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BRIEF COMMUNICATION
A brief communication on the action plan to
improve gender, sex and sexual orientation
documentation practices in Canadian electronic

health records

by Francis Lau

exual and gender minorities (SGM)

who have cancer face numerous
challenges. Many experience discrimi-
nation, stigmatization and even violence
when seeking care. As a result, some
SGM avoid or delay care altogether
leading to reduced cancer screening,
increased cancer risks, and cancer being
detected at a later stage (Margolies &
Brown, 2018). Despite the tremendous
progress over the years in the preven-
tion, diagnosis, and management of
cancer, much less is known about the
cancer burden and support needs of the
SGM cancer populations (Scime, 2019).
This is particularly important for oncol-
ogy nurses, since they interact closely
with cancer patients throughout the
entire care continuum. As such, their
knowledge and empathy towards SGM
can greatly influence the quality of care
and outcomes for SGM cancer patients.

There are major challenges that
affect the care of SGM cancer patients
(Webster & Drury-Smith, 2020). Many
health organizations lack inclusive pol-
icies that support a welcoming and
respectful care environment. Healthcare
staff, including nurses, often lack
knowledge of SGM and the confidence
to deliver culturally competent and safe
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care (Kano et al., 2020; Roberts & Fantz,

2014). The SGM terminology is evolving

and unfamiliar to many (Lau, Antonio,

Davison, Queen & Devor, 2021). Most

existing electronic health records

(EHRs) still use a single sex/gender

data field with the binary options of

male and female, which have rendered

SGM largely invisible in the EHRs, and

by extension, within the health ecosys-

tem (Lau, Antonio, Davison, Queen &

Bryski, 2021).

To improve the definition, collec-
tion and use of GSSO data in EHRs, a
Sex and Gender Working Group was
formed with the help of Canada Health
Infoway to create a high-level action
plan to address the issue (Infoway [a],
n.d.). The Infoway Working Group held
a series of virtual consultation sessions
in 2021 with participants from commu-
nities and organizations across Canada
to examine current GSSO documen-
tation practices, issues, and improve-
ment opportunities. The sessions led
to the co-creation of a high-level action
plan with seven transformative actions,
which are summarized below (Infoway
[b], n.d.).

1. Vision and Goal: Envisage an equity-
and SGM-oriented health ecosystem
that embraces diversity and aligns
with other SGM-related initiatives.
The goal is to have inclusive organi-
zational policies, culturally compe-
tent staff, and enabling EHRs with
modernized GSSO information
practices to help achieve equitable
healthcare access, experiences, and
outcomes for SGM.

2. Engagement and  Partnerships:
Engage organizations and communi-
ties to modernize GSSO information

. GSSO Policy/Practice

practices in EHRs that support equi-
ty-oriented healthcare and meet
SGM needs. Explore opportunities
to partner with agencies beyond the
health ecosystem that collect and use
GSSO data to ensure consistency,
leverage resources, optimize efforts
and maximize impact.

. GSSO Terminology: Establish a pre-

cise, inclusive, appropriate, and
multi-level GSSO terminology with
standardized data definitions, cod-
ing schemes and value sets that sup-
port affirming patient care, provide
complete and accurate health system
and research uses. The terminology
should be inclusive of all SGM iden-
tities and adaptable as the GSSO lan-
guage evolves over time.

. Enabling Digital Health Systems:

Adopt a common set of EHR func-
tions that support the collection
and use of standardized GSSO data,
SGM-oriented clinical care guide-
lines, data-driven analytics, health
system performance monitoring,
and health evidence generation.
There should be common specifi-
cations on data fields, terminology,
interfaces, security and privacy, data
quality, decision support rules, out-
puts, and technology support.

Guidance:
Integrate and tailor GSSO data col-
lection and use including secondary
purposes within all organizational
structures, policies, practices, gover-
nance, use cases and workflow pro-
cesses in order to address specific
SGM needs. Examples of policies
include explicit guidance on why,
what and when GSSO data should
be collected, who should collect the
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data, and safeguards in place for the
data, and privacy of the individuals
asked to disclose the information.

6. Education and Training: Educate
and train healthcare staff to enhance
their capacity to provide culturally
competent and safe care, and EHR
vendors, system implementers, poli-
cymakers, and researchers to ensure
safeguards are in place to protect
these data. Inform patients on the
need for GSSO data collection and
protections for safe access and use.

7. Central Hub for Coordination:
Establish a central hub to liaise,
guide, assist and monitor the prog-
ress of this plan over time. Examples
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