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Abstract

Objective: We aimed to characterize (1) the caregiver experience of learning about
sudden unexpected death in epilepsy (SUDEP), and (2) caregiver preferences for
SUDEP risk disclosure. Methods: We distributed a 24‐question survey to caregivers
of children with epilepsy. Free text questions were analyzed using a rapid qualitative
analysis approach. Results: Two hundred and twelve caregivers of people with epilepsy
completed the survey, including 12 bereaved caregivers. Caregivers' children had a
high seizure burden, with a median seizure frequency of 24 seizures per year (range:
1 to ≥100). Most participants were aware of SUDEP at the time of the survey (193/212;
91%) though only a minority had learned about SUDEP from a healthcare provider
(91/193; 47.2%). Caregivers typically learned about SUDEP from a nonprofit or
online source (91/161; 56.5%). Almost all caregivers wanted to discuss SUDEP with
their child's healthcare provider (209/212; 98.6%), and preferred disclosure from
epileptologists (193/212; 91%), neurologists (191/212; 90.1%), and/or primary care
providers (98/212; 46.2%). In open‐ended responses, caregivers highlighted the value
of learning about SUDEP from a healthcare provider, the importance of pairing
SUDEP risk disclosure with a discussion of how to mitigate risk, and the need for
educational resources and peer support. Interpretation: Caregivers of people with
epilepsy appreciate when healthcare providers disclose information about SUDEP, yet
typically hear about SUDEP elsewhere. These findings underscore the importance of
interventions to improve and support SUDEP risk disclosure. Future work should
evaluate strategies to disclose SUDEP risk and the impact of early SUDEP risk
disclosure.

Introduction

Sudden unexpected death in epilepsy (SUDEP) is one of
the most common causes of premature death in
children and adults with epilepsy.1 Current estimates
of SUDEP incidence are approximately 1 in 1000 people
with epilepsy annually in pediatric and adult popula-
tions, with a higher incidence in individuals of low
socioeconomic status.1–5 SUDEP incidence rates are

likely underestimates due to misattributed causes
of death, especially in underserved populations.6–10

Despite SUDEP's relatively low incidence compared to
death by other neurologic causes, it is second only to
stroke in the number of life years lost1 because SUDEP
affects people across the age spectrum unlike other
neurologic diseases such as Alzheimer's, Parkinson's,
and amyotrophic lateral sclerosis, which typically affect
individuals toward the end of life.11
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The greatest risk factor for SUDEP is generalized tonic‐
clonic seizures, especially those occurring at night.11

Although nocturnal tonic‐clonic seizures are relatively
common among people with epilepsy, a high percentage
of patients and family members have not been educated
on this risk of SUDEP.11 The 2017 American Academy of
Neurology/American Epilepsy Society (AAN/AES) guide-
line recommends that doctors inform their patients about
the risk of SUDEP at or soon after epilepsy diagnosis.1,2

Most patients and families expect their neurologists to
share information about SUDEP risk.12

However, this counseling may not occur regularly. In
one study of bereaved family members, respondents
described the need for physician counseling around
SUDEP risk factors, but less than 20% of family members
recalled having a conversation about SUDEP with their
child's clinician prior to their loved one's death.13 A survey
of Canadian and American neurologists revealed that only
6.8% had discussed SUDEP with nearly all of their patients
with epilepsy.11 Clinicians cited barriers including a
perceived risk of worsening patient anxiety,3,12 lack of
personal knowledge regarding the risk,3,14 lack of con-
ceptualized risk due to its low incidence, and time
limitations.3,13 Additional barriers included a lack of clear
guidance or training on how to engage in a conversation
about SUDEP risk.3,15 These barriers may be amplified in
pediatric settings, in which clinicians must navigate both
caregivers and patients at varying developmental levels.

To better facilitate conversations about SUDEP with
caregivers of people with epilepsy, we must first understand
caregiver preferences regarding when, how, and from
whom they prefer to learn about SUDEP risk. In this study,
we aimed to characterize caregiver preferences for SUDEP
risk disclosure.

