
INVISIBLE DATA
The Case for Collecting Sexual Orientation and 
Gender Identity Data In Your Clinical Practice



FAMILY TREE CLINIC

 2009: Family Tree 
launched our LGBTQ 
Health Access Initiative, 
in recognition of stark 
health disparities and 
gaps in access for 
LGBTQ communities

 At the start: 9% of our 
patients self-identified 
on the LGBTQ spectrum 

 Today 50% of our 
patients identify as 
LGBTQ 



WHAT I’M NOT TALKING ABOUT

 Not presenting on 
disparities data

 Not talking about policy 
changes

 Not talking about 
discrimination 
experienced by LGBTQ 
folks in health care 
broadly

 Not talking about other 
social determinants of 
health



WHAT I AM TALKING ABOUT

 The power of 

 The simplicity of

 The opportunities 
afforded by

collecting sexual 
orientation and gender 

identity data



INVISIBILITY TRAJECTORY: DATA DRIVES
POLICY

 The majority of clinics, hospitals and 
health systems do not collect SOGI

 Do not know how many patients 
identify as LGBTQ

 LGBTQ communities are invisible in 
the health system broadly

 There is no consistent data collection at 
a federal level for SOGI

 The Trump administration has removed 
LGBTQ related questions from the 2020 
Census

 Maintaining invisibility is a strategy to 
prevent policies and funding from going 
towards LGBTQ related issues



INVISIBILITIES’ IMPACT

 LGBTQ individuals 
face disparities linked 
to:
 societal stigma,
 discrimination, 
 and denial of their 

civil and human rights

 Caring for our patients 
goes well beyond our clinic 
walls

 Includes caring about their 
identities and their 
communities

 Our patients have multiple 
intersecting points in their 
identities –we can’t 
provide holistic 
appropriate or responsive 
care without asking about 
sexual orientation and 
gender identity 

Masks Disparities* Impedes culturally 
responsive care



COMMON BARRIERS I’VE HEARD

 Patients might be confused
 Need more training
 Don’t know where to start
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Fenway Institute’s 
National LGBT 
Health Education 
Center 

 The Fenway Institute and the Center 
for American Progress conducted a 
study:
 301 people in the waiting rooms of health 

centers in urban centers and three rural 
South Carolina counties 

 How did you feel answering questions 
about sexual orientation and gender 
identity?

 Most respondents were heterosexual 
and non-transgender (cisgender); more 
than half were people of color; and 7 
percent were over age 65. 

 Respondents overwhelmingly supported 
SOGI data in health care encounters. 
 Most respondents agreed that “the 

question was easy for me to answer” and 
that “I would answer this question on a 
registration form at this health center.”



TRAINING

 Training all staff is 
important
 Webinars 

www.lgbthealtheducatio
ncenter.org

 On site training from 
Rainbow Health 
Initiative: 
www.rainbowhealth.org

 Training should be 
incorporated into 
orientations and 
continuing education 

http://www.lgbthealtheducationcenter.org/
http://www.rainbowhealth.org/


MOVING FROM INVISIBILITY TO VISIBILITY
 Be Accountable

 Open to feedback, admit 
when we fail, acknowledge 
power

 Get Uncomfortable
 Discomfort leads to 

change and growth
 Say I Don’t Know

 It’s ok to say you don’t 
know

 Teach Yourself
 There are lots of 

resources, we get to learn!  
 Keep Going

 We will screw up, admit it, 
be accountable, do better 
next time, keep going!



COLLECTING SOGI CAN LEAD TO A MORE
INCLUSIVE PRACTICE

LGBTQ numbers 
increase

Staff 
representation 

increased
Patient Feedback

Changes 
incorporated

Understanding of 
current LGBTQ 

patients  
Baseline

Do the numbers 
change?

Sexual 
Orientation

Gender Identity
Data



SUPPORTS TARGETED UNIVERSALISM

“Targeting within universalism means identifying 
a problem, particularly one suffered by 

marginalized people, proposing a solution, and 
then broadening its scope to cover as many 

people as possible.” 
john a. powell



PRACTICE IMPROVEMENT ACTIONS

Targeted

Asking patients for their 
preferred name and 

pronouns helps to create 
access and inclusion for 

trans and gender 
nonconforming folks

Universalism

AND, can support increased 
access and inclusion for 
many others who use 

nicknames, have changed 
their names, or are in need 

of confidentiality 
protections due to IPI, 
reproductive coercion



VISIBILITIES’ IMPACT: 
PATIENT’S OWN WORDS

You can’t be healthy if you have to hide who you 
are

 The best thing about Family Tree is I'm not ashamed 
of my body, sexuality or questions.

 You all made me feel completely comfortable. I've 
never been so honest when it comes down to my 
health.

 You make it such a safe space for queer identified 
people and that's really amazing. 

 Options! No assumptions! Creating a place where we 
are all welcomed. 

 Making it clear that my sexuality is understood, 
respected, and welcomed! 

 I just feel like happy crying. 



RESOURCES

 www.doaskdotell.org
 www.transhealth.ucsf.edu
 www.healthypeople.gov/2020/topics-

objectives/topic/lesgian-gay-bisexual-and-
transgender-health

 www.lgbthealtheducation.org/training/on-
demand-webinars

 www.rainbowhealthinitiative.org
 www.familytreeclinic.org

http://www.doaskdotell.org/
http://www.transhealth.ucsf.edu/
http://www.healthypeople.gov/2020/topics-objectives/topic/lesgian-gay-bisexual-and-transgender-health
http://www.lgbthealtheducation.org/training/on-demand-webinars
http://www.rainbowhealthinitiative.org/
http://www.familytreeclinic.org/


THANK YOU!
Questions
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