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Definitions

Sexual and gender minority (SGM) populations include, but are not limited to, individuals
who identify as lesbian, gay, bisexual, asexual, transgender, Two-Spirit, queer, and/or
Intersex. Individuals with same-sex or -gender attractions or behaviors and those with a
difference in sex development are also included. These populations also encompass those
who do not self-identify with one of these terms but whose sexual orientation, gender
iIdentity or expression, or reproductive development is characterized by non-binary
constructs of sexual orientation, gender, and/or sex.

NIH Sexual & Gender Minority Research Office




BACKGROUND




NASEM Reports

The National Academies of
SCIENCES - ENGINEERING - MEDICINE The National Academies of
SCIENCES * ENGINEERING - MEDICINE
= CONSENSUS STUDY REPORT
The Health of Lesbian, L W CONSENSUS STUDY REPORT
Gay, Bisexual, and '0 Y
Transgender People s
~ Buildin lation for Better Understan -

Measuring Sex,
Gender Identity,

N A e

and Sexual Orientation

Understanding the Well-Being of

LGBTQIl+ Populatio

INSTITUTE OF MEDICINE

2011

2022
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Persisting Measurement Challenges

No official standards

Labels/definitions are fluid and rapidly changing

Many terms are unfamiliar to sexual majorities and cisgender populations
Official statistics require time-series, repeated measures over time

Lack of production survey vehicles to conduct experiments

Need for translations into languages other than English

Questions must work for interviewer and self-administered response
modes, as well as when asking proxies to respond for other
household members

Dearth of research on measuring intersex or DSD



Guiding Principles

Inclusiveness
* People deserve to count and be counted

.............................
EEEEEEEEEEEEEEEEEEEEEEEEEEEEE
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Precision

« Use precise terminology that reflects the constructs of interest Ve ey
Gender Identity,

Autonomy and Sexual Orientation
* Respect individual identity and autonomy ;

Parsimony L \V
« Collect only necessary data ‘

Privacy
« Use data in a manner that benefits respondents and respects
their privacy and confidentiality
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FEDERAL OVERVIEW




Federal Resources

National Academies Consensus Studies drive and focus LGBTQI+ Data

Efforts Across Time OMB Report:
Recommendations on the
Interagency Working Group on Measuring FCSM Measuring Sexual Orientation and Best Practices for the
Relationships in Federal Household Gender Identity Research Group (SOGI Collection of SOGI Data on
Surveys (MRFHS IWG) RG)

Federal Surveys
(released 10 January 2023)

2015-2016 2022 to present
.
2010-2014 2018 to present |
Interagency Working Group on Measuring Interagency Working Group on EO 14075
Sexual Orientation and Gender ldentity Federal Evidence Agenda on LGBTQI+

(SOGI IWG) Equity (released 24 January 2023)
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Data and Evidence in EOQ 14075

« EO 14075 (Advancing Equality for Lesbian, Gay, Bisexual,
Transgender, Queer, and Intersex Individuals) (LGBTQI+)

* Wide-ranging EO with many components and requirements

» Recognition that advancing equity and full inclusion requires
Improvements in data collection and evidence use

* Emphasis on promoting inclusive and responsible Federal
data collection practices:

« Development of Federal Evidence Agenda on LGBTQI+ Equity
« Development and implementation of agency SOGI Data Action Plans

« Recommendations for agencies on the best practices for collection of
SOGI data on Federal statistical surveys

https://www.whitehouse.gov/briefing-room/statements-releases/2022/06/15/fact-sheet-president-biden-to-sign-historic-executive-order-advancing-lgbtgi-equality-during-pride-month/ 15



https://www.whitehouse.gov/briefing-room/statements-releases/2022/06/15/fact-sheet-president-biden-to-sign-historic-executive-order-advancing-lgbtqi-equality-during-pride-month/

EO 14075:
OMB REPORT




OMB Report: Recommendations on the Best Practices for

the Collection of SOGI Data on Federal Statistical Surveys

* It is not the intent of this report to limit the SOGI measures need to be flexible and
continued evolution and improvement of adapt over time to maintain usefulness.

