly the only one, where they felt
understood.
The friendly nature and supportive attitude of all staff was important for people and made
it easier to accept advice.

The fieldwork service could consider ways to reduce people’s concerns when walking
through the door for the first time, as this can be intimidating, although once in the door,
the reception was very friendly.
Some service users accessed Epilepsy Connections when their mental health was
already severely impacted. Ideally, Epilepsy Connections would identify ways of engaging
earlier e.g., through working with health professionals in the referral journey.
The fieldwork service may wish to expand services including counselling where waiting
times are considerable, or in areas important to services users like volunteering.
The fieldwork service could increase accessibility and reach out to Black and Asian
Minority Ethnic communities through seeking funding to produce information in
community languages and hiring a staff member to engage with diverse communities.

Conclusions included:

    
Recommendations:

i. Executive Summary

https://www.epilepsyconnections.org.uk/services/


3 Our year in numbersii. Introduction

the extent to which the fieldwork service achieves its aims and objectives             
 (see Appendix 0),
the benefits to stakeholders (people with epilepsy, their families, referrers, funders) of the
service,
and potential gaps and areas for improvement.

Information to aid understanding and manage epilepsy, seizures, and treatment.
Advice on safety, identifying seizure triggers, and managing lifestyle issues.
Support for individuals and families to deal with their feelings about living with seizures.
Help with disability benefits and accessing other sources of advice and support.
Liaison with epilepsy specialist clinics.

In the summer of 2020, Epilepsy Connections supported a volunteer to undertake an
evaluation of the Greater Glasgow & Clyde Epilepsy Fieldwork Service. It was agreed between
Epilepsy Connections and the volunteer that the purpose of the evaluation was to support
future planning and delivery of the fieldwork service, and to explore the following themes:

Given the importance of disability benefits for many service users, and the potential challenges
of accessing them (see below), the evaluation sought to explore if service users were
engaging with Epilepsy Connections to access wider support related to their condition as well
as benefits advice.

The volunteer who conducted the evaluation would like to thank those who contributed to it,
including Fieldworkers, the Admin Assistant and the Executive Director of Epilepsy
Connections, the medical professional and service users who filled in the questionnaire and
(especially) took part in interviews.

Background

Fieldwork

Epilepsy Connections offers a fieldwork service across the health board areas of Greater
Glasgow & Clyde, Forth Valley, and Ayrshire & Arran. More information is available here. The
service offers information, advice, and support to help people with epilepsy and their families
live well with the condition. Service users can access the following through fieldwork:

In their interactions with clients, Fieldworkers discuss people’s options around education, work,
housing, holidays, and travel. They will liaise with schools, employers, and housing providers
to help clients access the support they need. Some service users may just want to talk about
epilepsy and its impact on them, and the team offer informal counselling during office hours for
this purpose. 

Most referrals to the fieldwork service include an inquiry about disability benefits, in particular
Personal Independence Payment (PIP). Fieldworkers directly observe the anxiety that
re/applying for disability benefits can cause service users, including the prospect of being
rejected, so that for some the threat of losing a major source of income becomes the focus
when they engage with the service.

https://www.epilepsyconnections.org.uk/services/field-work/
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Figures produced by the Department for Work and Pensions seen by Epilepsy Connections
show that when people with epilepsy were assessed for PIP as Disability Living Allowance was
phased out, they fared badly compared to people with other long term conditions. Nearly three
out of five people had their claim refused or reduced. This information was released by the
DWP in 2018 and covers the period 8 April 2013 to 31 October 2018 (PIP Official Statistics:
DLA to PIP Reassessment Outcomes, 11 December 2018, DWP). Epilepsy Connections’
experience is that almost all PIP claims they support are initially refused, and have to go to
Appeal, at which point they almost all achieve a satisfactory outcome. This situation causes
increased stress which can in turn affect someone’s epilepsy. Since 2018, Epilepsy
Connections has campaigned for a fairer process of assessing disability benefits including PIP
that reflects the true impact of epilepsy, and recognises some progress in DWP decision-
making recently.

