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This study aimed to clarify ethical concerns for familial/hereditary disease
research in the era of next-generation sequencing. Through literature study and empirical study,

three main outcomes were achieved: 1) ethical considerations in familial genomic data sharing that
researchers and other stakeholders conducting familial disease study should manage are identified,
and an article of recommendations for them was published; 2) surveys which subjected to the public
were conducted to clarify their knowledge and comprehension about genome or genetic information,
views against ethical concerns in genomic research, and preferences for genomic medicine; 3) a
dilemma between sharing of patients’ genetic information with their family members and
confidentiality, and its ethical and legal issues were examined with reviewing international latest
discussion and national regulations and guidelines, and published.
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“ Consent and confidentiality in genomic medicine: Guidance on the use of genetic and genomic
information in the clinic. 3rd edition” (2019)
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