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Sudden unexpected death in epilepsy (SUDEP) is a serious and devastating, yet poorly understood
outcome in epilepsy. This review discusses the current knowledge and understanding of SUDEP in children
and adolescents. Established risk factors for SUDEP include history of generalized tonic-clonic seizures and
nocturnal seizures. Other proposed risk factors include the use of multiple antiseizure medications and poor
medication adherence. Possible prevention strategies for SUDEP include improved medication adherence,
surgical interventions, nighttime safety, seizure detection devices, and diet. Pediatric providers have a great
opportunity to educate families about SUDEP, assess medication adherence, and provide families with tools
to improve medication adherence and learn about SUDEP in children and adolescents with epilepsy. Future
research in SUDEP aims to further understand the etiology and risk factors of SUDEP, while developing

more intervention strategies to prevent SUDEP.
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Introduction

Sudden unexpected death in epilepsy (SUDEP) is a
rare, but serious outcome in patients with epilepsy. The
unexpected nature of SUDEP, especially in children and
adolescents, has significant impacts on friends, family,
and caregivers. This review will summarize the current
literature and provide practical recommendations for
health care providers as they care for pediatric patients
with epilepsy.

Definition. SUDEP is defined as a “sudden, unex-
pected, witnessed or unwitnessed, nontraumatic and
nondrowning death in patients with epilepsy, with or with-
out evidence for a seizure and excluding documented
status epilepticus, in which postmortem examination
does not reveal a toxicologic or anatomic cause of
death.”" SUDEP can be further classified on the basis of
whether the patient was successfully resuscitated after
the event, whether an autopsy confirmed diagnosis,
and whether comorbid conditions contributed to death
(Table 1)." However, these classifications can be difficult
to apply to individual cases, leading to challenges when
estimating incidence of SUDEP.2

Incidence. Owing to the rarity of SUDEP cases, varying
methodologic approaches, and heterogeneous patient
populations, the reported incidence rate of SUDEP in
children varies from 0.22 to 111 per 1000 person-years.>*

SUDEP occurs less commonly in children than adults,
with the incidence in adults ranging from 0.35 to 6 per
1000 person-years.® Table 2 summarizes studies report-
ing incidence rates of SUDEP in various pediatric cohorts.

Etiology. The etiology of SUDEP is poorly understood
but may involve dysregulation of the cardiac, respiratory,
and autonomic nervous systems (Figure). Structural and
functional changes within the central nervous system
may be involved, including brain volume loss in the
brainstem and temporal lobe.”®" Studies from epilepsy
monitoring units (EMUs) are particularly helpful in elu-
cidating possible etiologies for SUDEP because of the
difficulty of capturing these events. The MORTEMUS
study by Ryvlin et al"? compiled retrospective data from
147 EMUs resulting in 16 SUDEP cases and 9 near-SUDEP
cases in patients 10 to 62 years of age. Through video
electroencephalogram (VEEG) monitoring, all of the
SUDEP cases experienced a generalized tonic-clonic
seizure (GTCS) prior to cardiorespiratory arrest. In 10
of these cases, patients developed rapid breathing in
the immediate postictal phase followed by generalized
VEEG suppression and the development of bradycardia,
apnea, and asystole.”” This study suggests that many
SUDEP cases begin with a seizure event followed by
cardiorespiratory compromise. Pursuing this hypothesis,
Singh et al*® used VEEG, pulse-oximetry, electrocardi-
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Table 1. SUDEP Classifications’

Classification Definition

Definite SUDEP Meets full definition of SUDEP

with confirmed autopsy

Meets full definition of SUDEP,
but comorbid condition is
contributor to death

Definite SUDEP plus

Probable SUDEP Meets full definition of SUDEP,

but no autopsy is performed

Probable SUDEP plus  Meets full definition of SUDEP,
but comorbid condition is
contributor to death and no
autopsy is performed

Possible SUDEP Death could have been caused

by SUDEP or other cause

Near-SUDEP A patient who is resuscitated

after SUDEP event

Near-SUDEP plus A patient who is resuscitated
after SUDEP event with other

contributing cause

SUDEP, sudden unexpected death in epilepsy

ography, and respiratory inductance plethysmography
data from an EMU to study risk factors leading to car-
diopulmonary abnormalities following seizures in 26
patients aged 2 to 20 years. This study identified that
ictal cardiopulmonary abnormalities, including apnea
and bradycardia, are common in children with epilepsy.
Ictal apnea and bradycardia were associated with male
sex, localization-related epilepsy, increased seizure
duration, and increased number of antiseizure medica-
tions (ASMs)."”®

Several case reports have analyzed occurrences of
SUDEP and near-SUDEP not associated with epileptic
events, both in a child and adults."*" Given the hetero-
geneous nature of the data and the complex physiologic
interplay of the autonomic, cardiac, and respiratory
systems, it is likely that SUDEP cases may arise from a
variety of etiologic phenomena.