Greater Glasgow & Clyde Epilepsy Fieldwork Service

The Greater Glasgow & Clyde Epilepsy Fieldwork Service supports people of all ages with
epilepsy, including children. The service operates an open referral system, ensuring people
can refer themselves, or be referred by epilepsy specialists, GPs, social workers, occupational
therapists, third sector partners, schools, and employers.

Between April 2019 and March 2020, the fieldwork service received 345 new referrals in
addition to ongoing cases. The majority of new referrals included a request for assistance with
disability benefits including PIP, with workers providing support at application, assessment,
and appeal stages. 

The Greater Glasgow & Clyde Epilepsy Fieldwork Service is funded by NHS Greater Glasgow
& Clyde.
 a a



It was agreed that the evaluation would explore the views of service users through the
methodologies listed below.  

Desk research including a review of Epilepsy Connections’ annual report, internal records
(case studies, surveys, and a progress report) and meetings with the Executive Director of
Epilepsy Connections.

An anonymous questionnaire sent to 566 service users in the Greater Glasgow & Clyde
health board area to identify the broader themes common to service users. To ensure
accessibility, this was distributed via an email and paper newsletter.

People were also offered the opportunity to respond by phone with someone other than their
fieldworker if that was easier for them.

The questionnaire asked about: how long they had used the service for; the impact of epilepsy
and other health conditions; involvement with other non-statutory services; the Epilepsy
Connections services they had accessed and whether they were helpful; support for family
and friends also affected by their epilepsy; what else they wanted the fieldwork service to do.
For a copy of the questionnaire, see Appendix 1.

To explore the questionnaire themes in greater depth, a semi-structured interview was
conducted with 4 individuals who had indicated on the questionnaire that they were willing to
be contacted. For a copy of the interview questions, see Appendix 2.

An interview with a health professional who could comment on the achievements and
challenges of the service from a different perspective. The volunteer spoke to Dr. Linda
Stephen, Associate Specialist and Honorary Clinical Senior Lecturer, Epilepsy Unit, West
Glasgow Ambulatory Care Hospital, Glasgow. Dr Stephen leads the Epilepsy Clinic based at
the West Glasgow Ambulatory Care Hospital and refers people regularly to the fieldwork
service.

In conducting the research, every effort was made to ensure the involvement of Epilepsy
Connections was minimal. The work was carried out by a volunteer who had no prior
knowledge of the organisation. The questionnaire was anonymous and the volunteer selected
those she wanted to interview. Beyond Epilepsy Connections passing on their contact details,
she made the arrangements with the individuals herself. Interviewees were encouraged to be
honest and it was explained their responses would be anonymous unless they requested
otherwise. Epilepsy Connections was not involved in drafting the report.

5
iii. Methodology



6

Limits on personal freedom; restrictions on what people can do and loss of independence -
not being able to drive, work or go out alone at all.
Impact on their mental health and wellbeing, including depression, anxiety, and low mood.
Fear was often mentioned whether it stemmed from stigma over what other people would
think or the uncertainty if there would be someone to help during a seizure.
Effects on cognitive function including memory and clarity of thinking.
Physical symptoms (tiredness, lack of energy).

a) Questionnaire responses

The questionnaire returned 25 responses, 4 of which were on paper. The main numerical
results are shown in Appendix 3, and a summary of what the key findings mean is below.

Given the size of the sample, and that the respondents were self-selecting, these results
should not be interpreted as representative or typical of everyone who engages with the
fieldwork service. But they do shed light on people’s experiences and what services were
important to them. They also show some trends, for example around whether people found the
fieldwork service helpful. 

Pattern of engagement and how epilepsy affects people

Most people had used the service at least a few times or were long term users. Only two
respondents had used it once. Interestingly, of the 3 people who said epilepsy only affected
their life a little, 2 were still significant users of the service: 1 had used fieldwork a few times,
and 1 person was a long-term user. The vast majority of service users said epilepsy either
affected their life a lot (over half) or affected every aspect of it (over a third).