Methods

In this prospective cross‐sectional study, we disseminated a
24‐question survey (20 close‐ended, 4 free texts; Supporting
Information: Appendix) to caregivers of people with epilepsy
from October to November 2021. This survey was developed
by the study team and informed by existing literature around
SUDEP risk factors and communication preferences.3,16 A
stakeholder advisory committee, inclusive of epileptologists,
advocates, and caregivers, advised on study design and
survey content. Caregivers completed the survey through
REDCap, a secure web application for managing online
surveys.17 The survey assessed caregivers' knowledge of
SUDEP (how they learned about SUDEP), communication
preferences about SUDEP, and demographic information.
Skip logic was presented throughout the survey to ensure
questions were relevant to each individual. For example,

caregivers who indicated the death of a loved one due to
SUDEP were not presented with questions related to current
child demographic variables, in an effort to mitigate distress.

Community partners and advocacy organizations posted a
link to the survey in their membership groups. Participating
organizations included the Child Neurology Foundation,
Danny Did Foundation, Hope for hypoxic ischemic ence-
phalopathy (HIE), and Epilepsy Foundation.

Close‐ended questions were analyzed using SPSS
Statistics for Windows, Version 24.0 (IBM). For close‐
ended questions with a free text option (e.g., How did you
first learn of SUDEP? Please specify “Other” source), we
derived categories from the responses. Free text questions
were coded using rapid‐cycle qualitative analysis.18 While a
variety of rapid assessment approaches have been
described, we adopted the approach outlined by
Hamilton.19 In rapid‐cycle analysis, the text is summarized
and organized using a matrix. Two independent coders
(I. K. P., J. K. D.) evaluated responses to each free text
question prompt and used a structured summary docu-
ment to aggregate responses. Themes were inductively
derived within and across questions in consensus with the
senior author (M. E. L.).

The protocol was approved by the Duke University
Institutional Review Board. The first page of the survey
included study information and consent to participate in
the study.

Results

Participant characteristics

A total of 318 participants opened the survey; of these, 212
participants completed the survey in full and were the basis
for further analysis. Participants who did not identify as
parents or caregivers of a child (e.g., caregiver of spouse)
with epilepsy were excluded (n = 2). The majority of
participants identified as White (n = 194/212, 94.2%), with
a mean age of 42 years of age (range: 18–72 years). Some
participants reported the death of a child due to SUDEP
(n = 12/212, 5.7%). The majority of participants lived in the
United States (n = 174/212, 84.5%), and other common
countries represented included the United Kingdom (n = 19)
and Canada (n = 5) (Table 1).

Most participants had children with a high seizure burden,
with a median of 24 seizures per year. Over half of the
participants (n = 106/181, 58.6%) reported a history of
generalized tonic‐clonic seizures, and over one‐third reported
nocturnal generalized tonic‐clonic seizures (n = 73/181,
40.3%) (Table 2).

The majority of caregivers (n = 193/212, 91.0%) had at
least some knowledge of SUDEP before taking the survey.
A minority of caregivers (n = 19/212, 9.0%), however,
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learned about SUDEP from the survey itself. Of those
caregivers who had some baseline knowledge of SUDEP, a
minority (n = 31/193, 16.1%) first learned about SUDEP
from a healthcare provider. More commonly, caregivers
learned about SUDEP from a general online source, such as
Google or Facebook (n = 49/161, 30.4%), nonprofits
(n = 41/161, 25.5%), other epilepsy caregivers (n = 12/161,
7.5%), or the news (n = 10/161, 6.2%) (Table 3). Caregivers
learned about SUDEP from nonprofits in a variety of ways,
including accessing the nonprofit online at their webpage
or a moderated social media group. In open‐ended
responses, seven of the twelve bereaved caregivers reported
that they had not heard of SUDEP until their child's death.

Caregiver preferences for SUDEP risk
disclosure

Nearly all participants (n = 209/212, 98.6%) shared the
desire to have a conversation about SUDEP with their
healthcare provider (Table 4). The majority of caregivers
reported that SUDEP risk discussions should be led by
epileptologists (n = 193/212, 91.0%) and/or neurologists
(n = 191/212, 90.1%). Nearly half of participants (n = 98/
212, 46.2%) reported wanting to hear about and discuss
SUDEP with primary care physicians; this preference was

more common for bereaved caregivers (n = 10/12, 83.3%)
than nonbereaved caregivers (n = 88/200, 44.0%). Over
one‐third of participants reported that nurses and/or nurse
practitioners and other caregivers should be engaged to
disclose SUDEP risk.

