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Epilepsy12 – Better care for children and young people with epilepsy

Foreword 

Having access to supportive epilepsy professionals is 
so important for parents. When my daughter, Jessica, 
first started having seizures we weren’t aware that she 
had epilepsy.

It was not until the first appointment with a paediatrician 
that epilepsy was even mentioned. We were quite 
shocked by the diagnosis. 

We started to see Jessica’s paediatrician every three 
months, and she was always very understanding. She 
never rushed us through the appointments and always 

answered all of our questions in a way that we could understand. Whenever Jessica’s 
medication needed reviewing, she always explained it to us, and why it needed increasing. 
She went through the side effects with us, and supported us with Jessica’s drastic change 
in behaviour, as a result of her medication.  

Our paediatrician put us in touch with an epilepsy specialist nurse. This was around the 
time that Jessica was making the transition from nursery school, to primary school and 
going into reception class. When Jessica had seizures in school, in her first week, no one 
really knew what to do. I got in touch with our nurse and she went straight into school, did 
a training session with staff and wrote a care plan for Jessica. We would be completely lost 
without our nurse now. She has been so very supportive, helpful, understanding and caring. 

Last summer, we were also referred to an epilepsy specialist paediatrician, as Jessica’s 
epilepsy was becoming more difficult to control. We now see another doctor and he has 
an epilepsy clinic. He answers all of our questions and makes sure we understand what he 
is telling us.

We are very grateful that the epilepsy service we receive are so good. Reading the 
Epilepsy12 report it is obvious that many families aren’t getting the advice, treatment and 
support that they need.

It’s sad to see that so many children and young people don’t have an epilepsy specialist 
nurse to help them. I know, that if we didn’t have the support of our nurse, we wouldn’t 
cope as well as we do with Jessica’s epilepsy.

Zoe Swift, mum of Jessica, aged six years-old
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Introduction 

There are many types of epilepsy. Epilepsy affects around one in every 200 children and 
young people in the UK (aged 18 and under). Children and young people are affected in 
different ways and epilepsy can have a huge impact on their lives and their families. 
Epileptic seizures can happen in different parts of the brain and what happens to the 
child depends on where in the brain the seizure is happening. Seizures can be distressing 
for both parents and carers, children and young people and there is still misunderstanding 
about the condition. 

Good communication between epilepsy services and families is vital in order to provide 
the best care possible. At all stages in the diagnosis and treatment process children and 
young people and their parents and carers need to be supported by health professionals 
to make informed joint decisions about their care. It is also important that specialist 
children’s health professionals have good communication with other professionals 
including general practitioners (GPs), school staff and social care staff. This ensures that 
children and young people with epilepsy get the support they need to lead a full life. 

National recommendations for childhood epilepsy were first published by the National 
Institute for Health and Clinical Excellence (NICE) and Scottish Intercollegiate Guidelines 
Network (SIGN) in 2004 and 2005. The NICE guidelines have recently been updated in 
2012. These recommendations, although not rules, were put into place to set standards 
and help health services achieve best practice in care for children and young people 
with epilepsy.

There are concerns that services for children and young people vary across the UK. Some 
services have had more difficulty than others in introducing best practice as NICE and 
SIGN recommend. This should not be the case and all epilepsy services should deliver 
appropriate care for children and young people. 
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Epilepsy12
Epilepsy12 is the first national audit to specifically look at children and young people’s 
epilepsy services. Epilepsy services audited include those provided in a variety of  
settings including hospital wards, outpatients and other clinics. The Healthcare Quality 
Improvement Partnership (HQIP) and Health Improvement Scotland (HIS) provided 
funding for the Royal College of Paediatrics and Child Health, in partnership with other 
partner organisations, to carry out Epilepsy12. The audit began in 2009. 

The project was developed to help epilepsy services, and those who commission health 
services, to measure and improve the quality of care for children and young people with 
seizures and epilepsy. It did this by examining how epilepsy services performed against 
12 quality measures. The audit has highlighted areas where individual epilepsy services 
can be improved. The results should help those epilepsy services that took part in the 
audit, to see how they are performing against the 12 quality measures. Using this 
information, they can identify where more resources are needed and areas where 
improvements can be made to the epilepsy care they provide.

