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Electronic health records as an equity tool for 
LGBTQIA+ people
Collection of data on sexual orientation, gender identity and intersex status will help to reduce health disparities 
that affect people from sexual and gender minority communities.

Alex S. Keuroghlian

Compared to the general population, 
lesbian, gay, bisexual, transgender, 
queer, intersex, asexual and all 

sexual and gender minority (LGBTQIA+) 
communities experience a multitude of 
health disparities. As a result, the 2020 
US National Academies of Sciences, 
Engineering, and Medicine Consensus Study 
Report, “Understanding the Wellbeing of 
LGBTQI+ Populations,” concluded that 
data on sexual orientation, gender identity 
and intersex status are required to inform 
research, engage in population-level 
monitoring, determine resource allocation 
and set policies that effectively address  
these inequities1.

How to collect the data
Routine collection of sexual orientation 
and gender identity data in healthcare 
has high acceptability across racially and 
geographically diverse US communities. 
A study of primary care patients, most of 
whom were cisgender and straight, as well 
as mostly Black, Indigenous and people 
of color, reported that most respondents 
believed that their sexual orientation and 
gender identity are important for their 
medical provider to know, answered 
questions about these at registration and 
expressed willingness to answer them 
again in the future2. Some patients may 
have privacy concerns and benefit from 
understanding the confidentiality safeguards 
that apply to their sexual orientation and 
gender identity data. Transgender and 
gender diverse community members, 
as well as healthcare professionals, 
describe the importance of standardized 
gender-affirming intake forms and 
electronic health records (EHRs) that 
facilitate asking for and using each patient’s 
correct name and pronouns3.

Healthcare organizations can 
adopt well-established strategies for 
data collection. For example, revising 
language for inclusivity in patient-facing 
materials, forms and processes will foster 
environments conducive to collecting data 
about sexual orientation, gender identity and 

sex development4. Data should be collected 
in EHRs in the context of community needs 
and organizational capacity assessments, 
integrated service model development, 
treatment protocol adoption and 
trauma-informed approaches5.

Healthcare organizations can 
identify internal staff champions from 
administrative, clinical, registration and 
information technology departments to 
collaboratively delineate implementation 
timelines and protocols6. Plan–Do–Study–
Act cycles, and other continuous quality 
improvement methods, enable iterative 
enhancements in data collection efficiency 
and effectiveness. Tailoring of standardized 
sexual orientation and gender identity 

question stems and response options in 
collaboration with local communities, for 
both routine demographic registration 
forms and clinical encounters, can create a 
more culturally and linguistically resonant 
patient experience.

Data collection for entry into EHRs may 
occur via paper forms, electronic tablets or 
telehealth modalities, and correct names and 
pronouns can be linked to laboratory testing 
and electronic medication prescribing 
orders7, as for HIV pre-exposure prophylaxis 
(PrEP) or gender-affirming hormone 
therapy. Organizations with more limited 
internal information technology design 
capabilities can inquire whether their EHR 
vendor has pre-existing sexual orientation 
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and gender identity customization options to 
suit their unique workflows. Possible features 
include EHR banners, alerts, automated 
salutations, letter templates and patient 
instructions that effectively display correct 
names and pronouns in each context6.

Patient-centered care
EHRs that arbitrarily associate patients’ 
registration sex with presumed organs 
can cause clinical errors and insurance 
reimbursement denials for necessary 
interventions and preventative screenings, 
such as failing to offer or pay for routine 
cervical Pap tests with trans masculine 
patients who retain a cervix8. Instead, EHR 
anatomical inventories allow care teams to 
note and track retained organs and body 
modifications; in turn, anatomical inventories 
can synergize with clinical decision support 
algorithms to guide patient-centered primary 
and preventive care.

There are numerous current 
applications of EHR data to improve care 
for LGBTQIA+ people (Table 1). Gender 
identity information and anatomical 
inventories can facilitate developmentally 
appropriate delivery of gender-affirming 
psychosocial, pharmacological and surgical 
interventions that are associated with 
better mental health outcomes, including 
lower suicidality9–11. Knowledge of patients’ 
sexual orientation identity and behavior 
is important for effective counseling 
regarding SARS-CoV-2 transmission 
risks12. Collection of patient sexual 
orientation and gender identity data has 
enabled the identification of disparities 
within healthcare organizations, including 
in rates of cervical cancer screening 
among cisgender sexual minority women 
compared to cisgender straight women, and 

among transgender men compared with 
cisgender women13.

