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February 16, 2018 
 
Office of the National Coordinator for Health Information Technology  
Submitted via email to exchangeframework@hhs.gov 
 
RE: Comment regarding the Draft U.S. Core Data for Interoperability (USCDI) 
and Proposed Expansion Process 
 
Dear colleagues, 
 
We are writing to provide comment regarding the Draft Trusted Exchange 
Framework (TEF) and U.S. Core Data for Interoperability (USCDI) and Proposed 
Expansion Process, which together make up the Trusted Exchange Framework 
and Common Agreement (TEFCA). 
 
We urge ONC to include sexual orientation and gender identity (SOGI) 
standards in the list of required data classes for USCDI Version 1 (USCDIv1). 
SOGI are required elements in the 2015 Edition Base Electronic Health Record 
(EHR) Definition and have been listed as mature standards in the 
Interoperability Standards Advisory (ISA) since 2017. 
 
Inclusion of existing SOGI standards from the 2015 Edition Base EHR Definition 
certification criteria and ISA in USCDIv1 will strengthen the architecture of the 
TEF and will advance the data interoperability goals of the 21st Century Cures 
Act. The inclusion of existing, mature SOGI standards reflects scientific 
consensus and evidence-based best practices endorsed by the Department of 
Health and Human Services (HHS) and other key federal and non-federal 
stakeholders such as The Joint Commission and the U.S. Institute of Medicine.  
 
Inclusion of SOGI standards will strengthen the TEFCA architecture in several 
critical problem areas. SOGI data are easily captured, simply structured, and 
highly interoperable demographic characteristics. Including SOGI data will 
greatly assist in both patient-matching and identity-proofing processes that are 
critical to achieving TEFCA’s interoperability goals and the interoperability 
mandate of the 21st Century Cures Act. High quality patient-matching and 
identity-proofing processes for data exchanged over a Health Information 
Network (HIN) or other exchange infrastructure are critical to TEFCA’s success. 
 
SOGI are potentially life-saving data. In an emergency situation, SOGI data 
exchanged over a HIN can help ensure identity-proofing with a high degree of 
confidence, therein allowing emergency providers who receive data from a 
query to act quickly and confidently. In a non-emergency situation, SOGI data 
are critical to ensuring the delivery of patient-centered care, especially to 
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sexual and gender minorities, who are an NIH-recognized health disparities 
group.1 
 
SOGI are fully interoperable, simply structured data associated with mature 
standards. SOGI have been listed as mature since the 2017 ISA, and have been 
a part of the ISA since it was first released in 2015. Further, SOGI data pose no 
special privacy risks compared to other already collected demographic data. 
SOGI data are less sensitive and less complex data to exchange than other 
categories included in USCDIv1, such as immunizations, medications, 
medication allergies, or health concerns. 
 
Federally Qualified Health Centers (FQHC) are already required to collect SOGI 
data, and to report these data annually to the Health Resources and Services 
Administration Bureau of Primary Health Care (HRSA/BPHC). FQHCs make up a 
substantial portion of participants in HINs and associated infrastructures. This 
means that there is already a great deal of patient-level SOGI data available for 
immediate use upon TEFCA’s release. 
 
Collecting SOGI data is also good for improving health equity. Lesbian, gay, 
bisexual, and transgender (LGBT) people are disproportionately burdened by 
health disparities, and including SOGI in USCDIv1/TEFCA will contribute to the 
elimination of these disparities. Gay and bisexual men and transgender women, 
and in particular gay and bisexual men and transgender women of color, are 
disproportionately burdened by HIV infection.2,3 Lesbian and bisexual women 
are less likely to receive preventive cancer screenings compared to 
heterosexual women,4 and may be at elevated risk of breast and ovarian cancer 
due to higher rates of nulliparity.5,6 According to the 2015 U.S. Transgender 
Survey, 40% of transgender respondents reported ever attempting suicide.7  
 
In order to address these disparities, it is essential that health care facilities be 
able to exchange SOGI in order to ensure continuity of care across the entire 
continuum of care. There is a consensus among researchers, providers, and 
health care organizations that the collection, use, and exchange of SOGI data in 
clinical settings is a key strategy for reducing the health disparities experienced 
by sexual and gender minority populations. In 2011, the Institute of Medicine8 
and the Joint Commission9 recommended routine SOGI data collection in 
electronic health records (EHRs) to enhance understanding of health disparities 
experienced by LGBT people and to help determine strategies to reduce these 
disparities. The Centers for Medicaid & Medicare Services (CMS) 2015 Equity 
Plan for Medicare Beneficiaries encourages SOGI data collection.10 
 
In health IT, this overwhelming consensus about the clinical importance of SOGI 
data led to the addition of SOGI to the 2015 Edition Base EHR Definition and 
the ISA. It is only logical that SOGI be included in USCDIv1. SOGI’s inclusion in 
USCDIv1 will not only strengthen the TEF architecture, it is the logical next step 
for these standards, which all certified EHRs are already required to include. 
 



