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An Opportunity to See Life Differently 

Evaluation of Epilepsy Futures 
 

Introduction 
This report describes the findings and conclusions of an evaluation of the 

Epilepsy Future Programme delivered by Epilepsy Connections. The 

evaluation was commissioned at the mid-point of a three-year programme 

funded through the National Lottery Community Fund. It is intended to 

assess the impact of the programme on participants and consider how 

future iterations of the programme may be amended to improve 

participant experience and maximise the impact.  

About Epilepsy Connections 
Epilepsy Connections is a Scottish Charity, formed in April 2000. The 

organisation’s key objective is to promote the welfare and full social 

inclusion of people with epilepsy in Scotland. The principal activities are; 

 Developing and delivering a range of community-based information 

and support services to people with epilepsy, their families, friends 

and carers and the professionals who work with them. 

 Raising awareness of the diversity and complexity of epilepsy needs 

and working with statutory, voluntary and independent agencies to 

address those needs. 

 Involving epilepsy service users in the processes of planning, 

delivering and reviewing our services and activities. 
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Epilepsy Connections Services  

Epilepsy Connections provides a variety of projects and services within the 

Greater Glasgow & Clyde, Forth Valley and Ayrshire & Arran Health 

Board areas, offering information, advice and support to people with 

epilepsy, their families, friends and carers and the professionals working 

with them. 

Epilepsy Fieldwork Teams provide person-centred, holistic support to 

children and adults with epilepsy and their families. This can cover any area 

where people feel they need support including understanding and managing 

the condition, maintaining relationships, social and lifestyle issues, 

education, employment and benefits, liaison with other agencies and 

anything else that helps people live full and rewarding lives. The fieldwork 

team are usually the first point of contact for most people who access 

Epilepsy Connections services, and the key link with epilepsy specialist 

clinical and nursing colleagues. In addition to ongoing casework, in 2017/18 

the fieldwork teams responded to 476 new referrals, an increase of 9% on 

the previous year.  

Many people living with epilepsy feel socially isolated. The Epilepsy 

Connections Befriending Service matches people with volunteers who will 

help them take part in social activities and start to lead a more 

independent life. Friends Connected social groups, made up of people with 

epilepsy, meet regularly and are supported by Epilepsy Connections 

volunteers.  

The Epilepsy Connections Volunteer Coordinator is responsible for 

looking after an enthusiastic team of volunteers, many of whom are 

current or former service users. In 2017/18, more than 3,000 volunteer 

hours were contributed by volunteers. Epilepsy Connections is accredited 

by Investing in Volunteers, the UK quality standard for good practice in 

volunteer management. 

 

 

A Schools Project provides epilepsy awareness support for school staff and 

pupils in Greater Glasgow and Clyde. An Education and Outreach Worker 

supports pupils with epilepsy in school and other areas of their lives. In 

2017/18, 1,643 pupils and 26 teachers and staff took part in epilepsy 

awareness sessions. Services for young people are provide in Ayrshire & 

Arran and in Forth Valley.  

Epilepsy Connections supports a People’s Forum made up of service users 

who come together to influence change in policy, practice and services for 

people with epilepsy. Several participants in Epilepsy Futures have moved 

on to the People’s Forum. In 2017, the forum attended meetings of the 

Scottish Parliament Cross Party Group on Epilepsy.  
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About Epilepsy Futures 
Epilepsy Futures is a 3-year programme, funded by the National Lottery 

Community Fund, which began in November 2017. The programme 

recruits people living with a diagnosis of epilepsy and provides them with 

an intensive group experience which takes place over 3 days a week for 6 

months. The planned outcomes of Epilepsy Futures are that participants 

will; 

 Be more knowledgeable about their disease and will be more 

effective and confident partners in its management. 

 Understand the importance of maintaining physical and mental 

health, and will make positive lifestyle choices. 

 Be better connected with their communities. 

 Be empowered to demonstrate the benefits of self-management. 

The programme is open to people aged 18+ who live in in Ayrshire & 

Arran, Greater Glasgow and Clyde, and the Forth Valley areas and can 

travel to the Epilepsy Connections offices in central Glasgow. Participants 

need to be ready to engage in a 6-month supported programme of positive 

action to create new routines and explore new opportunities.  

Epilepsy Futures consists of a programme of activities delivered by Epilepsy 

Connections’ staff, volunteers - people with epilepsy themselves - and 

partner agencies.  

