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Discussion Guidelines Concerning Infants Born with Congenital Diseases

SAKURAI Hiroko

Abstract:

In 2004, regarding decision-making for infant patients with congenital diseases, a research group of the Japan
Ministry of Health, Labor and Welfare issued a "discussion" guideline and replaced the "classification" guideline
issued earlier.

This paper (1) reviews how the new guideline was made and is being used, and (2) compares the Japanese
situation with a recent court case in the UK where the validity of a discussion guideline was discussed
extensively.

While the new Japanese guideline encourages both medical providers and the patients’ parents to engage in
the process of decision-making in order to discover the “best interest” of infant patients, few institutions
actually follow the guideline. In the UK, on the other hand, although the guideline emphasizes the importance
both of mutual trust between medical providers and parents and of the patient’s “best interest,” because it
classifies diseased infants by specifying “five situations,” the discussion guideline in fact functions as a
classification guideline. In addition, the UK guideline allows legal courts to intervene in cases where opinions
differ between parents and medical providers.

I conclude that the Japanese guideline honors the families’ opinions better than the UK guideline because the

former leaves the final decision to the parents and medical providers.

Keywords: discussion, guideline, infants born with congenital diseases, neonatal medicine, mutual trust

189






