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Background:

As children with sickle cell disease (SCD) survive into adulthood, it is important to address emerging reproductive health
concerns. This population faces unique fertility challenges, including balancing the desire for biological parenthood, risk of
pregnancy-associated complications, unintended pregnancy, and fertility concerns with the use of SCD modifying therapies
(DMTs) (Smith-Whitley, Blood, 2014, Pecker, Br J Haematol, 2021) . Recent research identified knowledge gaps that impact
reproductive care for adults with SCD (Carrithers, Frontiers, 2023). To overcome these gaps, we need to evaluate the base-
line knowledge of young adults with SCD regarding reproduction to understand the complex implications of reproductive
decision-making. This study was done to gauge young adults’ knowledge of reproduction, understanding of fertility, and
current reproductive behaviors in order to develop educational material to support young adults’ with SCD reproductive
decisions.

Methods:

This IRB-approved, cross-sectional study included young adults living with SCD (ages 18-35) from University of Alabama-
Birmingham'’s Lifespan Comprehensive SCD Center. Patients were recruited during routine clinic visits to complete an elec-
tronic 33-question survey to evaluate reproductive health topics adapted from the Sisters Informing Sisters About AIDS (SISTA)
questionnaire (CDC, 2008), including demographics (age separated into younger age (18-25) and older age (26-35), sexual
health behaviors (contraception, sexually transmitted infection (STI) prevention), family planning, patient advocacy, and at-
titudes towards reproductive education. Responses were recorded as "Yes, No, Don’t Know", unless questions specifically
asked for participants to choose an option. Attitudes toward reproductive education were graded on 5-point Likert scale (1=
strongly disagree to 5=strongly agree). Data analysis includes averages to evaluate subgroup comparisons and independent
student’s t-test to compare subgroups with statistical significance set at p<0.05.

Results:

We enrolled 47 participants (55% women and 51% were of older age). In this cohort, 87% completed high school and 60% were
sexually active. Among those who were sexually active, 86% had previously undergone STl testing and 36% had prior history
of STI (22% men vs. 77% women, 22% younger age vs. 77% older age, p<0.05). Thirty-eight percent identified personal or
partner contraceptive use. Regarding children, 19% had birthed/fathered a child(ren) (55% men vs. 45% women, 22% younger
age vs. 77% older age, p>0.005) among whom 11% knew their child had SCD, 55% knew their child had sickle cell trait (SCT),
and 33% did not know if their child had SCD/SCT. Only 26% were aware of contraceptive options for people with SCD (17%
men vs. 83% women, p<0.05). Importantly, 89% recognized high risk sexual activity as a risk factor for STls but no one in the
cohort recognized the risk of infertility due to STls. When asking about their partners, 32% knew if their partner had SCD/SCT
(20% men vs. 80% women, p<0.05). Notably, 79% desired biologic children. Among those who desired children, 41% felt
that their SCD changed their decision to have children and 26% were previously told they could not have children due to
SCD (12% men vs. 88% women, 25% younger age vs. 75% older age, p<0.05). Notably, 57% were interested in conceiving
if pregnancy was planned (41% men vs. 59% women, 37% younger age vs. 63% older age, p<0.05). When asked if patients
wanted to discuss their reproductive health, 87% wanted to discuss this with their hematologist but only 51% would discuss
this with PCPs.

Conclusion:
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In this study, we identified evaluated 4 tenets of reproductive health knowledge: contraceptive use, STI prevention, family
planning, and patient advocacy. We identified gaps in knowledge in these areas that can be addressed to improve reproduc-
tive education in young adults with SCD. Young adults with SCD in our cohort have low contraceptive use and were often
not aware of contraceptive options for people with SCD or their partner's SCD/SCT status. Our cohort also reported a sig-
nificant history of STI but was unaware of the associated increasing risk for infertility. Importantly. young adults are especially
interested in discussing reproductive health with their hematologists, which provides an opportunity to improve reproductive
education within this unique population.
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