Although each programme differed, they all shared the following key 

features; 

 Introduction and ice-breaking sessions to establish group aims, 

rules and norms. 

 Understanding epilepsy sessions, including the Epilepsy and You 

online course from Epilepsy Action.  

 Epilepsy self-management. 

 Living Life to The Full sessions.  

 Relaxation and self-care inputs.  

 Healthier lifestyles. 

 Art, craft and creative activities. 

 Visits and specialist inputs selected by the group 

 Planning for change. 

 Preparation for group closure and moving on. 

Epilepsy Futures offers support to access other local learning and social 

opportunities, including college courses, gym, walking groups, gardening, 

healthy eating and any other activities that participants suggest.  

Epilepsy Futures recruits and supports peer mentors – commonly 

graduates from an earlier cohort - who then act as supports for 

participants in following cohorts. This provides additional capacity to the 

service, offers graduates an opportunity to develop in a new role, and 

provides participants with support from someone who has a real 

understanding of living with a diagnosis of epilepsy.  

Management, coordination and a large part of the programme delivery is 

undertaken by a full-time Project Coordinator post funded through the 

National Lottery Community Fund. A separately funded Volunteering 

Coordinator contributes to programme delivery by identifying volunteering 

opportunities within Epilepsy Connections and supporting participants to 

take up and maintain volunteering – both during the programme and after 

graduation.  
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The Need for Epilepsy Futures  

Epilepsy is a common neurological condition that affects nearly 1 in 100 

people in the UK. In Scotland 54,000 people have a diagnosis of epilepsy. 

Symptoms can appear at any age, and epilepsy can affect anyone, of any 

race, any gender or gender identity and from any walk of life. The 

symptoms of epilepsy are characterised by seizures, of which there are 

numerous classifications.  

The majority of people with epilepsy have their seizures controlled with 

medication and lead a full and active life, however for many people the 

experience of symptoms and diagnosis can be traumatic and life changing. 

Research has shown that people with epilepsy are more likely to have 

psychological problems, especially depression, anxiety and suicidal thoughts 

and behaviours. Problems may be a result of difficulties dealing with the 

condition itself as well as medication side effects. 

Participants on Epilepsy Futures reported fear about their safety during 

seizures, a sense of shame, an inability to communicate with family, friends 

and colleagues and other effects on their wellbeing. Reactions can include 

social withdrawal and isolation, strain on relationships, loss of employment 

and an avoidance of risk, challenge and planning for the future.  

Clinical interventions are often insufficient to adequately support people 

with a diagnosis of epilepsy to manage their wellbeing and to live a full life 

after diagnosis.  

Participants in Epilepsy Futures described effects similar to trauma arising 

from their diagnosis. The supports provided by Epilepsy Connections are 

intended to address needs that are not met through clinical interventions. 

The Epilepsy Futures programme is intended to provide a group work-

based intervention which both offers a range of different inputs, but also 

uses the group dynamic to deliver a transformative experience which is 

greater than the sum of the educative inputs and experiences offered. 
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About the evaluation  
In early 2019, Epilepsy Connections commissioned SKS Scotland to 

undertake a mid-point evaluation of the Epilepsy Futures programme. At 

the time of this evaluation, the programme was being delivered to the third 

cohort, and recruitment for the fourth cohort – due to commence in May 

2019 – was beginning. 

The aims of this evaluation are to; 

 Describe the experience of participants in Epilepsy Futures. 

 Explore and articulate the impact of the Epilepsy Futures 

programme on participants.  

 Produce a deeper understanding of the nature of the benefits that 

participants expected and sought from their decision to participate 

in Epilepsy Futures.  

 Generate evidence on the difference that the programme has made, 

or is expected to make, on the behaviours and choices of 

participants.  

 Consider and, if appropriate, offer observations on opportunities to 

maximise impact in future iterations of the Epilepsy Futures 

programme.  

The evaluation methodology was made up of the following tasks; 

 Interviews with 12 participants from across all three cohorts. 

 Interviews with the Epilepsy Futures Project Coordinator and with 

Epilepsy Connections Executive Director, Fieldworker, Volunteer 

Coordinator and Outreach and Education Worker.  

 Review of programme documentation, including; 

o Funding application and reports to funders. 

o Programme input materials. 

o Session reflection records. 

o Participant feedback records. 

