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Gender-Affirming Approaches to Data Collection
Office Hours Resource List

Presenter Information
- CAl (Cicatelli Associates)
- Ruchi Mehta (she/her), DISQ Project Director
- Cecilia Gentili (she/her), Director of Diversity, Equity, & Inclusion
» See a full-length version of Cecilia’s presentation, including a sample
client intake form, here.
- Colorado Department of Public Health & Environment
- Elisabeth Meyer (she/her), Program Evaluation Unit Supervisor
- Eduardo Gabrieloff (he/him), Care and Treatment Analyst

Slide Citations

- Background data:
- HIV and Transgender and Other Gender-Diverse People by UNAIDS (2021)
- HIV Surveillance Special Report: HIV Infection, Risk, Prevention, and Testing
Behaviors Among Transgender Women by CDC (2021)
- Injustice at Every Turn: A Report of the National Transgender Discrimination
Survey, A Look at Multiracial Respondents by the National LGBTQ Task Force
(2013)
- How Many Adults and Youth Identify as Transgender in the United States? By
the Williams Institute (2022)
- Ryan White HIV/AIDS Program Client-Level Data Report (2021)
- RS8R Data Dictionary & Schema Implementation Guide
- RSR Crosswalk

Federal Statements
- “Federal Evidence Agenda on LGBTQI+ Equity” Report
- ‘| feel for you, but...”: How Improved Data Will Support the LGBTQI+ Community
- Executive Order on Advancing Equality for Lesbian, Gay, Bisexual, Transgender, Queer,
and Intersex Individuals
- Gender-affirming Care in the RWHAP: Program Letter from Dr. Cheever

Recommendations

- Recommendations on the Best Practices for the Collection of Sexual Orientation and
Gender Identity Data on Federal Statistical Surveys by the White House

- Recommended Demographic Data Standards (Appendix A) by AHIP

- Affirmative Services for Transgender and Gender Diverse People — Best Practices for
Frontline Health Care Staff by National LGBTQIA+ Health Education Center of the
Fenway Institute

- Guidelines for the Primary and Gender-Affirming Care of Transgender and Gender
Nonbinary People by the Center of Excellence for Transgender Health

- Patient-Centered Care for Transgender People: Recommended Practices for Health

Care Settings by CDC
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https://www.unaids.org/sites/default/files/media_asset/04-hiv-human-rights-factsheet-transgender-gender-diverse_en.pdf
https://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-special-report-number-27.pdf
https://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-special-report-number-27.pdf
https://www.thetaskforce.org/resources/injustice-every-turn-report-national-transgender-discrimination-survey-lmultiracial-respondents/
https://www.thetaskforce.org/resources/injustice-every-turn-report-national-transgender-discrimination-survey-lmultiracial-respondents/
https://williamsinstitute.law.ucla.edu/publications/trans-adults-united-states/
https://ryanwhite.hrsa.gov/sites/default/files/ryanwhite/data/rwhap-annual-client-level-data-report-2021.pdf
https://targethiv.org/library/ryan-white-services-report-rsr-data-dictionary-and-xml-schema-implementation-guide-client
https://targethiv.org/library/ryan-white-services-report-rsr-crosswalk
https://www.whitehouse.gov/wp-content/uploads/2023/01/Federal-Evidence-Agenda-on-LGBTQI-Equity.pdf
https://www.whitehouse.gov/ostp/news-updates/2022/08/29/i-feel-for-you-but-how-improved-data-will-support-the-lgbtqi-community/
https://www.whitehouse.gov/briefing-room/presidential-actions/2022/06/15/executive-order-on-advancing-equality-for-lesbian-gay-bisexual-transgender-queer-and-intersex-individuals/
https://www.whitehouse.gov/briefing-room/presidential-actions/2022/06/15/executive-order-on-advancing-equality-for-lesbian-gay-bisexual-transgender-queer-and-intersex-individuals/
https://ryanwhite.hrsa.gov/sites/default/files/ryanwhite/hiv-care/gender-affirming-care-rwhap.pdf
https://www.whitehouse.gov/wp-content/uploads/2023/01/SOGI-Best-Practices.pdf
https://www.whitehouse.gov/wp-content/uploads/2023/01/SOGI-Best-Practices.pdf
https://www.ahip.org/documents/AHIP-Letter-on-Demographic-Data-Standards-with-Appendix.pdf
https://www.lgbtqiahealtheducation.org/publication/affirmative-services-for-transgender-and-gender-diverse-people-best-practices-for-frontline-health-care-staff/
https://www.lgbtqiahealtheducation.org/publication/affirmative-services-for-transgender-and-gender-diverse-people-best-practices-for-frontline-health-care-staff/
https://transcare.ucsf.edu/guidelines
https://transcare.ucsf.edu/guidelines
https://www.cdc.gov/hiv/clinicians/transforming-health/health-care-providers/affirmative-care.html
https://www.cdc.gov/hiv/clinicians/transforming-health/health-care-providers/affirmative-care.html

