
@drcolindunkley
10.09.20



How do we escape from here?!
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https://www.rcpch.ac.uk/resources/epilepsy12-national-organisational-
audit-clinical-audit-2019

Published today…



Method

All Trusts/Health Boards (T/Hb) England/Wales invited 
to register

Organisational audit: Snapshot Nov 2019; Epilepsy12 
Leads

Clinical audit: 12 defined performance indicators 
applied to the first 12 months of care for all children 
and young people meeting inclusion criteria with a 1st

paediatric assessment between July–Dec 2018 
submitted by Jan 2020.



Results

All 149 T/Hbs England/Wales registered (4 merged = 
145)

Organisational audit: 136/145 T/Hbs (94%)

Clinical audit 113/149 T/Hbs (76%)



Results

By Jan 2020:

Registered 14591 
Verified Cohort 1 4684 
Complete data       3318 (70.8%)

n= 3318

Epilepsy at 1 year = 1112



Age and sex



Deprivation



Diagnostic status
Diagnostic status



Epilepsy: age & gender

Epilepsy = 1112/3318 (33.5%)



Epilepsy Syndrome



Performance Indicator 1 – Consultant Paediatrician with Expertise 
Input



Performance Indicator 2 – Epilepsy Specialist Nurse Input



No. of Epilepsy Specialist Nurses



Performance Indicator 3 – Tertiary Input



Performance Indicator 4 – Appropriate first paediatric assessment



Performance Indicator 5 – Seizure formulation



Performance Indicator 6 - ECG



Performance Indicator 7 - MRI



Performance Indicator 8 – Accuracy of Diagnosis



Performance Indicator 9 – Sodium Valproate discussion



Performance Indicator 10 – Comprehensive Care Planning agreement



Performance Indicator 11 – Comprehensive Care Planning Content



Performance Indicator 12 – School Individual Health Care Plan
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Next steps…

Look at national report: 
•What are relevant recommendations for 
you?

Look at your local reports:
•Which vertical bar were you?
•Consider whether issues need a 
personal, local team, trust, regional or 
national response
•Agree some actions with your trust



Next steps…

• Nurture your local team and service
• Keep entering cohort 2 and 3
• Do the best you can!
• Share the work
• Engage with your regional network, 

EQIP and youth advocate work
• Contribute to our feedback survey



But what about COVID-19?





Causes for hope…

‘Contactability’ has been ‘shaken up’

‘Co-location’ for transition, mental health, 
multi-agency working may be easier to 
achieve now!



“is there light 
at the end of the tunnel?”





Electronic 
Health 
Records

Patient-Facing





In the pipeline…

Usability changes

Live Performance Indicator display

Change in ascertainment targets: expected 
epilepsy incidence for a trust population



…find good tunnels!



keep pedalling
keep our balance
know we’re appreciated!

light on the way
lighten the data

…find good tunnels!



Epilepsy12 Project Team

epilepsy12@rcpch.ac.uk

0207 092 6157/6168

www.rcpch.ac.uk/epilepsy12

@epilepsy_12
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