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Epilepsy resource navigation tool




How To Use

ABOUT THE TOOL

The Epilepsy resource navigator tool is designed for commissioners, providers and professionals working with the epilepsy
population in England. The tool identifies and directs you to the best available resources to commission, design and improve
services for people with epilepsy, their families and carers. The information and resources in the tool can help local systems to
deliver the NHS priorities for 2023/24 and the commitments in the NHS Long Term Plan , including addressing A&E waiting
times and improving performance against the core diagnostic standard.

The tool has been developed by the Neurological Alliance with support from a steering group of expert health professionals
and patient organisations. Stakeholder interviews were held to inform the content of the tool.

h HOW TO USE THE TOOL The resources and evidence listed in this tool have been selected following an
Use the to be directed evidence-based literature search and consultation with the expert advisory group.

Stakeholder interviews were held to inform the content of the tool. They have been

he rel k th h - i
DS [ SRS I I I A selected to help commissioners and providers to:

each section in order. _ . _ _
(¥ Plan a system wide approach to commission and improve services

Clicking on resource (hyperlinks (v Design and implement gold standard pathways and integrated services

will open up a new page in
your browser.

(¥ Ensure quality, safety and prevent avoidable harm
(v Benchmark good care
(¥ Develop a business case
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https://www.england.nhs.uk/publication/2023-24-priorities-and-operational-planning-guidance/
https://www.longtermplan.nhs.uk/

Search Page

You can work though each section of the tool in order or use the navigation tool to be directed to

your area of interest. You can return to this page using the on the bottom of each page. k AL s S A I DD e

01 Epilepsy and the system

About epilepsy Health outcomes Health inequalities System productivity and efficiency

02 Commissioning to meet the pathway needs of the epilepsy population

Commissioning epilepsy services locally Adults with epilepsy, their families and carers Children with epilepsy, their families and carers

03 Commissioning resources to meet the pathway needs of the epilepsy population

National Guidelines, Quality Standard, Commissioning Toolkits National Audits/Audit reports National Reports (data analysis) National Reports (inquiries into deaths)

04 Commissioning resources to meet the pathway needs of specific groups of the epilepsy population

Specific groups: Learning disabilities Specific groups: Maternal health Specific groups: Young people transitioning to adult services Specific groups: Older people

05 Developing a business case

Exemplar pathways and service models Workforce learning and development Data and metrics

06 Partnering with the epilepsy community throughout the commissioning cycle

Coproduction Patient and professional organisation service directory About the Neurological Alliance




01 Epilepsy and the system

About Epilepsy

A il . . . .
bout epilepsy Epilepsy is one of the most common neurological conditions. 7

Epilepsy is one of the most common long-term neurological conditions in the UK. Epileptic

seizures are commonly seen in emergency departments and can be life threatening. (1 Epilepsy can be caused by genetics, environmental factors and/or be

acquired. Research has shown common causes of acquired epilepsies
as hippocampal sclerosis, cerebral tumor. traumatic brain injury,

For some people, epilepsy can be a life-long condition. For others it can change over the
stroke and cerebrovascular disease and perinatal causes. ' 8

life course. People with epilepsy can have complex needs related to their epilepsy
long-term co-morbidities which affect their physical and mental health and influence

integrated care pathways and specialist support when needed most, including emergency

care. 2
There are approximately 60 different types of epileptic seizures

In England, people living with epilepsy are experiencing health inequalities and challenges and people may experience more than one type 10

including high misdiagnosis rates, inaccurate epilepsy population estimates, increasing
mortality attributed to epilepsy especially in pregnant women (3 and people with
learning disability and autism (& . There is a continuing lack of optimal management
strategies (5 and disorganised services (6 impacting care, outcomes and efficiency of
local systems.

Epilepsy affects people of all ages and care needs will vary across
the lifespan. The highest risk is in infants and older age groups « 11

the biopsychosocial approach to care.
Neurological conditions are the second leading cause of death
People with epilepsy experience marked variation in care across the country in accessing and the leading cause of disability globally ©9

I |
v
’0

Approximately 626,000 people in the UK have a diagnosis of epilepsy
and have been prescribed an anti-seizure medication. This equates
to an overall population prevalence of 0.97% or 1 in every 100
people who have a diagnosis of epilepsy. 12

Adopting a systemic, planned approach to the commissioning of coordinated,
person-centred services for people with epilepsy, their families and carers

(including suddenly bereaved families) could reduce unnecessary emergency care visits,
avoidable readmissions, preventable harm and deaths, and enhance productivity,
support better health outcomes and tackle health inequalities.
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https://www.who.int/news-room/fact-sheets/detail/epilepsy
https://www.gettingitrightfirsttime.co.uk/wp-content/uploads/2022/06/Neurology-Sept21g.pdf
https://www.npeu.ox.ac.uk/assets/downloads/mbrrace-uk/reports/maternal-report-2022/MBRRACE-UK_Maternal_MAIN_Report_2022_v10.pdf
http://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR_2019_annual_report_FINAL2.pdf
https://www.england.nhs.uk/rightcare/toolkits/epilepsy-toolkit/
https://www.ncepod.org.uk/2022epilepsy.html
https://www.thelancet.com/article/S0140-6736(18)32596-0/fulltext
https://pubmed.ncbi.nlm.nih.gov/32883563/
https://www.who.int/news/item/28-04-2022-draft-intersectoral-global-action-plan-on-epilepsy-and-other-neurological-disorders-2022-2031#:~:text=Neurological%20disorders%20are%20the%20leading,%2D%20and%20middle%2Dincome%20countries.
https://www.thelancet.com/article/S0140-6736(18)32596-0/fulltext
https://www.who.int/news-room/fact-sheets/detail/epilepsy
https://www.seizure-journal.com/article/S1059-1311(23)00003-1/fulltext

01 Epilepsy and the system

Health outcomes

Mortality Comorbidities
People with epilepsy live shorter lives compared to the general population ¢ 13 The prevalence of comorbid physical and

Epilepsy deaths are in the top 10 of all causes of premature mortality in the UK mental health conditions is considerably higher in

and represent a significant public health burden, disproportionately impacting the epilepsy than seen in the general population and
young other chronic conditions (23

14 15

Up to 50% of epilepsy-related deaths are SUDEP — sudden and unexpected.
50% of epilepsy-related deaths are SUDEP — sudden and unexpected with exact
cause unknown; deaths peaking between age 20-40 16 (17

Family members and carers

Family members and carers of children with epilepsy are

_ _ _ S _ under an enormous burden and psychological stress when
Epilepsy-related deaths increased in UK by 69% pre pandemic with risk including caring for and coordinating care (24

attendance at A&E and lack of seizure freedom €18 (19 |
Overall family and carer needs are unmet (25

