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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. 

When someone has epilepsy, it means they experience 
having epileptic seizures. Epileptic seizures can 
happen in different parts of the brain and what 
happens depends on where in the brain the seizure 
occurs. The fact that seizures can keep happening is 
key, as a one-off seizure does not mean it is epilepsy. 
It can affect anyone, at any age, from any walk of life.

Diagnosis can be complex because there is no single 
diagnostic test. Some types of epilepsy last for a  
limited time where the individual  
stops having seizures.  
But for some people,  
epilepsy is a life-long  
condition. 

What is epilepsy? 

Find out 
more

For more detailed information 
about epilepsy, please visit our charity 

partner websites Epilepsy Action:  
www.epilepsy.org.uk  
and Young Epilepsy:  

www.youngepilepsy.org.uk
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What is ?
We are a national audit that was created in 2007 in response to the 
continuing concern regarding the quality of care for children and  
young people with epilepsies in the UK. 

Our main aim is helping paediatric 
epilepsy services, and those who manage 
health services, by collecting information 
on the patients they see within their 
clinics to measure and improve the 
quality of care for children and young 
people with seizures and epilepsy.

Each year we ask all hospitals and 
clinics in England and Wales about their 
services for children and young people 
who could be having seizures. We then 
look at their responses to see where 
things are going well, and where they 
need to get better. 

We publish the results of two national 
audits in one summary report that 
provides information to paediatric 
epilepsy services on the structure 
and resources available within their 
NHS Trusts and Health Boards, (called 
organisational audit). 

And, we also produce results on the  
level of clinical care given to their patients 
against national standards, (called  
clinical audit). 

As NHS services face challenging 

times during the coronavirus 

pandemic; we need to continue 

supporting children with epilepsy 

and their families. The Royal College 

of Paediatrics and Child Health with 

Epilepsy12, will continue to support 

the NHS services who have done so 

much to improve epilepsy care for 

children and young people.

Continued 
support
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We teamed up with RCPCH&Us 
(Children and Young People 
Engagement Team), to ensure 
that the voices of children, 
young people and their families 
are included in all areas of our 
work. We have Youth Advocates 
that help us with capturing 
your experience which helps us 
to let your clinics know which 
areas you feel need to improve 
within epilepsy services. 
Children and young people told 
us about their experiences of 

epilepsy care in "clinic chats" 
– how they want to get in 
touch with services, the kind of 
support they want to receive, 
their best experiences and their 
ideas for the future. 

Our RCPCH&US team worked 
with our Epilepsy12 Youth 
Advocates to produce a 
summary report entitled 
Epilepsy12 &Us – Voices from 
the RCPCH &Us network 
(January 2019). 

How does Epilepsy12 involve parents/
carers, children and young people?

Our Youth Advocates are a group of  
epilepsy experienced children, young  
people and families working with 
our Children and Young People 
Engagement Team and two epilepsy 
specialist nurses. 

Our aim is to look at projects that help to 
improve the care given to children and 
young people which can also be linked  
to our national audit programme.  

Our Epilepsy12 Youth Advocates have 
been developing a new project relating 
to 'Clinic Chat Checklists' and are working 
with a small group of paediatric epilepsy 
services across England and Wales, to 
look at the support that they provide 
to children and young people and their 
families, in terms of anxieties and worries. 
See page 14 for more information on the 
Youth Advocates project.

Who are the Epilepsy12 Youth Advocates?

4

2018-2019 Epilepsy12 National combined summary audit report

https://www.rcpch.ac.uk/sites/default/files/2019-01/rcpch_epilepsy12_us_audit_report_2018_final.pdf
https://www.rcpch.ac.uk/sites/default/files/2019-01/rcpch_epilepsy12_us_audit_report_2018_final.pdf


Our 2019 Epilepsy12 National 
Organisational Audit report was 
published in September 2020. We gave 
information on how good the hospitals 
and clinics are, and how they organise 
their epilepsy services for children and 
young people. We also gave results that 

let services know whether they  
met national guidelines and standards.

Our report highlighted areas where 
epilepsy services should improve and 
who should be responsible for making 
those improvements.

