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Abstract

Context: Despite efforts to enhance equity, disparities in early palliative care (PC) access for
historically minoritized patients with advanced breast cancer (ABC) persist. Insight into patient
and clinician perspectives are needed to inform future models aimed at improving equity in PC
access and outcomes.

Objectives: To explore qualitative barriers and facilitators to early PC access in an urban setting
with Black and Latina women with ABC.

Methods: In this qualitative descriptive study, we conducted one-on-one interviews with Black
and Latina women with ABC (N = 20) and interdisciplinary clinicians (N = 20) between February
2022 and February 2023. Participants were recruited from urban academic and community cancer
clinics. Transcripts were analyzed using an inductive coding and thematic analysis approach.

Results: Barriers identified by both patients and clinicians included lack of communication
between oncology, PC, and primary care teams, limited understanding of PC among patients and
non-PC clinicians, language and health literacy-related communication challenges, and racism
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and marginalization, including implicit bias and lack of diverse racial/ethnic representation in the
supportive care workforce. Facilitators identified by both patients and clinicians included patient-
to-patient referrals, support groups breaking cultural stigma on topics including self-advocacy
and PC, referrals from trusted providers, and community organizations’ abilities to overcome
challenges related to social determinants of health, most specifically logistical and financial
support.

Conclusions: Patients and clinicians reported similar barriers and facilitators to PC access, most
commonly through the lens of care coordination and communication. These findings will inform
future adaptation of a culturally and linguistically care model to improve access to early PC
services for Black and Latina women with ABC.

Introduction

Over 3.8 million women live with breast cancer in the United States, with a growing

number living with advanced breast cancer (ABC) (Giaquinto et al., 2022; Siegel et al.,
2023). Despite breakthroughs in targeted treatment and improved survival, this population of
women often suffer from unaddressed physical, psychosocial, and spiritual needs (Arnaud et
al., 2021). These challenges represent a growing area of health disparities where Black and
Latina women with ABC experience more severe distress and symptom burden, discordant
provider communication, and inadequate symptom management, relative to White women
(Fu et al., 2009; Mott-Coles, 2014; Ren et al., 2019; White-Means & Osmani, 2017).

Palliative care (PC) encompasses holistic support throughout the illness trajectory,
addressing communication, goals of care, symptoms, and personalized care coordination
and is recommended by the American Society of Clinical Oncology for all patients with
high symptom burden and advanced cancer (Ferrell et al., 2017). Importantly, ear/y PC, a
proactive approach to establishing goals of care and symptom management, has been shown
to optimize quality of life and cancer outcomes (Bauman & Temel, 2014) and is particularly
important in the setting of ABC where women live with incurable disease for an extended
period of time (Giap et al., 2023).

Yet, there are major barriers to early access and availability of PC for women of color
with ABC (Giap et al., 2023; Hawley, 2017). There is a lack of capacity for PC within
cancer clinic and PC research does not focus specifically on the unique needs of women
with ABC or historically minoritized populations (Griggs, 2020; Hawley, 2017; Johnson,
2013). Moreover, as a clinical specialty, PC has been predominantly shaped by a white
Anglo sociocultural lens, leading to a less clear definition of overall accessibility for
individuals with diverse social, cultural, and/or linguistic backgrounds (Nelson et al., 2021).
Consequently, among racial and ethnic minority patients, PC access and delivery remains
suboptimal. Relative to non-Latino Whites, Latino and Black individuals with metastatic
cancer are up to 40% less likely to receive PC (Giap et al., 2023) and report significantly
higher unmet, persistent social and spiritual PC needs relative to white women, even after
adjusting for social determinants of health (Mazor et al., 2022).

