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Ethical issues on clinical research of rare diseases
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[ Abstract] Rare diseases are an important global problem affecting human health due to the difficulty of diagnosis and treatment. The number of
clinical researches of rare diseases are increasing, yet ethical issues in these researches were not taken adequate consideration. By analyzing the char-
acteristics of rare disease population and researches, we propose that clinical researches on rare diseases should focus on ethical issues from different
aspects, such as research purpose, scheme design, the risk and benefit analysis and informed consent. With the aim of improving the ethical aware-
ness of investigator, and helping ethics committee in carrying out the relevant review, it will eventually improve the level of rare disease clinical re-
search ethics.
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