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ABSTRACT

In biobanking, valid informed consent is crucial to protect participants’ autonomy in
relation to the use of their biological samples and their associated data for future
research. However, traditional model of informed consent may not be adequate for this
purpose as future research is yet to be determined. Consequently, few types of modified
informed consent models (broad, dynamic and meta consent) have been proposed by
bioethics scholars to address this issue. Capturing the differences between these types
would give a better understanding in recommending which type of the consent model
provides better autonomy protection in the future. Despite several biobanks already
established in Malaysia, little is known about the informed consent approach in
biobanking research and its ethical challenges. This study aims to identify the informed
consent approach in the Malaysian biobanking and its ethical challenges. This study
also aims to explore the differences in the modified informed consent models in
protecting participants’ autonomy and propose a better approach. In depth interview
with the informants found that broad consent is mainly used for research purposes and
comes with five major ethical challenges. Using systematic review method this study
addressed five significant differences in the consent models discussed and propose that
dynamic consent has a better approach. Although dynamic consent would have a better
approach, its implementation in the Malaysian context may have its own challenges
This study found that there is lack of understanding among the researchers on the

ethical, legal and social aspect of biobanking in Malaysia.
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