March 25, 2020
The Honorable Hannah-Beth Jackson
California Senate Judiciary Committee
State Capitol
Room 2187
Sacramento, CA 95814
Re: SB 980 (Umberg, Privacy: DNA testing companies)—Support
Dear Senator Jackson,
Consumer Reports1 writes in support of SB 980. For over 80 years, Consumer Reports has
worked with consumers for truth, transparency, and fairness in the marketplace. We are strong
proponents of public policy that bolsters consumers’ privacy and their individual right to choose
who accesses their data and for what purposes. It is within this framework that we support this
bill, because it would strengthen privacy protections to uniquely sensitive personal information
collected by direct-to-consumer (DTC) genetic testing companies. This bill will ensure that
genetic information remains confidential by providing detailed requirements to allow for
authorization to disclose the information to specific recipients, and appropriately limits the ways
in which companies can use this information.
With increasing developments of at-home healthcare solutions, testing, and products, it is
important to ensure that our laws protect consumers in the rapidly changing market. Currently,
no federal law directly addresses consumer privacy issues resulting from DTC genetic testing.
While the California Consumer Privacy Act gives consumers the right to opt out of the sale of
this information, this protection kicks in only after the consumer takes action. As a result, by
default, DTC genetic testing companies can do whatever they want with consumers’ most
personal information.
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Inappropriate use of this highly sensitive data can deeply affect consumers. For example, access
to life, disability, and long-term care insurance can be impacted by the results of genetic testing.2
Genetic information gathered by DTC genetic companies can be shared with or sold to third
parties, with no disclosure to the consumer. Further, in a survey of DTC genetic testing
companies, 71% percent of companies could use consumer information internally for purposes
other than providing the results to consumers.3 By curbing unauthorized disclosure and curbing
secondary uses of this sensitive data, this bill would extend important privacy protections to
consumers. We urge your support.
Respectfully submitted,

Maureen Mahoney
Policy Analyst
Consumer Reports
Cc: The Honorable Thomas Umberg
Members, Senate Judiciary Committee
Christian Kurpiewski, Committee Counsel
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