Challenges of living with epilepsy

The vast majority of respondents (23) listed challenges of living with epilepsy. The most
common was the impossibility of predicting when a seizure would happen and the resulting
anxiety, as well as practical challenges like having to think about childcare. Additionally,
people listed the following in order of prevalence:

Of those who said epilepsy affected their life a little, two mentioned challenges that
nevertheless might appear quite significant to someone without epilepsy; including planning
around what would happen to their child if they had a seizure, and not being able to do things
they would like to do a lot more of. A third person whose life was affected by epilepsy in a
minor way said, “Nothing at the moment as I have a very mild epilepsy”. Whilst they were
the only person who did not list challenges as a result of epilepsy, they were still a long-term
user of the fieldwork service.

 aaa

iv. Findings
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People's Forum

Ardentinny

18 individuals accessed either emotional support or stress management and some
accessed both.
18 people accessed information about epilepsy and/or advice to manage their condition.
14 people accessed disability benefits advice.
8 sought information about social networks, local clubs and ways of meeting others, and
volunteering.
7 people sought safety checks.

Additional health problems 

Most respondents (20) had additional health conditions and listed particularly depression,
mental health, and asthma. One person had orthopaedic injuries caused by a seizure. Some
had brain conditions, and others more general health issues (high blood pressure, diabetes,
osteoporosis). Of the remaining 5 respondents, 4 confirmed they had no additional health
problems, and 1 person did not respond. One service user summarised both the mental health
impact and the restrictions on life: “Epilepsy has made me social phobic; it prevents me
from interacting with people as I am ashamed of having epilepsy.”
 
Support from agencies other than Epilepsy Connections

About half (13) had only used Epilepsy Connections, with the remainder using specialist
disability services, Epilepsy Scotland, and mental health services.

Use of Epilepsy Connections services

In total, 23 people indicated they had accessed a total of 108 services, meaning people used
more than 1 service, with the average being slightly over 4.7 per service user.

Whilst the most common number of services accessed per person was 2 (4 users), there does
not appear anything particularly significant about patterns of usage in this size of sample, with
people accessing anything from 1 service (2 people) to 8 services (3 people) or 9 services (2
people).

Two people did not access services; 1 left the answer blank, although they were a long-term
user of the fieldwork service. Another had not found the service at all useful (see ‘Impact of
fieldwork services’ below).

The most popular services were those providing mental health support and information and
advice, followed by disability benefits advice. The results are shown in Appendix 3 but to
summarise:

Less popular choices were services to do with housing (adapting their home or finding suitable
housing) and support with epilepsy at work/school or university. For those who did need them,
it is reasonable to assume they were important and possibly difficult to access elsewhere. 
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Given the sub-theme of the evaluation - that people who were accessing disability benefits
advice might be missing out on other services that could improve their health - this was
explored in more detail.

On average, the 14 people who mentioned using disability benefits advice accessed 5.4
services, which is slightly higher than the figure for all service users (4.7). If anything, those
accessing disability benefits tended to do so as part of a package of wider support: 10 of those
seeking disability benefits advice accessed at least 4 services in total, including 7 people who
accessed between 6 and 8 services each.

For the minority for whom disability benefits advice was the bulk of their engagement, one
person was a long-term user of the fieldwork service and severely affected by epilepsy. They
had only ever accessed disability benefits advice but had found staff helpful and said they
would also be interested in information and advice services.  

A second person was a long-term user, affected a lot by epilepsy, and had accessed
emotional support as well as disability benefits advice. They found the service very helpful and
would also be interested in help with filling in forms and support to adapt the home/find
suitable housing. 

From the questionnaire results there is no evidence to suggest that people were accessing
disability benefits advice and missing out on other health benefitting services, but this is a
relatively small sample.

Impact of fieldwork services on individual and family/friends

Most respondents (23 out of 25) said the fieldwork service was very helpful, which was the
highest ranking they could have made. One person said it was helpful (second highest) and
one other said not helpful at all (lowest)  . No one said quite helpful. One person commented
about the impact: “If it wasn’t for all the help & advice that I received from (Fieldworker) I
think I may have considered suicide.” Of those who received support, about half also got
support for their family and/or friends.

