From: Williams, Jason W. <Jason.Williams@uvmbhealth.org>

Sent: Monday, February 7, 2022 10:44 AM

To: Ann Cummings <ACUMMINGS@leg.state.vt.us>

Cc: Mark MacDonald <MMacDonald@leg.state.vt.us>; Christopher Pearson
<CPearson@leg.state.vt.us>; Randy Brock <RBrock@Ileg.state.vt.us>; Michael Sirotkin
<msirotkin@leg.state.vt.us>; Christopher Bray <CBray@leg.state.vt.us>; Ruth Hardy
<RHardy@leg.state.vt.us>; Jessica Oski <oski@necrasongroup.com>; Adam Necrason
<adam@necrasongroup.com>; Faith Brown <FBrown@Ieg.state.vt.us>

Subject: [External] Follow-up on S.247

[External]

Senator Cummings and the Senate Finance Committee,

On behalf of Dr. Leonard and Dr. Wildin, we wanted to express our appreciation for the
Committee’s willingness to take up S.247, an act relating to prohibiting discrimination based on
genetic information. In addition to their testimonies (here and here), the material | submitted in
January (fact sheet, New England Journal of Medicine article and Journal of Law, Medicine and
Ethics article), and the written informed consent we use with patients, we wanted to clarify a
few points that were raised in testimony yesterday. We understand you will be discussing S.247
again on Wednesday. Please do not hesitate to be in touch with me to seek additional
information or discussion.

The representatives from ACLI warned of the likelihood of adverse selection if S.247 is adopted.
There is not clear evidence to support this.

e The prohibition on use of genetic information leading to adverse selection has not
occurred in health insurance — an equally likely outcome of such a prohibition — even
though GINA has prohibited health insurers from using genetic information in
underwriting for the last 13 years. GINA also prohibits the use of family history.

e The industry’s own data shows that those who seek out and buy life insurance actually
live longer than those who don’t — their best customers are people who are inherently
more cautious and interested in self-preservation. Living longer is in the insurer’s
interest.

e The underwriting risk tables are based on aggregate experience, which already
incorporates a certain amount of presumed adverse selection. It is hard to fathom that
adverse selection from this bill would result in such a significant tipping of the risk
scales.

A representative from ACLI argued that S.247 would prohibit them from using family and
medical history in underwriting. It is our belief that S.247 clearly allows for the continued use of
family and individual medical history for life insurance underwriting and issuance decisions. We
have been in contact with DFR and will continue to work with the Department and Legislative
Counsel to understand if any additional language is necessary to clarify this point.

Some committee members asked for examples of and fear of discrimination. An article from
the Genetic Literacy Project titled “Life insurance companies deny coverage to those with cancer
genes like BRCA” details two issues discussed during your hearing: real examples of people


https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Witness%20Documents/S.247~Debra%20Leonard~Testimony~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Witness%20Documents/S.247~Robert%20Wildin~Testimony~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Public%20Comment/S.247~Jason%20Williams~Fact%20Sheet~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Public%20Comment/S.247~Jason%20Williams~Ending%20Genetic%20Discrimination~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Public%20Comment/S.247~Jason%20Williams~Time%20to%20End%20the%20Use%20of%20Genetic%20Test%20Results%20in%20Life%20Insurance%20Underwriting~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2022/WorkGroups/Senate%20Finance/Bills/S.247/Public%20Comment/S.247~Jason%20Williams~Time%20to%20End%20the%20Use%20of%20Genetic%20Test%20Results%20in%20Life%20Insurance%20Underwriting~2-3-2022.pdf
https://legislature.vermont.gov/Documents/2020/WorkGroups/Senate%20Health%20and%20Welfare/Bills/S.197/Written%20Testimony/S.197~Leah%20Burke~VT%20Informed%20Consent~3-11-2020.pdf
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fgeneticliteracyproject.org%2F2016%2F05%2F09%2Flife-insurance-companies-deny-coverage-cancer-genes-like-brca%2F&data=04%7C01%7Cjason.williams%40uvmhealth.org%7C7401fb2dc28d436debe408d9e82a85f8%7C5fc09f37dc5a489395c0ae3bb5ef18df%7C0%7C0%7C637796091627923476%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000&sdata=EGmj1mfMMz02OLOjRLe5Zbn4SIDDrCoat2D1nBvtyTI%3D&reserved=0

being discriminated against as a result of knowing their genetic information (in this case, a 36
year old woman who tested for the BRCA 1 gene), as well as instances when individuals chose
not to access their genetic information out of fear of future discrimination (25% of people

refusing to participate in a research study because their genetic information could be used to
discriminate against them or their future children if it became linked to their medical record).

We wanted to remind the committee about the experience in Florida. In early 2020, Florida
enacted a comprehensive ban on the use of genetic information in life insurance underwriting.
This was a bi-partisan proposal - passing the House on a vote of 117 - 1 and the Senate 35 - 3.
We have not found any published evidence of negative consequences for life insurance
consumers in Florida since the passage of the law.

Thank you. We look forward to continuing this important discussion.
Best, Jason

Jason W. Williams (he, him, his)

Network Director

Department of Government and Community Relations
(802) 363-6977

The University of Vermont Health Network
725 Community Drive, Suite 302
South Burlington, VT 05403

UVMHealth.org
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