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Abstract :

Genetic Discrimination in the Big Data Era
Calvin W. L. Ho

Establishment of human genetic databases has led to discussions on whether a general ethical or
legal framework can adequately address concerns over discrimination and privacy (in its
informational and decisional aspects) in the Big Data Era. A question in this debate is whether a
more specialised framework should be conceptualised to provide more appropriate guidance,
especially when different ethical principles or regulatory goals come into conflict. A related
consideration is whether this more specialized framework will provide different responses to
informed consent and data sharing. With reference to the European Union’s General Data Protection
Regulation that entered into force in 2018, this paper evaluates what genetic discrimination could
mean in relation to the conceptualisation and practice of privacy, as well as on data sharing. Genetic
discrimination is a complex notion because it encapsulates overlapping interests and concerns that
arise from our needs as human beings, commonly manifested in different types and levels of
dependencies. Importantly, it can be a useful analytic in ethical deliberation and action, through the
explication of whether and how healthcare and research interventions should follow for a given
population and who should have what responsibilities, as well as the ethical goals that should be
prioritised. This paper further argues that a combination of ethical and/or regulatory approaches is
required in order to sustain a moral space by which situational expectations and practices could be
negotiated and implemented at different levels.
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Abstract :

Social Value in Access to and Benefit Sharing of Biological Materials and related
Data in Biomedical Research

Calvin W. L. Ho

This paper argues that social value must remain a central consideration for issues on accessing, and
benefit sharing of, biological materials and related data in biomedical research (ABS). The
argument is made in two contexts (local and global) but its central concern relates to the type of
control that interested individuals and institutions should have, as well as why social value could
matter more. In a local context, the paper will discuss recent legislative and regulatory changes on
the topic in Singapore, where considerable emphasis has been placed on informed consent. While
such a focus may be consistent with legal principles and is operationally important, it may
ultimately constrain the right to science (in international law conventions) unless the principle of
social value is given equal or perhaps even greater emphasis. In a global context, the paper will
evaluate ABS within the normative framework established by the Convention on Biological
Diversity and supplemented by the Nagoya Protocol, particularly in relation to the sharing of human
pathogens. In considering the challenges that arose in relation to the sharing of the HSN1 pathogen
during the outbreak in 2007, this paper seeks to explain — in both the local and global contexts —
how the principle of social value could be conceptualized and applied for the purposes of ABS, and
why it should matter more.
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