The Epilepsy12 audit collected data from 193 epilepsy services that provide care for 
children and young people with a suspected or confirmed diagnosis of epilepsy. This 
included services across England, Northern Ireland, Scotland and Wales. Information 
about nearly 5000 patients was used in the audit. Feedback from almost 500 children 
and young people affected by epilepsy and their families was also included.  

Using this information, the audit measured how well each hospital or community paediatric 
service performed. This was done by finding out how many of the children and young 
people had received care that met the 12 quality measures.  (Please see figure 4 on the 
following page). The measures enabled the Epilepsy12 team to find out what steps were 
taken, in the first 12 months following a child or young person having seizures after first 
seeing a paediatrician.

The Epilepsy12 audit also focused on gathering information from both patients and their 
parents and carers to find out more about what they think about the care they received. 
This is the first time this information has been gathered on such a large scale and it 
provides a valuable insight into the patients’ experiences. 
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Category Title Performance indicator

Professionals 1 Paediatrician with 
expertise in  
epilepsies

Percentage of children with epilepsy, with 
input by a ‘consultant paediatrician with 
expertise in epilepsies’ by one year

2 Epilepsy Specialist 
Nurse

Percentage of children with epilepsy,  
referred for input by an epilepsy  
specialist nurse by one year

3 Tertiary  
involvement

Percentage of children meeting defined 
criteria for paediatric neurology referral, with 
input of tertiary care by one year

Assessment  
and  
classification

4 Appropriate first 
clinical assessment

Percentage of all children, with evidence 
of appropriate first paediatric clinical 
assessment

5 Seizure 
classification

Percentage of children with epilepsy, with 
seizure classification by one year

6 Syndrome  
classification

Percentage of children with epilepsy, with 
epilepsy syndrome by one year

Investigation 7 ECG Percentage of children with convulsive 
seizures, with an ECG by one year

8 EEG Percentage of children who had an 
EEG in whom there were no defined 
contraindications

9 MRI Percentage of children with defined 
indications for an MRI, who had MRI by  
one year

Management 
and outcome

10 Carbamazepine Percentage of children given carbamazepine, 
in whom there were no defined 
contraindications

11 Withdrawal of  
diagnosis

Percentage of children diagnosed with 
epilepsy, who still had that diagnosis at  
one year

12 Pregnancy or 
contraception 
discussion

Percentage of females over 12 years given 
anti-epileptic drugs, who had evidence of 
discussion of pregnancy or contraception

Epilepsy12 Performance Indicators, figure 1.

“There is a lack of join up with our GP – we have to go to reviews for medication 
even though we have quarterly reviews with the hospital.”

“I thought my experiences were very good, the staff are very easy to understand 
and they care about my opinions.”
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What the audit found

The patient and family perspective 

Overall feedback from children, young people and their families showed that they were 
generally happy with the care and services they received. The majority (82 percent) of 
children and young people and 78 percent of parents and carers responded positively 
about their experiences. Parents and carers felt that one of the best things about the 
epilepsy service was the professional approach of staff.

Some of the other positive comments revealed that people felt that they had:

• Received enough information about epilepsy and seizures. 
• Had their views taken into account during decision making.
• Found it easy to contact someone in the epilepsy service.

A significant number of parents and carers, children and young people said they have had 
negative experiences. The two main problems they highlighted were that they don’t always 
feel able to ask questions and that health professionals do not work closely enough with 
schools and nurseries.  

Children and young people also want to see improvements to epilepsy services including: 

• Better information given to schools.
• Better age-appropriate activities in waiting areas. 
• Not to be grouped together with younger children.
• Reduced waiting times for appointments and results. 
• Better involvement and listening to children and young people. 

75 per cent of parents and carers felt that they understood the information they 
received; 12 percent felt it was hard to understand.

“There aren’t many things for me, as a teenager, to do whilst waiting.”
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Provision of epilepsy services

The audit revealed that some units are putting guidance into practice whereas others are 
not. Data showed that:

• There is a wide variation in the available resources and level of care in epilepsy   
 services across the UK. 
• Some epilepsy services are not delivering care as recommended by NICE/SIGN   
 standards.
• There are examples of excellent services. First seizure clinics, epilepsy clinics,   
 nurse-led clinics and young people’s epilepsy clinics are all examples of good   
 practice that some epilepsy services have put in place. 

