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1. Welcome & introductions

SK opened the meeting by welcoming attendees and outlining the purpose: to gather feedback to inform the
scope of the next epilepsy audit tender. He emphasized the importance of improving care for children with
epilepsy and aligning with NHS England’s long-term plan.

2. Objectives of the meeting
TS provided an overview of the meeting purpose.

The Healthcare Quality Improvement Partnership (HQIP) is a non-profit organisation that commissions and
manages the National Clinical Audit and Patient Outcomes Programme (NCAPOP) on behalf of the funders. At its
simplest NCAPOP is a commissioning mechanism to drive improvement against standards. More than just quality
assurance, it is a vital part of quality improvement, and we want to think about how audits and clinical data can
support this.

The epilepsy audit is one of about 40 projects that make up the NCAPOP. The contract to deliver the programme is
coming to an end in March 2027, so we are preparing to retender. Purpose of this meeting is to gather feedback
to shape a requirements specification to take out to tender

HQIP want to ensure that we commission a programme that can add value, which promotes quality improvement
and quality assurance functions at local, regional and national. We want to be innovative and forward-thinking in
terms of what will make the biggest difference to patients. However, we need to be realistic about what is possible
to deliver. An audit programme cannot do everything. We want a focussed audit that is clear on its quality
improvement aims.

3. Audit overview

TS provided an overview of the audit’s purpose, structure, and current delivery: The audit is a mechanism to drive
improvement in care by measuring against standards and assesses service availability. The audit has been
organised into cohorts that follow children diagnosed with epilepsy over their first year of care post-diagnosis.
There is no age limit other than care must have been provided in a paediatric setting.

The audit scope covers NHS-funded services in England, Wales, and publicly funded services in Jersey. The audit is
limited to 10 key metrics to maintain focus. Outputs include a concise annual state of the nation report, monthly
updated interactive dashboards and online improvement resources. The audit supports national initiatives like
NICE, CQC, NHS RightCare, NHS England National bundle of care and Welsh Government initiatives.

4. Patient and Public Involvement
KR shared the following insights from extensive engagement with young people, families, and charities:

e First Year of Diagnosis: This was described as overwhelming with children often experiencing anxiety,
sleep issues, and lack of support. Families struggled with medical jargon, medication side effects, and the
impact on education. There was emotional toll on siblings and parents, including financial strain.

e Transition to Adult Care: The transition from child to adult services was described as abrupt and poorly
supported. Young people felt unprepared and often lost access to familiar clinicians.

e Mental Health: Children experienced long waits for psychologists and a lack of access to psychiatric
support.

e Peer Support & Education: Schools often misunderstood epilepsy, restricting the children from certain
activities. They noted a need for epilepsy nurses to educate schools.

e Concerns for teens: There were concerns for teenagers over driving, sports, contraception, and fertility.
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e Resources: Young people were unaware of the audit outputs so there is a need for the resources to be
accessible, age-appropriate, and widely distributed. Positive feedback was received on the checklists and
visual materials.

JH presented on SUDEP (Sudden Unexpected Death in Epilepsy) and emphasised:

e Lack of Awareness: SUDEP is under-discussed by clinicians despite its seriousness and families are often
unaware of the risk until after a death. Conversations about SUDEP should occur within the first year.

e Young People’s Views: Children want honest, balanced information and prefer to be informed early to
self-advocate.

e Checklist Tool: This tool was developed with Young Epilepsy and has proven to increase communication
from 20% to 80%.

e Audit Role: The audit should signpost clinicians to SUDEP resources to improve awareness and reduce risk.
SUDEP should also be included in the metrics or outputs to ensure visibility.

In response to JH’s point on SUDEP, NR highlighted that KPI 9b in the epilepsy audit does in fact include SUDEP risk
discussions however JH noted that she would prefer to see the measure related to SUDEP risk have greater
visibility in the audit.

