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In Practice: Case-Based Panel Discussion
Overview

Welcome to the first session of the ESN360 Academy Event!

Throughout this session, 
we will hear three cases 

from our peers on 
different areas of 

epilepsy treatment and 
care

We will then discuss key 
decisions across each 
case with our panel of 

expert nurses

We want to hear your 
opinions and your 

questions, so as you 
listen to each case, 
please consider any 

questions you would like 
to ask



In Practice: Case-Based Panel 
Discussion

Case Study 1

Lucy Murena

Advanced Epilepsy Nurse Specialist

Leicester General Hospital

Neurology OPD
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Implementing Epilepsy Guidelines in Practice, to 
Optimise Patient Care

• Female patient: AJ  

• Age: 29 years

• Medical history: Known alcohol misuse



AJ

Brief A&E admission 1st time 13/03/18

• Found at the bottom of a car park step

• Unconscious with head injury

• Incontinent of urine

• Surrounded by drug paraphernalia

Admission to ITU 

• Intubated

• CT whole body – nondisplaced Rt sided frontal skull # with Lt tentorial leaflet SAH

• LFTs abnormal (thought to be alcohol misuse)

• Baseline EEG – single epileptiform discharge in Lt fronto-temporal area

• Managed conservatively, reviewed by alcohol liaison & referred to turning point

• Revealed 1 seizure 1 week prior - referred to neurology for F/U at discharge

• Levetiracetam 250mg BD for 9 days then increased to 500mg BD plus thiamine and Vit B12

ITU, Intensive Therapy Unit; CT, computerised tomography; SAH, Subarachnoid hemorrhage; LFT, liver function test; EEG, electroencephalogram

Levetiracetam SmPC: https://www.ema.europa.eu/en/documents/product-information/keppra-epar-product-information_en.pdf

https://www.ema.europa.eu/en/documents/product-information/keppra-epar-product-information_en.pdf
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AJ

ED records suggest prior attendances with alcohol intoxication:

• 26/12/16

• 21/07/17

Attendances following seizures:

• 18/01/17

• 17/08/17

• 06/03/18

No earlier referral to neurology despite these attendances

ED, emergency department
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AJ

Neurology OPD:

• Attended 05/07/18 seen by Locum neurologist

• Reported 10 weeks pregnant

• Reported further seizure 16/05/18 post discharge

• Some but not all her seizures were connected to alcohol consumption or withdrawal

• She had stopped taking levetiracetam and didn’t renew prescription with GP

• Seizure risks were discussed including SUDEP 

• Advised to resume, provided with prescription

• Risk of mood-related side effects was discussed

• Safety of levetiracetam in pregnancy was also discussed

• MRI head scan & further EEG were requested

• Referral was made to ENS F/U in pregnancy clinic

OPD, outpatient department; SUDEP, Sudden Unexpected Death in Epilepsy; MRI, magnetic resonance imaging; EEG, electroencephalogram; ENS, Epilepsy Nursing Service 

Levetiracetam SmPC: https://www.ema.europa.eu/en/documents/product-information/keppra-epar-product-information_en.pdf

https://www.ema.europa.eu/en/documents/product-information/keppra-epar-product-information_en.pdf


AJ
Appointments:

• Attended MRI 16/11/18 – result normal

• DNA EEG 02/08/18

• DNA ENS pregnancy clinic 03/10/18

• DNA ENS pregnancy clinic 05/12/18

• DNA ENS pregnancy clinic 20/02/19

• DNA ENS pregnancy clinic 28/02/19

Further ED attendances with seizures:

• 05/10/18

• 15/10/18

• 24/01/19 – ED discharge summary stated concerns regarding poor compliance with AED & illicit 
drug use – safeguarding completed

• 28/10/20 sadly AJ was found on the floor lifeless in her house 30 weeks pregnant autopsy result 
SUDEP 

MRI, magnetic resonance imaging; EEG, electroencephalogram; ENS, Epilepsy Nursing Service; ED, emergency department; AED, anti-epileptic drug; 

SUDEP, Sudden Unexpected Death in Epilepsy 



Outcome

New Epilepsy Service Referral System implemented and better epilepsy and pregnancy care 

• Referrals and clinics now in place:

❖Via ICE pathway (prior was paper referrals – risk of referral getting lost in the post)

❖Via epilepsy team e-mail box (previously referrals via e-mail were sent to individual clinicians – e-mails 
delayed due to A/L, sickness, buried due to work burden)

• JEO clinic once a week – saves time for patients reducing DNA rates (run by ENS with a 
specialist midwife)

• Community midwives can refer directly to JEO clinic

• Pre-conception and early pregnancy clinic once a week run by ESNs

ICE, Integrated Clinical Environment; ENS, Epilepsy Nursing Service; ED, emergency department; JEO, Joint Epilepsy Obstetric; ESN, Epilepsy Specialist Nurse 
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MBRRACE-UK report Jan-2021

• The number of deaths from SUDEP almost doubled compared with the previous three years. 
Most women who died had clear risk factors for SUDEP, but had not had prevention measures 
discussed with them, or a medication review.