Epilepsy12 performance indicators results for all UK children, figure 2.

1:   Paediatrician with expertise in epilepsies

2:  Epilepsy Specialist Nurse

3:  Tertiary involvement

4:  Appropriate first clinical assessment

5:  Seizure classification

6:  Syndrome classification

7:  Appropriate ECG

8:  Appropriate EEG

9:  Appropriate MRI

10: Appropriate carbamazepine

11:  Accuracy of diagnosis

12: Information on pregnancy
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“The best thing about the epilepsy service is knowing I can contact the relevant 
people when I need to, and they will respond quickly”
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Involvement of health professionals  

Guidelines state that all children and young people with epilepsy should be under the care 
of a consultant paediatrician with expertise in epilepsy. The audit showed that a paediatrician 
with expertise in epilepsy was involved in the care of most patients (79 per cent).

Guidelines also state that all patients with epilepsy should have access to an epilepsy 
specialist nurse. These nurses play an important role in supporting patients and their 
families. For example, they help families to identify and manage risks, develop care plans, 
and coordinate information between doctors, school and social services.

The audit showed that 53 per cent of epilepsy services have an epilepsy specialist nurse. A 
majority of children and young people with epilepsy (54 per cent) were not referred to 
an epilepsy specialist nurse in the year after their first paediatric assessment. This is a 
significant concern.

Some children and young people with epilepsy should also see a paediatric neurologist 
due to their age or the severity of their epilepsy. The audit revealed that 40 per cent of 
children under two years of age, or those who had taken three or more anti-epileptic 
drugs (AEDs), did not see a paediatric neurologist in the 12 months after their first 
paediatric assessment.

Assessment

The audit looked at whether epilepsy services are carrying out appropriate first clinical 
assessments. It also included whether patients’ epilepsy and seizure types had been 
identified in the first year of diagnosis. In children and young people it is important that 
the type of seizures and epilepsy are identified to make sure that patients receive the 

There was no evidence of access to an epilepsy specialist nurse in the care of just 
over half of children (54 per cent)

We recommend that all epilepsy services for children and young people should:

• Put in place clear processes to make sure patients see the right professionals 
 at the right time. 
• Ensure that children and young people have access to a consultant 
 paediatrician with expertise in epilepsy.
• Make sure all children and young people diagnosed with epilepsy have  
 access to an epilepsy specialist nurse. If epilepsy services do not have a  
 nurse they should create new posts.
• Ensure all children and young people with a more complex type of epilepsy  
 are seen by a paediatric neurologist.
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most appropriate care, treatment and advice. The audit found that almost two thirds (65 
per cent) of patients received an appropriate first assessment. The majority (87 per cent) 
of patients also had their seizure type identified within one year. 

This means that around a third of patients did not receive an adequate first clinical 
assessment. For some of these patients there was no evidence to suggest they had 
undergone development and neurological examinations. This is important as the findings 
of these examinations help doctors decide whether further investigations are needed and 
how the child’s learning and education might be affected.

 
Investigation

Epilepsy is difficult to diagnose, but there are number of tests and investigations doctors 
can carry out to help make a diagnosis of epilepsy. These tests include ECG 
(Electrocardiogram), EEG (Electroencephalography) and MRI (Magnetic Resonance 
Imaging). It is important that patients have the correct tests and investigations. They help 
to understand why the child or young person has had seizures and may detect other 
problems. 

The audit examined whether the correct tests were being performed on children and 
young people. The results showed that the majority (60 per cent) of patients who needed 
an ECG did not have one. ECG is an important test in diagnosis as it helps doctors to 
reduce the possibility that a patient’s seizure is the result of a heart problem. Some 
children and young people with epilepsy may also benefit from an MRI which can detect 
the cause of the epilepsy or identify the part of the brain where the seizure is coming 
from. Around a third of children and young people (36 per cent) who needed an MRI did 
not have one.

The audit also looked at whether the EEGs being carried out were actually needed. 
Unnecessary EEGs use up resources and can mislead doctors towards an  
incorrect diagnosis of epilepsy. The audit suggested eight per cent of children and young 
people had an unnecessary EEG. 