Many epilepsy related deaths are avoidable 20
The mental health and well-being needs of people impacted

_ by sudden deaths in epilepsy are not being met and this has
Prevention and management been further exacerbated by the pandemic (26

Many causes of epilepsy, for example head trauma, drug and alcohol abuse,
infection, malnutrition and cerebrovascular disease, can be prevented

After diagnosis, at all ages, the risk of death is substantially reduced by achieving
seizure freedom (21

In all age groups, seizure freedom is linked to a lower risk of death (22
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https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(05)17926-4/fulltext
https://sudep.org/what-sudep
https://www.gov.uk/government/publications/deaths-associated-with-neurological-conditions
https://sudep.org/epilepsy-related-deaths#:~:text=However%20it%20is%20thought%20that,member%20as%20safe%20as%20possible.
https://sudep.org/what-sudep
https://bmjopen.bmj.com/content/11/10/e052841
https://bmjopen.bmj.com/content/11/10/e052841
https://sudep.org/sites/default/files/nationalsentinelreport1.pdf
https://www.england.nhs.uk/rightcare/wp-content/uploads/sites/40/2020/03/rightcare-epilepsy-toolkit-v2.pdf
https://bmjopen.bmj.com/content/11/10/e052841
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9513543/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9513543/
https://www.sciencedirect.com/science/article/pii/S1525505022005200
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(15)00225-2/fulltext#:~:text=The%20burden%20of%20comorbidity%20in,than%20in%20the%20general%20population.

01 Epilepsy and the system

Health inequalities

Deprivation

The incidence and prevalence of epilepsy is at least a third higher in the most deprived
areas of the UK than the least deprived. (27

People living in the most deprived areas are nearly three times as likely to die with
epilepsy than those living in the least deprived areas (28 . The deprived are also more
likely to die from their epilepsy (29

Learning disabilities and intellectual disabilities:

Around 1% of the general population have epilepsy, but this rises to 20% in those with a
learning disability

Around 30% of the people with epilepsy who receive care in any setting will have a
learning disability

Up to 50% of those with severe to profound learning disability have epilepsy 30

People with learning disabilities are at higher risk of dying from epilepsy with factors
increasing risk including severity of the learning disabilities 31

Epilepsy accounts for 40% of all emergency admissions in people with a learning
disability (32

There have been higher rates of death in people with learning disabilities and epilepsy
(5%) compared to the general population who also live with epilepsy (<1%) ¢33

Maternal health

Women with epilepsy presenting to maternal care have a mortality risk that is
almost 10 times greater than that of the general maternity population ¢34 35

Older people

One in every four people newly diagnosed with
epilepsy is over the age of 65 (36

Epilepsy is increasingly becoming a condition of the elderly,
both in terms of a new diagnosis and in terms of prevalence
37

Prison Population

Overall prevalence of epilepsy and adult-onset epilepsy has
been found to be higher than the general population 38

Prisoners with epilepsy have complex demographics which
could affect epilepsy care (39

Disability and economic activity

Two thirds (66%) of working-age people with epilepsy are
unemployed. Disabled workers are paid on average 19.6% less
than their non-disabled peers. (40

Homelessness

The prevalence of active epilepsy in people who are homeless
Is estimated to be 12 times higher than the general population
41
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https://www.seizure-journal.com/article/S1059-1311(23)00003-1/fulltext
https://www.gov.uk/government/publications/deaths-associated-with-neurological-conditions
https://pubmed.ncbi.nlm.nih.gov/31668578/
https://www.epilepsy.org.uk/app/uploads/2022/08/P167_-_STEP_TOGETHER_A_SUMMARY_GUIDE_v3.pdf
https://www.epilepsy.org.uk/app/uploads/2022/08/P167_-_STEP_TOGETHER_A_SUMMARY_GUIDE_v3.pdf
https://www.epilepsy.org.uk/app/uploads/2022/08/P167_-_STEP_TOGETHER_A_SUMMARY_GUIDE_v3.pdf
https://www.england.nhs.uk/rightcare/wp-content/uploads/sites/40/2020/03/rightcare-epilepsy-toolkit-v2.pdf
https://jnnp.bmj.com/content/75/11/1575
https://pubmed.ncbi.nlm.nih.gov/25746572/
https://www.epilepsy.org.uk/press/epilepsy-facts-and-terminology#:~:text=Two%20thirds%20(66%25)%20of,campaign%20page%20explores%20this%20topic.
https://www.seizure-journal.com/article/S1059-1311(23)00003-1/fulltext
https://www.seizure-journal.com/article/S1059-1311(23)00003-1/fulltext
https://www.sciencedirect.com/science/article/pii/S1059131122000905
https://www.sciencedirect.com/science/article/pii/S1059131122000905
https://www.epilepsy.org.uk/press/epilepsy-facts-and-terminology#:~:text=Two%20thirds%20(66%25)%20of,campaign%20page%20explores%20this%20topic.
https://qni.org.uk/wp-content/uploads/2016/09/Epilepsy-and-Homelessness-Guidance-for-Community-Nurses.pdf

01 Epilepsy and the system

System productivity and efficiency

People with epilepsy experience marked variation in care across the country Differences in deprivation, age of population, ethnicities, regional coding practice
in terms of access to services and specialists, quality of care and processes etc. could be cpotential contributing factors to the significant regional variation
L2 in the incidence and prevalence of epilepsy. In 2013-2018 the highest incidence

(and prevalence) was seen in the North East, which according to a recent
workforce survey by the Association of British Neurologists (ABN), has the lowest

concentration of neurologists, whilst the lowest prevalence figures were seen in
Suspected seizures are the most common neurological cause of admissions London, which has the highest concentration of neurologists. (49

Ly

The recent NCEPOD review found that epilepsy services are disorganised and
not managing risk, with improvement needed across the pathway (43

It is estimated that up to 70% of people living with epilepsy could live

seizure- free if properly diagnosed and treated (45 _ _
Patient experience 2021/22 50:

100,000 people present to hospitals each year in England with an epileptic
seizure. The National Audit of Seizure Management in Hospitals (NASH)
found that most had a prior diagnosis of epilepsy but 18% were not

on medication and 48% only on one medication (46

43% of adults and 35% of children and young people
with epilepsy reported delays to routine appointments with a
specialist nurse