DISQ

Educational Resources
National LGBTQIA+ Health Education Center of the Fenway Institute
Learning Resources — Collecting Sexual Orientation and Gender Identity Data
“Ready, Set, Go!” A Guide for Collecting Data on Sexual Orientation and Gender
Identity (quide)
- You've Built It...Now What? Applying Sexual Orientation and Gender Identity
Data to Clinical Quality Improvement and Decision Support
- SO/GI Data Collection Demonstration Videos
Center of Excellence for Transgender Health
- Acknowledging Gender and Sex: Supporting Health Care Providers in Serving
Transgender Patients and Clients
Delta Center
- Leveraging SOGI and REAL Data to Advance Equity in Behavioral Health

Toolkits
- Do Ask, Do Tell: A Toolkit for Collecting Data on Sexual Orientation and Gender Identity
in Clinical Settings
- Helping Your Organization Collect Sexual Orientation and Gender Identity Data!
- Eight Tips for Building Coalition Support and Moving SOGI Data Collection Forward in
Your Organization
- The Nuts and Bolts of SOGI Data Implementation: A Troubleshooting Toolkit

Articles

- “Pediatric sexual orientation and gender identity data collection in the electronic health
record” by Hilary Goldhammer, Chris Grasso, Sabra L. Katz-Wise, Katharine Thomson,
Allegra R. Gordon, and Alex S. Keuroghlian (April 2022)

- “Gender harmony: improved standards to support affirmative care of gender-
marginalized people through inclusive gender and sex representation” by Robert C.
McClure, Caroline L. Macumber, Clair Kronk, Chris Grasso, Robert J. Horn, Roz Queen,
Steven Posnack, and Kelly Davidson (August 2021)

- Discusses The Gravity Project

- “Planning and implementing sexual orientation and gender identity data collection in
electronic health records” by Chris Grasso, Michal J. McDowell, Hilary Goldhammer, and
Alex S. Keuroghlian (November 2018)
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https://www.lgbtqiahealtheducation.org/
https://www.lgbtqiahealtheducation.org/resources/in/collecting-sexual-orientation-and-gender-identity-data/
https://www.lgbtqiahealtheducation.org/publication/ready-set-go-a-guide-for-collecting-data-on-sexual-orientation-and-gender-identity-2022-update/
https://www.lgbtqiahealtheducation.org/publication/ready-set-go-a-guide-for-collecting-data-on-sexual-orientation-and-gender-identity-2022-update/
https://www.lgbtqiahealtheducation.org/publication/youve-built-it-now-what/
https://www.lgbtqiahealtheducation.org/courses/so-gi-data-collection-training/
https://prevention.ucsf.edu/transhealth
https://prevention.ucsf.edu/transhealth/education/acknowledging-gender-sex
https://prevention.ucsf.edu/transhealth/education/acknowledging-gender-sex
https://deltacentercalifornia.jsi.com/updates/webinar-leveraging-sogi-and-real-data-advance-equity-behavioral-health
https://doaskdotell.org/
https://doaskdotell.org/
https://fenwayhealth.org/wp-content/uploads/TFI-54_SOGI-Data-Collection-Series-of-3-Tip-Sheets-for-pride-month_HelpingYourOrganization.pdf
https://fenwayhealth.org/wp-content/uploads/TFI-54_SOGI-Data-Collection-Series-of-3-Tip-Sheets-for-pride-month_EightTips.pdf
https://fenwayhealth.org/wp-content/uploads/TFI-54_SOGI-Data-Collection-Series-of-3-Tip-Sheets-for-pride-month_EightTips.pdf
https://fenwayhealth.org/wp-content/uploads/TFI-54_SOGI-Data-Collection-Series-of-3-Tip-Sheets-for-pride-month_NutsAndBolts.pdf
https://academic.oup.com/jamia/article-abstract/29/7/1303/6565894?redirectedFrom=fulltext&login=false
https://academic.oup.com/jamia/article-abstract/29/7/1303/6565894?redirectedFrom=fulltext&login=false
https://academic.oup.com/jamia/article-pdf/29/2/354/42179976/ocab196.pdf
https://academic.oup.com/jamia/article-pdf/29/2/354/42179976/ocab196.pdf
https://confluence.hl7.org/display/GRAV/The+Gravity+Project
https://academic.oup.com/jamia/article/26/1/66/5185589
https://academic.oup.com/jamia/article/26/1/66/5185589



