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INTRODUCTION: Cystic Fibrosis (CF) is the congenital disease with the highest mortality rate in the
Caucasian population. It is estimated that 1 in 2,500 people carry the cystic fibrosis gene. In the
Dominican Republic, this disease has not been studied properly, which means that parents do not have
sufficient educational tools to help them mitigate complications and thus be able to reduce the mortality
of children who suffer from it. In a previously conducted study, parents of patients with cystic fibrosis
presented a fair level of knowledge, which was caused by a misunderstanding of medical terminology.
According to most of them, their knowledge could be improved through the implementation of
educational talks by medical staff. OBJECTIVE: To assess the learning needs of parents about the
management of cystic fibrosis. MATERIALS AND METHODS: An observational, descriptive and cross-
sectional study was carried out with a prospective collection of data offered by the parents of patients
diagnosed with CF through an online data collection instrument. The data of all the patients attending the
cystic fibrosis unit of the Robert Reid Cabral hospital during the period august November 2021. The
questionnaire was sent through the established contacts, and they were analyzed
descriptively. RESULTS: The results were distributed in two categories, the needs corresponding to the
daily management of the condition and the psychological or behavioral management of the child or
adolescent. A total of 32 parents answered the form corresponding to 75% of the total number of
patients enrolled in the program and that the form was sent to them. The most frequently expressed
need by parents was related to feeding management with 97%, followed by cross-infection with 87%, the
importance of hydration with 76%, lung care with 71%, nebulization practices in 68%, 50% would like to
learn about respiratory therapy, and 28% showed interest in the behavioral management of these
patients. CONCLUSION: The learning needs of parents for the management of their children were
concentrated in the daily management of the problem, focusing on the feeding of patients with cystic
fibrosis.
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