25% of adults and 25% of children and young people with epilepsy

NHS RightCare found that around £12.1m would be saved on non-elective . . . s
reported delays to a first appointment with a specialist nurse

spend for epilepsy if Clinical Commissioning Groups (CCGs) achieved the

rate of their best 5 peers. Nearly 5,300 fewer adults, and around 3,700 68% of adults and 37% of children and young people with epilepsy had
fewer children, admitted non-electively for epilepsy if CCGs achieved the rate not been offered a care and support plan to help manage their epilepsy
of their best 5 peers (47 65% of young people with epilepsy had not been offered a named worker
Reduced resources and available capacity across the system impacted to support the transition process between paediatric and adult services,
epilepsy care pre-pandemic, with risks increasing since 2020 for patients but would find this helpful

and clinicians ( 48
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https://www.gettingitrightfirsttime.co.uk/wp-content/uploads/2022/06/Neurology-Sept21g.pdf
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6196871/
https://www.who.int/news-room/fact-sheets/detail/epilepsy#:~:text=It%20is%20estimated%20that%20up,than%20for%20the%20general%20population.
https://www.nashstudy.org.uk/Newsletters.aspx
https://www.england.nhs.uk/rightcare/wp-content/uploads/sites/40/2020/03/rightcare-epilepsy-toolkit-v2.pdf
https://www.rcpch.ac.uk/sites/default/files/2020-09/epilepsy12_2020_national_report_final_2.pdf
https://www.neural.org.uk/togetherforthe1in6/
https://www.seizure-journal.com/article/S1059-1311(23)00003-1/fulltext

02 Commissioning to meet the needs of the epilepsy population

Commissioning epilepsy services locally

SEARCH PAGE

The care needs of people with epilepsy will vary
depending on the type and severity of their epilepsy
and their biopsychosocial needs and co-morbid
health conditions

Care settings will include a range of primary and secondary
care settings including social care, workplace and
educational settings. People with epilepsy receive care
from a range of providers including NHS, social care,

VVCSE, local authority and private providers. Care should be
delivered as close to home as possible.

Commissioning should uphold equity of care across
the system. An integrated pathway that is resourced
to deliver equity amongst the population it is targeting,
and one that focuses on removing health inequalities,
will improve outcomes, experience and system
efficiencies

I4& THE

Workforce underpins the implementation of a good model
of care. For example, employing sufficient numbers of
neurologists ‘51 and epilepsy specialist nurses ‘52 53
will impact quality of care, including equitable and timely
access to individualised specialist advice.

Family and carers often have a significant role in providing
support or advocating on behalf of a person with epilepsy.
This group will have their own support needs that are critical
to the overall pathway. Those involved in the commissioning
and provision of services are required to give consideration
to their needs when designing and delivering services

The service and pathway needs of adults with epilepsy
and their families will change (sometimes rapidly).
Pathways and services should be able to prepare

for and respond to population priorities and rapidly
changing needs.

J8\{ NEUROLOGICAL | Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034
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https://acnr.co.uk/articles/neurology-w
https://www.rcpch.ac.uk/sites/default/files/2020-09/epilepsy12_2020_national_report_final_2.pdf
https://www.nice.org.uk/guidance/ng217/evidence/o-effectiveness-of-a-nurse-specialist-in-the-management-of-epilepsy-pdf-398366282850

02 Commissioning to meet the needs of the epilepsy population (snapshot)

Adults with epilepsy, their families and carers

Mental health f Primary & community care
® NHS Talking Therapies for anxiety ® GP
and depression : ® Pharmacy
@ Neuropsychology ® GPwSI clinic
® N hi 4
europsychiatry ® Learning disabilities Third Sector services
® CAMHS (transition) community services . .
® Information and support services
i ® Learning disabilities
I:Ieurosl.uence - SN cIingic ® Self-management support
Consultant outpatient clinic o Trancition clin ® Advocacy, advice and guidance services
® ESN led clinic ransition clinic ~ . . . .
® Neurogenatice Welfare benefits and financial assistance
® First fit seizure clinic & .
S hvsiol ® Family bereavement support/advocacy
® Dietics europhysiology _ _ _ -
. . ® Vocational, higher education and training support (SEN)
. ® Radiology/neuroradiology
@ VNS clinic ® C(Carer services
@ Epilepsy maternity ¢ General neurology ® Befriending services
and obstetrics ® Epilepsy Surgery :

® Learning disabilities ESN clinic ® Tertiary/Quartenary service

ADULTS WITH
................................................................. EPILEPSY, THEIR
FAMILIES AND
CARERS

..................................................................

Social care

® Social services Non-epilepsy treatment & support

. . ® Elderl
® Residential care derly care

. ® Assessment for co-morbidities
® Respite care

® Maternity and obstetrics

Rehabilitative care ® Alcohol and drug addiction services

® Occupational therapy Emergencv care
® Aids and adaptations ® A&E

® Neurorehabilitation ® Ambulance care

SEARCH PAGE ® Firstaid 9




02 Commissioning to meet the needs of the epilepsy population (snapshot)

Children and young people with epilepsy, their families and carers

Mental health Primary & community care
® CAMHS ® GP
_ ® Neuropsychology ® Pharmacy
Neuroscience . ® Neuropsychiatry ® Learning disabilities Third Sector services
¢ Pgediatrig ne.urologis.t @ Neurophysiology ® Learning disabilities Communitylseriices g ® |Information and support services
with special interestin el : = cIingic Pp
epilepsy outpatient clinic neuroradiclogy ® Self-management support
® ESN led clinic ® Paediatric neurology ® Advocacy, advice and guidance services
® First fit seizure clinic ® Epilepsy Surgery ® \Welfare benefits and financial assistance
® Dietics ® Tertiary/Quartenary ® Family bereavement support/advocacy
® Eggﬁeptsr}/c?atemitv and service ® \/ocational, higher education and training support (SEN)
® Transition clinic : IIgeSEIl\Irréll?ngicdI‘-:’al:)mtleS : ;a;e.r szlivices _
efriending services

® Neurogenetics

................................................................. CHILDRENAND ©6 © © 6 0 5 © 6 0 0 06 0 5 © 0 0609 5600 60060600060 606000600606060600600606000000c060060000s0006000
YOUNG PEOPLE
- WITH EPILEPSY,
Social care THEIR FAMILIES

® Social services B AND CARERS

® Residential care Non-epilepsy treatment & support

. ® Neurodevelopmental services
® Respite care

® Assessment for co-morbidities
® Maternity and obstetrics

® Alcohol and drug addiction services
Rehabilitative care

® Occupational therapy c :
® Aids and adaptations .-~ Emergency care ; Education

® Neurorehabilitation ® A&E ® SEN (education
) and training)

® Ambulance care 10
SEARCH PAGE o : ® Education
- L  lAlEsele : provider support




03 Commissioning resources to meet the pathway needs of the epilepsy population

National Guidelines, Quality Standard, Commissioning Toolkits

Population

Adults

Children &
young people

Adults

Children &
young people

Resource

Epilepsies in children,

young people and
adults. NQ217 (NICE,
2022)

Quality Standards,
Epilepsy in adults
QS26 (NICE 2013)

Quality Standard
Epilepsy in children
and young people
QS27 (NICE, 2013)

Key features

Guidance for diagnosing and managing epilepsy
in primary and secondary care, and referral to
tertiary services.