Our 2018/19 clinical audit report was also 
published in September 2020 and focuses on 
care provided to children and young people 
with a new diagnosis of epilepsy. We monitor 
the standard of care given by paediatric 
epilepsy clinics to children and young people 
with epilepsy that had a first assessment. 
We then show the results on the follow-up 
care given for the next 12 months. 

This booklet is a guide for children, 
young people and their families 
that helps describe the care 
received by children and young 
people with epilepsy in England 
and Wales in 2018/2019. 

Continue reading to find 
out what we learnt within 

our combined national report 
on the following pages.

What is the Epilepsy12 “organisational audit”?

What we learnt from the results

What is the Epilepsy12 “clinical audit”?
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First EEG waiting times

43.8% (487/1112) children and young  
people diagnosed with epilepsy obtained  

their EEG more than 4 weeks on from 
the initial referral request.

EEG 
request 

made

43.8%

Mental Health diagnosis 
and provision

6.1% (43/701) of children and young people 
between the age of 5-15 years and diagnosed  
with epilepsy had a mental health problem 

identified by the end of their first  
year of care. 

6.1%

What does this mean?
An EEG is a test which looks at 

activity in the brain. It can help 

diagnose and monitor epilepsy. 

The waiting time for an EEG 

was longer than recommended 

for some children and young 

people with epilepsy.

What does this mean?
Mental health diagnoses and 

input from mental health 
services for patients with 

epilepsies was low, compared 
to the number of mental 

health diagnoses in  
children with epilepsy  

shown in research.

What we learnt from the results

6

2018-2019 Epilepsy12 National combined summary audit report



46.8%

3+ 
DAYS

Providing specialist advice

46.8% (62/130) of Health boards/Trusts  
reported typical response times for  
specialist advice of 3 or more days.

What does this mean?
Children's epilepsy services should 
employ enough epilepsy specialist 

nurses (ESN) to ensure that families 
can reliably receive specialist  

advice promptly between 
scheduled reviews.

What we learnt from the results
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Sodium Valproate

A total of 305 children and young people (242 male,  
63 female) with epilepsy were commenced on  
sodium valproate during their first year of care.  

The associated risks had been discussed  
with all the girls who were aged 9  

and above. 

242
MALE

63
FEMALE

Epilepsy Specialist Nurse

69.0% (767/1112) of children and young people 
diagnosed with epilepsy had input from an 
epilepsy specialist nurse (ESN) by one year.

Epilepsy
Specialist

Nurse

69.0%

What does this mean?
Sodium valproate is an anti-

epileptic medicine that prevents 

epileptic seizures by reducing 

too much electrical activity 

in your brain. Because of the 

possible side effects when using 

sodium valproate, there are extra 

safety checks needed for women 

and girls taking the medicine. 

From 9 years old our results 

found there was a clear reduction 

in services prescribing of sodium 

valproate for girls.

What does this mean?
There is an increase in epilepsy 
specialist nurses (ESN) working 
in paediatric epilepsy services. 

ESNs can be an important 
support for children and 

young people, such as with 
medications, advice and  

care plans.
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Paediatric Epilepsy
Clinical Lead

11.8% of Health Boards/Trusts do not have  
a defined paediatric epilepsy clinical lead.

CV

Paediatric Epilepsy  Clinical Lead

11.8%

Paediatric 
Epilepsy 

Lead 

Paediatrician with  
Epilepsy Expertise

15.5% (172/1112) of children and young people 
diagnosed with epilepsy were seen by a 
‘paediatrician with expertise in epilepsy’  

within 2 weeks of their first referral  
in England and Wales.

15.5% Within 2 
WEEKS

Consultant 
Paediatrician

What does this mean?
Almost all the paediatric epilepsy 
services had a named 'Paediatric 

Epilepsy Clinical Lead'. The clinical 
lead is a doctor in charge of the 

children's epilepsy department in 
their hospital or group of hospitals.

National guidance tells us that 
children and young people 

presenting with a suspected 
seizure should be seen by a 

specialist in the diagnosis and 
management of epilepsy.

