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At the clinic level, this culture coincided with a lack of processes and policies for
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1 | INTRODUCTION

In addition to higher cancer risk'™ and later stage can-
cer diagnoses,’ sexual and gender minority (SGM) indi-
viduals experience lower satisfaction with their cancer
care, more distress during survivorship, care delays, and
unmet patient-provider communication needs.°'® The
Joint Comission,11 National Academies of Medicine,
Department of Health and Human Services and
American Society for Clinical Oncology (ASCO),™ all
provide guidance on sexual orientation and gender iden-
tity (SOGI) data collection, as these data are essential to
identify, understand, and inform solutions for disparities
throughout the cancer care continuum. Systematic collec-
tion of SOGI data is essential to prioritize cancer control
interventions in this population. However, practitioners
do not routinely collect SOGI data in electronic health re-
cords (EHRSs), and reasons why they do not routinely and
systematically collect these data are unclear.">** In a 2020
ASCO member survey, respondents identified leadership
support, dedicated resources, and individual respondent
attitudes as facilitators for SOGI data collection. Most of
these respondents were clinicians practicing at academic
medical centers, thus limiting the generalizability to com-
munity oncology settings."

Community oncology practices deliver the majority of
cancer care, but we have limited information regarding
SOGI data collection in these practices.*’ To bring research
advances to practices throughout the United States and
improve generalizability of study findings, the NCI Com-
munity Oncology Research Program (NCORP) includes
46 community sites accruing people with cancer to cancer
clinical trials, research, and care delivery studies.?’ A 2017
assessment found that 72% of NCORP practice groups re-
ported they did not collect sexual orientation nor gender
identity information.?! However, studies indicate patients

collecting SOGI from all patients. At the care team level, perceived irrelevance to
oncology care was related to discomfort asking SOGI, fear of patient discomfort,
and limited awareness of SOGI in electronic health records. Suggested solutions
included: normalizing asking SOGI questions, giving patients privacy to com-
plete SOGI, and clarifying clinical relevance.

Conclusions: SOGI data collection barriers stemmed from perceptions that
SOGI disclosure does not influence care quality. Oncology teams may benefit
from training on culturally sensitive SOGI collection, education on SOGI data
relevance to oncology practices, and support for implementing SOGI data collec-

clinical cancer research, clinical guidelines, epidemiology, psychosocial studies

are willing to disclose SOGI and often do so.**** Practices
in the western United States and practices in states with
higher proportions of SGM individuals in their state were
more likely to collect SOGI, though researchers did not
clarify practice-level barriers and facilitators of SOGI data
collection.”! Barriers and facilitators to SOGI data collec-
tion in community oncology practices are likely multilevel
(patient-, provider-, clinic-). At the patient level, practice
setting, patient/provider rapport, and provider specialty
contribute to patient comfort with disclosing SOGI in-
formation, but there is a dearth of information regarding
provider and clinic-level barriers and facilitators to SOGI
data collection in community practice.”>** Therefore, we
conducted a qualitative study of physicians, advanced
practice providers, and clinical staff that included semi-
structured interviews to understand provider- and clinic-
level barriers and facilitators to SOGI data collection, and
recommend strategies to enhance SOGI data collection.

2 | METHODS

Investigators used the Consolidated Criteria for Report-
ing Qualitative Research (CORE-Q) checklist to guide
reporting.*

2.1 | Study design and recruitment

Content analysis was the methodologic orientation for
this study.? Investigators purposively sampled NRG On-
cology member NCORP sites via email. NRG Oncology's
community practice affiliates are a geographically diverse
sample, as indicated by region, rural/urban commuting
area, and patient mix (minority underserved status vs.
not designated as minority/underserved). We emailed an
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invitation for practice participation to NCORP research
administrators at NRG Oncology member sites with an
active site PI (32 of 40 national NCORP sites). Adminis-
trators at interested sites identified practices with a physi-
cian or advanced practice provider and a staff member at
their practice to participate in a 30-min virtual interview.
To ensure practice participation representing more di-
verse patient representation, we specifically targeted two
minority underserved sites for practice participation with
direct emails to a site physician. The University of Michi-
gan Institutional Review Board deemed this study exempt
under exemption category three criteria A and B, and did
not require written consent. However, investigators ob-
tained verbal consent prior to each interview. Participants
received a $40 electronic Amazon gift card upon interview
completion.