 

Participants were selected for inclusion in the evaluation on the basis of 

their willingness to contribute and their capacity to offer a useful evidence 

base to demonstrate the impact of the programme. An informed consent 

paper was provided to ensure that they understood the aims and scope of 

the evaluation, what was required from them as contributors to the 

evaluation, the voluntary nature of participation in the evaluation and the 

limits of confidentiality of their contributions. The implementation of the 

evaluation was aided by the comprehensive and clear records on the 

planning and delivery of the recruitment, groupwork and post-graduation 

support provided to participants. 
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The Impact of Epilepsy Futures  

Participant recruitment 

The majority of the programme participants were recruited to the 

programme through existing contact with Epilepsy Connections. In some 

cases, this had been a longstanding relationship with the organisation and 

participation in a number of Epilepsy Connections services. In other cases, 

participants had been recently referred to the organisation by a medical 

professional - most commonly an epilepsy nurse but occasionally a 

consultant. One interviewee had self-referred, having learned about the 

service through a simple online search for epilepsy support services in 

Glasgow.  

On referral to Epilepsy Futures, prospective participants are interviewed 

by a member of the Fieldwork Team. If this meeting concludes that 

Epilepsy Futures may be an appropriate service, a further meeting is set up 

with the Epilepsy Futures Project Coordinator to more fully explain the 

programme, the demand it makes of participants and to ensure that it fits 

with their needs.  

The programme requires a substantial and long-term commitment of time. 

Perhaps more importantly it also requires participants to have a 

commitment to change, a personal investment in making change, and a 

desire to support peers in undertaking the process. Consequently, the 

interview process is an essential element in ensuring that prospective 

participants understand the scale and nature of the commitment, and that 

people who are not ready to make this commitment are not set up to fail 

by being allowed to begin participation in a programme that they may not 

be able to complete.  

 

 

 

 

Epilepsy Connections staff reported that they had advised several people, 

including some with longer relationships with Epilepsy Connections that 

the Epilepsy Futures programme was not right for them at that particular 

time – alternative supports were offered in these situations. There was an 

example in which someone who had not been considered appropriate for 

the programme at the commencement of one cohort had been able to join 

a later cohort when their circumstances and state of mind had changed.  

Selection is a key factor in the success of the programme. Staff and 

participants were all clear that the Epilepsy Futures programme was only 

appropriate for people when they were ready and able to make a change in 

their lives. Readiness involves both external and internal factors: participants 

had to have a level of stability in their life circumstances and have made a 

decision that they had to change their lives and take personal responsibility 

for doing so for the programme to work.  

“It’s essential that we don’t allow people who are not ready to join the 

programme. It would be irresponsible of us to do that. It wouldn’t help 

them, it could even damage them, and it would be bad for the group 

dynamic.” Epilepsy Connections Staff 

“In the early days when we first announced the service, we had at least 

one person who wanted to go on it for the simple reason that it was the 

‘new thing’ and they wanted to do everything they could. It wasn’t right 

for them and we had to diplomatically decline them. It was the right thing 

to do though.” Epilepsy Connections Staff 
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The idea of readiness in relation to Epilepsy Futures was considered by 

some staff to be analogous to stages of behaviour change1 developed in 

other interventions in which a person has to be mentally and emotionally 

prepared to take action to achieve change in their lives.  

Figure 1 – Stages of behaviour change 

 

 

                                                
1 Prochaska, J.A., DiClemente, C.C. & Norcross, J.C. (1992) In search of how people change. Am. 

Psych. 47:1102-1114 
   

 

People who were considered suitable for the Epilepsy Futures programme 

were in the ‘action’ stage of the model. World Health Organisation 

guidance describes the action stage as where people “have decided to 

change their established behaviour.”2 

If the behaviour in the above model is that of negative or limiting reactions 

– including ways of thinking - associated with a diagnosis of epilepsy, then 

the application to Epilepsy Futures is clear: Participants need to be mentally 

and emotionally ready to change their established behaviour before the 

programme can be effective. The impact of the intervention is dependent 

on recruiting people at the right stage in their response to diagnosis.  

 

Participant motivations 

Almost universally, participants interviewed for the evaluation reported 

multiple and significant negative thoughts, behaviours, situations and states 

of mind, affecting them prior to Epilepsy Futures. All of these were either a 

response to their diagnosis with epilepsy, to their perceptions of how 

others would react to their diagnosis, or to how they felt that their 

lifestyle had been changed by living with epilepsy.  