Most participants desired this conversation to occur at
the first epilepsy visit (n = 140/212, 66%) or with changes in
their child's level of risk (n = 127/212, 59.9%). Many
participants wanted to discuss SUDEP both at the first
epilepsy visit and with changes in the child's level of risk
(n = 90/212, 42.5%). Some caregivers (n = 35/212, 16.5%)
preferred discussions of SUDEP to occur at each visit. In
open‐ended responses, some caregivers described the need
for conversations to occur away from the child or for the
conversation to occur after first asking permission to
discuss SUDEP in the child's presence. As shared by one
caregiver:

It is a very uncomfortable topic. It would best be discussed without
a young child in the room.

Table 1. Demographic characteristics of caregivers.

M (SD) Min–max n/N (%)
N = 205 N = 205 N = 212a

Age (years) 42.37 (9.88) 18–72
Not reported 7 (3.3)

Race
White 194 (94.2)
Mixed 4 (1.9)
Asian 2 (1.0)
Black or African

American
1 (0.5)

Prefer not to answer 5 (2.4)
Not reported 6 (2.8)

Ethnicity
Non‐Hispanic 186 (93.5)
Hispanic 13 (6.5)
Not reported 13 (6.1)

Bereaved 12 (5.7)
US resident 174 (84.5)

Not reported 5 (2.4)
Region of residence in

United States
Midwest 50/174 (28.7)
South 50/174 (28.7)
West 37/174 (21.3)
Northeast 25/174 (14.4)
Not reported 12/174 (6.9)

aUnless otherwise reported.

Table 2. Demographic and epilepsy characteristics of caregivers’
children.

Median Min–max
n (%)
N = 181a

Age (years) 10.50 0–45
Not reported 5 (2.8)

Number of seizures
Per month 3.00 1–100

Not reported 8 (4.4)
Per year 24.00 1–100

Not reported 12 (6.6)
Presence of >1 seizure per month 96 (53.0)
Not reported 8 (4.4)

Presence of tonic‐clonic seizures 106 (58.6)
Not reported 6 (3.3)

Number per year 4.00 1–100
Not reported 4/106 (3.8)

Presence of nocturnal seizures 123 (68.0)
Not reported 5 (2.8)
Tonic‐clonic 73 (40.3)

Not reported 6 (3.3)
Number of prescribed seizure

medications
2.00 0–6

Not reported 8 (4.4)

Of the 212 caregivers, 31 caregivers were not shown child demographic
questions due to skip logic. Of the 181 caregivers shown the child
demographic questions, 5 caregivers chose not to answer any child
demographic questions. Percentages may not add to 100 due to skip logic.
aUnless otherwise reported.

In open‐ended responses, caregivers elaborated on the
key information to include in conversations about SUDEP.
Many caregivers emphasized the importance of describing
key risk factors in order to know their child's individual
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risk for SUDEP, particularly in the context of different
diagnoses or seizure types. In the open‐ended question
“What questions would you recommend other patients and
families ask their healthcare providers about SUDEP?,”
survey participants often asked their own questions about
SUDEP such as what the risk factors for SUDEP are,
indicating a knowledge gap. Caregivers valued when
clinicians defined and discussed risk factors for SUDEP
alongside counseling around how caregivers could reduce
their child's risk. Caregivers appreciated hearing informa-
tion about SUDEP “warning signs,” the ways to lower their
child's risk, the importance of medication adherence, and
counseling regarding whether monitoring devices could
benefit their child.

Caregivers described the need to balance information
about SUDEP risk with support from other epilepsy
caregivers and the care team. Some parents spoke to
the anxiety and fear that can accompany living with
SUDEP risk and encouraged clinicians to validate those
emotions:

Do not downplay the fear parents have regarding SUDEP. We are
scared, and it is reasonable to feel that way. There is very little we
can do to prevent, but awareness is a crucial step in the right
direction.

Table 3. Epilepsy caregivers’ knowledge of SUDEP.

n/N (%)

Nonbereaved Bereaved Total

SUDEP knowledge before survey
Some knowledge 181/200 (90.5) 12/12 (100.0) 193/212 (91.0)
No knowledge 19/200 (9.5) 0/12 (0.0) 19/212 (9.0)

Source where initially learned about SUDEPa

Healthcare provider 30/181 (16.7) 1/12 (8.3) 31/193 (16.1)
Neurologist 15/30 (50.0) ‐ 15/31 (48.4)
Epilepsy specialist 10/30 (33.3) 1/1 (100.0) 11/31 (35.5)
Other provider 3/30 (10.0) ‐ 3/31 (9.7)
Primary care provider 2/30 (6.7) ‐ 2/31 (6.5)