Priorities going forward

Respondents were invited to list in order of preference the top 3 services they wanted
Epilepsy Connections to offer going forward. In reality, many listed services they were already
receiving, as well as new ones, showing a continued demand for what the fieldwork service
currently delivers.

Emotional support and stress management were priorities for the service going forward,
closely followed by information about epilepsy and advice. Respondents then expressed a
bbbb

    This person had said the fieldwork service could not answer basic questions regarding epilepsy. As
they had agreed to be contacted for an interview, efforts were made to get in touch. However, the
person did not respond, so there is no more information apart from the questionnaire responses
showing that the person would be interested in support, advice and housing services, and that epilepsy
affected them a lot.

1

1
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clear need for disability benefits advice. Services including housing (support to adapt
home/find suitable housing) and support at work, college or school were less requested but
still generated interest. Some of these are services people may only need once e.g., safety
checks or adapting a home, whereas emotional support and information would be more on-
going.

b) Findings from interviews

Short interviews were conducted with 4 service users who had indicated their willingness to
participate in the questionnaire. They were asked the same questions about their experience
of the service and were encouraged to be honest.

Interviewee 1 had used the fieldwork service for information about her condition and to get
support with filling in the PIP form, as she struggled with memory. Whilst a specialist disability
benefits organisation ultimately took over the PIP, she commented she “wouldn’t have got
PIP without (Fieldworker)”. She said nothing more could be done about her condition, but it
was a relief to her mother to know there was a service for her daughter for when she passed
on. The interviewee felt comforted as Epilepsy Connections was always there for her and she
wished there had been something for her parents when she was younger.

Interviewee 2 approached the fieldwork service for counselling when he was already very low
and feeling suicidal due to having had epilepsy for so long.  He went to Epilepsy Connections
thinking there was nothing to lose.  He has since accessed a wide range of services including
counselling, befriending and social activities (gardening groups, bowling) and rated the service
very highly. For him, personally, one difference was that he now looks after his health and has
reminders on his phone to take medicines regularly, whereas previously he had not bothered
because he was in the house all day. 
He mentioned the sense of security he got from participating in social activities knowing
Epilepsy Connections staff were there, and that he had struck up friendships through his
involvement. He had also seen other people’s conditions improve through being involved with
Epilepsy Connections. For him, the best thing was that the staff were looking out for him, and
were aware of other things going on in his life beyond using their services. They would check
in with him when things were tough, he said he “always felt Epilepsy Connections had your
back”.

Interviewee 3 initially accessed befriending from the fieldwork service. When this did not work,
he moved on to group therapy. Like others, he commented on the friendliness of all staff he
met once he had got through the door, though he was nervous to start with. He has found the
fieldwork service and the staff amazing because they never ignored him; whilst he could not
get in touch after 5pm (when the office closes), he appreciated his fieldworker would always
respond when she could, which was very different from trying to get in touch with his NHS
Support Worker. As a result of this relationship, he trusts their advice and recognises its value,
even when it is challenging for him e.g., around taking one day at a time rather than following
his instinct to think ahead.
aaa



The fieldwork service has made a difference to him because he started reading books to help
with mental health and to go for walks, which takes his mind off things. The one thing he felt
they could change was to become a bigger organisation, “because they’re fantastic” and
could help more people.

Interviewee 4 became involved with the fieldwork service due to her son’s condition as she
could not accept that his epilepsy would not go away. The fieldwork service helped her
understand this, how to live with it and manage it. They encouraged her to “not just sit in the
house and hide from the world”. She went to presentations by doctors about the condition
and got to ask questions. She also participated in social activities, including trips to Braehead,
the pantomime and a family residential weekend doing outdoor activities. She also
commented on how the staff engaged with her: “you don’t feel out of place. The people are
warm, friendly. They share with you; they don’t allow you to be isolated”. Her son
continues to engage with fieldwork activities, and she has come to accept his epilepsy.

Interview with health professional

Dr Linda Stephen was interviewed as a health professional with expertise in epilepsy. Dr
Stephen refers people to the fieldwork service approximately three times a week. She knows
the individual Fieldworkers and their role well, as well as the organisation’s work.