5. Group discussion
The following themes emerged from the group discussion:

SUDEP
e JH highlighted that there has been four prevention of death reports in last 12 months so clear signposting
to existing resources that have been recommended by NHS RightCare and Coroners, such as the children’s
checklist, is required.
e HP supported the idea of the children’s checklist as an important priority.

Transition
e CH noted that transition is a major concern for young people but not currently a metric.
e NG stated that NICE’s quality standard highlights transition as a priority and supported its inclusion in the
audit.
e CH shared the Young Epilepsy transition research: Transition from paediatric healthcare to adult

healthcare for young people with epilepsy in the UK and a video summary: #epilepsyresearch

#ttransitioncare #epilepsyawareness #healthresearch | Young Epilepsy

Measuring Impact
e SK highlighted that the current metrics are process-based but measuring actual impact and understanding
is very important.
e YSand HP suggested measuring system accountability and service-level PROMs/PREMs. They also
discussed the challenge of measuring what families receive and understand, not just what is provided.
e SS mentioned the upcoming UK epilepsy information standard that could support automated data
collection and outcome reporting.

Data Linkage
e SK emphasised the potential of the NHS App and EPRs to reach families and collect real-time data. He also
suggested school attendance would provide a more holistic picture of the impact on children. He also
noted the importance of primary care data integration.
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e SSsupported exploring future data integration opportunities.
e KR suggested exploring integration with tools like the ready steady go programme
https://www.readysteadygo.net/hello-to-childrens-services.html

Audit Use
e NG noted that NICE uses the epilepsy audit data to assess guideline uptake and identify barriers.
e SK highlighted that the audit data supports NHS England’s Core20PLUS5 framework and the epilepsy
transformation programme.

6. Summary and next steps

JW explained the aspirational measures of the audit are non-mandatory elements that could be added if funding
allows. They will be listed in the specification but not scored. They will be managed via contract modifications.

SK thanked participants for attending and closed the meeting.
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Aims and objectives of National Clinical Audit

of high-quality information

Outcomes are benchmarked against national guidance and

[ej NCAs stimulate healthcare improvement through the provision
\/ standards

Data is most useful locally for healthcare improvement when it
is timely, refreshed regularly with appropriate support

E.

TKZS' Identify variation
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Epilepsy audit overview

Inclusion criteria:
NHS-funded services in England and Wales (and Jersey)

People having a first paediatric assessment for a
paroxysmal (seizure) episode/episodes

No specified age range, must be within a paediatric service
Exclusion criteria:

People seen only in adult services, emergency
departments or a GP service, who are not then referred

Core components
Clinical audit
Organisational audit
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Key Performance Indictors (KPIs)

1. Paediatrician with expertise in epilepsies
2. Access to Epilepsy Specialist Nurse

3.a. Tertiary input

3.b. Epilepsy Surgery Referral

Evidence of appropriate assessment
4. ECG
5. MRI within 6 weeks

Mental Health
6. Assessment of mental health issues

7. Mental health support

Care Planning
8. Sodium Valproate / Medication and reproduction risk
9.a. Care planning agreement
9.b. Care planning components
10.  School Individual Healthcare Plan

H I P Healthcare Quality
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Cohort 6 — care delivered between 1/12/23 and 30/11/24

The below chart shows an overview of the 10 KPIs for England and Wales combined in

cohort 6.

I. Paediatrician with expertise within 2weeks

2. Access to epilepsy specialist nurse

3a. Tertiary input

3b. Epilepsy Surgery referral

4 ECG

5. MRIwithin 6weeks

6. Assessment of mental health issues

7. Mental health support

& Sodiurm Valproate risk discussions

9a. Care planning agreement

9b. Care planning components

10. School Individual Health Care Plan
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Data

Audit data is used to assess compliance or performance in
national initiatives:

NHS Best Practice Criteria

CQC positive and negative outlier reporting
NHS England National bundle of care
NHS RightCare: Epilepsy Toolkit