In some cases, these negative factors had been in place for many years 

before making the decision to change, in other cases the period had been 

shorter, but no less intense. More than one interviewee reported some 

suicidal ideation in their history associated with their diagnosis or their life 

circumstances arising through their reaction to their diagnosis.  

 

2  Sue Henry-Edwards, Rachel Humeniuk, Robert Ali, Maristela Monteiro and Vladimir Poznyak. Brief 

Intervention for Substance Use: A Manual for Use in Primary Care.  Geneva, World Health 
Organization, 2003. 
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Participants were motivated to take action by a sense that their present 

situation was intolerable. In almost every case this was not about the 

medical symptoms of their condition, but about their mental state and the 

lifestyle they had found themselves in as a result of their reaction to the 

diagnosis. Participants reported that they were unlikely to have taken 

action, or to have sustained an attempt to make changes, if they had not 

felt that their situation had become intolerable. They all stated that they 

had been considering the need for change for some time before taking 

action.  

“I was at the end of my tether. I really was. I spent years sitting in the 

house watching Homes Under The Hammer. And I could have done that 

forever, but it wasn’t me. It was who I’d become, but I wanted my old self 

back.” Participant 

“It sounds funny now, because I used to be really active. I was the one 

who was helping everyone else in my family. I was keeping them all 

together, but I just lost myself through fear and shame and not knowing 

quite what to do but hide.” Participant 

Some participants had lost their employment as a result of their diagnosis. 

Others had given up work because they felt that they needed to do so. 

This had contributed to the isolation and lack of opportunity to meet 

people that they reported.  

Although participants own internal state of mind or circumstances were 

the major and most commonly reported negative factor, most 

interviewees also reported some challenges associated with the reactions 

of close family, friends and colleagues to their diagnosis.  

Several participants reported that, although they felt reasonably confident 

in managing risks associated with their symptoms, their families and others 

close to them had greater fear for their safety when outside the home or 

other place considered safe.  

In some cases, this had resulted in participants drastically reducing their 

social activity to the point of social isolation. This was partly to assuage the 

fears of their family, but also because their proximity to the expressed 

fears of their family had caused them to be more fearful than they 

otherwise may have been.  

“I came here on the bus. That’s a big thing for me. Actually, it’s not such 

a big thing for me. It’s a challenge but it’s not that big a challenge. But 

you look. They’ve phoned me three times to check I’m OK. It’s not 

necessary. I can manage. But for a while I thought maybe I couldn’t. Now 

my challenge is getting them to stop worrying.” Participant 

Participants reported that, because they were exposed to their family’s 

perception of risk, they began to behave as though those risks were 

unmanageable.  

Almost all participants reported that their family relationships had been 

negatively affected by their diagnosis. In some cases, this was because the 

family had not fully understood the nature of their condition, but in most 

cases, it was because the participant’s behaviour and moods had changed 

for the worse.  

“I think I must have been impossible to live with. I was moody and angry 

and took it out on those closest to me. Inevitably they reacted to that and 

things got worse. They were probably trying their best and I was probably 

being horrible.” Participant 

The benefits that participants sought from Epilepsy Futures were almost 

universally in relation to wellbeing, their own attitudes to themselves, and 

their need for support in making change. Following from this was a desire 

to change their lives and lifestyles, starting with changing the negative 

wellbeing that prevented them from living their lives as they wished.  
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Reducing social isolation and improving relationships with others was the 

most important and commonly expressed motivation that related to 

participant’s interactions with the wider world. Most interviewees 

attended Epilepsy Futures with a view to gaining the confidence to rebuild 

a social life that they recalled from before their diagnosis. Others actually 

looked to the group, and to Epilepsy Connections services more broadly, 

as a source of new friendships and opportunities to create a social life.  

 

Participant Views on Activity 

Epilepsy Futures was regarded by participants as being fundamentally 

different from their experiences of support from other agencies. They felt 

that Epilepsy Futures, and Epilepsy Connections more broadly, had a 

greater understanding of their situations, was more effective, more 

holistically supportive and produced greater and longer-term positive 

change for them. 

The relative simplicity of Epilepsy Futures’ referral procedures and the 

time between seeking support and receiving support was compared 

favourably to experiences of other agencies.  

