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Introduction: Barriers exist in access to primary care as well as specialty healthcare such as gender-
affirming care. Understanding the referral sources used to identify new providers for these types of
care can help healthcare systems facilitate access.

Methods: Using data from a community-based survey, demographics and information relevant to
finding new healthcare providers were assessed.

Results: Data from 165 participants suggest that seeking a new primary care provider was perceived as
challenging. The most common referral sources for primary care providers were family/friends, a doc-
tor, or a medical center website. The most common referral sources for gender—affirming care providers
were a doctor, family/friends, or social media. There were significant differences in the types of referral
sources most likely to be utilized for primary versus gender-affirming care.

Conclusions: Personal connections, including trusted doctors, can be important sources of pro-
vider referrals. Additional resources may be needed to facilitate their ability to make quality connec-
tions. Community resources and social media can be important sources when existing social
networks may not have knowledge about the needs of particular communities, especially those who
may be at risk of discrimination. More inclusive and secure referral sources may be needed to
ensure gender-affirming care referrals are made.
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INTRODUCTION

Primary care is an entry point to the healthcare system
for most individuals. Primary care providers are respon-
sible for integrated, regular health care that is focused on
both promoting wellness and managing disease.”” Many
individuals also engage in specialty care, including gen-
der-affirming care, which encompasses a range of serv-
ices designed to support or affirm one’s gender identity
and can include counseling, medication, or surgery.’
NIH defines gender as a multidimensional social and cul-
tural construct that includes gender roles, expressions,
behaviors, activities, power dynamics, and/or attributes
that a given society associates with being a woman, man,
girl, or boy, as well as relationships with each other,

© 2023 The Author(s). Published by Elsevier Inc. on behalf of The American Journal of Pre-

ventive Medicine Board of Governors.

whereas sex is defined as a biological descriptor. Gender-
affirming care is associated with improved mental health
outcomes for gender-diverse individuals.””

Although both primary care and gender-affirming
care have important benefits, barriers exist in access,
including health insurance coverage, provider shortages,
geographic and transportation barriers, and availability
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of appointments.” Structural barriers can be com-
pounded by potential, perceived, or actual discrimina-
tion against certain groups, including gender-diverse
individuals, resulting in significant disparities in avail-
ability and access to high-quality care.” Taken together,
these barriers can make searching for a new provider for
primary care or gender-affirming care a daunting pros-
pect. Understanding how people identify care providers
can have important implications for healthcare systems
to facilitate access, for both primary care as well as more
specialized care such as gender-affirming care.

The objective of this study was to identify the key
referral sources used to identify providers for primary
or gender-affirming care. These 2 unique contexts can
provide insight into the similarities and differences in
the approach to identify a provider for more basic care
as well as specialty care, which may carry some stigma.
Both types of care are usually expected to be long-term
relationships initiated by the patient, compared with
some specialty care in which the relationship to the
provider may be initiated through an inpatient transfer
or only expected to be sustained through an acute ill-
ness. As such, there may be a heightened need in both
types of care to ensure that the provider is an appropri-
ate fit.

METHODS

Recruitment

Participants were adults recruited from community set-
tings in 1 metro area in the U.S. from October to
December, 2022. Surveys were distributed through fam-
ily medicine clinics, online community forums, and local
LGBTQ+ organization events and listservs. As part of a
quality improvement project focused on improving
access to gender-affirming care, the university IRB deter-
mined that this study was exempt from review. Partici-
pants received an information sheet before completing
the survey outlining the study goals and the voluntary
nature of the survey, but no documentation of consent
was deemed to be required. All survey responses were
anonymous. Respondents were given the option of $10
compensation upon completion.

Measures

The survey captured demographic information, as well
as information about participants’ experience and per-
ception regarding seeking a provider for primary care or
gender-affirming care, adapted from the Looking for
Health Information module of the National Cancer
Institute’s Health Information National Trends Survey.
Specifically, participants were asked about the difficulty
in searching for a new provider, their confidence in

finding a new provider, and what referral sources they
would use to find a new provider. Descriptive analysis
was conducted on quantitative data.

RESULTS

Experience Finding a Provider

Demographic and descriptive information is shown in
Table 1. Among the 165 respondents, 63 reported having
searched for a new primary care provider in the past 12
months. Open-ended responses indicated the most com-
mon reason was relocation/location, followed by dissat-
isfaction with a previous provider and aging out of
pediatrics or losing student status.