What does this mean?
A paediatrician with expertise 

in epilepsy is a children’s 

specialist or consultant, who has 

had training in epilepsy. More 

children and young people saw 

a paediatrician with expertise 

within their first year of care. 

However, waiting times for  

input often went beyond the  

2 weeks guidance.
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Direct referrals to 
Paediatric Neurologists

23.5% (32/136) of Health Boards/Trusts reported 
that paediatric neurologists could receive  

direct referrals from general practice  
or emergency services to assess  
children with possible epilepsy.

23.5%

Paediatric 
Neurologist

DIRECT 
REFERRAL

GP SURGERY

What does this mean?
Paediatric neurologists are children’s 

specialists or consultants who have 

paediatric training in the management 

of disorders affecting the brain in 

children. Paediatric neurologists should 

be given enough time to provide the 

appropriate assessment and ongoing 

management of your care.
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What does this mean?
Individual Healthcare Plans  

are developed between the 

school, parents, pupils, and 

healthcare professional who 

can advise on the child's care.  

The aim is to ensure that 

schools know how to support 

children and young people  

and clearly shows what  

needs to be done, when  

and by whom. 

What does this mean?
A comprehensive care plan 

is a report that describes the 
agreed goals on how to manage 
your care, set by you, your nurse 

and other health care staff. 

Most children and young 
people had a care plan. There 
were sometimes gaps in the 

information, such as how 
to contact their service and 
guidance for water safety.

Care planning key contents

62.4% (694/1112) of children and young  
people with epilepsy had evidence of  
an agreed comprehensive care plan  

after 12 months.

62.4%
HEALTHCARE 

PLAN

School Individual 
Healthcare Plans

32.2% (231/717) of children and young people 
diagnosed with epilepsy aged five years and  

above had evidence of a school individual 
healthcare plan by one year.

32.2%

SCHOOL INDIVIDUAL 
HEALTHCARE PLAN

Teacher
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Transition

In the 2019 Organisational Audit; 55.9% (76/136)  
of Health Boards and Trusts reported having 

an outpatient service for epilepsy where  
there is a presence of both adult  

and paediatric professionals. 

ADULT 
EPILEPSY 
SERVICE

55.9%

OUTPATIENT 
SERVICE

What does this mean?
Transition clinics are meetings 

between teenage patients, 

adult services and the young 

person’s epilepsy team. At the 

meeting they discuss and agree 

a transition pathway from 

children into adult care services.

Diagnosis and misdiagnosis

97.2% (1093/1124) of children and young  
people had a maintained diagnosis  

of epilepsy by one year.

INITIAL 
EPILEPSY 

DIAGNOSIS YEAR 1
DIAGNOSIS

97.2%
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Children’s Epilepsy 
Surgical Service (CESS)

30.3% (27/89) of the children and young  
people who met CESS referral criteria  

had CESS referral by one year.

CESS Referral Criteria

30.3%

We have given a number of 

recommendations to paediatric clinic 

staff and the senior management that 

manage them, as well as other health 

professionals involved with providing 

your care. These are suggestions about 

areas that need improvement or to let 

them know things they are doing well.

Our advice was based on the results  

we have shown within this booklet. 

We did not give a deadline for our 

suggestions to be actioned, but we  

did ask for updates from services on  

the improvements they have managed 

to begin making. We then invite them  

to share their story within our  

published reports. 

What does this mean?
Many children who meet the 
Children’s Epilepsy Surgical 

Service (CESS) criteria are not 
being referred. This means 
there may be children with 

surgically treatable epilepsies 
who are missing out on, or 
having delayed access to, 

surgical treatment.

Full details of our 
recommendations can be 
found within our national 

summary report.

What advice did we share with your service?
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Epilepsy12 Youth Advocates 
We were most interested in our Youth Advocates feedback when we 
asked them to look at the results of our reports and share their views 
on what they felt were the most important areas of care they would 
like to see improved for them and children and young people. 