Access to care is complex, encompassing elements like communication, care coordination,
accessibility, and prevailing healthcare regulations (Hawley, 2017; Overholser & Callaway,
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2019; White-Means & Osmani, 2017). Yet, despite evidence of PC related racial and ethnic
disparities, historically minoritized populations are underrepresented in early PC research
and their experiences regarding access to early PC are not well characterized (Griggs, 2020;
Johnson, 2013; Malhotra et al., 2023). Hence, the purpose of our study was to address

this gap and qualitatively describe barriers and facilitators to access to early PC from the
perspectives of Black and Latina patients and the clinicians who care for them. Insight

into these research questions will provide guidance on how to integrate a larger cultural

and social lens to the delivery of PC with the aim at improving access for historically
underserved patients with advanced cancer.

2. Methods

2.1. Design

Using a qualitative descriptive approach, (Kim et al., 2017) semi-structured interviews
were conducted with patients (N = 20) and multidisciplinary clinicians (oncologists, PC
physicians, community navigators, social workers, nurses, and chaplains; N = 20)) via
HIPPA compliant Zoom. Participants were asked to share experiences with receiving
(patients) and or delivering (clinicians) early PC. Findings were reported using the
consolidated criteria for reporting qualitative research (COREQ) to maximize transparency
and credibility. Box 1 provides information about the study team and how members who
performed analysis and/or interviews bracketed and reflected on their power and made room
for the participants to share their journey (Tong et al., 2007). This study was approved

by the institutional review board (STUDY-21-01250). Verbal informed consent via HIPPA
compliant Zoom with a signing un-biased witness were obtained prior to participation.

2.2. Participants and setting

Purposive sampling was used to recruit patients and clinicians from outpatient breast
oncology clinics from hospitals and community-based clinics in New York City. Patients
were eligible if they: 1) had a history of advanced stage (stage I11C or V) breast cancer

as documented in the EMR or by self-report if EMR report was not available, 2) were

> 21 years of age, 3) able to communicate in English or Spanish, and 4) self-identified

as Black and/or Latina. Clinicians were eligible if they 1) were > 21 years of age, 2)

were able to communicate in English or Spanish, and 3) self-endorsed that they work

in breast oncology or specialty PC and provided care for Black and/or Latina women

with ABC for at least one year. Patient participants were recruited through chart review

and flyers and newsletters distributed at partnering community-based organizations (i.e.,
SHARE Cancer Support). Professionals were recruited through local networks and word

of mouth. Specifically, interested patient participants either called the research coordinator
(RC) directly (flyers, newsletters) or received an opt out letter and subsequent phone call
one-week later from the RC (EHR review). For clinician participants, the RC sent an email
explaining the study. Interested clinicians emailed the RC to schedule a screening phone
call. For all participants, during the screening phone call, the RC provided information about
the study, screened for eligibility, and scheduled participants for informed consent and study
interview via HIPPA compliant Zoom.
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2.3. Data collection

An interview guide to elicit a discussion around early PC needs (e.g., symptoms,
communication, treatment decision making, goals of care discussions), knowledge and
beliefs (e.g., cultural preferences), and access (i.e., utilization, availability, referrals, care
coordination) was created and reviewed by a team of community advisory board (CAB) and
co-authors. The CAB has been meeting monthly for together for 2 years, and consists of 7
patient advocates from diverse cancer and sociodemographic backgrounds, focuses on how
to best embed equity and community engagement in research, and is co-led by the PI of the
study.

These interview questions were designed to elicit an in-depth description of the participants
experience with outpatient early palliative and/or supportive oncology access and/or
delivery. Following the first qualitative interview, the guide was revised and finalized based
on CAB and co-author feedback. Box 2 describes the key interview guide comments and
questions. Interviews were conducted, via HIPPA compliant zoom, by the PI and/or trained
research coordinator both of whom have extensive experience in qualitative interviews and
cancer care. The semi-structured interviews began with informed consent and demographic
survey. Interviews ranged from 45 to 60 min and were digitally recorded, transcribed
verbatim by a trained research coordinator, checked for accuracy and anonymity, and
uploaded them onto Dedoose. (Home | Dedoose) Data were collected until theme saturation
was reached and no new themes emerged (Saunders et al., 2018).

