SPECIFIC AIMS:
Adolescent and young adult (AYA) women with epilepsy have unique and unmet needs for
sexual and reproductive healthcare (SRH). They are at risk for adverse health outcomes,
including fetal teratogen exposure and drug-drug interactions between antiseizure medications
and hormonal contraception leading to poor seizure control and contraceptive failure (1, 2).
They also report low rates of discussing contraception with any physician, as well as low levels
of knowledge about SRH and their underlying disease (3, 4). The PI’s qualitative interviews with
child neurologists revealed that neurologists rely on primary care providers and adolescent
medicine specialists for SRH for these patients, yet are concerned that these providers are not
aware of important epilepsy-specific SRH issues (5). The knowledge, attitudes, and practices of
primary care providers and adolescent medicine specialists regarding SRH for AYA women with
epilepsy are unknown. Characterizing these domains is critical for understanding gaps in SRH
for AYA women with epilepsy and designing interventions to improve care for this population.
We propose the first survey of primary care providers and adolescent medicine specialists to
characterize their knowledge, attitudes, and practices regarding SRH care for AYA women with
epilepsy. We hypothesize that these providers believe that SRH is important for this population,
yet have disease-specific knowledge deficits regarding their SRH. We expect that these
providers can identify specific barriers and facilitators to high-quality SRH for this population.
Our long-term goal is to use the data from this survey to develop interventions to improve the
quality of SRH for AYA women with epilepsy, including patient education, provider training, and
health systems initiatives. We are positioned to undertake this research because of our
preliminary qualitative data and our team’s multidisciplinary expertise in neurology, general
pediatrics, and adolescent medicine.
Aim 1 will be to identify current knowledge, attitudes, and practices of pediatric primary care
and adolescent medicine providers regarding SRH for AYA women with epilepsy. We will
conduct a web-based survey with pediatric primary care and adolescent medicine providers
regarding their experiences related to SRH with AYA women with epilepsy. We will characterize
strengths and areas for intervention in current practice. The outcome will be data that will be
used as a foundation for future health services interventions to improve SRH for AYA women
with epilepsy among general pediatricians, adolescent medicine specialists, and neurologists.
BACKGROUND:
Adolescent and young adult (AYA) women with epilepsy have unique needs for sexual and
reproductive healthcare (SRH). Unintended pregnancy in women with epilepsy is associated
with an elevated risk of spontaneous fetal loss (6). Commonly-used antiseizure medications,
such as valproic acid and topiramate, are teratogens (1). CYP450 enzyme-inducing antiseizure
medications reduce the effectiveness of oral contraception, and oral contraception reduces
lamotrigine levels (1, 2). Though pregnancy planning is considered particularly important for
women with epilepsy, adult women with epilepsy have reported that over half of their
pregnancies are unintended (7, 8).
Little is known about the SRH experiences of AYA women with epilepsy, but current
literature suggests unmet needs. In a survey of AYA women with epilepsy regarding SRH
experiences, a minority reported ever discussing contraception with any physician, and a
majority reported wanting more information (3). AYA women with epilepsy also have poor
knowledge regarding SRH and their underlying disease, answering less than one-fifth of
questions correctly in a recent knowledge assessment (4).
In preliminary qualitative interviews with pediatric neurologists about SRH needs of AYA
women with epilepsy (5), they reported that strong working relationships with primary care
pediatricians and adolescent medicine specialists can be facilitators of high-quality reproductive
healthcare for AYA women with epilepsy. In addition, they reported often relying on primary care
pediatricians and adolescent medicine specialists for addressing their patients’ SRH needs,

particularly in-depth contraceptive counseling and prescription of contraceptive methods.
However, some also reported concerns about these providers’ ability to accurately address the
epilepsy-specific SRH needs of this population and cited misinformation from other specialties
as a potential barrier to optimal care for AYA women with epilepsy.
SIGNIFICANCE
There are no previous studies regarding the knowledge, attitudes, and practices of pediatric
primary care and adolescent medicine providers regarding SRH for AYA women with epilepsy.
Our preliminary data from qualitative interviews with pediatric neurologists suggests that primary
care providers and adolescent medicine specialists are a strong asset in ensuring high-quality
SRH for AYA women with epilepsy. However, interview participants also discussed that primary
care pediatricians and adolescent medicine specialists can also at times be a source of
misinformation about SRH for their patients, particularly regarding epilepsy-specific SRH needs.
This survey will allow us to characterize strengths and areas for improvement in current
practice. Survey results will inform initiatives to improve provision of SRH for AYA women with
epilepsy, including patient education, provider training, and health systems interventions. By
promoting provision of SRH, AYA women with epilepsy will be at less risk for adverse health
outcomes including unplanned pregnancies, drug interactions leading to poor seizure control,
and potential fetal teratogen exposure. We believe that this project fits the APA’s mission of
promoting improvement science, highest-quality patient-centered care, and multidisciplinary
collaboration.
