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“I’m pickin’ up good 
‘connections’…!”



Connect you…

• To improvements and connections in our latest 
Epilepsy12 results

• To updates in the platform and reporting 
dashboards

• To a 15 year long view!
• To what’s next and future steps…
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Cohort 6 published, 2025

present 12/12 report

Snapshot
Organisational

audit

Cohort 6

Inclusion criteria:

• Child or young person with a first diagnosis 

of an epilepsy

• First paediatric assessment date for first 

seizure(s) within a defined yearly cohort 

within England/Wales



Cohort 6 published, 2025

N= 3,105

• 120 hospital and community services 

• 54% male, 46% female

• 28% (854/3,105) had a neurodevelopmental condition and/or 
learning disability

KPI %



Age at first assessment & sex distribution



Ethnicity



Neurodevelopment and mental health



Distribution by deprivation



KPI %

Summary of
KPIs, cohort 6



Contributing and participating
Key theme:
• 80% (120/150) of registered Health Boards and Trusts registered 

into Epilepsy12 participated in the cohort 6 clinical audit
• 76% (114/151) submitted organisational data to describe their 

service as at 1 November 2023. This now includes data from 
Jersey.

• 3,152 children and young people with epilepsy were registered 
onto the Epilepsy12 platform and allocated to cohort 6 before the 
January data submission deadline. 

• 3,105 had fully completed first year of care forms and were 
included in analyses.



Contributing and participating
Key theme:
• 40% (46/114) of Health Boards/Trusts did not have any time 

specified towards local epilepsy audit and quality improvement 
(QI) activity for teams in job plans. 

• For teams with some time indicated, the median amount for 
audit/QI was 1 hour/week

• 35% (40/114) of Health Boards and Trust had no time specified for 
epilepsy leadership. 

• For teams with some time indicated, the median amount for 
epilepsy leadership was 1 hour/week



Contributing and participating 
Recommendations 1&2



Building community and neighbourhood provision
Key theme:
• 86% (2,665/3,105) of children and young people with epilepsy had 

evidence of care planning agreement within the first year of care 
in cohort 6 

• 67% (2,093/3,105) had evidence of achieving all core elements of 
care planning



Building community and neighbourhood provision
Key theme:

• 67% (1,427/2,125) of 
children and young people 
with epilepsy aged over 5 
years had evidence of a 
School Individual Health 
Care Plan

• A large increase compared 
to previous cohorts, eg 39% 
(573/1,472) in cohort 5



•

•

•

Building community and neighbourhood provision
Key theme:



Building community and neighbourhood provision
Key theme:



Building community and neighbourhood provision
Recommendation 3:  



Strengthening epilepsy pathways 
Key theme:

• This was a decrease from 51% 
(1,123/2,212) in cohort 5, 
probably because ‘input’ 
clarified as ‘direct input’

• 90% (2,801/3,105) were seen 
within the first year of care

• The mean Whole Time 
Equivalent (WTE) in Health 
Boards and Trusts for ‘consultant 
paediatrician with expertise’ was 
2.2 WTE in 2024



Strengthening epilepsy pathways 
Key theme:

• Increase compared to 81% 
(1,786/2,212) in cohort 5.

• 97% (110/114) of Health 
Boards/Trusts had some ESN 
provision

• 1.8 WTE in 2024 mean per health 
board/trust (1.6 in 2023)

86% (2,659/3,105) of children and 
young people with epilepsy were seen 
by an ESN within the first year



Strengthening epilepsy pathways 
Key theme:



Funnel plot showing ESN access outliers…



Strengthening epilepsy pathways 
Key theme:

• This was an increase compared 
to 37% (41/110) in cohort 5.

• 49.2% (388/788) of children and 
young people with epilepsy 
meeting defined criteria for 
tertiary input, received input of 
tertiary care. This appears static.



Funnel plot showing Tertiary input outliers…



Strengthening epilepsy pathways 
Recommendation 4:



Supporting mental health and wellbeing 
Key theme: 

• This increased from 22% (330/1472) in 
cohort 5.

• Only 9% (278/3,105) of children and 
young people in cohort 6 had a mental 
health condition identified, suggesting 
under-diagnosis of mental health.

• 77% (213/278) of children and young 
people with epilepsy that had an 
identified mental health problem, also 
had evidence of receiving mental 
health support. This increased from 
62% (83/135) in cohort 5.