Risk Factors. A number of risk factors have been
identified for SUDEP. We will discuss these risk factors
in the following categories: epilepsy type and severity,
pharmacologic treatment, and genetics.

The predominant risk factor for SUDEP is a history of
GTCS. Patients experiencing 3 or more GTCSs per year
are at higher risk.>'® Of those for whom seizure type was
reported, 53 of 60 (88%) patients experienced GTCs
with an average of 16.3 GTCSs per month.® A separate
Swedish case-control study, which included 225 cases of
definite or probable SUDEP in patients 4 to 92 years of
age, found that patients with a history of GTCs had a 10-
fold increased risk of SUDEP."” Patients who experienced
1to 3 GTCSs in the previous year had a 22-fold increase

in SUDEP risk, while patients with 4 to 10 GTCSs in the
previous year had a 32-fold increase in SUDEP risk."”

Other disease-related risk factors for SUDEP include
onset of epilepsy in childhood or adolescence, symp-
tomatic epilepsy, nocturnal seizures, and intellectual
impairment or developmental delay.>”""' Patients with
onset of epilepsy at O to 15 years of age have a 7.7 times
higher risk of SUDEP compared with those with onset
of epilepsy at 45 years of age or later.® In another study,
patients with an onset of epilepsy before 16 years of age
had a 1.72-fold increased risk for SUDEP compared with
those with an onset of epilepsy at 16 to 60 years of age."
In a cohort of 154 patients with SUDEP compared with
living age-matched controls, nocturnal seizures were
associated with a 2.6-fold increased risk for SUDEP
after controlling for other risk factors." Any history of
nocturnal GTCS was associated with a 9-fold increased
risk of SUDEP, while nocturnal GTCSs in the past year
were associated with a 15-fold increased risk of SUDEP.”

While developmental delay and intellectual impair-
ment have been proposed as risk factors, few studies
have evaluated whether intellectual disability is an
independent risk factor for SUDEP. Abdel-Mannan et
al® noted that 33 (45%) of the evaluated SUDEP cases
had developmental delay or intellectual impairment.®
However, 14 children in this study were diagnosed with
epileptic encephalopathies known to be associated with
intellectual impairment, and etiology was not known for
27 children.? Because the incidence of epilepsy is known
to increase in children with more profound intellectual
impairment, it is difficult to determine if this is associated
with an increased risk of SUDEP.??

Systematic reviews of case-control studies have found
that patients receiving more than 1 ASM or experiencing
changes in their ASM regimen 3 to 5 times per year were
more likely to die of SUDEP.”"®?' This relationship could
be confounded because patients with uncontrolled or
treatment-resistant epilepsy are more likely to have more
complicated medication therapy. A case-control study
also suggests an association between subtherapeutic
drug concentrations and SUDEP because 78 of the 91
patients who died from SUDEP had subtherapeutic
drug concentrations, while only 8 of 91 control patients
had subtherapeutic drug concentrations (p < 0.0001).%
Patients not actively treated with ASMs may also be at
higher risk."®

Multiple studies have identified genetic risk factors
associated with an increased risk for SUDEP. Several
genes have been associated with both an increased
risk for specific seizure diagnoses and SUDEP, which are
summarized in Table 3.2?° No specific genes have been
associated with a decreased risk of SUDEP. However,
patients with idiopathic epilepsy, which is classically un-
derstood to be genetic in origin, were disproportionately
underrepresented in one study, suggesting that SUDEP
may occur less frequently in these patients.> Genetic
associations not directly correlated with epilepsy may
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Table 2. Incidence of SUDEP in Pediatric Patients
Study Methodology (Setting)

Nickels* Retrospective medical record review
(Olmsted County, MN)

