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Abstract:

This study aims to examine the role of informed consent in protecting the right to genetic privacy by
analyzing the adequacy of the legal and ethical frameworks governing it and identifying its concept,
substantive and formal requirements, and limitations in the context of genetic testing and genetic data,
with particular focus on Saudi and Sudanese legislation. The significance of the study stems from the
highly sensitive nature of genetic data and the risks that may arise from its collection, processing, or
sharing, which may affect both individuals and their families, particularly in light of the rapid
development of genetic technologies and artificial intelligence. The study adopts a descriptive-
analytical approach alongside a comparative approach by examining the relevant legal provisions in
both legal systems, identifying areas of similarity and difference, and assessing the effectiveness of
the protection afforded by each. The study concludes that Sudan suffers from a clear legislative
deficiency, reflected in the absence of comprehensive legislation on personal data protection that
expressly regulates genetic data, as well as inadequate legal regulation of informed consent and genetic
engineering applications, despite the existence of general constitutional protection for privacy. It also
finds that sharing genetic data without clear legal safeguards, combined with rapid digital
development, may result in unforeseen harm to data subjects and their families. The study recommends
enacting specific Sudanese legislation on personal and genetic data protection, imposing stricter
safeguards for informed consent, defining sensitive genetic data more precisely under Saudi law,
adopting a dynamic consent model that enables data subjects to review their consent and continuously
monitor the use of their data, and promoting collective participation by stakeholders affected by genetic
information, thereby strengthening legal protection and achieving a balance between scientific

advancement and respect for genetic privacy.
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