The advocates used their learning and work around the Clinic Chat Checklist 
to look at the results from both audits and shared their ideas which linked 
into their priority area of 'support with worries and anxieties'. The following 
recommendations were made by our Youth Advocates:

Work with patients and families to:

• understand their worries and anxieties around living with epilepsy,

• be flexible in your support and approach so it changes with the age  
and needs of the patient,

• check back in with patients to give feedback on services or support  
they might need.

Identify the key services within your trust or health board, 
and work with them to input into your clinics and care plans:

• access to play specialists, youth workers, and advocates,

• wellbeing passports or ‘quick access’ cards,

• involve your NHS Accessible Information Standards lead and aim  
to meet the best practice guidance,

• input from the LLDD team and look at the NHS England Ask, Listen, Do  
for best practices.

Develop information that can be shared with patients and families 
that helps them to know:

• what they need to know or think about in their 1st month, 6th month, and 
first year after being diagnosed with epilepsy,

• who is in the Epilepsy Service and how to get in touch with them,

• what other support or services are available, and how to contact them 
(remember to include: mental health support, exam support, play specialists),

• what to do if you are worried out of hours,

• what support is offered by an Epilepsy Specialist Nurse (or plans to develop 
this role if not in place).

Epilepsy 
specialist  

nurses

Report topic What would good 'support with worries  
and anxieties' look like for this topic?

Mental Health 
diagnosis and 

provision

Care planning 

key contents
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Youth Advocate engagement 
work so far

We wanted to find out what makes 'gold 
standard services' and what is or could be 
offered to patients in relation to worries 
and anxieties. We didn’t want a long and 
boring process that people can ignore or 
leave the results on a shelf. We wanted to 
make something that is easy to do and 

that helps everyone – patients, families, 
doctors, nurses, the NHS – everyone.  
It isn’t about finding out what people 
aren’t doing. It’s about helping everyone 
to know about the good practice that  
is already out there and sharing it for 
others to learn from.

We wanted to know, directly from clinics, 
about the care they already provide and 
what ideas they have for the future in 
relation to anxieties and worries.

We drafted questions and refined them 
before testing them out with two clinics. 
This really helped us to create the right 
set of questions and to check that they 
would be easily understood.

We also attended the Epilepsy12 & 
OPEN UK National Conference in 2019 
to present our ideas about the checklist. 

We asked the 100+ epilepsy specialists 
present, what their wishes were for the 
Clinic Chat Checklist and how it might 
help them and their service, and for 
ideas on what would be the barriers to 
clinics taking part.

The clinic teams present told us that 
the Clinic Chat Checklist would improve 
care for patients by sharing ideas and 
resources, increasing joint working in  
the ‘team’, and would help to create  
child and young people friendly services.

Clinic Chat Checklist

Creating the Clinic Chat Checklist

Helping patients and 

their families who need 

support with worries 

and anxieties linked to 

their epilepsy.
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It was really clear that a lot  
of simple changes could make  
a huge difference to patients 

and their families. A lot of ideas 

were cheap, quick and easy 
however others required some 
further thought and planning.

Our Clinic Chat Checklist Plan

Our plan was simple:

• work with 8 clinics spread geographically  

across England and Wales,

• send them an email to explain who we are and 

why we wanted to do this along with helpful 

information: https://youtu.be/3aw1aN4xSDA,

• send them the “Clinic Chat Checklist”  

to complete and return to us,

• look at all the responses and provide 

individualised feedback.

What we have found so far:

Our top 
tips

We were very impressed with how clinics 
involved many members of their team 
to complete the checklist and the ideas 
they have for change. There were lots of 
great examples of clinics doing a range of 
activities to support worries and anxieties 
with lots of resources.

We were impressed with the hard work 
and dedication shown by each clinic.

We looked each Clinic Chat Checklist 
and discussed:

• things they were doing well,

• ideas for change,

• our top tips.

We provided individual clinics with 
feedback and ideas as well as top tips, links 
to resources and good ideas from others.
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• A clear out of hours voice message for patients with 
advice and signposting where appropriate.

• Linking to local support for worries and anxieties 
e.g. Kooth (online service), MeeTwo (online service) 
local counselling services, charities, school services, 
youth services etc.

• Provide ‘protected time’ to discuss anxieties and 
worries with patients and families, including where age 
appropriate the patient being offered to be seen alone.