 

 

It is vital that SOGI be included in the required data classes for the USCDIv1. 
The non-inclusion of SOGI in the required data classes in the draft USCDIv1 
makes TEFCA misaligned with the 2015 Edition Base EHR Definition certification 
criteria and the ISA. Inclusion of SOGI in USCDIv1 will significantly assist in 
achieving the interoperability goals of the 21st Century Cures Act. It would also 
echo the recommendations and policies set forth by numerous federal agencies 
and health care organizations that SOGI data are essential for improving the 
health of all people and for reducing health disparities that disproportionately 
burden sexual and gender minority populations. 
 
Thank you for this opportunity to provide input. 
 
Sincerely, 
 
Kenneth Mayer, MD, FACP  

Co-chair and Medical Research Director, The Fenway Institute  

Director of HIV Prevention Research, Beth Israel Deaconess Medical Center  

Professor of Medicine, Harvard Medical School  

 

Jennifer Potter, MD  

Co-chair, The Fenway Institute  

Director of Women’s Health, Fenway Health  

 

Sean Cahill, PhD  

Director of Health Policy Research  

The Fenway Institute 
 
 
 

1 National Institute on Minority health and Health Disparities. (2016, October 6). “Directors 
Message: Sexual and Gender Minorities Formally Designated as a Health Disparity Population 
for Research Purposes.” National Institutes of Health. Available online at: 
https://www.nimhd.nih.gov/about/directors-corner/message.html 
2 Centers for Disease Control and Prevention. “HIV Among Gay and Bisexual Men.” Accessed 
July 7, 2017. Available online at: https://www.cdc.gov/hiv/group/msm/index.html 
3 amfAR: The Foundation for AIDS Research. (2014, March 31). “Trans population and HIV: Time 
to end the neglect.” http://www.amfar.org/issue-brief-trans-populations-and-hiv-time-to-end-
the-neglect/ 
4 Solazzo AL, Gorman BK, Denney JT. (2017, February 8). “Cancer Screening Utilization Among 
U.S. Women: How Mammogram and Pap Test Use Varies Among Heterosexual, Lesbian, and 
Bisexual Women.” Popul Res Policy Rev. doi:10.1007/s11113-017-9425-5 
5 Gleicher N. “Why are reproductive cancers more common in nulliparous women?” 
Reproductive BioMedicine. May 2013;26(5): 416-419. 
6 Institute of Medicine (US) Committee on Lesbian, Gay, Bisexual, and Transgender Health 
Issues and Research Gaps and Opportunities: The Health of Lesbian, Gay, Bisexual, and 
Transgender People: Building a Foundation for Better Understanding. Washington, DC: National 
Academies Press, 2011. Pages 5-16 and 5-17. 
7 James SE, Herman JL, Rankin S, Keisling M, Mottet L, & Anafi M. (2016). The Report of the 
2015 U.S. Transgender Survey. Washington, DC: National Center for Transgender Equality. 

                                                 



 

 

                                                                                                                                   
8 Committee on Lesbian, Gay, Bisexual, and Transgender Health Issues and Research Gaps and 
Opportunities. (2011, March). The Health of Lesbian, Gay, Bisexual, and Transgender People: 
Building a Foundation for Better Understanding. Institute of Medicine. 
9 The Joint Commission. (2011, October). Advancing Effective Communication, Cultural 
Competence, and Patient- and FamilyCentered Care for the Lesbian, Gay, Bisexual, and 
Transgender (LGBT) Community: A Field Guide. Oak Brook, IL. 
10 Centers for Medicare and Medicaid Services Office of Minority health. (2015, September). 
The CMS Equity Plan for Improving Quality in Medicare. https://www.cms.gov/About-
CMS/Agency-Information/OMH/OMH_Dwnld-CMS_EquityPlanforMedicare_090615.pdf 


