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Health insurance exchanges, established under the Affordable Care Act, are new state-
based marketplaces for uninsured individuals and small businesses to shop for afford-
able health insurance products. The exchanges will also provide valuable new data on 
the health care needs of people across the United States, including historically under-
served groups such as the LGBT population.

Exchanges will have the opportunity to collect these data through optional demo-
graphic questions on exchange application forms, as well as through their oversight of 
insurance carriers offering plans in the exchange marketplaces. If done well, data collec-
tion will help policymakers and advocates better understand and address health dispari-
ties affecting the LGBT community, while also protecting the confidentiality of those 
who volunteer information on their sexual orientation and gender identity.

This FAQ explains why collecting sexual orientation and gender identity data is impor-
tant, how these data can be collected, and the protections in place for LGBT people who 
respond to these questions.

Why collect data on sexual orientation and gender identity?

Public health practitioners and health care providers know that the future of health and 
health care is built on data. Data collection is indispensable to efforts to achieve better 
health for all by identifying, tracking, and eventually eliminating health disparities. Data 
help policymakers, advocates, researchers, and community members better collaborate 
in understanding where disparities exist, directing resources to where they are most 
needed, and tailoring health programs to the specific needs of diverse communities.

Sexual orientation and gender identity data will facilitate numerous activities of the health 
insurance exchanges, including measuring the effectiveness of health plan initiatives to 
promote cultural competency and quality improvement, assessing the insurance coverage 
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needs of LGBT communities, and designing effective outreach policies and programs for 
connecting LGBT people and their families with affordable, high-quality coverage.

While sexual orientation and gender identity data may not initially be sufficiently 
robust to facilitate stratification or other detailed analysis, initiating collection of 
these data is vital to establishing a baseline and, over time, identifying patterns of 
practice that point to opportunities for the exchanges to improve efforts to serve their 
diverse consumer populations.

Most importantly, asking questions about sexual orientation and gender identity com-
municates to LGBT consumers that the exchanges are truly dedicated to fostering 
inclusivity and promoting insurance access for all.

What kind of questions can exchanges use to collect information about 
sexual orientation and gender identity?

Sexual orientation and gender identity have several different components related to 
demographics and legal relationship status, all of which have relevance to the exchanges’ 
activities. Because everyone has a sexual orientation and a gender identity, these ques-
tions will be relevant to all people who apply for coverage through exchanges.

•	 Sexual orientation: the respondent’s identity with regard to romantic and/or  
sexual attraction

•	 Sex: the respondent’s assigned sex at birth, which is the sex listed on the original 
birth certificate

•	Gender identity: the respondent’s current gender identity, which is the respondent’s 
internal sense of being male, female, or another gender; for transgender people, gen-
der identity may differ from the sex they were assigned at birth

•	 Relationship status: the respondent’s legally recognized relationship status with a 
same- or different-sex partner 

Administrative data collection efforts by federally supported health programs under 
agencies such as the Health Resources and Services Administration and the Substance 
Abuse and Mental Health Services Administration currently include sexual orientation 
and gender identity questions.1 Several federal and state surveys, such as the Behavioral 
Risk Factor Surveillance System and the Youth Risk Behavior Survey, also include these 
demographic variables.2  
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The primary developers of sexual orientation and gender identity questions have 
included the Sexual Minority Research Team, or SMART, group at the Williams 
Institute—a national sexual orientation and gender identity law and policy think tank at 
the UCLA School of Law—and the Centers for Disease Control and Prevention.3 The 
National Center for Health Statistics is also developing a sexual orientation measure that 
will be added to the National Health Interview Survey in 2013.4 Though the adminis-
trative and population survey data collection contexts are different, there is substantial 
overlap in research exploring how best to collect sexual orientation and gender identity 
data under various circumstances. 

Is it legal to ask questions about sexual orientation and gender identity?

Yes. Federal regulations clarify that the Affordable Care Act permits exchanges to col-
lect any demographic data using optional questions.5 Reflecting this standard, both the 
proposed single streamlined application and Small Business Health Options Program, 
or SHOP, Exchange employee/employer applications developed by the Centers for 
Medicare and Medicaid Services include optional data elements for race and ethnicity 
information.6 Data elements on sexual orientation and gender identity can similarly be 
included as optional questions on exchange applications.

Will people answer questions about this sort of sensitive information?

Yes. As with questions on race, ethnicity, and primary language, respondents may be 
uncomfortable sharing personal information due to concerns about privacy or potential 
discrimination. Accepted practice, however, reflects the recognition that the usefulness 
of race, ethnicity, and language data justifies the inclusion of these optional questions on 
enrollment forms and for health plan quality and performance measures. Sexual orienta-
tion and gender identity data are no different. 

Moreover, while some individuals will refuse to answer questions they consider too per-
sonal, research has shown that survey respondents are twice as likely to refuse to answer 
questions about income as about sexual orientation.7 Other research has demonstrated 
that including sexual orientation and gender identity questions does not cause respon-
dents to refuse to continue the survey.8

For exchange applicants who are either unfamiliar with these questions or unsure how 
to respond, navigators—entities that will assist consumers with enrolling in coverage 
through the exchanges—and other consumer-assistance personnel should be appropri-
ately trained to alleviate confusion and help individuals proceed through the application 
process with minimal difficulty.
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Will respondents be protected from discrimination if they answer 
questions about sexual orientation and gender identity?

Yes. Several protections will help assure respondents that they will not suffer discrimina-
tion if they choose to disclose that they are gay, lesbian, bisexual, and/or transgender.

•	Federal regulations require exchange staff and contractors, including brokers and navi-
gators, to provide equal services to every individual regardless of sexual orientation or 
gender identity.9

•	 Section 1557 of the Affordable Care Act extends the protections of several fed-
eral nondiscrimination laws to the exchanges, and the Department of Health and 
Human Services has clarified that these protections include gender identity and sex 
stereotyping.10

•	Many states have LGBT-inclusive nondiscrimination protections in public accommo-
dations that prohibit unequal treatment on the basis of sexual orientation or gender 
identity.11 These laws provide additional protections against the improper use of this 
information by exchange employees.

As is also the case with race, ethnicity, and primary language data, as well as all confiden-
tial health information, these nondiscrimination protections must be paired with strong 
privacy and confidentiality standards. This will prevent the inappropriate disclosure or 
misuse of personal data by any person or entity with access to sensitive sexual orienta-
tion or gender identity data information.

Kellan Baker is a Health Policy Analyst with the LGBT Research and Communications proj-
ect at the Center for American Progress and Andrew Cray is a Research Associate for LGBT 
Progress at the Center.
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