METHODS
Study design/population: Pediatric primary care providers and adolescent medicine
specialists who are members of the
chapter of the American Academy of
Pediatrics (n~2200) will be invited to complete a computerized online survey. We believe that
recruiting participants locally will lead to the most favorable response rate for the survey and
yield a generalizable sample of pediatric primary care and adolescent medicine providers.
Study procedures: Participants will answer questions regarding demographic information and
SRH experience with AYA women with epilepsy. Because caring for AYA women with epilepsy
may be uncommon for primary care and adolescent medicine providers, we will also use case
vignettes to further address knowledge, attitudes, and practices. Specific question topics will
include the overall importance of SRH care to AYA women with epilepsy; knowledge
assessment of specific SRH topics; attitudes about pediatric neurologists and epileptologists;
and barriers and facilitators to SRH care. Content of this survey will be dictated by qualitative
analysis of interviews conducted by the principal investigator (5). Themes and subthemes
identified from the preliminary qualitative work will inform questionnaire item content and
structure. Face and content validity will be further refined with review by content experts, pilot
testing and cognitive interviewing. The survey will be brief (~5-10 minutes), anonymous, and
conducted via the secure QualtricsTM platform. A sample size of 399 pediatricians would achieve
80% power to detect a difference of 0.07 using a two-sided Z-test to estimate the standard
deviation with a significance level of 0.05. We assume the population proportion for a
dichotomous response under the null hypothesis is 0.5. As an incentive, five Apple Watches will
be available by chance drawing to survey participants who provide their contact information on a
separate online form unconnected to survey responses.
TIMELINE
The project will be completed in one year. The survey will be developed over four months,
including one month for an initial draft and three months for redrafting based on validity
assessment. The survey will be distributed over a period of three months. Data analysis and
preparation of the results will occur during the remaining five months of the year.
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August 27, 2019
Re: Co-Mentor Letter for Dr.
To the Research Committee Members:
It is our pleasure to write this most enthusiastic letter of support as the mentors for Dr.
for her Academic Pediatric Association proposal, “Perspectives of general
pediatricians and adolescent medicine specialists on sexual and reproductive healthcare
for adolescent and young adult women with epilepsy.” Dr.
has designed an
exciting project in which she will survey general pediatricians and adolescent medicine
specialists regarding their practices, attitudes, and knowledge about sexual and reproductive
healthcare for adolescent and young adult women with epilepsy. She is an excellent candidate
for this research award, and this proposal is an essential next step in her career development.
Dr.
’s overarching goal is to become an independent investigator examining novel
ways to improve sexual and reproductive healthcare for adolescent and young adult women
with neurologic conditions, particularly epilepsy. Dr.
has long-standing dedication to
sexual and reproductive healthcare for adolescents and young adults since prior to medical
school, with professional experience in family planning. She received the prestigious Emerging
Activist Award from the National Women’s Health Network for her work. She has a rare
combination of skills that uniquely position her to pursue a career advancing sexual and
reproductive healthcare for adolescent and young adult women with epilepsy.
We have had the opportunity to work closely with Dr.
over the past two years during
her pediatric residency. She has been exceptionally productive during this time. Her activities
during residency illustrate her talent as a junior researcher, who is highly motivated, intelligent,
and industrious. She initiated a working group of pediatric subspecialists interested in sexual
and reproductive healthcare, leading to an institution-wide survey (for which Dr.
served as the PI) on the sexual and reproductive healthcare practices of pediatric subspecialists
who prescribe potentially teratogenic medications (abstract in progress). Through this activity,
she developed skills in survey development, validity assessment, and dissemination that are
crucial for her proposed project. Her prior survey achieved an unusually high 65% response rate
– a rarity for provider surveys. The findings of this survey have both institutional and national
implications.
Most pertinent to this application, she recently completed qualitative interviews (n=16) with
pediatric neurologists and epileptologists on their perspectives on sexual and reproductive
healthcare for women with epilepsy (abstract in progress). Through her interviews, she has
found that providers defer contraceptive counseling and prescription to general pediatricians
and adolescent medicine specialists, yet have concerns that other specialties might not
understand the unique sexual and reproductive healthcare needs of these patients. This
qualitative data will prove invaluable for developing a quantitative instrument to measure
providers’ practices, attitudes, knowledge, and experiences in order to understand gaps in care.
This formative work has provided Dr.
with critical skills and experiences that uniquely
position her to undertake the proposed project, as well as prepare her for a future career in
patient-oriented research.
In addition, during her rigorous pediatric training, she authored her debut first-author manuscript
based on her medical school research on primary care providers’ perspectives on prescribing