Health equity
Emerging opportunities for culturally 
responsive data collection hold promise 
for further advancing LGBTQIA+ health 
equity (Table 1), for example by improving 
understanding of and reducing disparities 
related to SARS-CoV-2 in testing, infection, 
outcomes and vaccination among sexual and 
gender minority populations experiencing 
adverse social determinants of health14. 
In the future, incorporating gender 
identity data collection during isotretinoin 
prescription registration for treating severe 
acne could prevent teratogenicity among 
people who can become pregnant and do 
not identify as female15.

Innovative prediction algorithms 
are starting to link EHR information 
identifying men who have sex with men 
to data on sexually transmitted infection 
positivity and other HIV risk factors, and 
then applying machine learning to more 
effectively identify potential candidates 
for PrEP16. Sexual orientation and gender 
identity data collection is a key facilitator 
of improving quality of care and HIV 
epidemic control for sexual and gender 
minority communities globally, including 
in sub-Saharan Africa. This can occur 
within screening protocols led by health 
departments as a means to identify patients 
most at risk for HIV and therefore in need 
of being prioritized for PrEP17. Likewise, 
developing validated demographic 
questions pertaining to differences of 
sex development and intersex variations 
(DSDI), in partnership with people who 
have DSDI, will facilitate delivery of 
sensitive and effective care18.

training and policy
A critical parallel effort to data collection 
initiatives is training of the healthcare 
workforce. Most clinicians do not discuss 
sexual orientation or gender identity 
with patients, owing to a belief that this 
information lacks relevance to care, concern 
about causing patient discomfort or offense, 
and a lack of the clinical experience, 
knowledge and language to have these 
conversations19. Over the past decade, 
education in sexual and gender minority 
health has increasingly expanded toward 
reaching all healthcare professionals, 
including through mandatory trainings20. 
Clinician education ought to emphasize 
mastery of basic concepts related to 
sexual orientation, gender identity and 
sex development, sensitive and effective 
communication with LGBTQIA+ patients, 
and building inclusive and affirming 
healthcare environments for LGBTQIA+ 
communities4. All healthcare staff should 
be required to have training to mitigate 
the adverse impact of implicit bias against 
patients who are members of sexual and 
gender minorities21.

Inclusive guidelines and protective 
policies at national, regional and 
organizational levels can yield 
transformative benefits. Since 2016, 
the US Health Resources and Services 
Administration’s Bureau of Primary Health 
Care has required all federal qualified 
health centers, serving almost 30 million 
people in the United States, to report patient 
sexual orientation and gender identity 
data on an annual basis22. Implementation 
of this policy enabled several healthcare 
organizations to detect disparities based 
on sexual orientation, gender identity or 
both in screening rates for cervical cancer, 
depression and tobacco use13. US city-level 
sexual orientation and gender identity 
nondiscrimination laws are associated 
with more complete sexual orientation and 
gender identity data in EHRs at federally 
qualified health centers23. This finding 
suggests that federal nondiscrimination 
laws protecting LGBTQIA+ people, such 
as the Equality Act passed by the US House 
of Representatives in February 2021 and 
under consideration in the Senate at the 
time of writing, could help achieve more 
uniform patient data completeness across 
the country, as well as the identification of 
additional disparities for local, state and 
national public health intervention.

Lived experience
Through their lived experience, people with 
diverse sexual orientations, gender identities 
and sex development are uniquely poised to 
guide EHR-related technology, protocol and 

Table 1 | eHrs for equity

current eHr data applications for LGBtQia+ equity

Displaying correct patient name and pronouns through banners, alerts, automated salutations, letter 
templates, laboratory tests, prescriptions and patient instructions

Anatomical inventories for clinical decision support

Population health management to reduce disparities in primary care quality outcomes

Delivery of gender-affirming psychosocial, medical and surgical care

Tailored sexual health counseling regarding SArS-CoV-2 transmission risks

emerging and potential eHr data applications for LGBtQia+ equity

Addressing disparities in SArS-CoV-2 testing, infection, health outcomes and vaccination

Preventing medication-induced teratogenicity for people who can become pregnant and do not 
identify as female (e.g., isotretinoin registry)

Identifying patients who are candidates for HIV pre-exposure prophylaxis

Improving global HIV epidemic control

Improving care for people with differences of sex development and intersex variations
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policy design that addresses LGBTQIA+ 
health inequities. Financially compensated 
inclusion of LGBTQIA+ people ought to 
occur in three important settings24. The first 
consists of healthcare-associated community 
advisory boards that meaningfully influence 
organizational leadership and service 
delivery for meeting population-specific 
needs. The second is medical coding boards 
that inform administrative classification 
and billing for health services. Finally, 
representation of LGBTQIA+ people 
within health data standards development 
organizations, such as the Health Level Seven 
International Gender Harmony Project25, 
will facilitate the ongoing refinement and 
scale-up of interoperable, high-quality and 
culturally responsive EHR systems in the 
United States and across the globe. ❐
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