A diagnosis can take many months from when someone first approaches a GP, to seeing a
hospital doctor (for which there is a waiting list) and going on to be diagnosed. At the point of
diagnosis, a patient has a lot to contend with, between coping with the physical symptoms,
anxiety about their health and emotional response, as well as the potential disruption to
normal life. Therefore, by the time someone accesses Epilepsy Connections’ services, they
will have been living with epilepsy for some months.

Provision of disability benefits advice is obviously important for some people with epilepsy to
ensure financial security, and the fieldwork service's disability benefits clinic is a part of this. It
is also an opportunity to make someone aware of the wider implications of their condition and
how they can look after their health. In her experience, benefits advice would not normally be
the reason someone approached Epilepsy Connections although it can be something people
are re-referred to her clinic for.

Dr Stephen also commented on the value the service brings, noting Epilepsy Connections fills
a void in treatment options for epilepsy patients. Whilst it may not cure epilepsy, it helped
people turn a corner and put one foot in front of the other. She saw benefits in the longer-term
relationship a Fieldworker has with their clients and contrasted that with the client contacting
hospital only to be put through to a voicemail. “I’m always very impressed by the fieldwork
service staff and their initiatives. I think what they do is fantastic”.

Dr Stephen felt the counselling service was highly beneficial to people with so much anxiety in
their lives and could be expanded significantly to address the existing waiting list. In addition,
a service specific to the BAME community would be a welcome development to enable
materials and publicity leaflets to be disseminated in other languages.

10



The research highlighted the considerable challenges of living with epilepsy, including its
impact for many on every aspect of life. However, it also emphasised the great benefit of the
fieldwork service in different situations: “the fieldwork team have a pivotal role in helping
people with epilepsy, especially those who are newly diagnosed” (questionnaire).

Service users nearly all found the fieldwork service very helpful. For many of them, family and
friends also got support. For some family members, who had a major role in supporting a
younger service user, it was a relief to know there was something for the person with epilepsy
if anything should happen to them.

The use and appreciation of the fieldwork service did not necessarily correlate with the
severity of someone’s condition. For the minority who said epilepsy only affected their life a
little, some still had considerable engagement with the fieldwork service. 
 
Some indicated the fieldwork service was a space where people felt understood: “It was nice
to talk with people who knew what you were going through and never judged.
Sometimes a good ear is all you need...” (questionnaire). Given Epilepsy Connections was
the only non-statutory service that many people accessed, it was possibly the only space of
that nature. 
 
Service users also appreciated the practical support they got which could be a lifeline: “X
(fieldworker) was very good and helped a lot when we were pulling our hair out for
help” (questionnaire).

People commented over and again about the friendly attitude of staff, whether their individual
Fieldworker or the staff member who first greeted them. People spoke not just of individual
Fieldworkers going above and beyond, but also being welcomed and included when they first
showed up on the door, feeling vulnerable:

“Most places it feels like a library, you don't feel like that at Epilepsy Connections. The
door's open and you get a hello from everyone. It's great” (interview).

“I feel that the all the staff at Epilepsy Connections go beyond their duty of work which
makes this organisation stand out and having such friendly fantastic approachable
staff members that has an impact on our lifes for the better. Thank you all.”
(questionnaire).

The attitude of staff added value to the service people engaged with. Even when an activity
did not work out, or advice was difficult to accept, service users still felt enthusiastic about the
fieldwork service and were willing to try other things and build on the advice.

From the questionnaire and interviews with service users and a doctor there was nothing to
suggest people were engaging with epilepsy to access disability benefits (however vital that is)
and missing out on beneficial health advice. Meanwhile, the fieldwork service can only do what
it is already doing through using disability benefits as a hook to promote wider information
where there is a positive reception.

11
v. Conclusions
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vi. Recommendations

Accessing a service (whether at Epilepsy Connections or elsewhere) can feel intimidating
and some service users commented they felt nervous, despite the friendly reception once
they were in. The fieldwork service may wish to find ways to allay people’s fears e.g., by
phoning them on the day to check they are comfortable with reaching the building and
know what to expect.