2.2 | Data collection

Interviews were conducted from February 21, 2022 to
June 3, 2022. Data included participants’ professional role
and years of experience in their current position, as well
as practice location information from their institution's
webpage. A cancer care delivery researcher experienced
in qualitative research (MAM) conducted and recorded
all interviews virtually (via Zoom platform) using a semi
structured interview focused on eliciting SOGI data col-
lection processes and perceived barriers and facilitators.
Participants joined virtually from an isolated location
at their workplace or home. Participants had no prior
relationship with the interviewer. The Consolidated
Framework for Implementation Research (CFIR) and a
priori knowledge informed interview guide development
(Data S1).% Interviews lasted between 15 and 30 min and
were only conducted once with each participant. The-
matic saturation was achieved after 12 interviews, and
investigators solicited interviews at one additional site to
confirm themes.

TABLE 1 Practice and Participant characteristics.

Minority
Practice number US region Rural wunderserved
1 West No Yes
2 Midwest No No
3 Upper Midwest No No
4 Midwest Yes No
5 Midwest No No
6 Northeast No Yes
7 South No Yes

Medical oncologist (3.5)
Oncology APP (3)
Oncology APP (7)
Oncologist (6)
Gynecologic oncologist (8)
Gynecologic oncologist (4)

Gynecologic oncologist (3)
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2.3 | Analysis

Interview transcripts were automatically generated via the
Zoom platform. Students reviewed and cleaned the tran-
scripts with the recordings, and LR did a final check and
ensured verbatim transcription. The study team used the-
matic analysis to evaluate barriers and facilitators to SOGI
data collection in oncology clinics.?” Interview transcripts
were reviewed and coded by three independent coders
(MAM, LR, AR) using NVivo Release 1.7 (QSR Interna-
tional). Aninitial codebook was generated a priori based on
constructs included in the updated CFIR framework.?P?
Initial coding was conducted deductively using CFIR as a
starting point. Additional codes and themes were identi-
fied inductively to address those aspects of participant nar-
rative not captured by the existing CFIR constructs, and
descriptions of codes were adjusted to better reflect the
patterns identified. Codes were reviewed using a constant
comparative method and discrepancies were resolved by
discussion and consensus. Saturation was discussed as
interviews were coded and reviewed. After coding, two
coders (MAM, LR, a PhD trained qualitative methodolo-
gist) reviewed coded excerpts independently and met to
discuss and clarify emerging themes. Key themes and ex-
emplary quotes were selected.

3 | RESULTS

Seven NCORP practices from five geographic regions in
the US participated, including three minority/under-
served NCORP sites (Table 1). One interested NCORP
site was unable to find two interview participants, and
one clinician who was contacted for interview did not
respond, requiring the site administrator to identify an-
other clinician from that site. All other individuals con-
tacted consented to interview and participated. Clinicians
(two medical oncologists, two oncology advanced practice
providers, and three gynecologic oncologists) reported an

Clinician (years at
practice)

Staff (years at practice)

Patient services representative (5)
Medical assistant (6)

Social worker (4)

Medical assistant (5)

Front desk staff (5.5)

Medical assistant (3)

Clinic assistant/surgery scheduler (N/A)

Abbreviation: APP: advanced practice provider (nurse practitioner or physician assistant).
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levels of understanding
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FIGURE 1 Model of oncology clinician and staff reported SOGI data collection barriers and facilitators.

average of 4.9years at their current practice and staff re-
ported an average of 4.8 years.

