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Gap between Families Who Have Children with Epidermolysis Bullosa
and the Medical Staff over the Issues of Pregnancy,
Childbirth and In-home Care

TODA Mari

Abstract:

Epidermolysis Bullosa (EB) is a rare intractable disease that can cause recurrent blisters on the skin, and still
has no cure or effective symptomatic treatment. While previous researches on EB have focused on medical
issues, little has studied the process of how children with EB managed home-based life. This study clarifies
different views of families who have children with EB and the medical staff who treat them in the discharge
process related to the cases including pregnancy, childbirth and NICU (Neonatal Intensive Care Unit). It also
shows how those two sides understand a care for children with EB and their lifestyle for helping them leave the
hospital. The result illustrates a gap between their understandings of medical care for children with EB. While
the families request continuous care from the medical staff, the medical staff do not categorize the children
within a medical framework as there is no symptomatic treatment for EB. The analysis further shows that
although the in-home care was each family's voluntary decision, their requests for long-term and systemic
health care were not fully satisfied and they had to start in-home care under a uncertain condition without

professional guidance for the practical care and complication prevention.

Keywords: epidermolysis bullosa (EB), intractable disease, patient's family, pregnancy and birth of a child with

EB, in-home medical care
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