SOG! data collection methods. * There’s no best practice for the minimum

» This report does not mandate any survey sample size needed to collect
particular approach or create any new SOGI data.
requirements for agencies. In the future,
Federal agencies may need to diverge
from the recommendations in this report
to reflect new, evidence-based best
practices.

» Current surveys collecting SOGI data
show that respondents are unlikely to skip
SOGI questions (low item nonresponse),
especially compared to other sensitive
data items.

» Data should only be collected if there are
plans to publish statistics, release data to
the public or researchers, or to otherwise
support the mission of the agency.

» There is no single, best practice set of
guestions for soliciting information about a
person’s sexual orientation or gender
identity.

https://www.whitehouse.gov/wp-content/uploads/2023/01/SOGI-Best-Practices.pdf Y



https://www.whitehouse.gov/wp-content/uploads/2023/01/SOGI-Best-Practices.pdf

EO 14075:
FEDERAL EVIDENCE
AGENDA




Subcommittee on SOGI Data

 EO 14075 requires EDWG co-chairs to establish an
interagency working group on sexual orientation,

gender identity, and sex characteristics (SOGI)
data (Section 11)

* Co-chaired by OSTP and OMB

» Charged with developing Federal Evidence Agenda
on LGBTQI+ Equity

https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf ¥



https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf
https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf
https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf

Federal Evidence Agenda:
Process

FEDERAL EVIDENCE AGENDA ON
LGBTQI+ EQuITYy

A Report by ths
Subcommities on Equitable Data

af the

MATIONAL SCIENCE AND TECHNOLOGY COUNCIL

January, 2023

https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf

45+ IWG members
20+ Federal agencies

70+ RFIl responses representing
200+ community members and
subject matter experts

9 listening sessions with 50+
community members and
subject matter experts

Input from Evaluation Officers,
CDOs, Statistical Officials, USG
researchers
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https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf

Federal Evidence Agenda:

Content

« Chapter 1: An Overview of LGBTQI+ Data Needs — This chapter provides
an overview of the SOGI-related data needs throughout the Federal
Government that, if addressed, could improve the Federal Government’s
ability to make data-informed, evidence-based decisions to improve the
health and well-being of LGBTQI+ individuals.

« Chapter 2: Learning Agenda to Advance LGBTQI+ Equity — This Learnin
Agenda identifies a series of overarching and illustrative questions that will
guide the Federal Government’s efforts to understand, support, and
improve the lives of LGBTQI+ individuals and families.

« Chapter 3: Guidelines for Collecting SOGI Data on Federal Administrative
Forms — This chapter identifies important guidelines for collecting SOGI

data on Federal administrative forms, like applications for benefits and
services.

21



Data Needs

SOGI data are demographic data
Data collection must start immediately

SOGI data have the most utility when they
are disaggregated

SOGI data must be used to serve LGBTQI+
people

The value of SOGI data is unlocked by
analysis

Integrate the needs of LGBTQI+ people in
privacy, training, and public trust wor

Federal Evidence Agenda:

Learning Agenda
Topics

e Health, Healthcare, and
Access to Care

* Housing Stability and
Security

« Economic Security and
Education

« Safety, Security, and Justice

Key Takeaways

Administrative Forms

* Ensure relevant data are collected
and privacy protections are properly
applied
Prevent adverse adjudication
Make responses voluntary
Rely on self-attestation
Be consistent and intentional




S0GI DATA
ACTION PLANS




Section 11(c) SOGI Data Action Plans

(¢) Within 200 days of the date of this order, the head of each agency
that conducts relevant programs or statistical surveys related to the
Federal Evidence Agenda on LGBTQI+ Equity shall submit to the Co-
Chairs of the Interagency Working Group on Equitable Data a SOGI
Data Action Plan, which shall detail how the agency plans to use SOGI
data to advance equity for LGBTQI+ individuals and shall identify how
the agency plans to implement the recommendations in the Federal

Evidence Agenda on LGBTQI+ Equity.
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‘ IWG Support: Tools and Templates