“We had an interview, and I’m sure there must have been some 

paperwork, but I really don’t remember it. It was that simple. You were 

there and you felt that Epilepsy Futures was there for you.” 

Participant 

Several interviewees had longer careers of contact with Epilepsy 

Connections and had participated in many of the services available. All 

interviewees were inclined to describe Epilepsy Connections as being 

similar to a family in that they felt that they knew the people in the 

organisation and felt welcome and comfortable in their presence. 

The actual activity undertaken by each group varied and there were a 

range of participant views on each element, with few elements being 

universally liked or disliked by interviewees.  

The inputs on the nature of epilepsy, it’s symptoms and methods of self-

management were considered valuable. All participants felt that they 

learned something from this, even if they felt they had already gathered 

substantial knowledge from other sources. Participants reported that 

talking to other people with epilepsy in the groups setting produced a 

greater and more meaningful knowledge and understanding – because it 

came from other people who understood the nature of their condition and 

situation – than any professional input could achieve.   

A few participants noted that they initially found some of the relaxation 

and self-care inputs challenging, but that they accepted this as part of their 

responsibility to others in the group. Other participants reported that they 

felt that these were essential to enabling them to manage the pressures of 

the group process.  

The creative activities, visits and specialist inputs were felt to be of 

substantial value in helping participants gain confidence in re-establishing 

more active lifestyles and to make plans for how they would reduce their 

social isolation outwith the group.  

Universally, it was clear that regardless of whether participants preferred 

art to relaxation techniques or vice versa, the activities were tools to 

facilitate the groupwork process and enable the benefits that being part of 

the group produced.  
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The Impact on Participants 

It was apparent that, for almost all participants, the process was considered 

to have been of greater impact than the specific activities.  

Most prosaically, the time commitment - although daunting - was 

welcomed by many participants. They felt that their lives had little 

structure and had little demand for personal rigour. Many reported that 

they knew this had been part of how their lives had changed since their 

diagnosis, including loss of structure provided by employment. The fact 

that the course required them to attend consistently meant that by 

deciding to participate they were making a commitment that would both 

challenge them and produce evidence that they were capable of meeting 

that challenge. 

“It is quite a commitment, but I never thought that at first, at least not as 

a bad thing. The commitment was part of what attracted me. I missed 

going to work every day and I knew that not having that was part of why 

I couldn’t get anything done. I wanted something that would make me 

have to get up and go out and be somewhere even if I felt tired or scared 

or just not right.” Participant  

Participants stated that although they had experience of professional and 

clinical support in understanding their diagnosis and managing their 

condition, the opportunity to learn about their condition through the lived 

experience of their fellow participants was immeasurably more powerful 

and more empowering in enabling them to feel in control of their lives.  

“The epilepsy nurse is good. They told me lots of facts, but they were 

only facts. Nothing compared to actually talking to other people with the 

condition. Even if their condition and their experience was different it just 

means more to hear it from people who know for real.” Participant 

 

 

 

 

“I think epilepsy is a really isolating condition. You know that other 

people have it, but you don’t realise that it affects other people like it 

affects you. It makes you feel like nobody understands the position you 

are in – in fact who you are. Talking to other people with epilepsy makes 

a difference that no amount reading or talking to professionals can ever 

make.” Participant 

The impact of the group process was however not wholly explained by the 

opportunity to meet and exchange experiences with peers. Several 

participants pointed out that the long-term commitment to being with the 

others in the group and to supporting peers, as well as receiving support 

from peers, had a transformative effect.  
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“When you start you don’t think, you don’t realise, what it’s going to be 

like. You can’t. You think it will be learning about the condition and 

learning techniques for managing it and it’s all of that, but it’s the fact 

that you have to commit to spending time with others and being part of 

a mutual support that makes the difference.” Participant 

“I don’t know when it changed, I think it was probably gradual, but at 

some point, we were all part of making the change for each other. We 

were actually providing the support. We’d gone from people that couldn’t 

actually take proper care of ourselves, to people that didn’t even think of 

ourselves, but about what we were doing for others.” Participant 

This form of transformative practice requires careful and sensitive 

facilitation from a skilled groupwork practitioner. Participants pointed out 

that the presence and support from the Project Coordinator was a major 

factor in how the group achieved this. They commented on how the input 

from the Project Coordinator was greater than simply educative or 

organisational, and they contrasted this with their experience of other 

education or training where staff took a more formal role as educators.  

