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Our vision

Our mission

We want everyone affected by epilepsy to have the support,
resilience and respect they need to live life to the full.

We walk alongside people affected by epilepsy, providing vital
support and encouragement so that they can live well and have
their voices heard.

Our people

Directors: Rachel Edwards (Chair), Susan McGhee (Vice Chair), Conor Kerr

(Treasurer), Russell Bradley, John Bruce, Andrew Lindsay, Brian Nixon,

Maria Oto.

Staff: Shirley Maxwell (Executive Director), Scott Coyne, Peter Dale, Heather Davies,

Anna de Vries, Rhona Figures, Barbora Jones, Rosemary McInnes, 

Frey O’Brien, Ewan Roy, Niamh Tumilty, Colleen Wilson, Gill Wilson.



Since meeting at our last AGM in August 2019
the world has changed significantly. The impact
of COVID-19 has affected the way in which we
interact with each other, how we provide
information and services and how we do
business. As a result, Epilepsy Connections has
had to adapt and respond to ensure the
continuation of the charity’s service provision
and connection with those we support.  
 
However, in light of the challenges of 2020
Epilepsy Connections still has much to
celebrate! We welcomed to the staff team Anna
de Vries as our Administrative Assistant and
Niamh Tumilty as our Fundraising Coordinator.
Conor Kerr joined the Board of Directors as our
Treasurer. Welcome to the team all and thank
for your positive contributions so far. In October
2019 we celebrated a successful office move to
Baltic Chambers which provides us with a
comfortable flexible space for the team to work
in and for others to visit (when it is safe to do
so!).  
 
Our fieldwork team continued to respond to the
increasing demand for our services and
actioned nearly 600 new referrals this year
across Glasgow, Forth Valley and Ayrshire &
Arran, an increase of 8% on last year. Our
counselling service and volunteering team
remained as busy as always,  our schools and
families services continued to help create safer,
welcoming spaces for young people with
epilepsy, and our vibrant Epilepsy Futures
Programme entered its final year. The People’s
Forum carried on networking and lobbying on
our behalf and adapted well from the start of
lockdown to the new digital way of meeting. The
Board, staff and I are most grateful to our team
of 55 volunteers who contributed more than
3000 hours of their time, valuable skills and
knowledge to support our work. We couldn’t do
without them!  
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We are extremely grateful to our funders
NHS Greater Glasgow & Clyde, NHS Forth
Valley, the National Lottery Community
Fund and Bank of Scotland for their support
throughout the year and to those who
tirelessly fundraise on our behalf.  One of
the challenges that we will face in
2020/2021 will be how to continue to
fundraise effectively at a distance, one I am
sure our team will meet with their usual
enthusiasm and creativity.

On behalf of myself and the Board of
Directors, I would like to thank Epilepsy
Connections’ staff team for their resilience,
dedication and adaptability. Moving face-to-
face services to an online, digital
environment was no small task and to do so
successfully is an incredible achievement.
Epilepsy Connections has shown its
strength and tenacity over the years but
never more so than these last 6 months.
This is a testament to the organisation’s
leadership, purpose and core values which
will allow us to continue to walk alongside
people affected by epilepsy providing vital
support and encouragement so that they
can live well and have their voices heard in
years to come.

Chair's Report

Rachel Edwards , Chair



3

       people used the
Counselling Service    

      people were

          young
 learners engaged with
epilepsy education     

 Friends

new Fieldwork
referrals

Our year in numbers

         info & support 

591

in Glasgow345

162

84

in Forth Valley

in Ayrshire & Arran

30

45 32
19

Volunteer befrienders

97

8%
compared to
previous year

       gardeners grew
 fruit & vegetables        
at our plot                    

volunteers  

hours of their time
epilepsy trained

171500

55
gave over 3000

 group meetings 

meet ups were held

supported 

people attended 
adults

Connected 

&
23

            people attended    
Resilience Workshops 

Memory workshops

40



4

Epilepsy Futures, funded by the National
Lottery Community Fund, entered its third and
final year. During the last year, 12 people
committed to a 6-month self-management
programme running 3 days a week that
enabled them to take part in activities
designed to support them, to find ways of
managing and improving their wellbeing and
to make positive, sustainable changes to their
lives. 

After completion of the programme, 6 former
participants went on to train as volunteer peer
mentors for subsequent intakes to the project
and for other volunteering roles across the
organisation. Epilepsy Futures was shortlisted
for Self Management Project of the Year at
the ALLIANCE Self Management Awards.

“Before Epilepsy Futures, I felt isolated. I
found it difficult to discuss my issues and I felt
people failed to understand how epilepsy can
affect you. Epilepsy is a condition that affects

you on a daily basis. Help, advice, training
and support is available and always

remember that no question is too silly.”
Participant

Epilepsy Futures

Epilepsy Group 5 on their journey through the 6 month
programme.