The recommendations from the report included:

• Women who have epilepsy and are considering pregnancy should discuss this with their 
epilepsy team and have a full review of their medication. Epilepsy medications should not be 
stopped simply because of pregnancy.

• All healthcare professionals should be aware that pregnant women with epilepsy are at greater 
risk. 'Red flags' for SUDEP (such as night-time seizures) should be widely known and 
immediately acted on. There should be rapid referral pathways in place between maternity units 
and epilepsy teams experienced in treating pregnant women.

SUDEP, Sudden Unexpected Death in Epilepsy; 

MBRRACE – UK, Saving lives, improving mother's care, 2020.  https://www.npeu.ox.ac.uk/mbrrace-uk

https://www.npeu.ox.ac.uk/mbrrace-uk
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MBRRACE-UK report Jan-2021

• Healthcare providers should offer models of care tailored for different groups of women, taking 
into account their preferences and values. Women who are not native English speakers should 
be provided with interpreters who can communicate with them in their preferred language

• Many of the complex factors underlying women's increased risk need action more widely than in 
maternity services, and beyond the health sector, and often long before pregnancy. Wider 
system actions are needed in order to reduce deaths of women during or after pregnancy, as 
well as their babies, and the learnings from this report apply not only to maternity staff, but more 
widely to GPs, emergency department practitioners, physicians and surgeons.

GP, General Practitioner; 
MBRRACE – UK, Saving lives, improving mother's care, 2020.  https://www.npeu.ox.ac.uk/mbrrace-uk

https://www.npeu.ox.ac.uk/mbrrace-uk
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Thank You

Any Questions?



In Practice: Case-Based Panel 
Discussion

Case Study 2

Phil Tittensor

Consultant Nurse for the Epilepsies, Royal 
Wolverhampton NHS Trust,

Honorary Lecturer, University of Wolverhampton

Chairperson, ESNA
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Patient Overview

• 24-year-old male

• Mild intellectual disability 

• Frequent seizures, many from sleep, starting in infancy 

• Variable presentation, but consistent reports of a gelastic component

• Mum now reporting at least six different seizure types with some escalation: “He’ll have a type A 
that can develop to a B and C. Sometimes it will progress to a D. Type E and F happen 
separately.”

Any ideas about his diagnosis?
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Diagnosis

• Diagnosis of epilepsy secondary to hypothalamic harmatoma

• Family reported at least six different types of episodes 

• Possibility of coexisting PNES 

PNES, psychogenic nonepileptic seizures   

Any questions or concerns?
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Treatment 

• Evaluation of medication changes was extremely difficult

• Multiple seizures per day despite many ASM trials

• Referred for VNS 

• On a lengthy waiting list for confirmatory telemetry at the tertiary centre

ASM, antiseizure medication; VNS, vagal nerve stimulation 

What would you do next?
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Exploring the Original Diagnosis

NEAD, Non epileptic attack disorder

NELLI® monitoring was 
undertaken for two weeks, 

capturing almost 100 
seizures of two different 

types 

Type 1: Focal impaired awareness seizure with gelastic 
component

Type 2: Tonic posturing followed by automatisms 

No evidence of NEAD



NELLI® Monitoring 

Neuro Event Labs 
(neuroeventcloud.com)

https://protect-eu.mimecast.com/s/BgEoCmEvKI1VO3vhG785E?domain=royalwolverhampton.neuroeventcloud.com


The Outcome 

• Monitoring has resulted in: 

❖A new strategy for ASM 

❖Revision of his emergency medication protocol 

❖Progression on the VNS pathway

❖Potential for new ASM 

• Formal video telemetry is no longer required 

ASM, antiseizure medication; VNS, vagal nerve stimulation; SUDEP, sudden unexpected death in epilepsy 