• Develop new patient packs which are age related 
– which include signposting to local and hospital 
services, national charities, helplines and includes 
specific information e.g. driving, exams and travel.

• Ensure good timely processes between A&E 
and being seen in clinic.

• First aid training for patients and families.

• The ability to offer school or home visits 
especially for newly diagnosed patients.

Cheap, quick and easy:

With more time and planning:

Future engagement plans:

As part of the Clinic Chat Check List Project 

the Epilepsy 12 Youth Advocates have been 

‘virtually’ visiting clinics. The advocates 

asked each clinic to send a short film to 

introduce their team and show them around 

the clinic before visiting them to ask a 

series of questions about their Clinic Chat 

Checklist. The advocates also wanted to see 

how clinics are coping with changes due to 

the pandemic. All visits will be completed 

by December with each clinic receiving 

recommendations. 

Excitingly, The Epilepsy 12 Youth Advocates 

have been announced as Joint Winners of 

HQIP Audit Heroes Award 2020, Volunteer 

of the Year Award. The judges said that 

the Youth Advocates ‘demonstrated a 

very impressive programme of activities 

– research based and piloted in real-life 

settings – looking at the important area  

of mental health support for children  

& young people growing up with long  

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

How you can get involved: 

The work we do involves collecting and 
processing patient information of those 
who had a first assessment and follow 
up care since 2018/19. We use patient 
information to help us achieve our aim 
to help paediatric epilepsy services, and 
those who manage health services, to 
measure and improve the quality of 
care for children and young people with 
seizures and epilepsy. All of the work we 
do is available to you and your family 
and included within this booklet via our 
website. 

By collecting and processing your 
information, we are able to highlight 
areas where hospitals and clinics are 
doing well, and also identify areas in 
which they need to get better. We take 
our responsibilities for maintaining the 
privacy and security of your information 
extremely seriously and under UK 
General Data Protection Regulation 
(GDPR). We have permissions to securely 
process patient information because 
the work we do is in the interest of the 
general public.

We have a leaflet that explains why we 
use your information and gives answers 
to the most common questions that you 
may have about the work the we do. 
This can be found under our signposting 
section of this booklet on the next page.

How do we use patient information 
to improve service standards?

If you have any concerns 
about the use of your 

information being used by 
our audit, please talk to a 

member of staff in your local 
paediatric epilepsy service. 
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RCPCH &US

www.rcpch.ac.uk/resources/epilepsy12-us-voices-rcpch-us-network 

www.rcpch.ac.uk/work-we-do/rcpch-us-children-young-people-families 

Epilepsy12 

www.rcpch.ac.uk/sites/default/files/2020-09/epilepsy12_2020_national_report_
final_2.pdf 

www.rcpch.ac.uk/sites/default/files/2019-07/E12%20Privacy%20Notice%20July%20
2019.pdf 

Epilepsy Action, charity

www.epilepsyspace.org.uk

www.epilepsy.org.uk/info/children-young-adults

www.epilepsy.org.uk/training/for-schools

Young Epilepsy, charity

www.youngepilepsy.org.uk

www.thechannel.org.uk

www.youngepilepsy.org.uk/guide-for-schools

epilepsytraining.youngepilepsy.org.uk

Young Epilepsy, the children and young people's epilepsy charity helpline:  
01342 831 342  or  helpline@youngepilepsy.org.uk

Signposting
Please find additional partner information and resources that 
may be of interest to you for more details on help and advice 
about living with epilepsy.
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Contact us

Please do contact your epilepsy nurse or speak with a member of the team if you 
have any questions or need advice concerning the care that you receive in clinic. 

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

Epilepsy 12 Youth 
Advocates presents: 
2018-2019 Epilepsy12 
National combined 
summary audit report

RCPCH
The voice of children, 
young people and 
families

&Us

We would like to thank all the children, young people and 

families who took part as well as the participants of our 
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who have supported our audit and the engagement work 

that allowed our advocates to carry out these clinic chats. 

Additionally, we would like to thank the group of volunteers 

that contributed to the creation of this booklet.
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