“It wouldn’t work without that. They need to be there all the way so that 

they know and can manage all the personalities and make sure the 

group works. They could just organise all the speakers and the visits and 

things, but that’s not how it works.” Participant 

There was some evidence from a small number of participants that this had 

been uncomfortable for them. These participants appeared to have 

expected Epilepsy Futures to deliver solutions to them and found the idea 

that they were expected to take responsibility for their own change, and 

that of their peers, challenging and confusing.  

 

 

These participants were more likely to immediately articulate more 

matter-of-fact benefits from their activity, including a greater understanding 

of their condition or techniques for self-management. Nonetheless, they all 

expressed improvements in confidence and changes in behaviour that they 

attributed to the groupwork process.   
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Post Programme Planning  

The Epilepsy Futures programme requires a significant and long-term 

commitment of time and emotional energy from participants. Therefore, 

the ending stages of the programme need to be carefully considered to 

ensure that participants are practically and emotionally prepared for no 

longer having this commitment three days per week.  

For almost all participants, building a new life and new activities and 

commitments was a primary aim of their decision to attend Epilepsy 

Futures, and almost all participants reported that they had successfully 

done so. For these participants there was some activity to take the place 

of the group, but even the most confident of the interviewees stated that 

they felt some fear and trepidation about no longer having the group in 

their lives.  

“It’s been such a big thing, and it’s been so intense that the idea of it not 

being there feels like a loss. It’s like grief actually. But then again, if I’m 

honest, I’ve known for some time that I didn’t need the group the way I 

did even a few months ago. You stay around though, because by then, 

being here isn’t about you, it’s about the whole group. And that’s why it’s 

so difficult.” Participant 

“You have to move on. I had a life before epilepsy, and I want it back. 

That doesn’t involve coming to an epilepsy support group forever.” 

Participant 

Almost all participants reported that one of the impacts of their diagnosis 

was that they had ceased to make future plans or made very limited and 

short-term plans. The idea of leaving the group demands some 

consideration of their longer-term vision for their future. All but one 

participant reported that, as a result of the group, they were not only 

more confident in making future plans but had taken action to achieve their 

goals.  

 

 

One participant reported that, since receiving their diagnosis, they had 

ceased to make future plans and had managed their expectations by 

accepting each day as it comes. They felt that they did not wish to think 

about the future as they feared that they would be unable to realise any 

plans for more than the day as it happened.   

The Project Coordinator and Volunteer Coordinator made conscious and 

planned interventions throughout the programme to support participants 

to identify and take up other activities, both within Epilepsy Connections 

and in other settings. This intervention was scaled up as the programme 

neared conclusion, including encouraging participants who were reluctant 

to move on to take up other opportunities.  

The availability of volunteering opportunities as peer mentors in 

subsequent groups allowed participants the opportunity of a more gradual 

withdrawal. There were mixed views from the peer mentors on the nature 

of their role. Some were able to clearly articulate their role as an 

extension of their contribution to the mutual support elements of the 

group work, and the benefit to them on knowing they had the capacity to 

help others.  

Others were vaguer and described their peer mentoring role as simply 

being there ‘to help’. This latter group were more likely to make some 

reference that indicated that they regarded their peer mentoring primarily 

as an opportunity to retain some contact with Epilepsy Futures. 
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There was some evidence of a risk of dependency developing. A few 

people with appeared unable to conceive of a future without contact with 

Epilepsy Connections, and others could not describe any future 

volunteering or social activity after graduation from Epilepsy Futures that 

did not involve Epilepsy Connections. Staff were aware of this and 

understood both the reasons why participants may wish to maintain 

contact and the issues around dependency.  

The Epilepsy Futures group is clearly conceived of as a means of supporting 

self-actualisation within a set period, and not as a longer-term support. It 

was accepted that some Epilepsy Futures participants would achieve a 

fuller, more independent self-actualisation within a shorter period and 

move on. Others would not achieve such a full transformation and would 

benefit from maintaining contact and support through other Epilepsy 

Connections services.  