Nesbitt® Retrospective clinical and death
certificate review
(United Kingdom)

2005

Children birth to 17 years of age with
new-onset epilepsy from 1980-2009

2 samples:
Children <18 years of age with
epilepsy who died between 1989 and

Population Incidence

0.22 per 1000 person-years

0.65 per 1000 person-years

Children 28 days to 17 years of age
who died in 2006

Keller® Retrospective review from Canadian
Pediatric Surveillance Program,
Canadian Pediatric Epilepsy Network,
and Ontario Forensic Pathology
Service
(Ontario, Canada)

Children <18 years of age who died of 111 per 1000 person-years
suspected SUDEP in 2014-2015

SUDEP, sudden unexpected death in epilepsy

Table 3. Genes Associated With Seizure Disorders and Increased Risk for SUDEP

24,25

Gene Molecular Description®

DEPDC5
G-protein signaling; mTOR regulation

dup15q idic(15) Isodicentric chromosome 15

DEP domain—containing protein 5 involved in

Associated Seizure Disorders?®

FFEVF, ADNFLE, FMTLE, ADEAF, infantile
spasms

Infantile spasms

KCNT1 Sodium-activated potassium channel® Epilepsy of infancy with migrating focal
seizures

LGIT Leucine-rich glioma inactivated protein ADEAF

SCNI1A Sodium voltage-gated channel alpha subunit 1 GEFS+, ICE-GTCS, intractable infantile partial
seizures, MAE, SMEI, DS, simple febrile
seizures

SCN2A Sodium voltage-gated channel alpha subunit 2 Benign neonatal infantile epilepsy

SCNS8A

Sodium voltage-gated channel alpha subunit 8

Lennox-Gastaut syndrome, West syndrome, DS

ADEAF, autosomal dominant epilepsy with auditory features; ADNFLE, autosomal dominant nocturnal frontal lobe epilepsy; DS, Dravet syn-
drome; FFEVF, familial focal epilepsy with variable foci; FMTLE, familial mesial temporal lobe epilepsies; GEFS+, generalized epilepsy with
febrile seizures plus; ICE-GTCS, intractable childhood epilepsy with generalized tonic-clonic seizures; MAE, myoclonic astatic epilepsy; SMEI,

severe myoclonic epilepsy in infancy

also play a role. Genes associated with cardiac disorders,
including cardiomyopathies and long QT syndrome, have
been identified as possible risk factors for SUDEP.242¢
Variants of these genes could impact sodium and potas-
sium ion channels located in both the nervous system
and heart, possibly leading to a correlation with seizures
and cardiac arrest.?* Lastly, variants in genes that regu-
late opioid signaling pathways, glutamate, and gamma
aminobutyric acid in neurotransmission may also be
associated with SUDEP.?”

Prevention

Medication Adherence. Because the risk of SUDEP
increases with the frequency of GTCS, achieving ef-
fective seizure control could reduce a patient’s risk of

SUDEP. Along with rational treatment selection and
optimization of therapy as quickly as the patient will
tolerate, improved medication adherence may reduce
the risk of SUDEP by increasing seizure control.283°
Patterns of medication adherence have been defined
in children diagnosed with epilepsy. The mean adher-
ence rate within the first month of treatment following
epilepsy diagnosis has been reported as 79.4%.%" In an-
other study of pediatric adherence for the first 6 months
of treatment following epilepsy diagnosis, near-perfect
adherence was achieved by only 42% of children.??
Thirteen percent of patients were non-adherent.>? At 1
year 26.6% of patients were not taking their prescribed
ASM.?® However, these studies all excluded patients
with significant developmental disorders or other co-
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Table 4. Recommendations from the American Acad-

emy of Neurology and American Epilepsy Society
SUDEP Guidelines®®

Recommendation

Pediatrics: Clinicians caring for children with epilepsy
should inform the children’s parents or guardians that:
There is a rare risk of SUDEP.
In 1 year, SUDEP typically affects 1in 4500 children
with epilepsy; in other words, annually, 4499 of 4500
children will not be affected by SUDEP.

Adults: Clinicians should inform adult persons with
epilepsy that:
There is a small risk of SUDEP.
In 1 year, SUDEP typically affects 1in 1000 adults with
epilepsy; in other words, annually, 999 or 1000 adults
will not be affected by SUDEP.

