
We’re here 
for you
Our strategy for 2025 to 2030



Why we are here

100K+ 1 in 3 3 in 4 1 in 3
children and young  
people have epilepsy in 
the UK, with 23 new cases 
diagnosed every day

children and young 
people with epilepsy 
have seizures they can’t 
control with medication

children and young 
people say living with 
epilepsy greatly affects 
their mental health

children and young people 
with epilepsy don’t get the 
support they need to take 
part fully at school

together, we create possible

Together, we can change this...

We work together with children and young  
people with epilepsy, their parents and  
carers, education and healthcare  
professionals, our partners and the  
wider public.



All children and young people with epilepsy 
in the UK will be a part of a community that 
gives them the support they need, when 
they need it. Their voices will be heard and 
respected. Healthcare services will meet 
their physical and mental health needs. 
They’ll take part fully in all aspects of 
school life and be able to thrive. 

Every child and young person with epilepsy 
in the UK, and their care givers, will know 
we’re here to help. 

By 2030

The change we plan to see



Young people 
will lead the 
change
Every child and young person with epilepsy has a unique story. At Young Epilepsy,  
they tell us what they’ve experienced, and we listen. We make sure their voices 
are heard and respected, and their opinions taken seriously.

The Youth Voice Network is a growing community of young people with epilepsy  
from across the UK, aged 13–25. 

Members of the Youth Voice Network get involved with the charity at all levels. 

They help shape our policies, campaigns, products and services in support of the  
rights of children and young people with epilepsy. 

They’ve played a lead role in developing our strategy for change in wider society.

As well as the work of the Youth Voice Network, two Young Trustees sit on Young 
Epilepsy’s Board of Trustees. They directly influence the organisation’s direction 
and how it’s managed. 

At Young Epilepsy, we’re proud that the National Youth Agency has awarded us 
Hear by Right Flagship status. The award recognises that we listen to what young 
people with epilepsy have to say – and act on it.

But we aren’t finished. As part of this strategy for change, we’re introducing a 
youth advisory council, for children and young people ages 8–25.  They’ll help 
lead this strategy along with staff and trustees.



Our Values

Young people are at
the centre of everything 
we do
Our work is driven by the experience 
and voices of young people. We 
support young people to be  
advocates for change.

We work together  
to make a greater
difference 
We believe a culture of partnership 
and collaboration is the best way to 
achieve positive lasting change for 
young people with epilepsy.

We are courageous and 
ambitious for change 

We promote and uphold the rights 
of children and young people with 
epilepsy. We campaign for their 
voices and best interests to  
be respected.



Vision

Purpose

Where we’ll focus

Our strategy for change

What we’ll deliver

How we’ll
work

High-quality, 
trusted and relevant 

information and 
support for children  

and young people and 
their families

We exist to create a 
society where children 

and young people 
with epilepsy can 

thrive and fulfil their 
potential.  

A society in which 
their voices are 

respected and their 
ambitions realised

Increase digital reach to 
drive connection, peer 
support and awareness

Improve access to 
mental health support 
for children and young 
people with epilepsy

Drive the healthcare, 
research and 

innovation agendas, 
putting the voices of 
children and young 

people front  
and centre

Best-in-class 
professional 

development and 
resources about 

epilepsy for education 
professionals

School-based  
awareness campaigns  

to improve 
understanding of 

epilepsy

To support children 
and young people 

with epilepsy to live 
ambitious and  
fulfilled lives

Me and my family  
gain confidence  

through information 
and support

My health and 
wellbeing needs  

are met

My education 
opportunities are 

inclusive

We always lead  
with the voices  

and experience of 
children and  

young people

We consciously 
collaborate and/or 
influence where we 
can’t deliver impact 

directly

Everything we  
do is based on  

evidence-based 
practice and research

We’ll embrace 
digital to drive impact



How we’ll get there
Our strategic programmes clearly outline where we’ll focus and why. In order to deliver our areas of focus, we will  follow core 

principles that direct how we work day-in and day-out, providing a strong foundation for success over the next 5 years:

We’ll always lead with the voices and experiences of young people
We’ll expand and strengthen the Youth Voice Network to ensure it truly represents the diverse experiences of young people with epilepsy, and 
amplify their voices to influence change.

We’ll consciously collaborate and/or influence where we can’t deliver impact directly
We know we’re only one player in the epilepsy and broader healthcare and education ecosystems. As a result, we’ll deliver impact at scale 
through our existing partnerships, while forging new partnerships in our strategic areas of focus. We’ll convene and influence where possible so 
that we become the ‘go-to’ charity for those looking to incorporate the views and experiences of children and young people living with epilepsy.

Everything we do is guided by research and evidence-based practice
Our work is driven by a commitment to evidence-based practice and the advancement of research. We’ll continue to conduct impactful studies 
that address the needs of children and young people, while strengthening collaborations with our research partners, including those led by the 
Prince of Wales Chair of Childhood Epilepsy.

We’ll embrace digital to drive impact
We are committed to staying at the forefront of digital innovation, ensuring that our work is powered, enhanced and delivered by cutting-edge 
digital solutions. By investing in digital expertise and embedding digital strategies, we aim to deliver accessible, effective, and future-proof 
support for children and young people with epilepsy, as well as for our partners and stakeholders.



