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How do we escape from here?!
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Published today...
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National Clinical Audit of Seizures and Epilepsies
for Children and Young People
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National Clinical Audit of Seizures and Epilepsies
for Children and Young People

Appendix A: Epilepsy12 organisational audit results
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National Clinical Audit of Seizures and Epilepsies
for Children and Young People

Appendix G: Epilepsy12 clinical audit results
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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
E)aediatric assessment between July-Dec 2018

PRERSY-S by 1an 2020. *RCPCH



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

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

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

EPILEPSY ' ¥RCPCH
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Age and sex
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Figure 36: Percentage of children and young people in cohort 1 by deprivation by
country/network.
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Diagnostic status

Epilepsy: 2 or more epileptic episodes more than 24
hours apart, 32.3%

Not epllepsy: single
eplleptic episode, 3.2%

Not epilepsy:
duster of
epileptic
episodes
within 24

Uncertain episodes, 23.4% hours, 1.4%

Figure 38: Percentage of children and young people in Cohort 1 by diagnostic status at first
year of care, in England and Wales.



Epilepsy: age & gende

Epilepsy =1112/3318 (33.5%)
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Figure 43: Numbers of children and young people diagnosed with epilepsy by age in years at
first paediatric assessment and gender in England and Wales. (This figure excludes 2 children
with unknown gender).



Other
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Childhood epilepsy with centrotemporal
spikes (BECTS)

Epilepsy Syndrome

No epilepsy syndrome stated

‘Unclassified syndrome*
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Juvenile myoclonic epilepsy (IME)

Juvenile absence epilepsy (JAE)

Temporal lobe epilepsy
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Epilepsy with generalized tonic-clonic
seizures only

Idiopathic focal epilepsy of childhood
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Electroclinical syndrome classification

Panayiotopoulos syndrome

Eyelid myoclonia with absences

Frontal lobe epilepsy

Epilepsy with myoclonic absences
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EPIlEPsv1 9 Figure 50: Number of children and young people diagnosed with epilepsy by electroclinical
syndrome in England and Wales.



Performance Indicator 1 - Consultant Paediatrician with Expertise

Input

England and

Wales

Round1 78.0% (1183/1516)

Round 2  86.1% (938/1090)

Round 3  87.9% (977/1M2)
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Figure 75: Paediatrician with expertise in epilepsies by Health Board and Trust, Round 3,

cohort 1.



Performance Indicator 2 - Epilepsy Specialist Nurse Input
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Figure 76: Input from an ESN by Health Board and Trust, Round 3, cohort 1.
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Figure 2: Total Whole Time Equivalent epilepsy specialist nurses employed in England and Wales in
EPIlEPsv19 Round 1, Round 2, Round 3 April 2018 and November 2019.



Performance Indicator 3 - Tertiary Input
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Figure 77: Tertiary input by Health Board and Trust, Round 3, cohort 1.




Performance Indicator 4 - Appropriate first paediatric assessment

England and

Wales

Round 3 61.6% (685/1M2)
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Figure 45: Appropriate first paediatric assessment by unit, Round 3, cohort 1



Performance Indicator 5 - Seizure formulation

Audit

Round 1

Round 2

Round 3

England and
Wales

86.9% (1318 /1516)
94.9% (1040/1096)

88.0% (979/1M2)
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Figure 51: Seizure formulation, by Health Board and Trust, Round 3, cohort 1.



Performance Indicator 6 - ECG
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EPIlEPs 19 Figure 60: Percentage of children and young people with convulsive seizures and

epilepsy, with an ECG at first year by Health Board and Trust, Round 3, cohort 1.



Performance Indicator 7 - MRI

Audit Round HGIEGGELD 90%
Wales .

Round 1 63.5% (602 /948) .,
Round 2 72.2% (4B1/666) o

30%

Round 3 68.6% (317/462)

20%
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EPIlEPsv Figure 61: Percentage of children and young people with defined indications for an MRI,

who had MRI by first year by Health Board and Trust, Round 3, cohort 1.