Epilepsyl12 aligns with the Welsh Government’s quality
statement for neurological conditions
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https://www.england.nhs.uk/wp-content/uploads/2023/03/23-25NHSPS-amended_Annex-C-Best-practice-tariffs.pdf
https://www.england.nhs.uk/long-read/national-bundle-of-care-for-children-and-young-people-with-epilepsy/
https://www.england.nhs.uk/rightcare/products/pathways/epilepsy-toolkit/
https://www.gov.wales/quality-statement-neurological-conditions-html
https://www.gov.wales/quality-statement-neurological-conditions-html

Audit outputs

Replace the annual report with an annual state of
the nation summary (maximum of 10 pages and 5
national recommendations)
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1 2 ¥RCPCHAudits

National Clinical Audit of Seizures and
Epilepsies for Children and Young People

Epilepsyl2 2025 combined
organisational and clinical audits:
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Audit outputs

Replace the annual report with an annual state of
the nation summary (maximum of 10 pages and 5
national recommendations)

Replace local recommendations with online
Improvement resources
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Return back to top

Case studies

Epilepsyl2 invited epilepsy services in England and Wales to provide case studies of their
quality improvement activities undertaken in the last year to improve the care provided to

children and young people with epilepsies.

2024

Reducing wait times at Airedale NHS Foundation Trust

Improving care planning content at Sherwood Forest
Hospitals NHS Foundation Trust

Introducing mental health screening at South Tyneside

and Sunderland NHS Foundation Trust

Improving SUDEP discussions at South Tyneside and
Sunderland NHS Foundation Trust

Video platform use at South Tyneside and Sunderland NHS
Foundation Trust

+

2023
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Audit outputs

Replace the annual report with an annual state of
the nation summary (maximum of 10 pages and 5
national recommendations)

Replace local recommendations with online
Improvement resources
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Audit outputs

Replace the annual report with an annual state of
the nation summary (maximum of 10 pages and 5
national recommendations)

Replace local recommendations with online
Improvement resources

Develop a Quality Improvement plan, reviewed
annually.
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https://www.rcpch.ac.uk/sites/default/files/2025-02/epilepsy12_quality_improvement_strategy_v1.4_0.pdf

Audit outputs

Replace the annual report with an annual state of
the nation summary (maximum of 10 pages and 5
national recommendations)

Replace local recommendations with online
Improvement resources

Limit the number of performance metrics to 10

Develop a Quality Improvement plan, reviewed
annually.

Make all audit performance metric results available
in an interactive format online to all users
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https://www.rcpch.ac.uk/sites/default/files/2025-02/epilepsy12_quality_improvement_strategy_v1.4_0.pdf
https://app.powerbi.com/view?r=eyJrIjoiYjdkMzNiYWUtMjk4Ni00MjNmLWJmY2QtNGExOTJjZDU5MjhlIiwidCI6ImRkOGY5OTMxLWNiNzgtNDQwNi04YTAxLTAxYWM2MWMxMGQ0YSJ9

EPILEPSY12

NAVIGATION
Home
England and Wales
Country
OPEN UK Network
NHSE Region
ICB
Trust/Health Board

E12 COHORT

Please select the cohort
of interest:

Cohort 5
Cohort 6
Cohort 7

Select OPEN UK Network
BRPNF v

Performance Indicators

I s
- EX
I 27
3b. Epilepsy surg... ' 0%

+ ecc I 5
5. MRI within swe_.. [ NN RNRNH <7
6 Assessment of _ 31%
7. Mental health s ||| T 752
8. Sodium Valpro... ' 0%
I o5
I ©7
—

1. Paediatrician w...
2. Access to Epile...

3a. Tertiary involv...

Measure

9a. Care planning...
9b. Care planning...
10. School Individ. ..

