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Background

Parents of preterm children are at high risk for mental disorders, which can affect their ability to care for
their children. However, there is a lack of comprehensive understanding of their mental health experience
beyond the neonatal intensive care (NICU).

Objective
This qualitative study evaluates such parental experiences after their transition home from the NICU.

Methods

We conducted 26 semi-structured, one-on-one parental interviews of preterm children <32 weeks
gestational age in Canada, who were between 1 and 18 years of age. Interviews were conducted virtually
by parents with lived experience using an interview guide developed with their input. Data was analyzed
using Constructivist Grounded Theory to identify recurring themes related to parental mental health.

Results

Several key themes related to parental experiences were identified. Some of the negative themes included
persistent worry/fear concerning children’s breathing, getting sick, and their ongoing health and
development. Parents had ongoing anxiety and post-traumatic stress-like symptoms caused by various
triggers. Some parents felt exhausted and isolated from their friends and family. Despite these
experiences, most parents expressed feelings of gratitude, strength and confidence, empathy, closer
relationships, personal growth, positive outlook on life, and resiliency.

Conclusion

This study provides a comprehensive and nuanced understanding of the mental health experiences of
parents of preterm child beyond NICU. It highlights the areas that need targeted mental health support for
these parents.
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