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Epilepsy12 Youth Advocates present:

We use Epilepsy12 results to make suggestions 
to paediatric epilepsy teams on how they can 
deliver the best care to children and young people 
with epilepsy. Our advice also helps NHS senior 
managers, who are in charge of planning and 
paying for NHS services, improve epilepsy care. 

Check that you or your child has the following:

I have an Epilepsy Specialist Nurse 

I have a Consultant Paediatrician with 
expertise in epilepsy  

I know the names of and how to contact 
these people in between appointments

I know that some children with epilepsy 
should also see a paediatric neurologist

I have received information about different 
risks associated with epilepsy and how I 
can safely take part in my activities

I receive regular care plans or clinic letters 
that describe my agreed and up-to-date 
care plan 

If I am of school age, I have a written school 
individual health care plan that describes 
important information about my epilepsy 

I am asked about and able to discuss my 
worries and anxieties in clinic and know 
that there is support for my mental health 

I have had an EEG

If you don’t feel like your epilepsy care 
includes the above, but this sounds like 
something which may be useful, please 
raise this with your epilepsy specialist 
nurse or a member of your clinical team.

Remember...

Young Person  
& Parent Guide

Useful resources

To find a summary of useful 
resources on your or your  
child’s epilepsy care, scan  
the QR code or please visit  
www.rcpch.ac.uk/E12resources

We are always looking for new 
youth advocates who have 
epilepsy themselves or who 
support a sibling (aged 11-25). 
Get in touch to find out more 
and_us@rcpch.ac.uk 

If you have any questions or  
need advice about your care please  
contact a member of your clinical team. 

For information on our audit, you can also 
contact us via epilepsy12@rcpch.ac.uk or  
visit our website: www.rcpch.ac.uk/epilepsy12

How to get involved 

Examples of the resources listed are:

Children and young 
people with epilepsy

Parents, carers, families 
and friends of someone 

with epilepsy 

School care plans

Mental Health  
and Transition

Epilepsy12

Epilepsy12  
Youth Advocates

RCPCH&US

EQIP

Support forResource

Epilepsy Care ChecklistEpilepsy Care Checklist

Patient Voice

http://www.rcpch.ac.uk/E12resources
mailto:and_us%40rcpch.ac.uk?subject=
mailto:epilepsy12%40rcpch.ac.uk?subject=
http://www.rcpch.ac.uk/epilepsy12
https://www.rcpch.ac.uk/work-we-do/quality-improvement-patient-safety/epilepsy12-audit
https://www.rcpch.ac.uk/resources/epilepsy12-youth-advocates
https://www.rcpch.ac.uk/resources/epilepsy12-youth-advocates
https://www.rcpch.ac.uk/work-we-do/rcpch-and-us
https://www.rcpch.ac.uk/work-we-do/quality-improvement-patient-safety/eqip


Epilepsy is a neurological condition 
that affects around one in every  
200 children and young people  
in the UK (aged 18 and under). 

It is one of the most common long-
term health conditions in childhood. 

What is the Epilepsy12 “clinical audit”?What is epilepsy?

Epilepsy12 is a national programme aiming to 
improve the quality of care for children and young 
people with epilepsies in England and Wales. 

This useful resource for patients and parents 
describes the key messages from the 2022 audit 
results and includes a checklist to help you find  
out more about the quality of your care.

What is ?

Epilepsy 
affects 

Children  
& Young  
People

1 in 200

The Epilepsy12 Youth Advocates are a 
group of epilepsy experienced or interested 
children, young people and families who 
volunteer together to improve care for 
epilepsy patients and their families.

Who are the Epilepsy12 
Youth Advocates?

Don’t be afraid 
to ask your 

epilepsy team 
about your care! 

See the checklist 
on the back page

Key Messages

Care Planning

Mental Health

Most children and young people 
with epilepsy have complete, 
individual, and up-to-date care 
plans. The plans describe your 
seizures, treatments, safety 
information, support for  
parents/carers and much more. 

The Epilepsy12 national audit uncovered many 
important insights on epilepsy care in England 
and Wales. Some important findings are below:

Very few young people with 
epilepsy had an identified 
mental health condition  
and few epilepsy services  
had mental health services  
easily accessed from their 
epilepsy clinics.

Epilepsy Specialist Nurse (ESN)
ESNs play a key role in supporting you 
during and in between appointments, and 
can often be your first point of contact.

EEG services team
Children and young people with epilepsy 
should have an EEG, an important 
investigation to support the diagnosis  
and monitoring of epilepsy. 

Consultant paediatrician  
with expertise in epilepsy
These doctors give you specialised  
advice and support.

Paediatric Neurology and Children’s 
Epilepsy Surgery Services (CESS) 
Some children and young people may see  
a neurologist for extra support, and some 
may benefit from epilepsy surgery. 

The Epilepsy12 Youth 
Advocates created an 
Example school individual 
health care plan to help 
children, young people, 
families and workers 
to make personal and 
relevant care plans. 

Have you got a 
care plan and 

school individual 
health care plan?

Your  
Epilepsy Team
There may be multiple teams 
working together to provide you  
with the best care for your epilepsy:

Have you been 
seen by these 

specialists? 

More children and young people are  
being seen by epilepsy specialist nurses  
and specialist doctors

More children and young people are having 
individual care plans describing important 
information about managing their epilepsy 

Lots of services are working with patients 
and families to make improvements to the 
care they are giving.      

Epilepsy care for children has been 
improving, for example we found that:

Have your clinical 
team discussed 
any worries and 

anxieties you may 
have with you?
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HEALTHCARE 
PLAN