Includes a resource impact summary report
and baseline assessment tool
to support implementation

Quality Standards for diagnosing, treating and
managing epilepsy and seizures

Describes high-quality care in priority areas for
improvement.

Includes commissioning implications and
potential resource impact of the standards

Quality Standards for diagnosing, treating and
managing epilepsy and seizures

Describes high quality care in priority areas for
improvement

Includes commissioning implications and
potential resource impact of the standards

Plan a system wide
approach to commission
and improve services

v Areas for improvement
v’ Specific pathway groups
v’ Population need

v Clinical Research

v Areas for improvement
v’ Specific pathway groups
v Population need

v’ Areas for improvement
v’ Specific pathway groups
v’ Population need

Supports commissioners and providers to:

Design and implement
best practice pathways
and integrated services

v’ Pathway design
v Service design
v" Workforce

v’ Pathway design
v’ Service design
v" Workforce

v’ Pathway design
v’ Service design
v’ Workforce

Ensure quality, safety and
prevent avoidable harm

v~ Prevent avoidable harm
v’ Safety

v’ Safeguarding and
vulnerable groups

v" Prevent avoidable harm
v’ Safety

v’ Safeguarding and
vulnerable groups

v’ Prevent avoidable harm
v’ Safety

v’ Safeguarding and
vulnerable groups

Benchmark
good care

v’ Audit tools
v’ Equity of care

v’ Monitoring high
spend areas

v’ Audit tools
v’ Equity of care

v’ Monitoring high
spend areas

v’ Audit tools
v’ Equity of care

v’ Monitoring
high spend
areas
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https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217/resources/resource-impact-summary-report-11067089581
https://www.nice.org.uk/guidance/ng217/resources
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/ng217
https://www.nice.org.uk/guidance/QS26/resources
https://www.nice.org.uk/guidance/QS26/resources
https://www.nice.org.uk/guidance/qs27
https://www.nice.org.uk/guidance/qs27
https://www.nice.org.uk/guidance/qs27
https://www.nice.org.uk/guidance/qs27
https://www.nice.org.uk/guidance/QS26/resources
https://www.nice.org.uk/guidance/QS26/resources

03 Commissioning resources to meet the pathway needs of the epilepsy population

National Audits/Audit reports

Population

Adults

Adults

Adults

(& THE
SEARCH PAGE ﬁ NEUROLOGICAL
ALLIANCE

Resource

Epilepsy Commissioning
Toolkit (NHS RightCare, 2019)

NHS England and NHS
Improvement Neuroscience
Transformation Programme
(NHS email address required)

Optimal clinical care pathway
for adults: epilepsy (NNAG,
2023)

Overview

Toolkit for improving local health
systems

Self-assessment questionnaire to
baseline services and assess the extent
of improvement activity

Neurology and Neurosurgery toolkits for
commissioners and clinicians

Neurology ICS planning tool
Neurology dashboard

An optimal clinical pathway for adults
with epilepsy

Sets out optimal care, pathway efficiency
savings, alternate workforce model and
definition of a specialised service

Plan a system wide
approach to commission
and improve services

v Areas for improvement
v’ Specific pathway groups
v’ Population need

¥ Clinical research

v’ Areas for improvement
v’ Population need

v Areas for improvement
v’ Specific pathway groups
v’ Population need

Supports commissioners and providers to:

Design and implement
best practice pathways
and integrated services

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

Ensure quality, safety and
prevent avoidable harm

v’ Preventing avoidable
harm

v’ Safeguarding and
vulnerable groups

v’ Safety

v’ Preventing avoidable
harm

v’ Safeguarding
and vulnerable groups

v’ Safety

v’ Preventing avoidable
harm

v’ Safeguarding and
vulnerable groups

v’ Safety

| Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034

Benchmark good care

v" Audit tools
v’ Equity of care

v’ Monitoring high
spend areas

v~ Audit Tools
v’ Data and metrics
v’ Equity of care

v’ Monitoring high spend
areas

v~ Data and metrics
v’ Equity of care

v" Monitoring high
spend areas

12


https://www.england.nhs.uk/rightcare/toolkits/epilepsy-toolkit/
https://www.england.nhs.uk/rightcare/toolkits/epilepsy-toolkit/
https://future.nhs.uk/
https://future.nhs.uk/
https://future.nhs.uk/
https://future.nhs.uk/
https://www.nnag.org.uk/optimum-clinical-pathways
https://www.nnag.org.uk/optimum-clinical-pathways
https://www.nnag.org.uk/optimum-clinical-pathways

03 Commissioning resources to meet the pathway needs of the epilepsy population

National Audits/Audit reports

Population

Adults

Children and
young people

Adults

Children and
young people

Adults

Children and
young people

Resource

NASH (National Audit
of Seizure Management
in Hospitals)

Epilepsy Care:
Disordered Activity?
(NCEPOD, 2022)

Epilepsy12 - national
organisational audit and
clinical audit (RCPCH)

National Sentinel Clinical
Audit of Epilepsy-Related
Death (Epilepsy bereaved
2002)

(& THE
SEARCH PAGE ﬁ NEUROLOGICAL
ALLIANCE

Key features

National audit report to identify service
improvements to reduce the numbers
presenting at hospital with epilepsy seizures

Includes audit tool and project related
reports

Review of the quality of epilepsy care
provided to adult patients presenting

to hospital with a seizure and
recommendations for local improvement
measures

Includes “Commissioners Guide” and an
audit toolkit

Presents data and evidence from the three
main domains of Epilepsy12: a clinical audit
describing patient care, an organisational
audit describing service structures, and
related quality improvement activities

National audit report. Review and
recommendations covering

Investigations into deaths (pathology)

Care prior to death (general practice and
secondary care)

Contact with the bereaved family

Plan a system wide
approach to commission
and improve services

v’ Areas for improvement
v’ Population need
v Clinical research

v’ Areas for improvement
v’ Population need
v’ Clinical research

v’ Areas for improvement
v’ Population need

v’ Areas for improvement
v’ Population need

Supports commissioners and providers to:

Design and implement
best practice pathways
and integrated services

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

Ensure quality, safety and

prevent avoidable harm

v’ Preventing avoidable
harm

v’ Safety

v’ Preventing avoidable
harm

v’ Safety

v’ Preventing avoidable
harm

v Safety

v’ Safeguarding and
vulnerable groups

v’ Preventing
avoidable harm

v’ Safety
v’ Safeguarding

and vulnerable groups

| Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034

Benchmark good care

v’ Audit Tools
v’ Data and metrics
v’ Equity of care

v’ Monitoring high
spend areas

v~ Audit Tools
v~ Data and metrics
v’ Equity of care

v’ Monitoring high
spend area

v’ Audit Tools

v’ Data and metrics

v’ Equity of care

v’ Monitoring high
spend areas

v’ Audit Tools

v’ Data and metrics

v’ Equity of care

v’ Monitoring high
spend areas
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https://www.nashstudy.org.uk/
https://www.nashstudy.org.uk/
https://www.nashstudy.org.uk/
https://www.nashstudy.org.uk/Newsletters.aspx
https://www.nashstudy.org.uk/Newsletters.aspx
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.rcpch.ac.uk/work-we-do/clinical-audits/epilepsy12
https://www.rcpch.ac.uk/work-we-do/clinical-audits/epilepsy12
https://www.rcpch.ac.uk/work-we-do/clinical-audits/epilepsy12
https://sudep.org/sites/default/files/nationalsentinelreport1.pdf
https://sudep.org/sites/default/files/nationalsentinelreport1.pdf
https://sudep.org/sites/default/files/nationalsentinelreport1.pdf
https://sudep.org/sites/default/files/nationalsentinelreport1.pdf

03 Commissioning resources to meet the pathway needs of the epilepsy population

National Reports (data analysis)

Plan a system wide
approach to commission

Supports commissioners and providers to:

Design and implement
best practice pathways

Ensure quality, safety and

Benchmark good care

Population Resource Key features and improve services and integrated services el uEing
Adults National specialty Recommendations to improve access to care v" Areas for improvement v’ Pathway design v’ Prevent avoidable harm  v” Audit Tools
Report: Neurology (NHS and ensuring services are available close to v Service design v Safety 7 Bt e Fratiies
GIRFT, 2021) homes where feasible _
Recommendations to improve inpatient and v' Workforce v’ Equity of care
outpatient care v’ Monitoring high
spend areas
Adults My Neuro Survey Biennial survey of the experience of v’ Areas for improvement v’ Pathway design v’ Prevent avoidable harm v/ Audit tools
Children (Neurological Alliance, care, treatment and support for people v Health inequalities v Service design v Safety v Data and metrics
and young 2022) with neurological conditions . _
people Epilepsy data is available at national and v’ Population need v’ Workforce v’ Equity of care
regional level v’ Monitoring
ICS level data available on request high spend areas
Adults Neuro Numbers Prevalence and Incidence data for epilepsy and v’ Areas for improvement v’ Data and metrics
Children (Neurological other neurological conditions (England) v Population need
and young Alliance, National and ICS level NHS activity data on
people 2023) admissions, mortality and treatment
Adults Deaths associated with Data analysis report about people who have v’ Areas for improvement v’ Prevent avoidable harm v Data and metrics

neurological conditions
in England 2001 to

died with epilepsy on their death certificate

v’ Health inequalities

v’ Safety

v’ Equity of care

2014 (Public Health v" Population need v’ Monitoring
England, 2018) high spend
areas
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https://www.gettingitrightfirsttime.co.uk/medical-specialties/neurology/
https://www.gettingitrightfirsttime.co.uk/medical-specialties/neurology/
https://www.gettingitrightfirsttime.co.uk/medical-specialties/neurology/
https://www.neural.org.uk/togetherforthe1in6/
https://www.neural.org.uk/togetherforthe1in6/
https://www.neural.org.uk/togetherforthe1in6/
https://www.neural.org.uk/publications/
https://www.neural.org.uk/publications/
https://www.neural.org.uk/publications/
https://www.neural.org.uk/publications/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf

03 Commissioning resources to meet the pathway needs of the epilepsy population

National Reports (Inquiries into deaths)

Supports commissioners and providers to:

Plan a system wide Design and implement :
. ) Ensure quality, safety and Benchmark good
approach to commission best practice pathways :
; : : ; : prevent avoidable harm care
Population Resource Key features and improve services and integrated services
Adults Learning from lives and O LeDeR summarises the lives and deaths v’ Areas for improvement v’ Pathway design v’ Preventing v’ Equity of care
Children and deaths_— Pe-0p|e“\mth of peqple with a Iearnllng_dlsablllt\/ and ¥ Specific pathway groups v Service design avoidable harm v Monitoring high
young people a learning disabiity and autistic people who died in England _ v’ Safety spend area
Learning autistic people (Kings in annual reports v’ Population need v’ Workforce _
disabilities 2021) v’ Safeguarding and
vulnerable groups
Adults Epilepsy Care: Disordered O Review of the quality of epilepsy care v’ Areas for improvement v’ Pathway design v’ Preventing avoidable v” Audit Tools
- . . .
Activity? (NCEPOD, 2022) prowde;l to aldult pa’gents presenting v Population need v Service design harm Y R
to hospital with a seizure and v Safet
recommendations for local improvement v’ Clinical research v Workforce Y v’ Equity of care
Medasures v’ Monitoring high
O Includes “Commissioners Guide' and an spend area
audit toolkit
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https://www.kcl.ac.uk/research/leder
https://www.kcl.ac.uk/research/leder
https://www.kcl.ac.uk/research/leder
https://www.kcl.ac.uk/research/leder
https://www.kcl.ac.uk/research/leder
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html
https://www.ncepod.org.uk/2022epilepsy.html

04 Commissioning resources to meet the pathway needs

of specific groups of the epilepsy population

Supports commissioners and providers to:

Plan a system wide approach Design and implement

SPECIf!C to commission and improve best practice pathways ST quallt_y > EELER BN Benchmark good care
population Resource Key features services and integrated services prevent avoidable harm
group
Learning Integrating care for Describes the elements of a good quality v’ Areas for improvement v’ Pathway design v’ Preventing avoidable v’ Audit Tools
disabilities pezpl‘: pithicplien =Y integrated service for people with a learning v’ Health inequalities v Service design harm v’ Data and metrics
and a learning disabilitv and epil . _ _
disability (Step SR e_pl ?psy _ _ v’ Population need v’ Workforce / SEifa v” Equity of care
Enables commissioners and providers to audit v’ Safeguarding and L _
Together, 2020) what is available for their population and vulnerable groups v’ Monitoring high
assess the extent to which needs are currently spend areas
met
Offers examples of ways to increase
collaboration, improve services and
consistency in epilepsy provision, and reduce
unwarranted variation
Learning Step Together A digital benchmarking tool that enables v’ Areas for improvement- v’ Pathway design v’ Preventing avoidable v’ Audit Tools
disabilities :EepqlcehpTar:cT(g):;)ol Zﬁrdvilcaersi;t?ol;ncc)jfe;t”aenpds\’;haenc(qu:2Ia|t|§isn,gsgei1:;:|;|ric:§ Health inequalities v Service design harm 7 [Oie 2 el
ilepsy Acti i _
services across an area, for example an 7 [PE IR FC v’ Workforce SR v’ Equity of care

integrated care system, an NHS Trust, or a
devolved nation

Learning disabilities continued on ‘next page

NEUROLOGICAL
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v Safeguarding and
vulnerable groups
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v’ Monitoring high
spend areas
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https://www.bild.org.uk/wp-content/uploads/2020/11/Step-Together-17-November-2020-Download-Link-.pdf
https://www.bild.org.uk/wp-content/uploads/2020/11/Step-Together-17-November-2020-Download-Link-.pdf
https://www.bild.org.uk/wp-content/uploads/2020/11/Step-Together-17-November-2020-Download-Link-.pdf
https://www.bild.org.uk/wp-content/uploads/2020/11/Step-Together-17-November-2020-Download-Link-.pdf
https://www.bild.org.uk/wp-content/uploads/2020/11/Step-Together-17-November-2020-Download-Link-.pdf
https://www.epilepsy.org.uk/professional/epilepsy-specialist-nurses
https://www.epilepsy.org.uk/professional/epilepsy-specialist-nurses
https://www.epilepsy.org.uk/professional/epilepsy-specialist-nurses

04 Commissioning resources to meet the pathway needs

of specific groups of the epilepsy population

Supports commissioners and providers to:

Plan a system wide Design and implement

SPECIf!C approach to commission and best practice pathways En::;:ncluaa‘::i‘g:;ie:;?;d Benchmark good care
population Resource Key features improve services and integrated services P
group
Learning Step Together - Epilepsy O Atool to review and evaluate the provision of ~  Areas for improvement v’ Pathway design v’ Preventing avoidable v’ Audit Tools
disabilities Ser\nce- Evalu_.latlc_n) :I'ool Kit integrated epilepsy services across primary v Health inequalities v Service design harm 7 (st sE fratiies
- Learning Disabilities and and secondary care for people with Learning _ v Safety |
Autism (Epilepsy Action/ Disabilities and Autism v’ Population need v" Workforce | v’ Equity of care
NHSE Midlands 2023) 7 SEEEIEITIng St v’ Monitoring high
vulnerable groups spend areas
Learning NG217. 9 Psychological, O Guidance on providing coordinated care, v’ Areas for improvement v’ Pathway design v’ Prevent avoidable harm v Audit tools
disabilities neurc.atl_:ehav::ural, support and treatment to this population v Specific pathway groups v Service design v Safety v Equity of care
cognitive an
developmental v’ Population need v’ Workforce v’ Safeguarding and v Monitoring
comorbitities in epilepsy v’ Clinical research Ulnerzbls greuzs Agn pieinid gz
(NICE, 2022)
Learning Management of epilepsy O This report aims to clarify the role of the v’ Areas for improvement v’ Pathway design v’ Prevent avoidable harm v Audit Tools
disabilities |n-adu-llfs with intellectual psych|atr|st in ID in the management of v Specific pathway groups v Service design v Safety 7 Batie se] Fratice
disability (Royal College of epilepsy | B | |
Psychiatrists 2017 ) O It provides a structure from which a v’ Health inequalities v" Workforce v Sai(::lesg,ulardlngI v’ Equity of care
competency evaluation can be developed v’ Population need and vuinerable grotps v’ Monitoring
v’ Clinical research I e
areas

NEUROLOGICAL
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https://www.epilepsy.org.uk/professional/step-together
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.rcpsych.ac.uk/docs/default-source/improving-care/better-mh-policy/college-reports/college-report-cr203.pdf?sfvrsn=c534ff08_2
https://www.rcpsych.ac.uk/docs/default-source/improving-care/better-mh-policy/college-reports/college-report-cr203.pdf?sfvrsn=c534ff08_2
https://www.rcpsych.ac.uk/docs/default-source/improving-care/better-mh-policy/college-reports/college-report-cr203.pdf?sfvrsn=c534ff08_2
https://www.rcpsych.ac.uk/docs/default-source/improving-care/better-mh-policy/college-reports/college-report-cr203.pdf?sfvrsn=c534ff08_2

04 Commissioning resources to meet the pathway needs of specific groups

of the epilepsy population

Specific
population group

Maternal health

Maternal health

Young people
transitioning to
adult care

Older people

(& THE
SEARCH PAGE ﬁ NEUROLOGICAL
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Resource

Saving Lives Improving
Mothers’ Care - Lessons
learned to inform maternity
care from the UK and
Ireland Confidential
Enquiries into Maternal
Deaths and Morbidity
2018-20 (MBRRACE-UK,
2021)

NG217 4.6 Support and
monitoring for women
planning pregnancy or who
are pregnant (NICE, 2022)

NG217 11.2

Transition from children’s
to adults’ services (NICE,
2022)

NG217 2.1.4 (NICE, 2022)
NG217 4.1.2 (NICE, 2022)

Overview

O Report from the national audit to

collect information about all late fetal
losses, stillbirths, neonatal deaths and
maternal deaths across the UK

Guidance on providing care for women
and girls who are planning pregnancy
or are pregnant

Includes pathway, referral
and workforce recommendations

Guidance on planning and delivering
tailored, person-centred transition to
adult services

Guidance on planning and delivering
epilepsy support for the older

Plan a system wide
approach to commission
and improve services

v’ Areas for improvement
v’ Health inequalities
v’ Population need

v’ Areas for improvement
v’ Specific pathway groups
v’ Population need

v Areas for improvement
v’ Specific pathway groups
v’ Population need

v Clinical research

v Areas for improvement

Supports commissioners and providers to:

Design and implement
best practice pathways
and integrated services

v’ Pathway design
v’ Service design

v’ Pathway design
¥’ Service design
v’ Workforce

v’ Pathway design
v’ Service design
v’ Workforce

v’ Pathway design

Ensure quality, safety

and prevent avoidable harm Benchmark good care

v’ Preventing v’ Equity of care

avoidable harm
v’ Safety

v’ Safeguarding
and vulnerable groups

v’ Monitoring
high spend areas

v’ Audit tools
v’ Equity of care

v~ Prevent avoidable harm
v’ Safety

v’ Safeguarding and
vulnerable groups

v’ Monitoring
high spend areas

v’ Audit tools
v’ Equity of care

v’ Monitoring high
spend areas

v’ Prevent avoidable harm
v’ Safety

v’ Safeguarding and
vulnerable groups

v’ Prevent avoidable harm v’ Audit tools

generation v’ Specific pathway groups v Service design v’ Safety v’ Equity of care
v’ Population need v’ Workforce v’ Safeguarding and v Monitoring
v Clinical research vulnerable groups high spend
areas
Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034 1 8
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https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.npeu.ox.ac.uk/mbrrace-uk/reports
https://www.nice.org.uk/guidance/ng217/chapter/4-Principles-of-treatment-safety-monitoring-and-withdrawal#support-and-monitoring-for-women-planning-pregnancy-or-who-are-pregnant
https://www.nice.org.uk/guidance/ng217/chapter/4-Principles-of-treatment-safety-monitoring-and-withdrawal#support-and-monitoring-for-women-planning-pregnancy-or-who-are-pregnant
https://www.nice.org.uk/guidance/ng217/chapter/4-Principles-of-treatment-safety-monitoring-and-withdrawal#support-and-monitoring-for-women-planning-pregnancy-or-who-are-pregnant
https://www.nice.org.uk/guidance/ng217/chapter/4-Principles-of-treatment-safety-monitoring-and-withdrawal#support-and-monitoring-for-women-planning-pregnancy-or-who-are-pregnant
https://www.nice.org.uk/guidance/ng217/chapter/11-Service-provision-and-transition#transition-from-childrens-to-adults-epilepsy-services
https://www.nice.org.uk/guidance/ng217/chapter/11-Service-provision-and-transition#transition-from-childrens-to-adults-epilepsy-services
https://www.nice.org.uk/guidance/ng217/chapter/11-Service-provision-and-transition#transition-from-childrens-to-adults-epilepsy-services
https://www.nice.org.uk/guidance/ng217/chapter/11-Service-provision-and-transition#transition-from-childrens-to-adults-epilepsy-services
https://www.nice.org.uk/guidance/ng217/chapter/9-Psychological-neurobehavioural-cognitive-and-developmental-comorbidities-in-epilepsy
https://www.nice.org.uk/guidance/ng217/chapter/4-Principles-of-treatment-safety-monitoring-and-withdrawal

05 Developing a business case Exemplar pathways and service models

Resource type

Business case guidance

Optimal clinical care
pathways

Good practice service models

Safeguarding reports

Case studies

SEARCH PAGE

Resource name

Guide to writing a business case for an epilepsy specialist nurse service
(Epilepsy Action)

Optimal clinical pathway for adults with epilepsy (NNAG 2023)

Optimal Clinical pathways for people with
neurological conditions (NNAG 2023)

Epilepsy Specialist Nurses The Evidence (ESPENTE): a Systematic
Mapping Review (Epilepsy Action 2019)

SUDEP Action service model of a bereavement service (2020)

Improving epilepsy management with EpSMon: Risk management model
(2019)

Inspection report: The Meath Epilepsy Charity (2022)

2021 Midlands LeDeR Report — Learning from the lives and deathsof
people with a learning disability and autistic people (published November
2022)

THE
NEUROLOGICAL
ALLIANCE

Resource description

O This guide aims to help NHS managers write a business case to develop an epilepsy specialist nurse (ESN) service

An optimal clinical pathway for adults with epilepsy developed by the NHS England and NHS Improvement
Neuroscience Transformation Programme and the National Neurosciences Advisory Group

A suite of optimal clinical pathways for adults developed by the NHS England and NHS
Improvement Neurocience Transformation Programme, and the National Neurosciences Advisory Group. Includes
TBI, neurogenetics, transition from children to adult services & mental health

Findings of a systematic mapping review to describe the role of the ESN, to identify evidence that evaluates the
effectiveness and impact of that role on services, patients and their families and other healthcare professionals.

Learnings from supporting traumatic grief in the aftermath of sudden epilepsy deaths

Improving epilepsy management with EpSMon: A Templar to highlight the multifaceted challenges of
incorporating digital technologies into routine clinical practice

Inspection report and recommendations following review of a residential care home providing personal care to up
to 84 people who are living with epilepsy and may have associated learning and/or physical disabilities

The regional report is designed to supplement the national 2021 LeDeR report. NHS Midlands:
Independent report on death in hospital in patient setting recommends review of inappropriate
residential placements away from families. NHS Midlands has included epilepsy in its’ top health
inequalities and has developed an action plan including commissioned guidance for commissioners
and providers of community and hospital inpatient settings

| Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034
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https://www.epilepsy.org.uk/professional/commissioners
https://www.epilepsy.org.uk/professional/commissioners
https://www.nnag.org.uk/optimum-clinical-pathways
https://www.nnag.org.uk/optimum-clinical-pathways
https://www.nnag.org.uk/optimum-clinical-pathways
https://www.ilae.org/files/dmfile/The-ESPENTE-Study---Epilepsy-Specialist-Nurses.pdf
https://www.ilae.org/files/dmfile/The-ESPENTE-Study---Epilepsy-Specialist-Nurses.pdf
https://www.sciencedirect.com/science/article/abs/pii/S1525505019306481
https://www.epilepsybehavior.com/article/S1525-5050(19)30818-2/fulltext
https://www.epilepsybehavior.com/article/S1525-5050(19)30818-2/fulltext
https://api.cqc.org.uk/public/v1/reports/1aa7d7db-02ee-445c-bf41-686d133f9510?20221220130000
https://www.england.nhs.uk/midlands/publications/
https://www.england.nhs.uk/midlands/publications/
https://www.england.nhs.uk/midlands/publications/

05 Developing a business case Workforce learning and development

Resource type Resource name Resource description

Competency frameworks Adult Epilepsy Nurse Specialty Competency Framework (RCN) O ESN competency framework

Specialist nursing of children and young people with epilepsy RCN guidance for service planning and

O Paediatric ESN competency framework
career development

Learning disability epilepsy nurse specialist competency framework (RCN) O LDSEN competency framework
Epilepsy GPwSI competency framework (ILAE) O GPwsSI competency framework approved by the Department of Health
Epilepsy Professional portfolio (Epilepsy Action) O Templates for managers and health professionals

Training and development Neurology Academy: Epilepsy Academy for professionals O Training resources and events for professionals and providers

O Arange of online learning designed to support people with epilepsy, organisations,

Epilepsy Action: Online training for professionals education and healthcare professionals

O Support, information resources and training for school staff and students to raise epilepsy

Young Epilepsy: Information and training for education professionals : : : :
8 EPIIEPSY 8 P awareness and provide guidance on what to do in the event of a seizure

O Training to all professionals as well as conferences and workshops to further your

Young Epilepsy: Information and training for health professionals understanding around epilepsy and associated conditions

O A training package for Paramedics and other Health Professionals to help raise awareness

SUDEP Action: SUDEP training videos for paramedics of SUDEP and Epilepsy Deaths

O This online course, aimed at General Practice, uses video and case studies to illustrate

SUDEP ACTION & RCGP: Sudden unexpected death (SUDEP) in epilepsy and seizure safety training various points in the clinical management of patients with epilepsy

O Online training aimed at non-specialists to provide an understanding of SUDEP and

SUDEP Action: Prevention/after a death training epilepsy deaths, reducing risk, practical steps and resources.