What you shared with us

Group 4 attending the ALLIANCE Self Management 
 Awards Ceremony, October 2019.

"Thank you for all your support during
lockdown. It has been really hard living on my
own but your calls and the Zoom group have

really kept me going."

“I just wanted to let you know I am currently
thriving on Futures. Being on

the course has been such an uplifting
experience and has really extended my

thoughts on what I can do and achieve in life.” 

"I have met lots of amazing new people
through Epilepsy Connections and made so

many brilliant new memories."

“I like that everyone who works with Epilepsy
Connections is always really friendly and

happy to listen if you need to talk to
someone."
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A high point of the year for everyone at
Epilepsy Connections was the news that
Rebecca McGhee had won a Golden Light
Award in recognition of her voluntary work
supporting young people with epilepsy. The
award recognises young people who are a
“shining light” to others and is awarded to just
9 young people throughout the world every
two years by the International Bureau for
Epilepsy. 
 
Rebecca, who was instrumental in setting up
our Young Adults Group in Forth Valley and
helped make it a success, is a regular at our
stand at Curiosity Live events at Glasgow
Science Centre.  She also volunteers at our
children’s activities, writes a blog and has
initiated several fundraising activities to
support our work.

Volunteer Profile

Rebecca McGhee

She attended the 33rd International Epilepsy
Congress in Bangkok in June 2019, where
she met her fellow Golden Lights and was
presented with her award by Professor Martin
Brodie, President of the International Bureau
for Epilepsy.

We’re delighted that her hard work and
commitment has been recognised.

Fundraising

In November 2019,
we were delighted to
welcome Niamh
Tumilty as our new
and first ever
Fundraising
Coordinator on the
Epilepsy
Connections' team. 

Niamh, what is your role?
"My role is to increase the amount of
donations we receive from individuals, as well
as other groups, organisations and sponsors.
It involves building relationships with our
supporters and motivating members of the
public to raise money on our behalf."

What has happened since you joined?
"It's been lovely working with colleagues and
volunteers to develop the charity's fundraising
function.
We established a Regular Giving scheme, to
encourage supporters to commit to small,
monthly donations; we've had two successful
outcomes from funding applications to support
the Fieldwork Service in both Ayrshire & Arran
and Forth Valley; and we engaged with
supporters on social media during lock-down,
through an online fundraising raffle. Although
some of our plans were curtailed by COVID-
19, it's important to stay positive and open-
minded; it's a different way of working, but it's
also an opportunity to explore new,
imaginative ways of raising funds for the
charity."
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Our People’s Forum offers a chance for our
service users to actively shape and contribute
to the services we provide. Members are
people with epilepsy, family members and
unpaid carers who work with our Board of
Directors to ensure that the services that
Epilepsy Connections offers are appropriate to
local needs. 

The Forum met 4 times during the year,
during which they evaluated the final draft of
Epipicto and reviewed Epilepsy Connections’
service user charter. Members were on hand
to welcome visitors at the Open Day at the
Glasgow office in February during
International Epilepsy Day and participated in
various events, consultations and fundraising
initiatives. In August 2019, Director John
Bruce took over the role of chairing the
People’s Forum.

People's Forum

People's Forum Members: 
Mary Antczak, Jim Berrington, 
Sharon Cairney, Shoaib Chaudhry, 
Steven Connelly, Constance Gracie,
Raymond Hussain, Alan Johnston, 
Lorraine Kennedy, Moira Logan, 
Carol McNeil, Brett Millett, Gill Stewart.

The Forum is looking to recruit new members
who are motivated and keen to contribute
fresh ideas.

A productive People's Forum meeting at the Glasgow
office in 100 Wellington Street before the move.

Ardentinny

For our families affected by childhood
epilepsy, Ardentinny is a special place. An
escape from the city, to spend the September
weekend in the beautiful Argyll countryside. 
So, after much anticipation and excitement, a
total of twelve families (including some of our
friends from Lanarkshire Epilepsy
Group) enjoyed loads of outdoor activities –
gorge walking, climbing, abseiling, canoeing,
dragon boat racing, archery, orienteering,
beach and forest night walks. 

And lots of lovely meals and chat amongst old
and new friends as we all got together for the
best Ardentinny weekend yet! Our thanks to
everyone who came along and made it the
best time ever. Cherishing the great memories
of our time at Ardentinny.
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Between 2016 and 2019 we worked with
people with epilepsy here at home and in
Austria, Germany, Malta and the Netherlands
to produce Epipicto: A Pictorial Guide to
Epilepsy.  Epipicto is for people who have
problems with literacy and people who are
new arrivals in Europe with little
understanding of the local language. The
guide was launched in November 2019 and is
now available as a free, downloadable
resource at www.epipicto.eu in 13 different
languages. Project partners celebrate the official launch of Epipicto,

Malta, September 2019.