87 percent of children and young people had their seizure type identified within 
one year

We recommend that all epilepsy services for children and young people should:

• Review their processes to make sure all children and young people are
 appropriately assessed and the necessary examinations are carried out. 
• Ensure that patients receive early initial and timely ongoing assessments. 
 Children and young people should have their developmental, emotional, 
 educational, and behavioural needs assessed and reviewed regularly.
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Management and communication 

It is important that children and young people do not get diagnosed with epilepsy if they 
do not have it. The majority of children and young people (89 per cent) still had a diagnosis 
of epilepsy a year later, and the initial diagnosis was considered accurate. This means that 
11 per cent of patients might have been incorrectly told they have epilepsy.

Getting the right medication is vital to children and young people with epilepsy. Certain 
types of Antiepileptic drugs (AEDs) work better at controlling specific seizure and 
epilepsy types. For example, the AED carbamazepine should not be used to treat certain 
seizure types. This is because it may not control the seizures, or in some cases might 
make the seizures worse. The findings showed that the vast majority of epilepsy services 
were prescribing carbamazepine correctly. Around five per cent of children and young 
people had been prescribed this drug despite their records suggesting it should have 
been avoided.  

Epilepsy care is not purely about medication. It is also very important for children and 
young people with epilepsy to get the correct advice and information. It enables them to 
make informed decisions about their care, treatment and lifestyle. One of the measures 
for the audit was whether young women of childbearing potential had been given 
information about the potential harmful effects, to an unborn child, of certain AEDs. This 
is important as changing AEDs before starting a sexual relationships or pregnancy must 
be well managed. The audit found the majority of young women had not been given this 
information. Around a third (38 per cent) of young women, age 12 and over, starting an 
AED had received this information.

We recommend that all epilepsy services for children and young people should:

• Improve training and local guidelines to make sure the correct tests and
 investigations are carried out.
• Reduce the number of unnecessary EEGs carried out on children and young  
 people.
• Make sure that all children and young people who need a MRI get one.

We recommend that all epilepsy services for children and young people should:

• Ensure that a paediatrician with expertise in epilepsy is involved in the 
 ongoing care of all children and young people with epilepsy. This should 
 help  reduce the risk of AEDs being inappropriately prescribed.
• Develop clinics or services for young people to help the transition from 
 paediatric to adult services.
• Make sure that all relevant young people’s health issues, including pregnancy 
 and contraception, psychological issues, lifestyle choices, career advice and 
 driving issues are addressed.
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Epilepsy12 – the next steps

The Epilepsy12 team has contacted all of the epilepsy services that took part in the audit 
and provided them with information about how they are performing, compared to the 
care standards set in national guidelines and other services. It has also developed a range 
of resources to help epilepsy services improve the care they provide to children and 
young people.

The resources can be accessed online and include a toolkit of reference materials, 
examples of good practice, and tools to help plan care and services. As a result of the 
audit the Epilepsy12 team is asking all epilepsy services to develop a written action plan 
describing how they will continue to improve the quality of care they provide. Epilepsy 
services are being encouraged to share their action plans with other hospitals and clinics 
and their patients. It is hoped that this will reduce variations in the quality of services 
across the UK and improve care overall.

What can I do?

• You can find out about your local epilepsy service audit results at:  
www.rcpch.ac.uk/epilepsy12. You can also contact your local service and find out 
more about their results and action plans.  

• If reading this report has raised questions about the care you or your child are 
currently receiving please speak to your doctor, nurse or GP. 

• If you would like to read the full version of the Epilepsy12 report it can be accessed 
by visiting www.rcpch.ac.uk/epilepsy12 

• A follow-up audit will be carried out by the Royal College of Paediatrics and Child 
Health in partnership with other partner organisations over the next two years. 



Feedback on this guide: This publication is funded by the Healthcare Quality Improvement 
Partnership (HQIP) and we’d like to hear your thoughts. To share your views or request more 
copies, telephone 020 7469 2500 or email communications@hqip.org.uk

Royal College of Paediatrics and Child Health
5-11 Theobalds Road, London, WC1X 8SH

The Royal College of Paediatrics and Child Health (RCPCH) is a registered 
charity in England and Wales (1057744) and in Scotland (SC038299).