Mental health screening…



Supporting mental health and wellbeing 
Recommendation 5:



Epilepsy syndromes– Top 10
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Anti-seizure medication
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*Confidential data shared only 
with clinical/regional teams
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Looking back…
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Cohort 4-6

Since 2009…



Aims

To describe longitudinal trends in quality of care 
across England/Wales since the commencement 
of the Epilepsy12 in 2009



Methods
• All 8 cohorts since 2009 reviewed

• All KPIs reviewed to facilitate longitudinal 
comparison

• National levels presented



Results - Cohort size
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8 KPIs over 6 cohorts from 2017

1. Paediatrician
with expertise
within 2weeks

2. Access to
epilepsy

specialist nurse
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5 KPIs over 8 cohorts from 2009
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Looking forward…



A bit about the 10 year plan…

• No mention of epilepsy….however…



A bit about the 10 year plan…

• From sickness to prevention
• From hospital to neighbourhood
• From analogue to digital
• Equitable



Open-source RCPCH audit 
platformNHS

Health Records/Single patient record

Common core
dataset



Open-source RCPCH audit 
platformNHS

Health Records/Single patient record



UK NHS Epilepsies Data Standard

• Commenced 2022 with PRSB
• UK wide, whole health, whole lifetime
• NHS funded via Epilepsy12 and now NHSE
• A 6-stage cycle co-created, vendor-neutral 
• To facilitate and mandate interoperability across 

the NHS and social care digital landscape



Now completing stage 2…

1

2

34

5

6 Published 1st 
draft data 
standard, 2024



EPILEPSY FRAMEWORK

SECTIONS

Legend

Existing sections from the 

CIS* and PRSB dataset

Existing sections from the 

CIS and PRSB dataset with 

new items created for the 
Epilepsy Standard

Legal information

Participation in research

Personal contact

About me

Referral details

GP Details

Safeguarding

Admission details

Patient Demographics

Professional contacts

Contacts with professionals

Individual requirements

Signpost details

Investigation results

Discharge details

Investigations requested

Procedures and therapies

Social context

Emergency care attendance

History

Problem list

Family history

Future appointments

Examination findings

Assessments

Risks

Allergies and adverse reactions

Medications and medical devices

Information and advice given

Developmental skills

Pregnancy status

Plan and requested actions

Care and support plan

Contingency plans

Additional support plans

Structured education

Educational history

Outcome

Formulation

Documents

New sections in the PRSB 

dataset for the Epilepsy 

Standard

*Core Information Standard (CIS) defines a set of information that can potentially be shared between systems in different sites and settings, among professionals and people using services.



Core 
Data

Clinical assessment

Planned epilepsy reviews

Ad hoc epilepsy review
Seizure descriptions

Wearables/Implantables/Alarms

‘Seizure diary’
Patient Reported Outcome Measures

Seizure videos

Connecting inputs…



Core 
Data

Care planning

Clinical 
summaries/referrals

Audit

Connecting outputs…

Passports

Registries

Risk Prediction Tools

Research

Pharmacovigilance



Conclusions…

• There are notable improvements this year in the areas of ascertainment, 
ESN provision, epilepsy surgery referrals, ECGs, mental health 
screening/support and school individual health care plans

• There is statis in terms of tertiary neurology input for children with 
complex epilepsies and overall mental health provision is insufficient

• In the longer term there is good evidence of reducing gaps in care for 
children with epilepsies across England and Wales

• We can be increasingly focussed on the effects of different individual 
attributes and potential service factors enablers



Next steps…

• Opportunities for further enhancing Epilepsy12 participation and job 
planned time, managing flow and capacity within tertiary and surgical 
provision and embedding mental health provision

• Plan to map Epilepsy12 data to clinical outcomes, health service activity 
and health economics

• Translate the data standard work from theory into connected health 
records and tools

• Plan for big data and AI opportunities using structured population health 
data encompassing clinical, audit, research and strategic benefits



Thank you…
• All paediatric epilepsy teams submitting data in participating NHS Health 

Boards and Trusts

• Epilepsy12 Youth advocates and the RCPCH& Us team

• Epilepsy12 Project Team, Methodology & Dataset group, Project Board

• RCPCH, epilepsy charities and key stakeholder organisations

• HQIP (Healthcare Quality Improvement Partnership), NHS England, Welsh 
Government and Jersey



Let knit good 
connections…

...into the ‘real 
world’!



http://www.rcpch.ac.uk/epilepsy12
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