When asked about the perceived ease or difficulty of
finding a new primary care provider in their last search,
only 15% reported it was very or somewhat easy,
whereas 37% reported it was at least somewhat difficult
and 10% reported they were unable to find a provider.
Participants were roughly divided in their confidence in
their ability to find a new primary care provider if
needed (48% very/somewhat confident vs 52% a little/
not at all confident).

Of the 165 respondents, 23 identified as non-cisgen-
der (14%); 18 of those (78%) had sought medical care
for gender dysphoria or other gender identity concern.
Participants indicated in open-ended responses that
they were most often referred to their gender-affirming
care provider by a previous provider, searched on their
own, and used word of mouth.

Referral Sources for Finding Primary Care or
Gender-Affirming Care Provider

All participants were asked about the sources they would
use to identify a new primary care provider and a pro-
vider if they were to seek gender-affirming care for a
friend or family member. Table 2 shows participant
responses. Open-ended prompts to provide additional
details about referral sources for both primary care and
gender-affirming care largely focused on friends and
family, particularly those with healthcare experience.
Affinity-based sources were identified as important
resources for finding primary care; these included a
focus on inclusion based on ethnic background, gender,
body size, or disability. Similarly, LGBTQ+ community
groups were named frequently as referral sources for
finding gender-affirming care.

A paired sample t-test was conducted to determine
the difference in the likelihood of using each referral
source. Participants were significantly more likely to use
referrals from a doctor (t= —3.32; df=159; p=0.001),
social media (t= —6.97; df=157; p<0.01), and commu-
nity health agency (t= —5.99; df=157; p<0.01) for
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Table 1. Demographic Characteristics of Participants

Mean (SD) or
Characteristics n (%)
Age, years, mean (SD) 32 (12.7)
Gender identity, n (%)
Not cisgender 23 (14)
Cisgender 132 (80)
Prefer not to answer 4(2)
Missing/no response 6 (4)
Sexual orientation, n (%)
Straight or heterosexual 112 (68)
Gay, lesbian, or homosexual 7(7)
Bisexual 22 (13)
Pansexual 3(2)
Asexual 1(0)
Prefer to self-describe 5 (3)
Prefer not to answer 4(2)
Missing /no response 6 (4)
In a relationship, n (%)
No 52 (32)
Yes 103 (62)
Prefer not to answer 3(2)
Missing/no response 7(4)
Race, n (%)
American Indian/Alaska Native 2 (1.2%)
Black/African American 4 (2.4%)
White/Caucasian 119 (72.1%)
Asian 2 (19.4%)
Native Hawaiian or Pacific Islander 1(0.6%)
Other/prefer to self-describe 4 (2.4%)
Prefer not to answer 3(1.8%)
Highest level of schooling, n (%)
Some college or vocational school 11 (6.7%)
College graduate 6 (52.1%)
Graduate or professional degree 0 (36.4%)
Prefer not to answer 2 (1.2%)
Missing 6 (3.6%)
Hours worked per week for pay, n (%)
35 or more 0 (24.2%)
Less than 35 (11 5%)
Not working for pay 5 (57.6%)
Prefer not to answer ( .0%)
Missing/no response 6 (3.6%)
Financial situation, n (%)
Not very good 46 (27.9%)
Comfortable 81(49.1)
More than adequate 20(12.1)
Prefer not to answer 11 (6.7)
Missing/no response 7(4.2)
Primary insurance, n (%)
Employer 34 (20.6)
Spouse’s employer 8 (4.8)

(continued on next page)
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Table 1. Demographic Characteristics of Participants
(continued)

Mean (SD) or

Characteristics n (%)
Purchased myself 7 (4.2%)
Medicare 10 (6.1)
Medicaid 50 (30.3)
Other government program 1 (0.6)
Somewhere else 42 (25.5)
Not insured 1 (0.6)
Don’t know 1(0.6)
Prefer not to answer 5(3.0)
Missing 6(3.6)

General health, n (%)
Poor 1 (0.6%)
Fair 11 (6.7)
Good 5(33.3)
Very good 0 (36.4)
Excellent 31(18.8)
Missing 7(4.2)

Ever searched for a new primary care

provider, n (%)
Yes 63 (38)
No 102 (62)

Perceived difficulty in finding a new provider,

n (%)
Very easy 4(2)
Somewhat easy 21 (13)
Somewhat difficult 38 (23)
Very difficult 23 (14)
Did not find a new provider 16 (10)
Missing 63 (38)

How confident in finding a new primary care

provider if needed? n (%)
Very confident 20 (12)
Somewhat confident 59 (36)
A little confident 45 (27)
Not at all confident 41 (25)

finding a provider for gender-affirming care vs primary
care, but they were significantly more likely to use refer-
rals from an insurance website (t=3.11; df=158; p=0.002)
for primary care vs gender-affirming care.