Figure 1 presents identified barriers and facilitators
to SOGI data collection. These factors fell predominantly
into the individual characteristics and inner setting CFIR
domains. Within the individual characteristics domain,
we identified an additional construct called “levels of un-
derstanding”, composed of two broad themes: (1) under-
standing the need for SOGI data collection and (2) comfort
engaging with SOGI. In the inner setting domain, broad
themes aligned with the existing CFIR constructs (3) cul-
ture and (4) relative priority. Table 2 presents themes, sub-
themes, and exemplary quotes.

3.1 | Individual characteristics: levels of
understanding

3.1.1 | Understanding the need for
SOGI collection

Respondents commonly lacked understanding of the need
for SOGI data collection in oncology clinics but expressed
an interest in learning more (Table 2). Many indicated
that knowing patient gender identity was more important
than knowing their sexual orientation because gender
identity influences how to respectfully address patients.
In contrast, all physicians and almost all staff indicated
patient's sexual orientation was not essential to their work
and could not understand its relevance: “I have to admit
that I don't routinely address [sexual orientation] during
my visits, because usually I'm seeing, I'm kind of focused
on the cancer issue”

(Oncologist, I). Staff and clinicians were often unaware of
how recognition of an individual's sexual orientation may
impact their care. When physicians did acknowledge the
importance of sexual orientation, they linked SOGI's im-
port to patient social support. Respondents also indicated
that staff made their own determination of patients' SOGI:

“If patients don't answer, or they don't get asked it, then
it kind of falls unfortunately on the person inputting the
information to kind of make it up... Staff I think are guess-
ing in instances.”

(Social Worker, F).

3.1.2 | Comfort engaging with SOGI

In general, when asked about their comfort with SOGI data
collection, participants’ responses were framed around
understanding, acceptance, and inclusivity (Table 2). We
also found participant comfort to be tied to their sense
of self-efficacy. Those who lacked self-efficacy indicated
anxiety and fear of offending, creating discomfort, or en-
countering conflict. For example, a woman who worked
at the front desk said it was typically older patients who
would become confrontational and tell her, “This isn't any
of your business, why are you asking me this?” Both staff
and physicians described the discomfort they experienced
because they lacked the knowledge and language they be-
lieved they needed to engage on the topic of SOGI effec-
tively. A medical assistant reported discomfort when she
could not “explain why the question was being asked.”
Interestingly, although some participants were frank in
disclosing their discomfort, many instead spoke about
why their colleagues might be reluctant to engage with
patients on the topic or why patients might hesitate to re-
spond or express anger upon at being asked.

3.2 | Inner setting

3.2.1 | Cis-heteronormative culture

Within the inner setting, participants highlighted cultural
assumptions of patients being cis-gender and heterosex-
ual. For example, assuming that all patients were cisgen-
der women in a gynecological oncology setting. These
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assumptions necessitated dedicated efforts from patients
and staff to ensure transgender patients were respected and
provided appropriate care. One oncologist reported an epi-
sode when staff were calling for the next patient but kept
overlooking the appropriate patient because the care team
presumed a female gender, when in fact the patient was
a transgender man. This theme also captures the lack of
consistency and selectivity produced when providers rely
exclusively on appearance (e.g., “dressing masculine”) to
identify patients’ sexual and gender identities, thereby se-
lectively targeting individuals for disclosure and otherwise
placing upon the patient the onus of correcting providers'
misconceptions of gender and sexual orientation (Table 2).

3.2.2 | Low relative priority for SOGI
data collection

Relative priority of SOGI data collection was one of the cen-
tral themes we identified, and it varied by job function. Staff
often considered SOGI data importance relative to organiza-
tional concerns: “We do have like a whole department that
comes out and does in-services and brings awareness; they
also send out various emails. I think next week we're having
a LGBTQ parade that all are invited to in the hospital.”
(Scheduler, M). Clinicians considered SOGI data collec-
tion challenges relative to care impact and capacity. One
physician explained workload influenced physicians'
perspectives:

In order to understand the questions that
you're asking, I think you need to get a real
understanding of the burden that charting is
to clinicians because I think what you're say-
ing is like, “look, but it's important for doc-
tors to know this thing about patients that is
extremely important to patients’ lives, and
therefore to chart it,” right, and I think that
doctors would say to you, It's like “don't you
dare make me press another button.”
(Oncologist, K)

This physician appeared to appreciate the potential impor-
tance of SOGI collection. However, another physician ob-
served, with “the hustle and bustle” SOGI data collection was
not “the most critical thing...maybe it gets left on the side.”
(Oncologist, B).