Our
Strategy

My health and  
wellbeing

needs are met

Me and my family 
gain confidence 

through information 
and support

My education  
opportunities  
are inclusive



Programme One: 
Me and my family  
gain confidence  
through information  
and support
By 2030, children and young people with epilepsy, their families  
and carers will be getting the right information and support. 

The information will be easy to access and understand, for people 
of all ages, backgrounds and learning levels. It will be available to 
people with limited online access.

The information will be good quality and trustworthy, and developed 
in partnership with children, young people, their families and the 
professionals who support them.

Through group and one-to-one support, they’ll understand more 
about epilepsy and how to live with its challenges.

Through digital channels, they’ll make their voices heard, share  
their stories and connect with others with the same experiences. 

They can be part of a community that supports them. Then, they  
can thrive with their epilepsy, not just manage it. 

Our goals for 2030
1.	 Every child or young person who needs help and  

support can find us quickly and easily. 

2.	 Every child or young person we support feels  
more confident about living life with epilepsy.

3.	 Every child or young person will know they’re  
not alone. They’ll be able to connect with  
others who live with epilepsy.

How we’ll achieve this
To achieve our 2030 goals, we’ll:

•	 research and design a model of support for children 
and young people aged 4–25, bringing together health 
information and group, one-to-one and community  
support – because for a child or young person with 
epilepsy, connecting with others who get it, is an 
impactful experience 

•	 improve existing support products and services and 
develop new ones that meet the needs of children and 
young people throughout their epilepsy journey

•	 develop relevant, trustworthy information, shaped by 
users and easy to access by everyone who needs it 

•	 expand our digital reach, building a community for 
children and young people with epilepsy of all ages, to 
share their stories, build connections and find support.



Programme Two:  
My health and  
wellbeing needs  
are met
By 2030, our research and innovation programme will have taken  
big steps to address the health and wellbeing needs of children  
and young people with epilepsy. 

Young Epilepsy will be known as a national leader that involves young 
people and their families directly in its work, sharing their experiences 
to shape healthcare policy and practice. 

Everyone in the UK who influences decisions about epilepsy  
healthcare will be able to hear directly from young people in  
their area. 

More children and young people will get mental health support 
through epilepsy healthcare services and Young Epilepsy’s resources.

Our goals for 2030
1.	 Children and young people will be supported to use their voices to 

influence national policy and improve epilepsy care. 

2.	 Children and young people’s experiences of epilepsy will shape 
research that leads to improvements in treatment and care. 

3.	 Children and young people with epilepsy will be able  
to get better mental health and wellbeing support that  
meets their personal needs. 

How we’ll achieve this
To achieve our 2030 goals, we’ll:

•	 establish a programme of research to address the wider 
impact of epilepsy on children and young people living with 
the condition

•	 develop and expand our groups representing children, young 
people and families affected by epilepsy to inform research 
and innovation and ensure they are involved at every stage 
of our research 

•	 focus our innovation partnerships on collaborations that 
help us meet the health and wellbeing needs of children and 
young people with epilepsy

•	 strengthen and grow our programme for evaluating NHS 
epilepsy care priority areas, particularly mental health and 
transition care, using the findings to inform national policy 
and practice

•	 grow the Youth Voice Network across the UK, so healthcare 
professionals and decision-makers can hear from young 
people in their area

•	 review and improve the mental health and wellbeing 
support we offer, and clearly define our role in increasing 
access to support.



Programme Three:  
My education  
opportunities  
are inclusive
By 2030, educators will understand the impact of epilepsy on 
students and will have improved knowledge of the condition. 
Inclusion will be the norm – every child and young person 
with epilepsy will take part fully in every aspect of school life.

Young people with epilepsy will feel understood and 
supported throughout their school and wider education 
journey. 

Education professionals will know we can help them to  
better support their students.

Our goals for 2030
1.	 Epilepsy awareness and inclusion will be the norm across 

the education system.

2.	 Every student with epilepsy will be fully included in 
school life.

3.	 Education professionals will have the training, tools, 
resources and understanding to support their students 
with epilepsy. 

How we’ll achieve this
To achieve our 2030 goals, we’ll:

•	 broaden partnerships with schools, trusts and local 
authorities to co-develop and pilot training, tools and 
resources that enhance understanding and support for 
students with epilepsy, starting with secondary schools 

•	 develop awareness-raising resources and activities, starting 
in primary schools, to improve understanding of epilepsy 
and reduce the stigma associated with the condition 

•	 promote fundraising activities that involve the whole school 
community 

•	 develop, through partnerships, schools as role models of 
inclusion and share their success to inspire others to follow

•	 expand our inclusion offer beyond school settings, as our 
tools and resources become more widely adopted, making 
sure children and young people with epilepsy are included in 
all education settings and play activities.



Connecting community
Our Youth Support Service 
which launched in 2014 
expands. We now offer 
one-to-one support, 
virtual youth clubs, 
group support and social 
meetups.

