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		Abstract

		This article considers how to facilitate meaningful informed consent in embryonic genetic design (EGD), not from a formalistic, procedural, narrow perspective, more focused on protecting the doctor than the patient, but rather as the symbol and primary tool for ensuring autonomy of the patient in medicine and scientific research.  Despite new challenges that EGD poses to ensuring real collaboration of doctor/scientist with the patient, I argue that the complexity of securing valid consent in EGD should not be reason to curtail its use.  Instead, I argue that threats to autonomy must be identified, autonomy actively promoted, and regulation used to empower decision-makers.  I argue that a primary failing of the JK experiment that resulted in the live birth of genetically edited twins was the lack of effective participation by the pregnant woman and her husband. While the couple did sign an informed consent form, although it was questionable that such forms along with JKâ€™s explanations were sufficient, what is clear is that the conditions for their consent and real partnership in the process were absent because their circumstances were made desperate, and thus the conditions for autonomous choice lacking, due to their lack of access to fertility treatments. This failure of informed, autonomous collaboration resulted in an experiment that did not make sense for actual human patients. While the technology likely cannot be stopped, and probably should not be, active patient participation is essential for keeping medicine in check, ensuring it serves the ends of human advancement as opposed to scientific ego. 
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