3.2.3 | IT Infrastructure

Results indicate variation in EHR formats for SOGI data
collection. Ascertaining whether practices had discrete
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fields for SOGI data collection in their EHR was chal-
lenging due to contradictory responses from participants
at the same practice about the presence and location of
SOGI fields, participants confusing SO and GI terms, and
low awareness of SOGI data fields. Participants also em-
phasized patient-level barriers and opportunities to better
utilize patient portals for SOGI data collection. Table 3
provides examples of these IT infrastructure barriers and
facilitators.

3.24 | Key recommendations

Table 4 summarizes staff and clinician recommenda-
tions for SOGI data collection. In addition to EHR infra-
structure changes, respondents suggest collecting SOGI
data in clinical portals or paper forms to enhance SOGI
data utility in clinical settings. Several also mentioned
normalizing SOGI data collection for all patients so that
staff and clinicians can use “a muscle they are not used
to flexing.”

4 | DISCUSSION

In this national sample of community oncology prac-
tices, we identified patient-, staff-, clinician-, and clinic-
level barriers to SOGI data collection. Respondents
reported similar barriers across sites that included sub-
optimal understanding of SOGI data collection need, cis-
heteronormative culture in clinical settings, missing or
buried SOGI data fields in the EHR, competing patient
data collection priorities, and discomfort soliciting SOGI
due to fear of producing potential patient discomfort or
upset. Most cancer care is delivered in community oncol-
ogy settings, yet to our knowledge, ours is the first study to
provide in-depth evaluation of barriers and facilitators to
SOGTI data collection in community oncology practices in
the United States.

Our study builds on prior work by providing import-
ant contextual information from community oncology
settings. The 2017 NCORP Landmark Survey found that
only one in five NCORP practice groups regularly col-
lected SOGI data.** Investigators found NCORP prac-
tices with more ethnic diversity and higher proportions
of SGM patients were more likely to collect SOGI data.
However, these relationships remain poorly under-
stood.?! A 2020 ASCO survey found institutional sup-
port, dedicated resources, and individual respondent
attitudes were necessary for SOGI data collection.'® In
open ended responses they also identified institutional
culture, provider beliefs and discomfort, patient discom-
fort, lack of EHR fields, and lack of training, resources
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TABLE 3 Electronic health record related barriers and facilitators for sexual orientation and gender identity data collection.

CFIR domain: construct Theme/barrier

Inner setting: Awareness of SOGI data fields

IT infrastructure

Ease of access to SOGI fields

Inner setting: Patient process Awareness of SOGI fields

Ability to change SOGI information

Preference for entering SOGI
information

Example quotation

[Increase awareness of SO fields| “I'm not 100% sure I could
find it.” (Oncologist, B)

[Awareness of SO fields location] “Where do they have
[sexual orientation]? ... In the demographics. I'm just
trying to see if we have it on the ... I know it's on... one of
the systems that we use ... hmmm. That's odd. You never
can locate anything when you need it.” (Scheduler, M)

[Workaround for no SOGI fields] “When I go to enter in the
vitals, there's actually a section that says “edit tobacco
and drink usage”, and at the very bottom of that is where
[staff] plug it in at.” (Medical assistant, D)

[Ease of access to SO fields] “Lesbian or gay, it's not easily
accessible.” (Oncologist, I)