Epilepsy Academy O Education for professionals to deliver epilepsy care

(& THE
SEARCH PAGE % REHARﬁEgGICAL | Epilepsy resource navigation tool | www.neural.org.uk | Company limited by guarantee registered in England 2939840. Registered charity 1039034 20



https://esna-online.org/wp-content/uploads/2018/12/ESN_Adult_Competency_Framework.pdf
https://www.epilepsy.org.uk/app/uploads/2022/08/Paediatric_epilepsy_specialist_nurse_competencies.pdf
https://www.epilepsy.org.uk/app/uploads/2022/08/Paediatric_epilepsy_specialist_nurse_competencies.pdf
https://www.epilepsy.org.uk/app/uploads/2022/08/15.-RCN-LD-ESN-Competency-Framework.pdf
https://ilaebritish.org.uk/gp-society/
https://www.epilepsy.org.uk/professional/epilepsy-specialist-nurses/competencies-and-professional-portfolio
https://neurologyacademy.org/epilepsy-academy#about-section
https://www.epilepsy.org.uk/training
https://www.youngepilepsy.org.uk/professionals/education-professionals
https://www.youngepilepsy.org.uk/professionals/health-professionals
https://sudep.org/sudep-training-videos
https://elearning.rcgp.org.uk/course/info.php?id=176
https://sudep.org/sudep-awareness-training
https://neurologyacademy.org/epilepsy-academy#events-section

05 Developing a business case

Data and metrics

Data sources and resources to support the development of local metrics

Patient reported outcome measures and patient reported

Routinely collected data within health and social care Clinical outcome data (national resources . .
y ( ) experience measures (national resources)

NASH AUDIT
RCPCH Epilepsy 12 audit

Hospital Episode Statistic (HES) data NCEPOD, Epilepsy Care: Disordered Activity?

Local data collection — referral and diagnosis, care NHS Getting it Right First Time Neurological Alliance, My Neuro Survey-Patient Experience
lanning, access to specialists, prescribin :

P 2 P i = Public Health. Englar.ld, _ ICHOM, Epilepsy Patient centred outcome measures
NHS England, National Neurosciences Deaths associatedwith neurological
Transformation Programme (Neurology Dashboard) conditions in England 2001 to 2014

Epilepsy Deaths Register

NICE, NG217 baseline assessment tool
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https://future.nhs.uk/
https://future.nhs.uk/
https://www.nashstudy.org.uk/
https://www.rcpch.ac.uk/work-we-do/clinical-audits/epilepsy12
https://www.ncepod.org.uk/2022epilepsy.html
https://gettingitrightfirsttime.co.uk/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/683860/Deaths_associated_with_neurological_conditions_data_analysis_report.pdf
https://epilepsydeathsregister.org/
https://www.nice.org.uk/guidance/ng217/resources
https://www.neural.org.uk/key-areas-of-work/the-national-neurology-patient-experience-survey/
https://connect.ichom.org/patient-centered-outcome-measures/pediatric-and-adult-epilepsy/

06 Partnering with the epilepsy community throughout the commissioning cycle

Co-production

\ 0 V4 Co-production means involving individuals with epilepsy as equal partners in
designing the support and services they receive. Co-production recognises
that people who use health and social care services (and their families) have
knowledge and experience that can be used to help make services better, not
only for themselves but for other people who need social care.

NHS England: Working in partnership with people and communities. Statutory guidance
Guidance on working with people and communities including legal duties and principles to follow
to build effective partnerships with people and communities.

Think Local Act Personal
This resource is for anyone affected by the Care Act including people who use services, families,
carers, organisations who provide services and people who commission services.

Nesta Co-production catalogue
Examples of collaborative public services in action are designed to help practitioners learn about
co-production practice.
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https://www.england.nhs.uk/long-read/working-in-partnership-with-people-and-communities-statutory-guidance/#ten-principles-for-working-with-people-and-communities
https://www.thinklocalactpersonal.org.uk/co-production-in-commissioning-tool/
https://www.nesta.org.uk/report/co-production-catalogue/?gclid=CjwKCAiA_6yfBhBNEiwAkmXy57RYD025Qrn0ZMb46TeRZvxXSb7jaBYAPlb4fheCBBv7easxtvepQxoCrqkQAvD_Bw%E2%80%8B%C2%A0%20%E2%80%8B

06 Partnering with the epilepsy community

Patient and professional organisation service directory

Resource type Resource nhame Resource description
Patient organisations O The Neurological Alliance (England) www.neural.org.uk
O Regional Neurological Alliances www.neural.org.uk/membership/our-members/
O Epilepsy Action www.epilepsy.org.uk
O SUDEP Action www.sudep.org
O Young Epilepsy www.youngepilepsy.org.uk
O The Daisy Garland www.thedaisygarland.org.uk
O Matthew's Friends www.matthewsfriends.org
O Ring 20 Research and Support www.ring20researchsupport.co.uk
O Epilepsy Research UK www.epilepsyresearch.org.uk
O Dravet Syndrome Foundation www.dravetfoundation.org
O The Brain and Spine Foundation www.brainandspine.org.uk
Professional organisations O Epilepsy Nurses Association (ESNA) www.esna-online.org
O Association of British Neurologists (ABN) www.theabn.org
O British Paediatric Neurology Association www.bpna.org.uk
O International League Against Epilepsy (British Branch) www.ilaebritish.org.uk
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http://www.ilaebritish.org.uk
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NEUROLOGICAL
ALLIANCE

The Neurological Alliance is a coalition working together to improve treatment, care and support for people affected
by neurological conditions. Together we campaign to ensure people affected by neurological conditions can access
high quality, joined up care and support to meet their individual needs, at every stage of their life.
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