Step 1: Build a Team

Meeting with your colleagues in the 50GI Data IWG will help you understand which materials in
the package we shared would be most helpful for you and your team to review. For reference,
the full suite of materials includes:

Informational Materials

O Federal LGBTQI+ Evidence Agenda (full report)
O Fact Sheet: Federal LGBTQI+ Evidence Agenda Overview
Step 4: Complete Assessment O Fact Sheet: LGBTQI+ Data Needs
O Fact Sheet: LGBTQI+ Learning Agenda
O Fact Sheet: LGBTQI+ Forms
Step 5: Draft Your Action Plan FEMPLATE
Tools and Templates: SOGI Data Action Plan for the Department of

O Agency SOGI Data Assessment

POLICY
O SOGI Data Action Plan Template

Fact Sheet: Federal Evidence Agenda on LGBTQH Equity Goal: if relevant, describe why having a policy related to SOGI data collection would help your agency

achieve its mission.

. . e . .
Purpose: The purpose of the Federal Evidence Agenda on LGBTQI+ Equity (“Evidence Agenda”) is to provide a Action: Describe the action steps that would be feasible for your agency to conduct in the next year

toward the goal of adopting a SOGI data collection policy or integrating SOGI data into your existing
data collection paolicies.

roadmap for Federal agencies as they work to create their own data-driven and measurable Sexual Orientation
Gender Identity (SOGI) Data Action Plans to help assess, improve, and monitor the health and well-being of
LGBTQJ+ people over time as required by President Biden in Executive Order 14075 (Advancing Equality for
Leshian, Gay, Bisexual, Transgender, and Intersex Individuals).

Per Section 11(b) of EO 14075, the Evidence Agenda shall: PEOPLE
i.  Describe disparities faced by LGBTQI+ individuals that could be better understood through Goals: Describe how your agency plans to use SOGI data to implement/enforce its nondiscrimination
Federal statistics and data collection; protections. If relevant, describe why your agency is committed to having staff dedicated to SOGI
ii.  Identify, in coordination with agency Statistical Officials, Chief Science Officers, Chief Data data collection or analysis.
Officers, and Evaluation Officers, federal data collections where improved SOGI data collection i
may be important for advancing the Federal Government’s ability to measure disparities facing Actions:
LGBTQl+ individuals; and e Describe the action steps that would be feasible for your agency to conduct in the next year
iii. Identify practices for all agencies engaging in SOGI data collection to follow in order to safeguard = e — e - = = L —_

25



SOGI Data Action Plan &

Moving Forward

« HHS SOGI Data Action Plan is high level, with highlighted administration
priorities, but each agency will be encouraged to work on identifying
their own priorities in their work plan.

* ldentify relationships/intersections with agency Learning Agendas

« SGMRO is working on providing guidance and support to the newly formed
Inclusion Governance Committee, who will provide recommendations if there will
be a coordinated NIH wide approach.

 The SGMRO is always available for technical assistance for sexual orientation,
gender identity, and sex characteristic data collection.

26



FOR REFERENCE:

SOGI IWG & Research Group Reports

* Federal Evidence Agenda on Lesbian, Gay, Bisexual, Transgender, Queer, and Intersex (LGBTQI+) Equity

(Factsheet)

« Recommendations on the Best Practices for the Collection of Sexual Orientation and Gender Identity Data on
Federal Statistical Surveys (whitehouse.gov)

 Measuring Sex, Gender Identity, and Sexual Orientation (NASEM)
 Why Do Federal Agencies Ask About Sexual Orientation and Gender Identity (SOGI) on Surveys? (2021)

» Updates of Terminology of Sexual Orientation and Gender Identity Survey Measures (2020)

» Current Measures of Sexual Orientation and Gender Identity in Federal Surveys (2016)

» Evaluations of Sexual Orientation and Gender Identity Survey Measures: What Have We Learned? (2016)

 Toward a Research Agenda for Measuring Sexual Orientation and Gender Identity in Federal Surveys: Findings,
Recommendations, and Next Steps (2016)