Performance Indicator 8 - Accuracy of Diagnosis

Audit England and
Round Wales

Round 1 88.1% (1516 /1721)

93.2% (1077/11586)

Round 3 97.2% (1093/1124)
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Figure 79: Accuracy of diagnosis by Health Board and Trust, Round 3, cohort 1.



Performance Indicator 9 - Sodium Valproate discussion
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Sodium Valproate
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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.
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EPIlEPsv19 Figure §3: Number of children and young people dlagnosed with epllepsy on sodium
valproate by gender in England and ‘Wales, Round 3 cohort 1.



Performance Indicator 10 - Comprehensive Care Planning agreeme
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Figure 69: Comprehensive Care Planning agreement, Round 3



Performance Indicator 11 - Comprehensive Care Planning Content

Wales

Round 3  70.1% (779/1Mm2)
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Figure 70: Comprehensive Care Planning content by Health Board and Trust, Round 3.



Performance Indicator 12 - School Individual Health Care Plan

School Individual
Healthcare Plans

32.2% [231/77) of children and young people
diagnosed with epilepsy aged five years and
above had evidence of a school individual
healthcare plam by one year.
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Figure 71: School Individual Healthcare Plan, by Health Board or Trust, Round 3, cohort 1
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Mental Health diagnosis
and provision

&.1% [43/701) of children and young people
between the age of 515 years and diagnosad

with epilepsy had a mental health problem
identified by the end of their first
year of cars.

*RCPCH



Children’s Epilepsy
Surgical Service (CESS)

30.3% (27/89) of the children and young
people whio met CESS referral criteria
hiad CESS referral by one year.

EPILEPSY ' ¥RCPCH



Providing specialist advice

47.7% (62130) of Health boards/Trusts
reported typical response times for
specialist advice of 3 or more days

EPILEPSY ' ¥RCPCH
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1. Paediatrician with expertise: 87.9%

¢ 2. Epilepsy nurse specialist: 69.0%

3. Tertiary involvement: 59.3%
3b. Epilepsy Surgery referral: 30.0%
4. Appropriate first paediatric assessment: 61.6%
5. Seizure Formulation: 88.0%
6. ECG: 67.6%
7. MRI: 68.6%

¢ 8. Accuracy of diagnosis: 97.2%

9a. Sodium Valproate females

9 years old and greater: 100.0%

9b. Sodium Valproate all females: 39.7%

10. Comprehensive Care Planning agreement: 62.4%

Epilepsyl2 Performance indicators in England and Wales, Round 3

11. Comprehensive Care Planning content: 70.1%

12. School Individual Healthcare Plan: 32.2%

o
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50% 100%
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EPIlEPsv1, Figure 84: Epilepsy12 Performance indicators in England and Wales, Round 3, cohort 1 .‘ RC PC H



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

EPILFESYs®me actions with your trust

#*RCPCH



* 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

EPILEPSY ' ¥RCPCH



V 4 4 4 4 4 4 4 4 4 4 4 4 4

But what about COVID-19?
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Learning

what s Coronavirus?

T+'s verybadl

what can we do to

get rid of coronavirus? §

Attackit!
(doing punches with
his fists in the air)

NHS

Sherwood Forest Hospitals

VAY (N@&E & Qe 2@\ ®oo NHS Foundation Trust

who will you hug first?
Everyovell

Tf coronavirus was av
animal what would i+ be?

what clothing would
protect you?




Causes for hope..

‘Contactability’ has been ‘shaken up’

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

EPILEPSY ' ¥RCPCH



“is there light

at the end of the tunnel?”
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Patient-Facing






In the pipeline...

Usability changes
Live Performance Indicator display

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

EPILEPSY ' ¥RCPCH









Epilepsyl12 Project Team

ﬁ epilepsyl2@rcpch.ac.uk

0207 092 6157/6168

www.rcpch.ac.uk/epilepsy12

@epilepsy 12
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