0% 50% 100%
lAdeamre Percentage Numerator Denominator
1. Paediatrician with expertise within 2 weeks 38% 44 116
2. Access to Epilepsy specialist nurse 96% 111 116
3a. Tertiary involvement 27% 6 22
3b. Epilepsy surgery referral * * *

4. ECG 85% 67 79
5. MRI within 6weeks 47% 4 88
6. Assessment of mental health issues 31% 26 84
7. Mental health support 75% 9 12
8. Sodium Valproate risk discussions * - *
9a. Care planning agreement 88% 102 116
9b. Care planning components 87% 101 116
10. School Individual Health Care Plan 86% 72 84
Key:

* - if either the numerator or denominator is <3, results are replaced with an asterisk
NA - None of the patients at this site met the criteria for this metric
No data - This site has not submitted any data.

Select Performance Indicator

1. Paediatrician with expertise within 2 weeks %

Performance Indicator by OPEN UK Network

@ OPEN UK Network @England and Wales
100%

50% 45% 42%

38%

Percentage

3% 30% 30% 470, 5%

15%
. 0% 0% 0% 0% 0% 0%

ol 9] & G V] (] % A X w G < ool
& & ikqe& &2 ,\Q@? Y\& O @ @ &0 ,\\,e Q&;x o @

0%

Performance Indicator by Trust/Health Board within OPEN UK
Network
Health Board/Trust @OPEN UK Network
100%

B87%
54%
50% 37%

Percentage

0% 0% 0% 0% 0% 0% 0% 0% 0% 0% 0% 0%
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Engagement for the specification

N

Young
Epilepsy

Home Membership Education and careers Work we dc Resources Key topics M

4

RCPCH &Us - for children, |
young people, families

Can you help us improve health services for young people like

] —

yourself? See how you can get involved and make a difference! And,
take a look at our resources, created with and for children, young

people and parents.
. ' ign up t PCH &

@

SUDEP Action &5
/Vla/dnﬁ every epi/ep%g death count
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First year of
diagnosis

Priorities for CYP
and families

SUDEP slides

Transition to
Adult care

Audit information

INHS|

University Hospital Southampton
NHS Foundation Trust

Youth Epilepsy Warriors —

Focused on

WE ARE
Programme

UHS

Amplifying the young people’s voice

Marisa Findlay, Youth Development Worker (Epilepsy and Neurology)

WARRIORS

The Epilepsy service at UHS has always been driven to hear
what young people want and to respond, yet there was no
existing formal platform for this. In 2024, the RCPCH’s Epilepsy
12 project invited applications to take part in a service
development pilot, that looked to capture the impact of
applying the Lundy model of participation, to support youth
involvement in service development and sustain impact.

With a dedicated youth worker within the team at
Southampton, this was an opportunity to formalise the

carvira’c athnac

The biggest and most obvious result of this project was the
creation of the young people’s short film.

Epilepsy & ME

Healthcare Quality
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Being less able to be
independent

How can | keep myself safe
during a seizure of if | sense
one coming and I'm alone?

Social isolation out of
anxiety

My life had changed
dramatically and it was
hard to admit that

How do | know if anxietyflow
moed is caused by my new
epilepsy or a side effect of
medication when choosing the
medication which is right for me

The unpredictability of my fits,
honestly it's still pretty scary
and uncertain, The lack of
support medically was really
difficult too

i had to go through a
number of number of
medications

I'was too young to
remember

Worrying for my parents
tolet me be alone

i felt like i was the only
one

Lack of independence

What do you do when you
lose your physiotherapist
and psychological when
geoing into adulthood

Concerns in the first year of diagnosis

Not getting enough
sleep

Feeling lonely and not
understanding and knowing
that others are also feeling
the same

it made my parents and i
difficult to describe the type
of seizures | have




Concerns in the first year of diagnosis

Learning about the condition

Medication and side effects

More than seizures

Impact on behaviour at school

Well-being — impact on the whole family

Involvement in own care

Concerns about the future

Pinch-points — moving schools, transition to adult care
Access to surgeries

SUDEP

H I P Healthcare Quality
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Priorities for CYP and families

Priorities — If you could pick five main questions for the audit to focus on, what would they be?

What do | do if | feel | am
not getting the correct
care?

are there group where
teens can meet up with
each other

SIGNPOST FAMILIES TO
CORRECT SUPPORT
NETWORKS (youth
voice)

Can a young person reach
out with questions without
going through a
parent/carer?

