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‘White Butterflies’ 

Courtesy Jeremy Ryan 
Smith

Neurographic art as 
part of art therapy 

collection

"Epilepsy and mental 
health go together. 
I've been using mixed 
media drawings to 
process the complex 
emotions I've been 
dealing with for many 
years.”

2024
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Other outputs:

HBT reports:

NHSE data packs:



Cohort 5 England/Wales Results, 2024

Organisational data – ‘1 November 2023 Snapshot’

Clinical data:
• Children and young people with new epilepsy diagnosis
• First paediatric assessment between 

1 December 2021 - 30 November 2022 (cohort 5)
• All completed a first year of care
• Submitted to Epilepsy12 by January 2024
• N = 2212



Our '10' Key Performance Indicators, 2024

(83/135)

(3/3)



0Key Findings 1 -Contributing and participating

85%
78%

Regional variation

Organisational audit participation range 67-100%

Clinical audit participation range 56-100% 



  Recommendation 1 - Contributing and participating

Support Epilepsy teams not yet participating in the audit to value, contribute 
and improve together through Epilepsy12 participation. This might be
through promotion of the audit, training, workforce and team development, 
job planning or identifying and solving specific local barriers. ICBs should 
identify supporting routes and engage with quality improvement 
programmes, such as the Epilepsy Quality Improvement Programme (EQIP), 
managed by the RCPCH, to assess quality of care and provision within those 
services not yet participating.

Action by: Integrated Care Boards (ICBs) in England and local Health Boards 
in Wales, in collaboration with OPEN UK regional networks.



examples of 2024 outlier responses…

27 trusts 
published as non-
participation 
outliers

  Outlier process - Contributing and participating

The Trust have agreed to 
participate in Epilepsy12 
going forward, risk assess 
the paediatric epilepsy 
service as a priority, 
consider recruiting a 
paediatric ESN and 
undertake QI projects 
relevant to the paediatric 
epilepsy service and audit. …an administrator is now in post to 

support future data entry.

Additional nursing and admin hours 
have been agreed to support 
Epilepsy12 participation, recruitment 
has begun to fill a neurology admin 
vacancy and audit duties will be 
incorporated into job plans for the 
clinical team.



Key Findings 2 – 
Widening and strengthening 
epilepsy team provision



Key Findings 2 – 
Widening and strengthening 
epilepsy team provision

TransitionCare planning

‘Contactability’

SUDEP



Key Message 2 – 

Epilepsy Specialist Nurses (ESNs) are essential members of
epilepsy teams for children and young people, and have 
extending key responsibilities including care planning, and 
within this, discussions around Sudden Unexpected Death in 
Epilepsy (SUDEP), ‘service contactability’, planning with 
schools, transition and mental health support.

Widening and strengthening 
epilepsy team provision



Recommendation 2– 

Increase the scope and breadth of the epilepsy team and ensure 
sufficient provision of Epilepsy Specialist Nurses (ESN) and other 
professionals to support their population needs. Core and 
specialised competences required within a team to match 
population needs might include mental health, transition from 
paediatric to adult services, learning difficulties, neurodisability, 
medical complexity, etc.

Action by: Integrated Care Boards (ICBs) in England
and local Health Boards in Wales.

Widening and strengthening 
epilepsy team provision



0Key Message 3 - Ensuring timeliness of input

92% when 
timeliness 
removed

74% when 
timeliness 
removed



Recommendation 3-

Establish or improve the processes and pathways in 
place to ensure children and young people receive 
timely access to care. This could include identifying 
and understanding where the gaps in provision are, 
or establishing structured referral pathways with 
designated coordinators.

Action by: Integrated Care Boards (ICBs) in England 
and local Health Boards in Wales.

Ensuring timeliness of input



0Key Findings 4 – Tackling variations in care



0Key Findings 4 – Tackling variations in care

Variation in mental health assessment rates according to deprivation



Integrated Care Boards (ICBs) and local Health Boards should 
develop models of engagement that enable groups where there 
may be inequalities, eg. Within the Core20PLUS5 framework, to 
contribute to service improvement. This can be by identifying 
challenges and co-creating alternative service models to ensure 
equitable access and care for epilepsy aligned with work
supporting other long-term health conditions.

Action by: Integrated Care Boards (ICBs) in England and
local Health Boards in

Recommendation 4 – Tackling variations in care



Support participation and benchmarking against 
relevant ongoing quality improvement projects, in 
order to promote system-wide shared learning, 
collaboration and knowledge exchange.

Action by: Integrated Care Boards (ICBs) in England 
and local Health Boards in Wales

Recommendation 5



Other results outputs, 2024

• Full organisational & clinical report
• HBT level results – narrative reports soon
• NHSE deliverables outcomes
• Longitudinal report
• Monthly public facing dashboard



New Platform 2024

• Epilepsy only
• ‘Quicker & slicker’
• Real-time reporting
• Open-source, clinician 

built
• Built for direct data 

exchange with hospital 
systems and families



Reorientating…

Rather than a child 
on our
‘patient journeys’ 
and ‘care pathways’…



Reorientating…

General Practice

Neonatal WardED

Children’s Community & School Health

Epilepsy Service

Maternal

…healthcare to accompany and enable 
the child’s life journey!



RCPCH audit engine

NHS Local 
Health Records

Connecting…



UK Epilepsies Data Standard

• Completed initial phases and 
published draft data model v0.8 

• Outcomes and formulation
• Stage 3 commenced, 

September 2024 towards 
widening consultation

• Info in, info out!
…Join in?!



Longitudinal analyses 

Epilepsy12 defined 10 new KPI measures for cohort 5.
o 3 measures removed
o 2 new measures around mental health
o Timeliness added to 2 measures ; paediatrician with 

expertise and MRI
o Several criteria updated to align with 2022 NICE guidelines

Opportunity to 
explore longitudinal 

trends over time

Challenges in 
comparing 

cohorts
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Figure 30: Longitudinal data for KPI measures for 
England and Wales combined across the 5 cohorts. 

Longitudinal Trends



Longitudinal Trends - regional
*provisional data
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Longitudinal Trends - regional
*provisional data
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Conclusions

There is opportunity to explore longitudinal trends within Epilepsy12 audit 
data

National results show improvements in quality of care over time

Performance varies across England and Wales

Longitudinal analyses can be challenging..



Frequent reporting Dashboard

• Display clinical data at 
national, country, 
regional, ICB and 
Trust/Health Board level

• Refreshes every month
• Be interactive and user 

friendly
• Be available in the 

public domain THE E12 TEAM HAVE 
CREATED A DASHBOARD



Cohort 6 so far
- 645 CYP



Cohort 6 so far

ICBs

Regions



On the horizon…

Data- Access requests; Health Economics, LeDeR 
and Mental Health projects

New data on autism, global developmental 
delay/learning disabilities -> Core20plus5

Sodium valproate ARAF



Any Questions?

www.rcpch.ac.uk/epilepsy12

epilepsy12@rcpch.ac.uk

@epilepsy_12
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