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A phenomenological study of the caregiving experience of caregivers for children receiving home-based

enteral tube feeding
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Department of Gastroenterology, Shenzhen Children's Hospital, Shenzhen, Guangdong

[ Abstract] Objective To explore the caregiving experiences and needs of caregivers for children receiving home-
based enteral tube feeding (HETF), in order to provide a reference for developing personalized discharge planning and
continuing care programs. Methods A descriptive phenomenological study was conducted. Using purposive sampling,
caregivers of HETF children from Shenzhen Children's Hospital were recruited as participants. Face-to-face, semi-
structured, in-depth interviews were carried out. The interview data were analyzed using Colaizzi’s seven-step analysis
method. Results Based on Maslow's hierarchy of needs, five themes were identified: 1) physical exhaustion and life
disruption; 2) uncertainty and a lack of security in home care; 3) insufficiency of family support and emotional ventilation;
4) experience of social scrutiny and stigma; and 5) finding meaning and self-actualization through caregiving. Conclusion
Family members should enhance support for caregivers to improve their quality of life. Prior to discharge, hospitals should
optimize the content and implementation checklist for discharge planning based on “Internet+” service platforms. Post-
discharge, the potential of artificial intelligence should be leveraged to mitigate caregivers' uncertainties. Organizing
support group meetings for caregivers is recommended to strengthen their psychological resilience, while public media
campaigns could be utilized to raise societal awareness. Encouraging caregivers to share experiences can enhance their
sense of accomplishment. Ultimately, an integrated patient- and caregiver-centered healthcare service model should be
established to improve the quality of life for both the children and their caregivers.
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