For persons with epilepsy who continue to experience
GTCS, clinicians should continue to actively manage
epilepsy therapies to reduce seizure occurrences and the
risk of SUDEP while incorporating patient preferences
and weighing the risks and benefits of any new approach.

For persons with frequent GTCS and nocturnal seizures,
clinicians may advise selected patients and families,

if permitted by their individualized epilepsy and
psychosocial circumstances, to use nocturnal supervision
or other nocturnal precautions, such as the use of a
remote listening device, to reduce SUDEP risk.

Clinicians should inform patients with epilepsy that
seizure freedom, particularly freedom from GTCS (which
is more likely to occur with medication adherence),

is strongly associated with a decreased risk of SUDEP.

GTCS, generalized tonic-clonic seizure; SUDEP, sudden unexpected
death in epilepsy

morbidities requiring daily medication use, which limits
generalizability to children at a higher risk of SUDEP.3*33

Single-parent homes,*' lower socioeconomic sta-
tus,>"3* poorer family communication and problem-
solving skills,3* and greater parent fears and stressors>*
have been correlated with poorer adherence in children
with epilepsy. White coat adherence, the phenomenon
of increased adherence in the days prior to clinic
visits, has been observed in pediatric patients with
epilepsy.®® Through the Pediatric Epilepsy Medication
Self-Management Questionnaire parents of children
ages 2 to 12 years with new-onset epilepsy identified
forgetting to give the medication and their child’s dislik-
ing the taste as the most common barriers to medication
adherence.*® Similarly, higher socioeconomic status,
increased incidence of side effects, fewer adherence
barriers, greater caregiver responsibility, and lower
family conflict are associated with improved medication
adherence in adolescents 3”38

To date, no studies have directly correlated improved
medication adherence with lower rates of SUDEP.

However, this may be due to methodologic constraints
of such research. Regardless, medication adherence
should be promoted in all children diagnosed with
epilepsy. Important steps in managing non-adherence
include screening for risk factors for non-adherence,
identification of reasons for non-adherence, and use of
strategies to combat those factors.?® Potential strate-
gies include simplifying drug regimens, epilepsy and
medication education, addressing adverse drug reac-
tions, and assisting with memory aids.>® Patients who
achieve seizure freedom with their medication may
become less strict about their medication adherence;
therefore, frequent discussions about medication ad-
herence with patients are important.*°

One proposed and studied method to improve medi-
cation adherence in pediatric epilepsy is the Supporting
Treatment Adherence Regimen (STAR) intervention.*"#
The STAR intervention consists of 4 sessions focused
on providing information about epilepsy and problem-
solving for identified barriers including behavioral
contracts and frequent follow-up.**2 The authors noted
that children were included in the problem-solving pro-
cess in age-appropriate ways including brainstorming
ideas for improving adherence and choosing rewards
for good adherence.*' Though this pilot study was lim-
ited by a small sample size, families in the treatment
group demonstrated an average improved adherence
of 31.5%, while families in the control group had an
average improved adherence of 9.3%.*' The follow-
up study found that the STAR method significantly
improved patient adherence when compared with the
control group following the third and fourth sessions.*?
However, at 3-month follow-up there was not a sta-
tistically significant difference in the adherence rates
between groups.*? These findings highlight the need
for continual follow-up and discussion of adherence
with patients and their families. Further research into
the STAR method is forthcoming.*?

Another proposed method for improving medication
adherence includes the use of text messaging or mobile
application—based reminders. A pilot study of the use
of technologic reminders for teenagers demonstrated
that parents and teenagers found these interventions
beneficial although significant changes in adherence
were not seen.** While improving medication adher-
ence could decrease seizure frequency and ultimately
the risk of SUDEP in children, more research is needed
to evaluate the impact of interventions to increase
medication adherence and on SUDEP risk.