What are you doing to secure
that families are supported
emotionally as well as
physically. including leaflets
and direct support. Being given
a clear protocol that is
consistent,

Are my parents given all of
the information and
expected to passit onto
me?

How long does it take fora
person to get given o
nuerologist that knows about
your condition and how they
can help you? If they cant help
you what do they do?

Does my care team know
enough about my lifestyle
and interests to offer help
accordingly

Am | being prepared to
move to adult services and
not being treated as | was
when |was 10

is there an opportunity
for children to be seen
by a psychologist

The hospitals should realise
how much support people
need from others their own
age that are dealing with
the same as you

H I P Healthcare Quality
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Priorities for CYP and families

'8 Roadmap

EPILEPSY Overview
SAYS STOP. Resources for schools/to share

with family and friends
Wider support from clinicians

Support for You:

e ———— Peer support

» Tl s Seppacary Sirzapa - ording-L n-peeson
n Bl = e o [

et WO Practical questions
_ MH support
Sexual Health support
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Priorities for CYP and families

. . It's important people know
| think that because its about SUDEP and epilepsy risks

not talked about a lot of so that less children die from it,
people don't think and they get the right

epilepsy is serious....

It was never talked about for
me, so | did my own research to
understand.

information, rather than
potentially exaggerated info
from other sources....

Which means when you mention
it to a health professional, they
don't take you seriously....

It is a real risk, and if we

can do anything to avoid
it then most of us would what to pay attention to,
rather do that, than take and how to keep

the risk ourselves safe....

If we are aware of the

risks we would know Quotes from young

people with epilepsy

SUDEP Action &3>
Ma/(/'nﬁ every epi/ep@ death counit
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Priorities for CYP and families

Safety Checklist (Paediatric

SUDEP AND SEIZURE

Patient Name

Clinician Name

3

Risk Factor Date: Date: Actions:
Active Seizures T vEs [ YES Review control & Medication
" NO "~ NO Create a plan to address risks identified & improve safety during seizures.
Seizure Burden (intensity & frequency) = ( YES (" YES Depending on your conversation this may include emengency, short-term
- NO ~ NO and long-term actions.
Generalised Tonic Clonic Seizures &F ) ¥es " YES Consider potential for surgery or non-drug treatments eg: VNS, Ketogenic diet.
© NO " NO Discuss and enable Valporate in keeping with regulations and consider epilepsy
§ mortality/SUDEP risks to enable personalised, shared decision making.
R Refer to MICE Guidelines for treatment options and referral pathways.
)
Prolonged Seizures / Status Epilepticus T (" vEs [ YES Ensure an up-to-date emergency care plan is in place (including if rescue
. . medication is needed to control ssizures)
NO NO
ESMA Best Practi idelines for Buccal h
bit.ly/ESNAEmergen sGuideline &assessmem fcrthose administering
the medication: bit. Iy,f
Nocturnal Seizures & Night-Time Monitoring ] ( YES [ YES What type of supervision/menitoring do you have at night (Parents, relatives,/friends/
. audic menitoring devices) Consider night-time surveillance options and create a plan for
NO NO suppurt durlng.l’aher seizures at night - See section 10.2 of NICE guidelines:
it epsySafetyDevic
Important to dlsl:uss how to balance safety/monitoring eptions and quality of life
(for patient & their family), especially as the young person gains independence.
Injury / ED Visits / Hospital Admissions = " ves () ves Increasing/frequent injuries or use of emergency services due to seizures are
& o 2 wo a red flag for increased risk. Consider a hazard audit.
a
Impact of Seizures on ity of Life YES YES onsider epilepsy care plans that include lifestyle changes that could hel
gs mpact of Quality of Lify T C Consider epilepsy pl hat include lifestyle changes th Id help
=0 . . reduce risk and impact.
NO NO
Medication Taking / Compliance 7 (0 wyEs () ves Consider strategies to support medication regime eg: changing formulation (consider
E . . ChangeMed” Apgp) or having medication blister packed, Dusl Prescriptions if more than
E NO NO one parent//carer living separately, use of dosset box, carrying spare dose in school bag,
E smartphone reminders, attaching to already existing habit.
E Share details ofpatlent organisations who can pmwdeadwoe and suppor\
it ly/EpilepsyCharities, SUDEP Action: What is SUDEP? & Risk in childhoo dolescencs
Paodunic SLDEP & Satzsra Satusy Chiscklist L Vassion 1 [Publishad August 2U0E). Cepyright: SUDER Acdon and Commall Parmsrsbip NHE Feusduton Tre

