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Gene Therapy Trials Should Emphasize Transparency, Not
Secrecy
Arthur L. Caplan, New York University

On Nov. 18, a female pediatric patient participating in a clinical trial suffered a systemic hyperinflammatory
syndrome and died about two weeks after receiving a gene therapy. Her death comes as both a setback for GT
and a warning about managing future research. It is time to put the sharing of information among research
teams ahead of the current prioritization of secrecy for commercial purposes.

The young girl's death came barely two years after a comparable syndrome resulted in the death of a 27-year-
old man with Duchenne muscular dystrophy. He had received a similar viral vector via a different route of
administration, carrying a different genetic cargo. Two other deaths due to acute reactions and organ toxicity
in early commercial use of the same viral vector occurred in 2022. In 2020 and 2021, a clinical trial of a GT
using yet a different viral vector and carrying a different genetic cargo resulted in the deaths of four boys soon
after administration.
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