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To: Biden Harris Administration COVID-19 Health Equity Task Force
From: Sean Cahill, PhD, Director of Health Policy Research

Date: April 9, 2021

Re: Sexual orientation and gender identity (SOGI) and intersex data

collection and reporting in COVID-19 testing, care and vaccination

Hello Madame Chair and Task Force members. | am Sean Cabhill, Director of
Health Policy Research at The Fenway Institute and Affiliate Associate Clinical
Professor of Health Sciences at Northeastern University. I’m speaking on behalf of
the LGBTQI Federal Health Policy Roundtable.

We encourage the Biden-Harris Administration to issue federal guidance requiring
the collection and reporting of data on sexual orientation, gender identity, and
intersex status in COVID-19 testing, care and vaccination.

Why is this important?

First, LGBTQI people may be more vulnerable to infection with the novel
coronavirus.

LGBTQ people are nearly twice as likely to work in frontline jobs like retail, food
services, health care, and education.!

Many LGBTQI people live in urban areas, live in dense congregate housing, and
use public transportation, where social distancing is difficult.

LGBT people are more likely to be low-income, especially bisexual women,
transgender people, and people of color.?

A recent Williams Institute analysis of Axios/Ipsos survey data found that LGBT
people of color were more likely than straight, cisgender people of color to test
positive for COVID-19, and twice as likely to test positive for COVID-19 than
LGBT White people.!

Second, LGBT people are more likely to have chronic conditions such as diabetes,?
asthma,* obesity, and cardiovascular disease,> and risk factors like smoking,
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vaping,® and substance use disorder,” that may put them at risk for complications
from COVID-109.

Third, LGBTQ people experience discrimination in health care as well as in
employment, housing and other settings.® This discrimination has negative physical
and mental health effects, and serves as a barrier to accessing health care.® Sexual
minority women, transgender people, and LGBT people of color are less likely to
access routine, preventive care due to discrimination and lower rates of health
insurance.® This may inhibit their ability to access COVID-19 testing, care, and
vaccination.

LGBTQI people must be included in vaccine dissemination plans, and sexual
orientation and gender identity data--SOGI data—must be collected to ensure
equitable vaccine uptake.'* LGBTQI people experience medical mistrust, which
could affect willingness to get the vaccine.

Many older people experience medical mistrust because in their youth the medical
establishment pathologized same-sex behavior and gender diversity, subjecting
them to shock therapy or worse.*?

Intersex people mistrust the medical community due to abuses many experience in
childhood and adulthood.?

A recent analysis in the journal Vaccine found that Black and Native American
men who have sex with men were less willing than White and Latino MSM to get
vaccinated for COVID-19, while Asian American MSM were more likely to get
vaccinated.'

The Biden-Harris Administration should issue federal guidance that, at a
minimum, encourages SOGI + intersex data collection and reporting in COVID-19
testing, care and vaccination uptake. This could come from CDC or somewhere
else in HHS. The CDC COVID-19 case report form needs to add SOGI questions
and change its sex question. Right now the sex question response options on that
form are “male, female, other, unknown.”*® These are not affirming, and miss an
opportunity to understand how this pandemic is affecting LGBTQI people.

It is also imperative that the National COVID Cohort Collaborative (N3C), a
project of the National Center for Advancing Translational Sciences, add SOGI +
intersex to its COVID-19 Clinical Data Warehouse Data Dictionary. By not



including SOGI + intersex, N3C does not allow for research on LGBTQI
populations’ experiences with COVID-19.

In the midst of the worst global pandemic of our lifetimes, our federal government
and most state governments are not collecting and reporting SOGI data so that we
know how COVID-19 is affecting LGBTQI people, including LGBTQI people of
color and elders. Given the Biden-Harris Administration’s commitment to
LGBTQI equality and health equity, we hope that the Biden Harris Administration
will issue federal guidance soon. I am heartened by Dr. Khaldun’s presentation
today. We hope to work with the Task Force and the Data, Analytics and Research
Committee to help address this important data equity issue.

Thank you.
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