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[Abstract] Purpose This study aimed to understand the psychological state, actual caregiving experience
and the help needed by carers of children with ectodermal dysplasia in the face of this rare disease.
Methods A descriptive qualitative research method was used to collect data through face—to—face
interviews with respondents, live recordings, coding with Nvivo software, and the data were analyzed
using Colaizzi's six—step analysis method. Results Two main themes and nine sub—themes were
extracted. They were as follows: (1) the changes of the caregivers' physical and mental emotions showed
stages: non—acceptance and fluke, guilt and self—blame, sadness and worry, adaptation and acceptance. (2)
High demand for diversified support from caregivers: difficulty in accessing medical care; heavy
economic burden; high care requirements; lack of knowledge about the disease; and pressure to give
birth. Conclusion Medical personnel should pay attention to the needs of children and families with
ectodermal dysplasia, provide appropriate support and help, and guide carers to face the disease positively
and correctly. At the same time, we should popularize science of this disease, raise the attention of the
society to the children with this disease, and build an environment conducive to the growth of the
children, so as to improve the quality of life of the children and their caregivers.
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