Notably, although some participants had set employability and employment 

goals for themselves, there is no demand for employability outcomes built 

into the project design. This is a key strength as it allows the groupwork to 

wholly focus on self-actualisation as the primary outcome of the process.  
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Conclusions on the Impact of Epilepsy Futures  

The programme is enormously successful in achieving a transformative 

impact on the wellbeing and lifestyles of participants. The distance travelled 

by some participants is from the very lowest self-reported perceptions of 

themselves, their situation and their future opportunities for happiness, to 

an almost complete absence of negative thinking and a focus on the future 

and the action participants can take to make themselves happy and impact 

positively on others. While not all participants demonstrated this distance 

travelled, all had made a significant and substantial change to themselves 

and their lives.  

The programme achieves this through a combination of factors;  

 The organisational position and professional relationships with 

other organisations in the overall ecology of provision for people 

with a diagnosis of epilepsy.  

 The care taken to recruit people who are appropriate for the 

nature of the intervention.  

 The pastoral support provided to individual participants.  

 The phased approach to group processes, including information, 

practical support, emotional support and transformation. 

 The focus on participants being their own agents of change, and the 

rejection of the intervention as a solution to be delivered.  

 The structured, planned and long-term facilitation of the 

groupwork process.  

 The use of the group members as a resource in the achievement of 

group goals.  

 The absence of programme demanded outcomes for participants.  

 The dual focus on internal change in wellbeing and external change 

in behaviour as a manifestation of improved wellbeing.  

 

 

 

This is a complex and perhaps unique intervention which cannot easily be 

described in simple and succinct terms. The fact that Epilepsy Connections 

have had the insight into the experiences of people with a diagnosis of 

epilepsy to recognise this need, the organisational courage to develop an 

intervention to address this need and the skills to attract resources to 

deliver it is commendable.  

 



15 

 

             An Opportunity to See Life Differently            Evaluation of Epilepsy Futures 

Epilepsy Futures in the Future 
The clear and consistent message from all stakeholders was that the 

design, structure and fundamental operation of Epilepsy Futures and of 

Epilepsy Connections was already very effective and met a real and serious 

need. There were few opportunities for improvement or need for anything 

substantial to change. The design of the service may be regarded as mature 

and largely appropriate to the outcomes it is intended to deliver. The 

model may be regarded as proven, and the benefits it delivers for people 

with a diagnosis of epilepsy as demonstrably valuable.  

In terms of future development there are three main strands of the service 

that may bear further exploration. 

Increasing the number of cohorts 

There were mixed views on whether there was a need or demand for a 

greater number of cohorts. There was an observation that, as courses only 

commenced at six-monthly intervals, there was a risk that potential 

participants, i.e. people ready to move to the action stage of behaviour 

change, would have to wait and, potentially, slip back into earlier stages 

before the opportunity of a course became available.  

Some staff expressed doubt that there were sufficient numbers of people 

with a diagnosis of epilepsy who were suitable for Epilepsy Futures to 

warrant an increase in courses. Other staff were confident that the level of 

unmet need was high and that demand for places on an Epilepsy Futures 

course would always exceed supply.  

The evaluation has insufficient evidence to form a conclusion on the 

potential need and demand for an increased frequency of intake. It may be 

noted that any increase would require a consequent increase in resource, 

and this may be difficult to achieve in the present funding climate. 

 

 

Developing the Peer Mentor Role 

There was potential for some of the more confident and higher performing 

graduates to take on a greater and more formal role in the implementation 

of the groupwork process. At present the role is commonly conceived of 

around the provision of support and role-modelling to the newer cohort. 

Some peer mentors expressed a desire to build on this and take a greater 

role in facilitating the groupwork process. This idea has the potential to 

produce a new role, that of co-facilitator. This may be a significant new 

opportunity for self-actualisation for the co-facilitator and to increase the 

resource capacity available to deliver groupwork.  

Facilitation of a groupwork process like Epilepsy Futures is a highly skilled 

role, and it is not anticipated that graduates of Epilepsy Futures would have 

the skills to lead on this without significant investment in training. Equally, 

co-facilitation implies a level of partnership in the implementation of the 

groupwork process that may be complex and time-consuming to manage. 

The benefits to Epilepsy Connections of introducing such a role would 

need to be greater than the resource implication of supporting and 

managing the role. 

Building on employability  

Some participants noted that they sought to use the programme as a step 

in a path to employment. For them, there was a potential to increase the 

focus on achieving employability.  