[Ease of access to GI fields] “Very nice ... on that left-hand
side ... don't need to expand it” (Oncologist, C)

|Ease of access to GI fields] “You would have to search for
it, because now I'm looking in here and I do see there is
a section for sexual orientation and gender identity, but
Ididn't know about it; I didn't know we had it in there,
actually. ... It's just not easy to find.” (Medical Assistant, H)

“I know there is a section for [sexual orientation and gender
identity] in MiChart but I don't think a lot of [patients]
know how to get to it.” (Medical assistant, D)

“I do not know of them being able to change anything as far
as their demographics on the online portal, it's just a view,
the portal that we have” (Registration, A)

“[Sexual orientation is a question] but a lot of them ... they
just put it ... they don't even fill it up.... The only thing
that I can say that they will fill out is preferred language.”
(Medical assistant, L)

Abbreviations: GI, gender identity; SO, sexual orientation; SOGI, sexual orientation and gender identity.

and time as important barriers.'” These results reflect
clinician views from predominantly academic medical
centers, which may explain the slight differences we ob-
served in community practice settings. Like the ASCO
study, we found that culture influenced SOGI data col-
lection, but participants in our study often spoke about
leadership and culture on a clinic level rather than an
institutional level. Although some participants men-
tioned hospital system Diversity, Equity and Inclusion
initiatives supported SOGI data collection, clinicians
described more granular leadership support for SOGI
data collection that included EHR setup and asking
their clinic staff to “click a button” and populate valued
information as necessary leadership for SOGI data col-
lection. Clinical staff also referenced the welcoming en-
vironment their clinical team provides, suggesting that
change initiatives and education should target clinic
level leadership, not only institutional leadership, in
community oncology settings.

Similar to other studies, many participants did
not perceive SOGI to be important for providing high

quality care, especially physicians.?**° Understandably,
we found that ignorance about the benefit of SOGI data
collection in oncology deprioritized SOGI data collection
relative to other clinical topics in short oncology visits
and led to discomfort with SOGI. While most responses
about comfort with SOGI were personal, descriptions
of discomfort were commonly displaced so that the
respondent was reflecting on how they thought their
patients or colleagues might feel. Considering that the
2020 ASCO survey also found more than 30% of respon-
dents believed that their patients would be uncomfort-
able if asked about their SOGI, widespread discomfort is
an important misconception that must be corrected in
trainings.' A growing body of literature demonstrates
not only patient willingness to disclose SOGI, but im-
proved self-reported health among SGM individuals
when they can disclose.>’** Addressing underlying dis-
comfort is critical because engaging with SOGI creates
vulnerability for patients, clinicians, and staff. This can
be addressed with training to improve self-efficacy in
collecting and engaging with SOGI data, and creating an
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TABLE 4 Oncology clinician and staff recommendations for sexual orientation and gender identity data collection.

Recommendation

[Training] Provide explanations of why staff and clinicians should be knowledgeable about
SOGI (e.g., how it impacts care/outcomes, evidence of patient preferences)
[Training] Use patients, speakers from the LGBQ community, and trusted experts to share

patient stories.

Theme/barrier addressed

Understanding need for SOGI collection
Comfort engaging with SOGI
Normalizing non-normative identities
Making SOGI a priority

[Training] Provide script/dialog to staff for asking NASEM SOGI questions and for

responding and engaging with patient questions

[Intake process] Ask all patients their SOGI to normalize the questions in demographics

collection

[IT infrastructure| Include discrete SOGI fields

[IT infrastructure] Position SOGI fields with other demographic data to ease data input

Staff awareness of SOGI data fields
Clinician ease of access to SOGI fields

[IT infrastructure] Display SOGI data as part of storyboard/banner to facilitate clinician

awareness and access

[IT infrastructure] Include discrete SOGI fields for data entry and editing in patient portal
[IT infrastructure] Position SOGI fields with other demographic data to ease data input
[IT infrastructure| Allow patients to disclose SOGI in patient portals or questionnaires

prior to their visit

Patient awareness of SOGI fields

Patient ability to change SOGI information

Patient preference for entering SOGI
information

Abbreviations: IT: information technology; LGBQ, lesbian, gay, bisexual, and queer; NASEM, National Academies of Science, Engineering, and Medicine;