Going digital

Launch of The Channel. 
The first digital 
community for young 
people with epilepsy.

2024 2022 2020 2001

2021

Proud moment

The Young Epilepsy research 
team co-creates the world’s 
first wearable OPM-MEG 
brain scanning system 
(Magnetoencephalography), 
specifically for children.

#OnTopOfEpilepsy

We launch mental health 
and wellbeing campaign 
which results in mental 
health being included in 
NICE guidelines for epilepsy 
paediatric care.  

2009-10 200420112015

Centre of excellence

The Young Epilepsy 
Childhood Epilepsy 
Centre opens, a hub for 
diagnostic services and 
international research.

On the Beeb

The BBC documentary 
Epilepsy & me aired, 
which focused on our 
work supporting young 
people with epilepsy.

Childhood Epilepsy 
Information Service

A range of services 
including epilepsy 
training, information 
resources, handbooks, 
and helpline.

The story so far...
Since 1896, we’ve stood up for progressive, inclusive education, helped shape 
national policy, and led innovation in health and research. Always listening and 
learning before we act - because young lives deserve nothing less.

A first

Professor Brian Neville 
became the first 
incumbent of The Chair 
with Professor Cross 
succeeding him in 2008.

2023

Speaking out

Launch of the Youth Voice 
Network, growing to over 
250 members by 2025.

#UnderstandMyEpilepsy

#UnderstandMyEpilepsy 
campaign attracts over 16,000 
signatures calling for improved 
guidance for schools to ensure 
students with epilepsy have 
an Individual Healthcare Plan.

INNOVATION AND BREAKTHROUGHS

2025-2030  
strategy

By 2030, all children and young  
people with epilepsy in the UK will 
be a part of a community that gives 
them the support they need. Their 

voices will be heard. Healthcare  
services will meet their needs. They’ll 

take part fully in school life  
and be able to thrive.

One voice

We launch The National 
Centre for Young People 
with Epilepsy (NCYPE) 
– uniting our research, 
healthcare, education, 
awareness and advocacy 
work. Ten years later, we 
become Young Epilepsy.

In partnership

With UCL GOS Institute of Child Health and 
Great Ormond Street Hospital, we raised £2m 
to establish the UK’s first Chair in Childhood 
Epilepsy, under the patronage of HRH The Prince 
of Wales.



1987 1963-89

1967 1946

PROGRESS AND INCLUSION EARLY YEARS

An unforgettable visit

HRH The Princess of Wales 
visits. The tour gives staff a 
motivational lift, but it’s the 
helicopter that steals the show 
for the children.

Grand opening

Our busy medical centre 
needs an upgrade. HRH 
Princess Alexandra drops in 
to open the new, purpose-
built facility.

A fountain of 
knowledge

We explore home 
therapy and invest 
in advanced, 
electroencephalogram 
(EEG) enabling 24 hour 
monitoring. We host 
a ‘Childhood Epilepsy 
Management and 
Treatment’ symposium 
in 1978 and added to our 
existing therapies with 
a new Occupational 
Health department.

Advocacy wins

One of our doctors 
successfully lobby for 
epilepsy to be included in 
the Disabled Persons Act. 

1935

Peer respect

Our treatment and 
education receives 
international recognition 
– including a visit 
by the International 
Neurological Congress.

1919-39

Research, research 
and more research

Round-the-clock 
patient observation for 
research and pioneering 
trials.

1914-20

The war effort

We work with The 
Red Cross to care for 
soldiers returning 
from WWI with 
epilepsy and shell 
shock.

1912-15

Laying foundations

We build our groundbreaking 
medical centre with 26 beds, 
an outpatient department, 
operating theatre and 
research lab.

1902

A change of direction

A monumental year. We 
shift focus to specialise 
in supporting children 
with epilepsy.

1905

Innovation in 
education 

Our school is 
founded – with 
55 children and 
the country’s first 
teacher for children 
with epilepsy, Miss 
Kate Caston. A truly 
pioneering place, 
swapping a strict 
curriculum for lots of 
outdoor learning.

1897

We open!

Rec. J.F.B. Tinling forms 
the Christian Union and 
buys St Piers Farm. 

Research base

Our epilepsy research initially 
includes trials on Lamotrigine, 
Gabapentin and Felbamate, 
then Buccal Midazolam and the 
ketogenic diet.

1993-06



When a child starts having seizures, their world can become full of 
fear. Once they get their epilepsy diagnosis, their world can fall part - 
knowing they have a long-term health condition for which there may 
not be a cure.

Epilepsy can be cruel - causing emotional turmoil that no child should 
have to face alone.

Often, families cannot access the support they need at this crucial 
time. Nearly every hour in the UK another young life is thrown into 
crisis. They need help. They need information. They need hope.

You can help them get the support they need. 

 

 
Email us supportercare@youngepilepsy.org.uk or call 01342 831245

No child should 
have to face  
epilepsy alone

together, we create possible

Scan here to 
get involved





www.youngepilepsy.org.uk
Young Epilepsy is the operating name of the National Centre for Young People with 

Epilepsy Registered Charity No. 311877 (England and Wales).

We are 
Young 
Epilepsy