Some people accessed Epilepsy Connections services when their mental health was
already severely impacted, sometimes because it takes a certain amount of time to
receive a diagnosis. The fieldwork service may wish to increase efforts to reach them
earlier in their journey and prevent that deterioration, e.g., by working more closely with
healthcare professionals in the referral journey of supporting people affected by epilepsy.

Interviewees felt the fieldwork service could be expanded to benefit more people. This
depended on people’s needs; for some, this was about offering more volunteering
opportunities and introducing taster sessions where people could try something out. 
 
Another area which could be expanded is counselling, given significant waiting times. One
questionnaire respondent indicated: “There is not enough people to speak to without
having to wait weeks to speak with someone/appointment” and the doctor
interviewed believed the counselling service could grow significantly. 

Lockdown presents challenges for anyone who would normally access a service in person
and the fieldwork service is no different. Epilepsy Connections could explore more web-
based activities like online support groups and social meet ups on Zoom simply to
encourage people to stay in touch and avoid feeling isolated.

The fieldwork service could increase inclusivity and reach out to Black and Asian Ethnic
Minority communities through producing information in community languages or hiring a
Fieldworker to engage with diverse communities.

1

2

3

4

5

6
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Appendix 0  -  Greater Glasgow & Clyde Epilepsy Fieldwork Service: 
Outcomes and Objectives

Outcomes 

1.

2.

3.

4.

5.

6.

7.

8.

vii. Appendices

People with epilepsy and their carers will be more knowledgeable about epilepsy, and
more confident in dealing with epilepsy, seizures and the wider impact of epilepsy.

People with epilepsy will be activated, effective and confident partners in the
management of their epilepsy. 

People with epilepsy and their carers will be aware of local sources of help and support
within their community. 

People with epilepsy and their carers will share, learn from and support each other and
will have access to an informal social network that will encourage the broadening of
horizons, address isolation and loneliness, and enhance resilience.

Local statutory, voluntary and independent partners will better understand the impact of
epilepsy on individuals and families. 

Enhanced partnership working with statutory, voluntary and independent sectors will
provide seamless support and enhance standards of care for people with epilepsy and
their families. 

Raised awareness across the Greater Glasgow & Clyde area of epilepsy issues and the
work of Epilepsy Connections.

People with epilepsy will have their voices heard. 

Objectives

1.

2.

3.

4.

5.

Provide information about a wide range of epilepsy-related issues to people with
epilepsy, their families, friends and carers on a one-to-one and family basis in accessible
formats and venues, including community-based settings and home visits.

Provide support to people with epilepsy, their families, friends and carers particularly in
relation to people who have difficult to control epilepsy, people who have epilepsy plus
other long term and/or disabling conditions, and people who are isolated and lonely as a
result of epilepsy. 

Provide safety checks and advice to people with epilepsy at home, school, college or
university and / or place of work.

Support people with epilepsy and their carers to access appropriate benefits. 

Deliver Living Well with Epilepsy self-management programmes.
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Appendix 1 - Questionnaire
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Appendix 2 - Interview Questions

Introduction

Thanks very much for agreeing to be interviewed about your experience with the Greater
Glasgow and Clyde Epilepsy Fieldwork Service. The interview comes on the back of the
questionnaire you filled in, and you kindly left your contact details and agreed for me to contact
you. My name is Kate, I’m a volunteer with Epilepsy Connections, and I’m supporting Epilepsy
Connections with an evaluation of the Glasgow field work service. My participation is based on
my experience and interest. In my day job, I work for a charity that delivers grant programmes
and I’ve done some work on evaluations 

About the evaluation: 
Epilepsy Connections suggested an evaluation to identify what’s working well and what could
be improved in the Glasgow fieldwork service. The reason it has come to me is I’m not part of
the charity and am independent. I know Epilepsy Connections are really keen to find out
anything they could do differently and I’d invite you to be honest. 