For clarification purposes, there remains debate about the terms “palliative care” and
“supportive care”. Per experts in the field, “supportive care” can be used as a broader

term encompassing all types of care focused on improving quality of life. Where PC is a
medical specialty aimed at alleviating symptoms and stress associated with serious illnesses
(i.e., advanced breast cancer in this context), with the goal of improving quality of life for
both patients and their families, provided by a multidisciplinary team and appropriate at any
stage of illness alongside curative treatment (Fadul et al., 2009). However, the two terms
are frequently used interchangeably. Importantly, from the patients’ perspective “supportive
care” is often preferred due to misconceptions about “palliative care” being associated with
giving up on treatment, despite their similar goals. Hence, most outpatient PC clinics at
cancer centers are called “Supportive Oncology”. Although the purpose of this paper is to
discuss barriers to early PC, to uphold integrity of data, we will maintain the terminology
(supportive care or palliative care) used by interview participants.

2.4. Data analysis

Data were analyzed using inductive thematic analysis (Braun & Clarke, 2006; Connelly,
2016). A 3-person coding team consisted of the PI (MM) and trained student interns

(NK (medical student), KM (nurse practitioner and PhD student). Text of each interview
was read by all members of the coding team to gain an overall perspective of the
participant’s experience. Initial codes were generated using the process of individual open
coding (Rogers, 2018). The team then convened to review their individual coding and

reach agreement on the initial codes. All transcripts were subsequently re-coded (2 coders/
transcript) using the final code book. For this study, codes related to barriers and facilitators

SSM Qual Res Health. Author manuscript; available in PMC 2024 July 02.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Krishnamurthy et al. Page 5

of PC access were collated into broader descriptive themes. Themes and subthemes were
reviewed by authors with qualitative expertise (DD, DM, JL) and CAB to ensure consistency
of interpretation and rigor of analysis (Braun & Clarke, 2006).

2.5. Quality of the data

Trustworthiness was supported through qualitative rigor of maximizing credibility,
transferability, dependability and confirmability (Connelly, 2016). Importantly, the RC
conducted an ongoing audit trail from documenting the research process through conducting
the analysis. Credibility and confirmability was enhanced through investigator triangulation,
peer debriefing with PC clinicians and member checking with representative members

on our CAB. Thick descriptions of the themes allow for transferability. In addition, the

Pl met with an expert qualitative researcher (JL) to review findings, analysis, processes,

and data interpretation. The varying perspectives of the study team members (nurse and

PC researcher, medical student, oncology nurse practitioner, primary physician/cancer
survivorship researcher, community navigators/patient advocates) enriched the analysis.

3. Results

3.1. Clinical and demographic characteristics

Forty interviews were conducted with 20 Black and Latina women with ABC and 20
interdisciplinary care clinicians. As described in Table 1, patient participants were a mean
(SD) of 61.8 (10.1) years of age with 70% self-identifying as Black and 30% as Latina.

All patients were diagnosed with either Stage 111C (44%) or Stage IV (56%) breast cancer.
Clinician participants were a mean (SD) of 49.5 (2.1) years of age, with 45% self-identifying
as Black or Latina and 55% as White. Clinicians represented several disciplines within
oncology and/or PC including patient navigation (45%), oncology or PC social work (20%),
nursing (15%), oncology or PC medicine (20%), and chaplaincy (5%). Clinician participants
had been working in their respective roles in oncology for range of 5-35 years.

3.2. Qualitative findings

Patients and clinicians described 4 barriers and 4 facilitators to PC access. Both patient and
clinician perspectives were incorporated into our analysis. We integrated all perspectives
into our analysis as common facilitators and barriers emerged across patients and clinicians,
which provides a more in-depth description of each theme. Although there was consistency
of themes across patients and clinicians, some themes were more heavily weighted in the
patients versus providers as noted in greater detail below. The summary of themes are shown
in Fig. 1 and exemplary quotes for each theme with associated clinician or patient study ID
number are listed in Table 2.

