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Abstract:

To improve treatment success, the present study aimed to identify ideal treatment for cleft lip and palate from
the perspective of patients and their families by investigating maternal feelings and the treatment decision-making
process. Semi-structured interviews were conducted on 8 mothers (age range, 33-43 years) of children with cleft
lip and palate who had completed first-line surgical treatment at Niigata University Medical & Dental Hospital.
Verbatim transcripts were created, and then the data were coded for each context and categorized by repeated
comparison and integration to derive the main concepts. The following concepts were extracted regarding
maternal feelings and treatment decision-making from the time of the child's birth: 'shock and confusion'; feelings
of self-condemnation as a mother’; 'uncertainty about treatment and the future’; 'the possibility of surgery and the
feeling of overcoming treatment’; 'a positive attitude toward treatment’; 'parent-child conflict and respect for the
child's wishes’; 'help through information and support from medical professionals’; 'help through information and
support from families with children with the same condition; 'help through support from family members'; and
'trust toward medical professionals. The following two structures were then identified based on these categories:
'a cycle of uncertainty toward treatment’, and 'changes in maternal feelings coming to grips with treatment. The
present findings demonstrate that, to provide high quality treatment incorporating the perspective of patients and
their families, comprehensive and continuous support based on informed consent and an understanding of the

structure of maternal feelings and treatment decision-making are needed.
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