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INTRODUCTION: Sickle cell anemia is included within the structural hemoglobinopathies, is associated
with high rates of morbidity and mortality. In the Dominican Republic, in 2015 a decree was presented
ordering the start of neonatal screening, which has not yet been fulfilled. Knowledge is the pillar of
prevention. OBJECTIVES: To evaluate the knowledge and attitudes about sickle cell disease (SCD) of
caregivers with homozygous children who attend to the hematology outpatient clinic at the Robert Reid
Cabral Third Level Children's Hospital before de implementation of neonatal screening in the Dominican
Republic. METHODS: We performed a descriptive, observational, and cross-sectional research. The study
population consisted of 180 patients and their relatives who attended to the outpatient clinic during the
study period, the selected sample included 102 caregivers, who met the inclusion and exclusion criteria.
The caregivers of children with SCD were assessed by questionnaire based on the Information Sheets for
Parents of Children with Sickle Cell Disease by the Utah Department of Health and by the New England
Pediatric Sickle Cell Consortium. RESULTS: Most of the caregivers interviewed had little (53.9 %) and
very little knowledge (22.5 %) about the SCD. Youngers and less educated caregivers had a lower level of
knowledge. 58.8 % of caregivers knew the form of inheritance and only 4.9 % the probability of
transmission. About complications of SCD 44.1 % had only partial knowledge and 39.2 % were unaware
of them, in addition 48 % of mothers did not know any preventive methods. 56.9% of the parents were
unaware of their sickle cell trait status before becoming pregnant. DISCUSSION AND CONCLUSION: In
our research, the level of knowledge about the sickle cell disease in caregivers was very low. In countries
where neonatal screening and good genetic and educational counseling exists, children with SCD use to
have superior outcomes. Better methods and plans are needed to improve education, ongoing follow-up,
and quality genetic counseling in these families, especially when the newborn screening program in our
country begins.
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