Gender Inclusive Features Across the Health Information
System

SQUIDDY (HE/THEY), 2023

TEUTHIDA@DEFCON.SOCIAL




Who Is Squiddy®e

Graduate Student @ Indiana University
M.S. Health Informatics

Specializing in Health Information
Security & Medical Device Security

» Medical Laboratory Scientist (MLS),
» Laboratory Informaticist,

» Desktop Engineer,
...loud-mouthed lesbian hacker




We Need to Speak and Be
Heard.



For my LGBT elders and siblings from around the world, the word “queer” is used in
this presentation. Many young people in the community have chosen to reclaim
this term. | mean no disrespect by using this term, and you may choose to
substitute it with the term of your choosing.

For our straight and cis friends, please be aware that the term “queer” has until
recently been used as a slur against LGBT individuals in the West and is still used as
a slur in some parts of the globe. If someone has not chosen 1o identify themselves
as queer, please do not refer;to them as such. | ask that you use their preferred
terms.

Please be respeciful!



Gender Inclusivity

What are gender inclusive featurese

At the very least, support for gender identity, preferred name,
and pronouns in order to facilitate gender-inclusive care.

Gender-inclusive care requires gender inclusive features.
Gender-inclusive care benefits everyone,

from transgender patients, o gender-nonconforming
cisgender patients, and patients who are visibly queer.




At Increased Risk

» Transgender and gender diverse (TGD) patients have an elevated risk of overall mortality ranging from
34% to 75% in compared to cisgender patients (Jackson et al., 2023).

» Transgender and GNC individuals may avoid receiving appropriate healthcare (decrease their
frequency in seeking care) if their experience with providers leaves them feeling invalidated (Burgess
et al., 2019).

» Patients who change their sex may be more likely to experience a delay in care related to a
demographic mismatch. A mismatch may be intentional for insurance purposes (Allison et al., 2021).

Marginalized populations experience an Increased risk to their patient safety, this is not a phenomenon
exclusive to transgender individuals. We need to pay attention to the experience of these patients in
order to improve healthcare for all.




“Where does my PHI go¢”




What is an HIS¢

Health Information System (HIS): A system
that manages Healthcare Data.
Examples include electronic health
record (EHR) systems, Laboratory
Information Systems (LIS), and Radiology
Information systems (RIS).

| say “across the HIS” but it is really
“across multiple health information
systems” which together form a web that
manages patient data.




Patient Demographic Mismatch

A patient demographic mismatch can delay patient care, lead to
information being merged to the wrong patient chart, result in incompatible
blood transfusions, errors in medication administrafion, and erroneous
diagnostic lab results.

Transgender patients, for various reasons, may seek to alter their birth sex in
their medical record as it is their right to do so. This can interfere with
preventative screening, and lead to misinterpretation of laboratory results.

We cannot rely solely on biological sex.

Frequency of demographic mismatch will continue to
increase, even with healthcare standards and
middleware designed to improve interoperability.



For Example...

Patient Cases




Not an Isolated Issue

» Demographic mismatches are not exclusive to fransgender care, by
iIncorporating gender-inclusive features we add an additional way to
identify a patient and prevent a demographic mismatch. What is unique
in the risk posed to trans patients is the frequency in which it can occur.

» A demographic mismatch doesn’t just occur in the ER, there is always @
possibility of human error during registration that can lead to delayed care
or duplicate patient records.

» A demographic mismatch can occur in all healthcare facilities that utilize
electronic solutions to manage patient datq, it isn't specific to major
hospitals, or certain hospital settings.



We Shouldn't
Have fo Choose

Transgender patients should not
have to choose befween the
possibility of being misgendered
and receiving appropriate care, or
not receiving care at all. Providers
should rely on more than just sex
and gender when determining
appropriate care for any patient.




What Can We Doe¢

We can push for more gender inclusive features, and
push for them to be incorporated every step of the
way, from the patient chart to the laboratory!

Anatomical (organ) Inventories are ideal solutions
and can also include surgeries that a patient has had
performed. This would also improve care for intersex
Ioo’nen’rs. Inventory data can link to corresponding
CD-10 codes to assist with billing purposes.

Incorporating gender inclusive features in the
laboratory would lead 1o test result values being
flagged appropriately for transgender patients,”and
expected result ranges that are tailored to suit an
individual undergoing HRT.

Additionally, if a patient whose sex has changed is
also coT%gorlzed as transgender, the incorporation of
?enderl entity could ]po entially prevent results from
ailing to cross to a partient’s chart.
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