Somewhere else 150/181 (83.3) 11/12 (91.7) 161/193 (83.4)
General online source 47/150 (31.3) 2/11 (18.2) 49/161 (30.4)
Nonprofit 39/150 (26.0) 2/11 (18.2) 41/161 (25.5)
Did not report 20/150 (13.3) ‐ 20/161 (12.4)
Unknown 13/150 (8.7) ‐ 13/161 (8.1)
Epilepsy caregiver 12/150 (8.0) ‐ 12/161 (7.5)
News 10/150 (6.7) ‐ 10/161 (6.2)
Personal experience 3/150 (2.0) 6/11 (54.5) 9/161 (5.6)
Other 6/150 (4.0) 1/11 (9.1) 7/161 (4.3)

Did not report source 1/181 (0.55) ‐ 1/193 (0.52)

Percentages may not add to 100 due to skip logic.
aGeneral online source includes: social media, search engines, unspecified web pages, web pages unaffiliated with nonprofits (e.g., WebMD), and unspecified
online groups. Nonprofit includes: any communication from nonprofits, nonprofit websites, and social media pages or online groups moderated by
nonprofits. Unknown includes: cannot remember. Other includes: unspecified pamphlet, academic training, word of mouth, and radio commercial.
SUDEP, sudden unexpected death in epilepsy.

Table 4. Guidance for healthcare providers on approaching the SUDEP
conversation.

n/N (%)

Nonbereaved Bereaved Total
N = 200 N = 12 N = 212

Caregivers who want to
have discussion with
healthcare provider

197 (98.5) 12 (100) 209 (98.6)

Time of discussion
First epilepsy visit 131 (65.5) 9 (75.0) 140 (66.0)
Risk level changes 120 (60.0) 7 (58.3) 127 (59.9)
Annually 73 (36.5) 1 (8.3) 74 (34.9)
Every visit 31 (15.5) 4 (33.3) 35 (16.5)
Other 12 (6.0) 3 (25.0) 15 (7.1)

Providers who should discuss
Epilepsy specialists 181 (90.5) 12 (100) 193 (91.0)
Neurologists 180 (90.0) 11 (91.7) 191 (90.1)
Primary care doctors 88 (44.0) 10 (83.3) 98 (46.2)
Nurses/nurse practitioners 70 (35.0) 8 (66.7) 78 (36.8)
Psychologists 41 (20.5) 8 (66.7) 49 (23.1)
Other caregivers 19 (9.5) 4 (33.3) 23 (10.8)
Other 12 (6.0) 1 (8.3) 13 (6.1)

Percentages may not add to 100 due to the ability to select multiple
response options.
SUDEP, sudden unexpected death in epilepsy.
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Caregivers characterized how clinicians could provide
support by connecting families with resources for addi-
tional information and peer support. Caregivers advocated
for the provision of written resources; some caregivers
specifically asked for resources that were free of jargon,
data‐driven, and included infographics to aid accessibility.
Some caregivers appreciated information on monitoring
devices and new research findings. Regarding peer support,
caregivers appreciated referrals to parent support groups
and local chapters of epilepsy nonprofits.

The value of learning about SUDEP from
a healthcare provider

In open‐ended responses, caregivers underscored the value of
learning about SUDEP from a healthcare provider and that
hearing it from a trusted source was less scary and more
accurate than the internet. Some caregivers described that
they “deserved to know” their child's risk of SUDEP and that
understanding information about SUDEP risk was key to
understanding their child's care. As shared by one caregiver:

It's a risk. Just like they discuss side effects of medications. This is
a ‘side effect’ of epilepsy, and everyone affected deserves to know
the risks.

Other caregivers directly addressed concerns that
discussing SUDEP could exacerbate anxiety or fear as
misplaced:

“Protecting” the caregivers or “not wanting to scare them” does a
disservice.

Some caregivers described SUDEP risk disclosure as an
element of a trusting therapeutic relationship. As shared by
one caregiver:

Finding out about SUDEP on you[r] own is frightening. It
decreases trust in the medical community. If they are unwilling to
discuss something life‐threatening, why should you trust any
recommendations they have?

Bereaved caregivers described stakes associated with not
learning about SUDEP while their child was alive. Some
caregivers spoke to the potential for decreased guilt or
increased meaning‐making during their child's life. As
shared by one caregiver:

Perhaps if I was aware SUDEP was a possibility, I would have
embraced the time I had with her more fully.