DISCUSSION

This study confirms previous research that personal con-
tacts are generally valued in finding a provider compared
with online sources’ in both primary and gender-affirm-
ing care. Friends and family are often trusted to know
their preferences and values, and in particular, individu-
als may rely on those with better health literacy, such as
those with healthcare experience, to help make decisions
such as which provider to see.’®
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Table 2. Reliance on Provider Referral Sources

Primary care, n (%)

Gender-affirming care, n (%)

A lot A little Not at all Missing A lot A little Not at all Missing
A doctor 71(43) 66 (40) 26 (16) 2 (1) 93(56) 51 (31) 16 (10) 5 (3)
Family/friends 90(55) 61(37) 22(7) 3(2) 90(55) 60 (36) 9 (6) 6 (4)
Social media 26(16) 53(32) 82 (50) 4(2) 56 (34) 62 (38) 41 (25) 6 (4)
Internet review 30 (18) 74 (45) 57 (35) 4(2) 39 (24) 71(43) 50 (30) 5(3)
Medical center website 52 (32) 85 (52) 24 (14) 4 (2) 47 (28) 81 (49) 31 (19) 6 (4)
Insurance website 39 (24) 46 (28) 76 (46) 4(2) 17 (10) 57 (35) 86 (52) 5(3)
Community health agency 24 (14) 60 (36) 76 (46) 5 (3) 40(24) 79 (48) 41 (25) 5 (3)
Government health agency 12 (7) 49 (30) 100 (61) 4(2) 14 (9) 50 (30) 96 (58) 5(3)
Other 5 (3) 21 (13) 86 (52) 53 (32) 2(1) 20 (12) 81 (49) 62 (38)

Similarly, existing providers can be important sources
of referrals. Many participants indicated that they often
seek new providers not because they are dissatisfied with
their current provider, but often because of relocation or
changing needs (e.g., aging out of pediatric care). A
major challenge to relying on existing providers for
referral is that providers have few resources to facili-
tate these transitions, even when anticipated.” Instead,
providers may rely on their own networks of col-
leagues, which may be limited geographically and
may include those with full patient panels. At a mini-
mum, accurate and up-to-date medical center or
insurance websites may assist with identifying avail-
able providers.

These findings also suggest that, beyond personal rela-
tionships, trusted affinity groups, including LGBTQ+
community groups, may be an important resource for
those who may have concerns about inclusion or poten-
tial discrimination. The willingness to use social media
or other online sources to find a provider for gender-
affirming care in this sample may reflect lack of familiarity
with this type of specialized care in participants’ personal
social networks. Furthermore, although the survey was con-
ducted in a relatively progressive area, individuals may be
more cautious about approaching a search for gender-
affirming care given increasingly more overt discrimination
and anti-transgender legislation. Referral sources that are
seen as both accepting and allowing anonymity may be
important for those whose friends and family are unable or
unwilling to navigate seeking gender-affirming care. This
desire for anonymity may explain the low preference for
insurance websites to find a provider for gender-affirming
care compared with primary care.

Limitations

One strength of these data was capturing relatively high
diversity in SES and a relatively high proportion of
LGBTQ respondents. Despite this, our racial/ethnic
diversity was low. Although this sample generally

mirrors the broader community population, our sam-
pling methods and the use of an online survey may over-
represent those with higher community engagement and
comfort using the internet, which may limit generaliz-
ability. In addition, our data focused on hypothetical
searches for providers; actual searches may rely on dif-
ferent referral sources.

CONCLUSIONS

Finding a primary care provider or gender-affirming
care provider can be challenging. Personal contacts,
including family, friends, or healthcare providers, are
valuable resources for identifying new providers.
Although this study focuses only on primary care and gen-
der-affirming care providers, these findings may generalize
to other types of clinicians, particularly those who engage in
long-term relationships with patients and may deal with sen-
sitive or stigmatized issues, such as those who engage in
mental health care. Healthcare systems can help those with-
out personal connections find new providers by providing
accurate data on provider availability in a way that is seen as
secure, as well as ensuring that providers are seen as trust-
worthy around potentially sensitive issues, such as gender-

affirming care.
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