The absence of a focus on achieving employability outcomes was however 

a major factor in allowing the service to focus on the self-actualisation 

needs of participants, and the introduction of any target of this nature 

presents a risk to the delicate nature of the groupwork process. For this 

reason, it may not be appropriate to seek to deliver employability 

outcomes within the scope of this service.  
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What’s this all about?  

The Epilepsy Futures programme, which is run by Epilepsy Connections, is 

funded by the Big Lottery for a period of three years. We’re presently half 

way through that period, so it’s a good idea to take some stock of how the 

programme is delivering the kind of benefits for people with a diagnosis of 

epilepsy that it is meant to be doing.  

To make sure that is objective and thorough, Epilepsy Connections have 

asked SKS Scotland, a company with specialist evaluation staff, to engage 

with programme participants (that’s you!) and prepare a report that 

describes the impact of the programme and which will help in attracting 

new funds to develop and continue the Epilepsy Futures programme.  

What does this have to do with me? 

You are, or have been, a participant in the Epilepsy Futures programme. 

That means that your experiences and your perspectives on the 

programme are essential to the evaluation. We need you to talk to us! 

OK, what do you want me to do? 

All you need to do is agree to be interviewed by Colin Duff, the SKS 

Scotland evaluator. It will take no more than half an hour (unless you talk a 

LOT!).  

 

 

 

Do I have to do it? 

No. It is entirely voluntary. You don’t have to do it, and there will be no 

implications for you if you choose not to. It will, however, be really helpful 

for Epilepsy Connections if you do agree to do it.  

Interviews can take place at the Epilepsy Connections office, or another 

public place if you prefer.  

Is it confidential? 

Yes. Although the evaluator will take notes, and your thoughts and ideas 

will be used in the evaluation, nothing you say will be attributed to you as 

an individual. If you want to say anything but aren’t sure about it, tell the 

evaluator during your meeting and they’ll clarify how and if your comments 

will be used.  

So, I meet with the evaluator, then what happens?  

The evaluator will produce a short report describing the impact of the 

programme. You will be able to see this report. 

The report will be used by Epilepsy Connections to influence funders and 

other stakeholders to support this programme and any future iterations of 

the programme.  

Who do I talk to if I have any other questions? 

Send a message to Colin Duff - colin@winningwords.org.uk 

mailto:colin@winningwords.org.uk
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Epilepsy Futures: An opportunity to see life differently 

Epilepsy can be a challenging condition to live with – maybe it is affecting 

your confidence, preventing you from feeling good about yourself, or 

leaving you feeling isolated from your community. Living with epilepsy 

doesn’t have to feel this way and the Epilepsy Futures project can help you 

build the skills to live well.  

Who is Epilepsy Futures for? 

Epilepsy Futures is open to anyone:  

 with a diagnosis of epilepsy 

 aged 18+ 

 who can travel to our office based in central Glasgow, and 

 who is ready to engage in a six-month supported programme of 

positive action. 

How does it work? 

Epilepsy Futures consists of a programme of activities delivered by Epilepsy 

Connections’ staff, volunteers with epilepsy and partner agencies. 

The programme runs for 3 days per week (Tuesday, Wednesday and 

Thursday) for 6 months and includes workshops on topics like epilepsy 

self-management, managing mental health, confidence building, healthy 

lifestyle, and planning change.  

There is also support for you to get involved in other things you might be 

interested in, like college courses, going to the gym, walking groups, 

gardening, healthy eating—whatever you want to have a go at, we’ll work 

with you to try and make it happen. 

What can I achieve with Epilepsy Futures? 

This is up to you! The more you are able to commit, the more you will 

achieve. Many of our graduates feel that they have improved their well-

being and think more positively about themselves. Others say that they feel 

more confident and in control in their everyday lives.   

We hope that you will graduate knowing more about your epilepsy and 

feeling more confident managing it.  

Is there any cost? 

Our Epilepsy Futures project is funded by the National Lottery Community 

Fund and is free of charge to participants. You will have to cover your own 

transportation costs. 

How do I find out more? 

Check out the Epilepsy Futures blog posts for regular updates on what 

participants have been doing. 

If you are interested in joining Epilepsy Futures and would like to have an 

initial chat about the programme, please contact Peter Dale, Epilepsy 

Futures coordinator on 0141 248 4125 or email 

pdale@epilepsyconnections.org.uk.



 

 

 

 