About the interview:
Will last 30 minutes and I will ask you some questions to expand on those asked in the
questionnaire. Everything you say will be anonymous. This means anything you say in this
interview may be used in the final report and may be summarised for Epilepsy Connections but
they won’t be told who said it unless you want them to be told. Your name and contact details
won’t be used in the report and you will be identified with a number. At the end of the project, I
will destroy your contact details. 

Other details: 
I will be typing or writing whilst I talk. You can stop it at any point and you can ask request to
see the notes. It will not be recorded. 7 questions

1. Tell me about what made you first approach Epilepsy Connections?

who referred you 
what you knew about Epilepsy Connections' services in the first place and 
other support you received

Has anyone around you also benefitted? 
How does it affect how you live and look after your health and manage you epilepsy? 
Are there other services you don’t currently access which you would be interested in? 

 
3. What are the things you don’t like or that don't work for you?

4. What more could the fieldwork service do now? (e.g. things are part of the service that
could meet unmet demands/emerging need?)

5. What would you like to see happen with the report your answers feed into?
 
6. Is there anything else you’d like to say? 

Follow on question about:

2. About the Fieldwork service you receive:
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Key results from questionnaire

Q 2. How long did you use Epilepsy
Connections Greater Glasgow & Clyde Epilepsy
Fieldwork Service for?

Appendix 3 - Questionnaire Main Results

Q 3. To what extent does epilepsy
affect your everyday life?

Q 4. What are your biggest challenges in living with epilepsy?

Explanation of challenges:
Physical symptoms include: controlling seizures, lack of energy 
Anxiety around seizures includes: unpredictability, stigma, no one there to help 
Personal circumstance includes: loss of job, relationship, personal fulfilment on hold, adapting.
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Q 5. Do you have additional health conditions? Q 6. Other than your doctors or epilepsy
specialist nurse have you had support
from any other agency apart from Epilepsy
Connections?

Q 7. Please tell us which services you have accessed from Epilepsy Connections Fieldwork
Service (tick as many as apply).

Additional health conditions included asthma,
mental health and autism, high blood
pressure, osteoporosis; orthopaedic
problems; diabetes; heart; brain
tumour/injury. 

Those who said yes mentioned especially
Glasgow Disability Alliance (2), Epilepsy
Scotland (3) and others (Lifelink; Validium;
Quarriers; Princes Trust; Anvil Centre)
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Explanation of services accessed

Information = information about epilepsy
Advice = advice to manage my condition 
Safety checks and safety advice 
Housing support = support to adapt my home or find suitable housing
Work = support with epilepsy at work 
Education = support with epilepsy at school/college/university
Information = information about social networks, local clubs and ways of meeting others,
volunteering 
Referrals = referrals to other services 

Three people additionally mentioned being referred to Epilepsy Futures and someone else
mentioned being taken out with their family for activities.

Q 8. How helpful was Epilepsy Connections 
to you? 

Q 9. Who else in your life has had support
from Epilepsy Connections?
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Q 10. Top 3 three things people want Epilepsy Connections Fieldwork Service to offer 
    – first choice

Explanation of terms where different from chart:

Advice = advice to manage my condition
Benefits = benefits advice
Emotional support 
Information = information about epilepsy
Referrals = referrals to other services
Housing support = support to adapt my home/find suitable housing 
Work = support with epilepsy at work 
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Appendix 4 - Epilepsy Connections Services



Epilepsy Connections is a company limited by guarantee and Registered in Scotland No.212813. Registered Office: 
Suites 129-134 Baltic Chambers, 50 Wellington Street, Glasgow G2 6HJ. Recognised as a Scottish Charity No. SC030677.

Head Office
Suites 129-134 Baltic Chambers, 
50 Wellington Street, Glasgow G2 6HJ
t: 0141 248 4125

Forth Valley Fieldwork Service
Admin Offices, Falkirk Community
Hospital, Falkirk FK1 5SU
t: 01324 673 750

Ayrshire & Arran Fieldwork Service
t: 07585 570 466

www.epilepsyconnections.org.uk
info@epilepsyconnections.org.uk

@EpilepsyConnexn

@EpilepsyConnections