Improvements in the understanding of his seizures, 
and the treatment of them, should reduce morbidity 

and risk of SUDEP



In Practice: Case-Based Panel 
Discussion

Case Study 3

Carrie Burke

Epilepsy Specialist Nurse 

Manchester Centre for Clinical Neurosciences, 
Salford Royal Hospital 



Background

• 54-year-old female

• Severe learning disability

• Under tertiary epilepsy clinic 

• Current combination of five ASMs, VNS & buccal midazolam for rescue medication

• Prior to VNS, up to 60 seizures per month, the majority being GTCS

• VNS improved seizure control, fewer per month although still only four days at most without a 
seizure and most days involve clusters of seizures

• Very few GTCS now

21ASM, anti-seizure medication; VNS, vagus nerve stimulation; GTCS, generalised tonic–clonic seizures

Buccal midazolam SmPC: https://www.medicines.org.uk/emc/product/2768/smpc

https://www.medicines.org.uk/emc/product/2768/smpc
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Seizure Types

• Tonic clonic

• Absence 

• Focal unaware x2

• “Drop” seizures in the past (now less mobile)

• Episodes of prolonged seizure activity - in a daze, eyes are vacant, face looks puffy and red, quiet, 
not fully responsive, scared look on her face, hands may be jittery. This can last up to a full day
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Epilepsy Care Plan

Clonazepam 1mg: 

• Three seizures lasting longer than 30 secs (of any type) spread out over the course of a day

• Prolonged seizure activity for more than one hour

Buccal midazolam 10mg:

• A tonic clonic seizure lasting longer than five minutes

• Three tonic clonic seizures in one hour

• Continuous focal seizures for 30 minutes

• 2nd dose after 10 minutes & call an ambulance

Clonazepam SmPC: https://www.medicines.org.uk/emc/product/13634/smpc#gref

Buccal midazolam SmPC: https://www.medicines.org.uk/emc/product/2768/smpc

https://www.medicines.org.uk/emc/product/13634/smpc#gref
https://www.medicines.org.uk/emc/product/2768/smpc
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January 2022 Consultant Review

• Consultant review:

“She has been admitted to hospital once every six weeks on average. Some of 

this was related to respiratory infections, but some due to seizures. Given that 

she appears to be experiencing tonic spasms, I am not sure if emergency 

intervention is necessary. I will review the care plan with Carrie Burke, Epilepsy 

Nurse Specialist.”

What would be your thoughts?
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March 2022 Home Visit

• Also present - Community LD Nurse, mum, support workers x2, home manager

• Three more hospital admissions in the meantime

• Discussed current seizure presentation - majority are focal seizures, some absences, very few 
tonic clonic seizures

• Clusters of absence seizures whilst present, VNS magnet being used incorrectly!

LD, learning disability; VNS, vagus nerve stimulation

What discussions did we have?
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Risks

• Regular benzodiazepines so could lose efficacy 

• Midazolam regularly administered when seizures have been triggered by chest infections, 
possibly increasing risk of breathing being affected 

• Frequent hospital admissions – hospital acquired infections, unfamiliar carers

Buccal midazolam SmPC: https://www.medicines.org.uk/emc/product/2768/smpc

https://www.medicines.org.uk/emc/product/2768/smpc
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Outcome

• Change care plan so midazolam is only administered for tonic clonic seizures

• Any other types of seizure clusters – clonazepam

• Letter sent to patient:

“The only seizures that can be life threatening are tonic-clonic seizures, although 

the other seizures are unpleasant for you and it is unpleasant for your carers to see 

you go through them, they are not life threatening. There is more risk for you if you 

go to hospital having had benzodiazepines (midazolam is a medication in this group 

and can suppress your breathing). It is safer for you to stay at home in your own 

environment with people who know you well, and can care for you and monitor your 

seizures, if the seizures are smaller, non-life-threatening ones. I understand this is 

going to be difficult for your carers but it is ultimately the best thing for you”

Clonazepam SmPC: https://www.medicines.org.uk/emc/product/13634/smpc#gref

Buccal midazolam SmPC: https://www.medicines.org.uk/emc/product/2768/smpc

https://www.medicines.org.uk/emc/product/13634/smpc#gref
https://www.medicines.org.uk/emc/product/2768/smpc
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Thank You

• All cases will be made available after the meeting

• If you have any questions, please don’t hesitate to reach out to our presenters throughout the 
event or during our Expert Coffee Break

• Please don’t forget to submit any additional questions to the anonymous question box, to be 
discussed by our Expert Committee tomorrow!