* NIH Sexual & Gender Minority Research Office
 Healthy People 2030

» SOGI on the Census Bureau’s Household Pulse Survey
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https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.whitehouse.gov%2Fwp-content%2Fuploads%2F2023%2F01%2FFederal-Evidence-Agenda-on-LGBTQI-Equity.pdf&data=05%7C01%7Cchristina.dragon%40nih.gov%7C41ac530b5824431a252c08daff1551d2%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638102764271373109%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=rWQkv%2BVMggr5eKCDC1sPLFxudYIJzNBoWkN4tP8folk%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.whitehouse.gov%2Fostp%2Fnews-updates%2F2023%2F01%2F24%2Ffact-sheet-biden-harris-administration-releases-first-ever-federal-evidence-agenda-on-lgbtqi-equity%2F&data=05%7C01%7Cchristina.dragon%40nih.gov%7C01e879e5371c43bca68b08dafef6f223%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638102633852402280%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=y7Ux5%2FJDNP0f%2BBvgo7nuzUZMKbros5HtVqpkSSMN04o%3D&reserved=0
https://dpcpsi.nih.gov/sgmro/reports
https://apps.bea.gov/icsp/fcsm/assets/docs/FCSM%2021%2001%20062221.pdf
https://apps.bea.gov/icsp/fcsm/assets/docs/FCSM_SOGI_Terminology_FY20_Report_FINAL.pdf
https://dpcpsi.nih.gov/sites/default/files/WorkingGroupPaper1_CurrentMeasures_08-16_508.pdf
https://dpcpsi.nih.gov/sites/default/files/Evaluations_of_SOGI_Questions_20160923_508.pdf
https://dpcpsi.nih.gov/sites/default/files/SOGI_Research_Agenda_Final_Report_20161020_508.pdf
https://dpcpsi.nih.gov/sites/default/files/SOGI_Research_Agenda_Final_Report_20161020_508.pdf
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fdpcpsi.nih.gov%2Fsgmro&data=04%7C01%7C%7C6194f3f1f93d432dc13308d90374e924%7Ced5b36e701ee4ebc867ee03cfa0d4697%7C0%7C0%7C637544622935464721%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=Cpw4kotYwUW1urvH9GjjaH%2FBxJBdLYU8PPg35bbTgEQ%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fhealth.gov%2Fhealthypeople&data=04%7C01%7C%7C6194f3f1f93d432dc13308d90374e924%7Ced5b36e701ee4ebc867ee03cfa0d4697%7C0%7C0%7C637544622935464721%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=iISeHAXn%2B2EQlTBNxYVBQbuVCHecAdg3vJm%2BFTKVqN0%3D&reserved=0
https://www.census.gov/newsroom/press-releases/2021/household-pulse-phase-3-2-aug11.html?utm_medium=email&utm_source=govdelivery

THANK YOU!




w Sexual & Gender Minority Research Office

About SGMRO Collaboration

COVID-19

Even

NIH Staff (%

ts Reports Resources

 Get the latest public health information from CDC» « Get the latest research information from NIH » | Espafiol » « NIH staff guidance on coronavirus (NIH Only) »

Sexual & Gender

New Reports Released! Minority Research

Sexual & Gender Minority
Research Office

ANNUAL REPORT

FY 2020 Annual Report & FY 2019 PORTFOLIO ANALYSIS

Portfolio Analysis Fiscal Year 2019

4 Strategic Plan to
@ Advance Research
on the Health

and Well-being of
Sexual & Gender
Minorities

Fiscal Year

SGMRO
SCIENTIFIC
WEBINAR
SERIES

Connect with Us

Office E-mail:
SGMRO@nih.gov

Christina Dragon, MSPH, CHES
christina.dragon@nih.gov

Website:
https://dpcpsi.nih.gov/sgmro

Sign-up for NIH SGM Listserv:
https://tinyurl.com/NIHSGMLIST

Sign-up for the SGM Health SIG Listserv:
https://tinyurl.com/SGMGROUP
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