Non-pharmacologic Approaches. Surgical Interven-
tion. For patients with treatment-refractory epilepsy,
surgical intervention is often helpful in improving sei-
zure control. Improved seizure control following epilep-
sy surgery is correlated with lower mortality overall, and
potentially a decreased risk of SUDEP.***” The degree
to which surgical interventions impact mortality in epi-
lepsy may be dependent on epilepsy type and specific
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surgical intervention. In a recent analysis of primarily
adult patients with treatment-resistant focal epilepsy,
the standardized mortality ratio for SUDEP was 1.9 per
1000 person-years in the surgery group compared with
4.6 per 1000 person-years in the comparator group.*®
All SUDEP cases in both groups occurred in those
with seizures arising from one or both temporal lobes,
potentially highlighting the importance of temporal
lobe epilepsy and SUDEP risk.*® In a separate study of
patients who had undergone temporal lobe epilepsy
surgery, 6 cases of SUDEP were reported in 299 pa-
tients over the study period, translating to an incidence
of 1in 455 person-years.*® The small sample sizes
limit interpretation of these studies, and more data are
needed to fully elucidate the impact of various epilepsy
surgery approaches on SUDEP risk.

Vagus nerve stimulation (VNS) therapy has also
been reported to decrease the risk for SUDEP. In an
analysis of 40,443 patients receiving VNS therapy,
age-adjusted SUDEP rates significantly decreased to
2.47 per 1000 person-years in the first 2 years follow-
ing implantation.*® The reported SUDEP was 1.68 per
1000 person-years during years 3 to 10 following VNS.*°
Of note, the reported rates of SUDEP in this surgical
cohort are higher owing to the increased incidence
of treatment-resistant epilepsy. Data on the rates of
SUDEP following other epilepsy surgical procedures
including corpus callosotomy and deep brain stimula-
tion are lacking.

Sleep Safety and Nighttime Supervision. Sleeping
in the prone position has been associated with SUDEP,
as one cohort study identified that 85 of 97 (87.6%)
patients who were asleep when SUDEP occurred were
in the prone position.*° Because most SUDEP incidents
happen during sleep, night-time supervision and the
use of lattice pillows have been suggested as measures
to prevent SUDEP.2 Lattice pillows are constructed with
mesh designed to increase air flow when someone is
sleeping in the prone position. One study of patients
in an EMU showed that prompt response may improve
outcomes when 7 patients were resuscitated from
near-SUDEP because Cardiopulmonary Resuscitation
was initiated within 3 minutes of the event.” This also
highlights the importance of providing parents and
caregivers with information about SUDEP and oppor-
tunities to learn basic life support.

Diet. Another intervention for pediatric patients with
treatment-resistant epilepsy is the ketogenic diet. Re-
search on the ketogenic diet has shown seizure reduc-
tion in pediatric patients, but there are many adverse
effects that can make the ketogenic diet intolerable.®'
A systematic review and meta-analysis completed by
Rezaei et al*? concluded that a modified Atkins diet
had similar efficacy as the ketogenic diet with reduced
adverse effects. For patients with treatment-resistant
epilepsy, the ketogenic diet or modified Atkins diet
may be considered to decrease seizure burden and

Table 5. Key Takeaways

The reported incidence of SUDEP in children and
adolescents ranges from 0.2 to 1.1 per 1000 person-years.

Generalized tonic-clonic seizures are the greatest known
risk factor for SUDEP.

The risk of SUDEP should be discussed with pediatric
patients diagnosed with epilepsy along with their
caregivers.

Improved seizure control through medication adherence
and non-pharmacologic interventions including vagal
nerve stimulation and diet modifications could reduce
patients’ risk of SUDEP.

Research should continue to explore the etiology of and
effective preventative measures for SUDEP.

SUDEP, sudden unexpected death in epilepsy

associated complications or concerns including pos-
sibly the risk of SUDEP.

Patient-Provider Communication

The Institute of Medicine, in its publication Epilepsy
Across the Spectrum, mentions SUDEP as a basic edu-
cational need of all individuals with epilepsy.>® Table
4 displays the recommendations from the American
Academy of Neurology and American Epilepsy Society
SUDEP Guidelines concerning SUDEP communica-
tion.>* Most parents express a desire to discuss SUDEP
in person with their neurologist upon diagnosis and
receive additional resources to help them process this
information.>®®® Patient resources are available through
organizations such as the Epilepsy Foundation and
Danny Did Foundation. Discussions should also include
the known modifiable risk factors of SUDEP, namely
optimization of drug therapy to reduce seizure occur-
rence.”” There is debate about when to tell children and
their caregivers about SUDEP. Owing to various levels
of maturity, development, and independence there is
not a defined age when children should be told.>® We
suggest that education should be provided to parents
or caregivers soon after diagnosis, and that timing
of communication with the child be part of a shared
decision-making partnership with the caregivers.