SUDEP Action '»i?
Ma/(/nﬁ every epi/ep@ death count

SUDEP discussion
recommended good
practice (NICE) since
2004. Use of SUDEP and
Seizure Safety Check tool
significantly supports
practice raising
communication in adults
to 80% (from 20%)

Four Prevention of Death
Reports last 12 months,
theme epilepsy as cliff
edge condition needs to
be understood esp for
access to medication,
treatment and support
and for person-centred
decisions

Epilepsy Deaths Register
Report 53% did not know
epilepsy could kill

Healthcare Quality
Improvement Partnership
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Transition

Transition to adult care — WWhat matters most to you when moving from children’s to adult services?

Competence Financial information It could've been easier if That my parent stay
e.g. medical exemption maybe we talked to some involved in the whole
people already in adult care process because | like my

certificates
so i can ask my question mum around all the time to

help me in appointments

Confidence and time to Also if my parents could More discussion about | wanted to know that | was
explain and learn how to talk to other parents uni life going to lose my

speak for myself because | physiotherapist and
haven't done it before psychologist

| feel like 16 is still too
young as an adult

H I P Healthcare Quality
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Good use of colours
Really helpful checklist

Diversity in the
pictures

Mix of pictures and
words

Information easy to
understand

A checklist for adult
services

Audit resources

EPILEPSY'”

Epiepayld Youlh Sdwocales presen

Houng Person
& Parent Guide

*RCPCH ©HQIP

=

Emh’f‘"”ﬂ’"Fl‘l o IFTHATHE
rier o Chifdres and YOURD peoDies
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Person-centred care
Staffing/resources
Signposting
Understanding

inequities accessing
care

MH support
PPI

Key points

@ HQIP
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Aspirational Intent

The specification is expected to include elements of aspiration which are
‘outside scope’ at point of award but have the potential to be included
should the need arise, and funding is available.

The purpose of aspirational intent is to be clear and transparent with all
bidders, on the potential aspirations of the project.

The specification will detail the aspirational measures that may be
included as part of the contract, the funding range and mechanisms for
invoking.

The ability to meet these aspirational measures is not a scored
requirement, so will have no impact on your bid responses. It will,
however, give us visibility on bidder's capability to deliver these measures
should the need arise, and funding becomes available.

Aspirational intent will be managed via contract modifications and
mutually agreed between HQIP and the successful provider.

There is no guarantee that HQIP will invoke any aspirational measures
throughout the contract lifecycle.

H I P Healthcare Quality
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Timelines

*  The below are to be taken as indicative only, and whilst the authority
intends to stick to these milestones, it reserves the right to deviate.

Premarket Engagement Session 29t October 2025

Deadline for Bidder Clarification Questions 8th December 2025

Evaluator Clarifications 22" January 2026

Deadline for Response to Evaluator Clarifications 22" January 2026

Evaluation of Bids 22" January 2026

Feedback Letters Issued & Standstill Commences May 2026

Contract Start Date 15t April 2027

Key Milestone Start Date End Date

29th October 2025

22" January 2026 — To account for
the holiday period.

8t January 2026 — Responses to CQs
to be issued to bidders by 15/01/26
11t February 2026

19t February 2026
26t February 2026

March 2026
June 2026

§ H I Healthcare Quality
Improvement Partnership
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