Caregivers with living children also recognized the guilt
that could result from their child's death from SUDEP had
they never learned of the possibility. As shared by one
caregiver:

It's better to know all the information, and that's the only way we
can know that we did the best for our kids to prevent SUDEP. …
This way, we know that we did everything we could for our child,
even if there is a negative outcome. The worst is feeling like you
could have done better for your child if you had only known what
to do.

Discussion

In this study, caregivers offer actionable advice to inform
SUDEP risk disclosure. Our findings affirm that the
overwhelming majority of caregivers of children with
epilepsy want to talk about SUDEP with their child's
healthcare team. This study builds on existing literature to
suggest by whom, when, and how this information should be
delivered. Most caregivers described a preference to learn
about SUDEP early in their child's course and longitudinally
from pediatric neurology and epilepsy clinicians. Despite
these preferences, most respondents did not hear about
SUDEP from a healthcare professional and, instead, accessed
online resources and support. Our findings highlight the
need to improve SUDEP risk disclosure counseling in the
healthcare setting, as well as an opportunity to leverage
online resources and support communities.

The overwhelming majority of caregivers desired to hear
about SUDEP from their child's healthcare provider. This
affirms existing literature that patients and caregivers
appreciate counseling about SUDEP risk.2,13,20–24 Current
barriers to SUDEP risk disclosure include clinician knowl-
edge deficits, perceived risk of exacerbating parent distress,
time, and lack of communication skills training.12–15,25,26

Multiple reports suggest most physicians do not regularly
discuss SUDEP with families.2,3,21,25–27 Many physicians
report only discussing SUDEP when a patient has risk
factors for SUDEP.20,25,26 Generally, physicians who have
more years in practice, completed an epilepsy fellowship,
work in an academic setting, and treat adults with epilepsy
are more likely to discuss SUDEP with their patients.25,26

An analysis of medical records of physicians treating
patients with epilepsy at six hospitals in New York found
that SUDEP counseling was only documented at two of six
studied hospitals, and by only 1% of physicians.26 Much of
these data were collected before the publication of the 2017
AAN/AES practice guidelines that assert that all clinicians
should disclose SUDEP to epilepsy patients and their
families.2 These guidelines did increase the frequency with
which clinicians discussed SUDEP with epilepsy patients
and caregivers; however, our data, in conjunction with
data evaluating practice change in response to the 2017
guideline,3 suggest an ongoing opportunity for improve-
ment in SUDEP risk disclosure.

To reduce barriers to SUDEP risk disclosure, there
are ongoing efforts to educate physicians on the SUDEP
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Clinical Practice Guideline and interventions using
electronic health records (EHR) to promote the disclosure
of SUDEP risk. One quantitative pre‐post trial of a
clinical decision support system used patient‐report data
collected in the waiting room to provide clinical advice to
the clinician using the EHR.28 This system increased the
frequency of SUDEP discussions initiated by primary care
providers, suggesting that EHR triggers could be useful in
prompting clinicians of many specialties working with
epilepsy patients to disclose SUDEP risk.28 A commonly
cited reason for avoiding SUDEP risk counseling is to avoid
causing the caregiver undue anxiety for a rare event.25,27

Acute anxiety is a normative side effect of a new epilepsy
diagnosis29; however, this concern must be balanced
with the ethical imperative to disclose important health
information. In one study of adult epilepsy patients, 30%
experienced increased fear of epilepsy after learning about
SUDEP; however, all participants felt it was their right to be
informed about SUDEP.21 A qualitative study of young
adults with epilepsy in Scotland found that any anxiety
felt after the disclosure of SUDEP was not long‐lasting.24

Importantly, while clinicians may worry that disclosing
information about SUDEP worsens caregiver anxiety, our
findings suggest that caregivers are likely to encounter
information about SUDEP regardless of clinician coun-
seling; ensuring that information about SUDEP risk comes
first from a trusted healthcare provider may mitigate
parent distress.22 Additionally, caregivers emphasized that
SUDEP risk discussions fostered trust in the doctor–patient
relationship.