While most patients desire to know about SUDEP,
only 8.7% to 29% of health care professionals in any
setting report discussions of SUDEP with all or most of
their patients.>® Among pediatricians, reasons reported
for not discussing SUDEP were a lack of provider
knowledge and assumption that specialists such as
neurologists would discuss SUDEP with their patients.>®
One survey of pediatric primary care providers dem-
onstrated that 85.6% of providers were not familiar
with SUDEP.®® Another reason that providers may not
discuss SUDEP with their patients is the belief that their
patients are not at risk.
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Figure. Proposed pathophysiologic mechanisms as-
sociated with SUDEP by organ system.
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SUDEP, sudden unexpected death in epilepsy

A SUDEP and seizure safety checklist has been
developed to aid providers in their discussions with
patients, but thus far it has been used only in adult
patients.®® The SUDEP-7 Inventory was developed to
help identify patients at highest risk for SUDEP, but
a case-control study of patients ages 10 to 73 years
found no statistically significant difference in scores
between the cases and controls (p = 0.39).%' Others
have suggested using technology within electronic
medical records to identify patients at risk for SUDEP in
order to prompt providers to have SUDEP discussions
with their patients.®? A clinical trial of a computerized
clinical support program to remind providers to discuss
SUDEP with pediatric patients and their caregivers has
been conducted and results are pending.®® Regard-
less, there is a discrepancy between information that
patients desire to receive about SUDEP and what they
are presented by their health care providers.®* Provid-
ers should be prepared to discuss SUDEP with their
patients in an accurate and sensitive manner.®®

Future Research

Etiology and Risk Factors. Research continues to
identify the etiology and risk factors associated with
SUDEP. A North American SUDEP registry has been
established to include data from medical records and
family interviews of patients who die of SUDEP to better
characterize the incidence and risk factors of SUDEP.®®
Another case-control study aims to further understand
the risk factors associated with SUDEP, including
whether ASMs and nighttime supervision modify this
risk.®” Another clinical trial is testing the hypothesis of
a relationship between SUDEP-7 scores and neural-
circulatory control to help identify patients at risk of
SUDEP.®® Two registered clinical trials are reviewing

carbon dioxide and SpO, levels and their association
with SUDEP.®?7° Additionally, the Institute of Medicine
recommends prevention studies in high-risk individuals
to further understand risk factors for SUDEP.**

Medication Therapy. There are several novel phar-
macotherapeutic agents that may decrease the risk of
SUDEP. Selective serotonin receptor inhibitors have
been proposed as a possible therapy to prevent SUDEP
by improving seizure control and reducing postictal
central apnea.”' This approach has been hypothesized
owing to observed similarities between SUDEP and
sudden infant death syndrome, which is associated
with changes in the serotonergic system.”? A phase 2
clinical trial is testing the impact of fluoxetine on minute
ventilation during hypercapnic ventilatory response.”®
The use of naloxone immediately following a GTCS in
an effort to increase postictal oxygen saturation is also
being studied.”* Any impact of these agents will require
further analysis in the pediatric population, because
these studies do not include pediatric patients.

Wearables and Other Technologies. Many watches
and bed alarms are being tested and developed.”®7®
These devices could aid in the understanding of SUDEP
and help to identify biomarkers while also measuring
the frequency of seizures and impact of therapy.*®
One challenge is creating a technology with both the
specificity and sensitivity to accurately detect potential
SUDEP events based on physiologic parameters.”® The
2019 Prevent21 Summit, a summit held in the United
Kingdom focused on SUDEP prevention, recommended
that all technologic alarms are only one part of minimiz-
ing the risk of SUDEP, because while monitoring and
recording seizures is valuable, in order to help prevent
SUDEP someone must be available to intervene when
a seizure occurs.”®

Conclusion

While many unknowns about SUDEP remain, health
care professionals can provide evidence-based infor-
mation about SUDEP to children and adolescents with
epilepsy and their caregivers (Table 5). Health care pro-
fessionals should work with families to reduce SUDEP
risk factors by supporting medication adherence and
discussing other treatment options including surgery
and dietary interventions. As we await future research
further defining the etiology, risk factors, and prevention
measures for SUDEP, health care professionals should
ensure that families are informed about the risks of
SUDEP and steps they can take to help reduce their
risk of SUDEP.
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