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Discussion Questions

1. What are the limitations of the PCOR data infrastructure in terms of:
• disparities in the data, including knowledge about patient outcomes, taking into 

consideration differences in patient preferences and values
• challenges associated with using the data to understand disparities and health 

equity
• lack of data on some populations

2. What are opportunities and priorities for enhancing data capacity in this area?

3. What data capacity challenges is HHS best positioned to address in the context 
of their public mission, authorities, programs, and data resources?



SGM Population Estimates

Sexual orientation and gender 
identity were not collected

SGM/LGBTQ+ people 
are a diverse, 

heterogenous group with 
differing health needs



Three Main Concepts

Sexual Orientation [poorly collected in most clinical and research settings]
three constructs: identity, attraction, and behavior
Identity: sexuality with which someone identifies {bisexual, lesbian, straight, etc.}

Gender Identity [poorly collected in most clinical and research settings]
socially constructed roles, behaviors, activities, and attributes that society has 
defined as feminine, masculine {woman, man, etc.}

Sex Assigned at Birth
biological, anatomic, and physiological characteristics that primarily describe 
phenotype {female, male, intersex}



Clinical Setting and Data Models



Sexual Orientation: Stanford EHR

• Part of 2015 Base EHR Definition (2015 Health IT Certification Criteria)

• Only collects identity construct
• “Select one” only
• Limited selections compared to terms community uses (e.g., queer)
• Write-in available

• No collection of sexual behaviors
Gender(s) of sexual partners
What organs are going where? (for appropriate STI risk assessment)

• No collection of sexual attraction (may be less clinically relevant)



Sexual Orientation: PCORnet CDM v6

• Only records one entry
• Multiple selections are collapsed to “MU” (data loss)
• Write-in value lost.

• There are SNOMED codes for sexual orientations (very limited set). 



Gender Identity: Stanford EHR

• Part of 2015 Base EHR Definition (2015 Health IT Certification Criteria)

• “Select one” only
• Limited selections (e.g., non-binary, agender)
• Antiquated terms
• Write-in available

• Is there algorithmic support to identify transgender people who do not use 
“transgender” label based on sex assigned at birth? 
(respect for patient preferences)



Gender Identity: PCORnet CDM v6 & FHIR

• Only records one entry
• Multiple selections are collapsed to 

“MU” (data loss)
• Write-in value lost.



Research Setting



Sexual Orientation: All of Us Research Program (NIH)

• Only collects identity construct
• Created with community and SME 

input
• Multiple selections allowed

• Asked to all 1 million participants

• Menu  Submenu approach
Can feel othering

• Write-in available

• Some antiquated terms 
(currently being revised)



Sexual Orientation: The PRIDE Study

• Collects identity construct
Separate measures for sexual behavior and sexual attraction

• Multiple selections allowed
~35% select more than one

• Write-in available

• Revise terms every few years based on community engagement



Gender Identity: All of Us Research Program (NIH)

• Only collects identity construct
• Created with community and SME 

input
• Multiple selections allowed

• Asked to all 1 million participants

• Menu  Submenu approach
Can feel othering

• Write-in available

• Some antiquated terms 
(currently being revised)



Gender Identity: The PRIDE Study

• Multiple selections allowed
~18% select more than one

• Write-in available

• Revise terms every few years based on community engagement



1. Current clinical approaches (EHR systems) and data models do not allow 
patients to comprehensively report their sexual orientation and/or gender 
identity.

2. Not using a patient’s/participant’s stated identity (e.g., grouping or 
administratively classifying) will lose valuable data that may have health 
implications.

3. Research studies may serve has models for developing sexual orientation and 
gender identity data standards.

4. Sexual and gender minority terms rapidly change. Frequent re-evaluation with 
community engagement is critical to selecting optimal terms.

My Summary Thoughts



THANKS!
lunn@stanford.edu
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