We’d like to thank everyone who contributed
their tips on living well with epilepsy and
reviewed the drafts as we went along. We are
grateful for the opportunity to work with
European partners on this Erasmus+ funded
project and look forward to further
opportunities to work and learn together again
in the future. We also acknowledge the
support of the International Bureau for
Epilepsy throughout the project.

Taking delivery of the first print run of Epipicto at the
Glasgow office.

Social Media

In March 2020, we launched our very own
Instagram account which currently has over
180 followers. On the Social media platform,
we share updates, news, and fun content in a
colourful style. Find us on Instagram by
searching for Epilepsy Connections.

While adding to our social media presence,
much work has been completed on our
website to give it a fresh and modern look and
updated content. You can find us at
www.epilepsyconnections.org.uk.
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By March 2020, the COVID-19 pandemic
brought unprecedented change to the
landscape in which the charity operates. All
face-to-face services were suspended and
staff began working from home ahead of the
Government’s lockdown announcement.
Thanks to the team’s flexibility and creativity
we were able to continue to provide
information, advice and support, help with
benefits, counselling, social group meetings
and the Epilepsy Futures programme on the
phone and online, offering a high level of
practical and emotional support and ensuring
that people with epilepsy in Ayrshire & Arran,
Forth Valley and Greater Glasgow & Clyde
entered lockdown knowing that we would be
there for them.
 
The full impact of the pandemic and its
implications for people with epilepsy are not
yet known but it is clear that the challenges
Epilepsy Connections faces in relation to
service delivery, to our responsibilities as an
employer, and to raising funds are the most
significant in the life of the charity.

A message from our Executive Director:

COVID-19 and the next normal

Settling into new premises

This has been a great opportunity to declutter
and to make a fresh start. We settled in over
the winter months and have created a warm
and welcoming space for service users,
volunteers and staff. 

As part of the celebrations for International
Epilepsy Day, our Glasgow office was open to
visitors on 10 February 2020. 

It was a great opportunity to learn about our
services, current fundraising opportunities,
and to have a blether.

Our Glasgow team settling into Baltic Chambers.

On 31 October 2019, we packed our bags and
moved into our new Glasgow office at Suites
129-134 Baltic Chambers, 50 Wellington
Street, Glasgow G2 6HJ.

Looking to the
future, our priority is
to maintain and
develop our support
options for people
with epilepsy. We
anticipate that while
virtual services will
not permanently
replace face-to-face
bhjbservices they will become integral to our
offer and will help us reach more people
and develop our supporter base. As a
community of interest that includes people
with epilepsy and their families, our
volunteers, staff and Directors, we will keep
striving to ensure that the voice of epilepsy
is heard.
 
We continue to revise and update plans for
the remainder of the current financial year,
confident that we have the resources to pull
through COVID-19 and continue our vital
work. I hope we can rely on your support.

Executive Director
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Thank you to our funders and donors

Statuatory Funders & Grantmaking Bodies
NHS Greater Glagow & Clyde
Stirling Council
Falkirk Council
NHS Forth Valley
Merchants House Glasgow
The National Lottery Community Fund
Better Breaks Fund
R S MacDonald Trust
Bank of Scotland Foundation

Thank you also to everyone who made anonymous donations or donated through our
collecting cans or through online purchases at Taps UK and Cakestuff.

Donors & Fundraisers
GSK Charity Committee
Eastmuir Primary School
Moya Dewar
Anne McCusker
Jean Alcock
Mrs Jean Gallagher
Mari Miller
Jean Law
Isobel McGuire
Alex Booth

Constance Gracie
Jim & Mary Marshall
Anonymous donation on behalf of Dr and
Mrs Watt
Susan Notley
Asda Green Token Giving
Carol McNeil
Mr & Mrs Braid
Eileen Swatton
Evelyn Comrie
Jordan Conway
Mary Quigley
J Quigley
Liam Dunn
Maureen Giannandrea
Jayne Burnett
Forth Valley Coffee Morning
Rebecca McIver
Serena McBain
John Hastie
Janice White
Jordan Conway
Tartan Warrior
Epilepsy Connections Forth Valley Youth
Group
Bo’ness Love and Light
Spiritualist Church
Milnbank Housing Association
The McGhee Family
Epilepsy Connections Forth Valley Support
Groups

Donations made in Memory of Loved Ones
Lesley Murray, in memory of David Murray
The Giannandrea Family & Friends, in
memory of Joseph Giannandrea
The Webb Family & Friends, in memory of
Jack Webb
Mr & Mrs Bob Paris, in memory of Lizzy Paris
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Statement of Financial Activity to 31 March 2020



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