SOGI, sexual orientation and gender identity.

ethos of cultural humility that includes self-reflection
on biases and curiosity about others' identities.>* Part
of cultural humility is acknowledging that mistakes can
happen, taking the correction, and continuing to learn.
As one gynecologic oncologist explained, “It's not that
everyone always gets the pronouns right every time It's
that people don't just keep misgendering them over and
over again and seeming to do it in a way that's disre-
garding of their preferences.” We can nurture a culture
of curiosity and respect to assuage care team discom-
fort negotiating unfamiliar terms. Though everyone can
benefit from cultural humility in a clinical setting, it is
likely critical to offer different trainings, training de-
livery, and training incentives for physicians and staff.
Staff were more willing to admit their lack of knowledge
about SOGI and express an interest in learning. Provid-
ers framed their need for more knowledge around the
absence of data showing better outcomes. They also
spoke about time issues and other commitments, while
the staff did not.

This study has potential limitations that warrant com-
ment. First, we sampled clinicians and staff who have ac-
cess to clinical and cancer care delivery trials through the
NCORP. These practices likely have different practice en-
vironments and patient populations than community on-
cology practices that do not participate in trials. However,
we did purposively sample a national group of practices
to maximize diversity in geographic region, rurality, and
minority underserved status. We have the added strength
of recruiting through the NCORP research administra-
tors at each practice who connected us with participants,
so interviewees did not self-select into the study due to
personal interests in SOGI. Second, our sample size was

small. However, we did confirm thematic saturation, and
previous research suggests coding becomes relatively
stable after 12 interviews, in some cases even fewer.>>°
Third, given our recruitment strategy, participation was
based on the availability and interest of site contacts and
we cannot measure refusal to participate. Though we took
steps to maximize diversity such as including practices
from five US regions and three minority underserved sites
(which reflect racial/ethnic or rural patients), it is possi-
ble there could be selection bias in our sample. Finally, in
many cases, we could not discern whether practices were
regularly collecting SOGI data due to contradictory re-
sponses between participants, lack of awareness of SOGI,
and conflation of SOGI. While greater insight would have
been informative, participants’ difficulty in articulating
the difference is indicative of the training that is needed,
even in practices where prior training has occurred.
Nearly 10% of the US population identified as SGM in
a 2021 national survey, a number that is higher among
young adults and rising.”” Thus, we must acknowledge
the importance of SOGI data collection in oncology care.
Studies show SGM individuals experience lower satisfac-
tion with their cancer care, more distress during survivor-
ship, delays in care, and unmet needs in patient-provider
communication.®® Not only does SOGI data inform
equitable, patient-centered care, tailored resources, and
reduced minority stress, SOGI disclosure itself may help
reduce delays in care seeking.*® Based on our findings,
training clinicians and staff, and EHR changes are essen-
tial strategies to support SOGI data collection. Providing
discrete fields in the EHR, positioning those fields in ways
that flow with patient intake/registration, and asking all
patients SOGI questions may normalize the process and
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encourage sustained-data collection efforts. However, re-
spondents also encouraged opportunities outside of clinic
such as forms or patient portals. The utility of portals or
non-verbal modes of collection is echoed in patient stud-
ies eliciting preferences for SOGI disclosure.***

5 | CONCLUSIONS

In this study of NCORP practices, we identified several
barriers to SOGI data collection stemming from percep-
tions that SOGI disclosure does not influence cancer care
quality. In addition to clarifying how SOGI data collection
can improve patient experiences and inform care, efforts
should include addressing underlying discomfort around
engaging with SOGI. Oncology teams may benefit from
training on culturally sensitive SOGI collection, education
on SOGI data relevance to oncology practices, and support
for implementing SOGI data collection policies.
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