Caregivers offered advice about the logistics of SUDEP risk
disclosure, including preferences to hear about SUDEP at
epilepsy diagnosis and longitudinally with changes in risk.
These preferences underscore findings from existing litera-
ture.20,22,23 Systems that prompt clinicians to evaluate and
discuss SUDEP risk may aid counseling.28 Not surprisingly,
parents wished for neurology clinicians to share this
information; however, approximately half desired to hear
information directly from their primary care physician. This
finding suggests that interventions to improve SUDEP risk
disclosure should target primary care physicians in addition to
neurology providers, especially since access to epileptologists
is variable among settings. Primary care providers often
serve as front‐line clinicians for children with epilepsy, since
access can limit their ability to refer to a specialist.30 However,
primary care providers may not have adequate training in
SUDEP risk or may assume that a neurologist or epileptol-
ogist treating the patient's epilepsy will discuss SUDEP with
caregivers upon referral.31 Taken together, our findings and
existing data highlight the need for interventions about
SUDEP risk disclosure to include primary care providers.

Caregivers additionally offered advice on what information
to include in SUDEP risk counseling, including a thorough

discussion of risk factors, how caregivers could mitigate risk,
and associated resources and support. Important risk factors
for SUDEP include generalized tonic‐clonic seizures, noc-
turnal seizures, and uncontrolled seizures.1,23 Clinicians can
emphasize the importance of medication adherence and
avoidance of seizure triggers in risk reduction. Some studies
indicate that patients who receive SUDEP counseling are
more adherent to medication regimens.21,32 Many caregivers
in our sample discussed the value of monitoring devices, a
desire that aligns with the concept of early intervention,
based on the belief that cases of witnessed SUDEP are rare.33

While data on the value of these devices mixed and evolving,
clinicians should engage parents directly in a conversation
about the potential harms and benefits of monitoring.34–36

This finding acknowledges a gap in the literature around if,
when, and how to utilize monitoring devices as a strategy to
reduce SUDEP risk. Some caregivers acknowledged the need
for clinicians to validate caregiver emotions. Naming and
validating emotions is a well‐documented strategy for
effectively communicating challenging information.37 Since
SUDEP is only one cause of premature mortality in epilepsy,
counseling around SUDEP risk need not be isolated.
Clinicians commonly cite limited time for appointments as
a barrier to SUDEP risk disclosure.3 Leveraging ways to
incorporate SUDEP counseling into well‐established parts of
the visit may decrease the potential time burden and improve
clinician disclosure. As a caregiver in this cohort offered,
SUDEP counseling may most naturally fall amidst discussion
of epilepsy risks more broadly. Future work should study
how the incorporation of SUDEP risk disclosure with the
discussion of other risks of premature mortality in epilepsy
impacts the frequency of SUDEP risk disclosure by clinicians,
time spent counseling the patient and family, and patient and
caregiver satisfaction.

Limitations of this study include the racial/ethnic
homogeneity of the sample, highlighting that our social
media‐driven recruitment strategy did not yield a repre-
sentative sample of caregivers of children with epilepsy.
Alternatively, our sample's racial and ethnic homogeneity
may reflect less engagement in advocacy groups by
individuals with minoritized identities.38 Data suggest
that systemic barriers contribute to reduced rates of seizure
remission and medication adherence in racial and ethnic
minoritized children; it is unknown whether SUDEP risk
disclosure occurs less often in these populations as
well.39–41 It is important for future work to target these
underrepresented voices, especially in the context of the
high burden of disease and likely underreporting of SUDEP
in underserved populations.9,10 Some people living with
epilepsy reside in congregant settings; their experiences
may be underrepresented here. Worth noting, our survey
had a relatively equal geographic distribution of responses,
which may indicate that perspectives from parents from
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both well‐resourced and under‐resourced regions were
included. Child seizure burden was limited to self‐report
and was high in comparison to the general population of
children with epilepsy. Our sample is likely at higher risk
for SUDEP than the general population of children with
epilepsy; opinions expressed by caregivers may reflect
this. The high yield and recruitment strategy through
parent groups of our survey have the potential to bias our
results toward parents who are highly engaged in the
epilepsy community and, therefore, wish for a high level of
information from and communication with clinicians.
Our methodology risks recall bias. While our design and
analytic strategy offer a broad view of caregiver preferences,
caregiver interviews and/or focus groups may yield more
nuanced data.

Conclusions

Caregivers in this cohort overwhelmingly valued learning
about SUDEP risk from a healthcare provider. Caregivers
appreciated disclosure by epilepsy and/or neurology clin-
icians, the opportunity to revisit SUDEP risk longitudinally
over time, and when clinicians discussed mitigation strategies
alongside risk. Future work should evaluate strategies to
disclose SUDEP risk and the impact of early SUDEP risk
disclosure on the therapeutic alliance, medication adherence,
and patient and caregiver well‐being.
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