3.3. PC access barriers

3.3.1. Barrier 1 — Fractured Communication—Communication barriers included
challenges that arose for patients at initial diagnosis along with discomfort and shame with
broaching the topic of symptoms, particularly around mental health and sexual side effects.
For example, two patient participants shared their stories about “insensitive” communication
exchanges with their oncologists upon finding out they had metastatic breast cancer. “I
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started crying because I didn’t know, and he had the audacity to me to stop crying ... | had
surgery scheduled by that Thursday to have a double mastectomy and came to find out it
was already stage four” (PTID 149). Another patient recognized that despite wishing she
learned about PC earlier, it may even be worse for others: “And, as you know, a person of
color who’s educated and the way that | was treated ... | can only imagine what it’s like
for somebody else who isn’t too familiar with the medical system or what advocating for
yourself actually means” (PTID 141).

Additionally, symptom communication was a barrier for almost all patient participants.

One patient illustrated that “older women might not feel comfortable bringing it [vaginal
dryness] to the attention to the doctor ... They would just not take the medicine” (PTID
152). Another patient participant noted how challenges around discussion of symptoms were
exacerbated through “an incredible deference paid to doctors ... [which] could be to a
detriment in terms of gathering emotional information from the patient” (PTID 152), leading
to patients waiting for clinicians to initiate uncomfortable symptom-related conversations,
which often never occurred.

From the clinicians’ perspective, fractured communication was discussed less and most
often occurred across interdisciplinary teams. Most commonly these barriers prevented
follow up with supportive oncology, resulting in unaddressed symptom concerns and a lack
of “circle-back communication” with PC team members (PID 13, Breast Psychologist).
Collectively, these factors reduced the quality of communication between clinicians and
patients, particularly for patients experiencing high symptom burden.

3.3.2. Barrier 2 — Health literacy—~Patients and clinicians discussed how minimal
understanding and appreciation about the scope and role of PC, especially early PC, limited
PC access. For example, PC clinicians discussed how “there are oncologists who feel that
they are capable of doing all of the things that we can do, the physical, psychosocial support,
advanced care planning. And they don’t necessarily see the need to have us involved.”

(PID 17, social worker). Clinicians noted that, in the context of ABC, this is particularly
challenging since “breast cancer is viewed as a chronic cancer ... and PC really only comes
up when they are ready to make a hospice referral.” (PID 1, PC social worker).

Similarly, patient participants discussed how throughout their care, PC was confused with
hospice or end-of-life care. Patient participants shared that even among their oncologists,
there was confusion about the role of PC among women with ABC. One participant shared
that her oncologist said “palliative is like when you’re ready to go to hospice ... you’re

not there yet”. She mentioned that if she didn’t advocate for herself the doctor “would
have waited till I have months to live” (PTID 104). Notably, this sentiment is supported by
the PC clinician participant’s statement “people who have higher healthcare literacy, more
education, better socioeconomic status are probably more likely to be referred to us .... but
nearly 90% of patients have no idea why they are coming to see us” (PID 2, PC nurse).

3.3.3. Barrier 3 — Language discordance—The inability to converse with patients

in their native language served as a significant impediment to adequate PC access. As one
patient eloquently stated, “If we don’t speak the language or ask questions, we aren’t offered

SSM Qual Res Health. Author manuscript; available in PMC 2024 July 02.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Krishnamurthy et al.

Page 7

the same opportunities.” (PTID 103; Of note, this patient was one of the only bilingual
individuals among her friend group and hence, acted as peer navigator for her support
group of Spanish speaking women with breast cancer.) This phenomenon was noted by
patients and clinicians, especially by the English/Spanish bilingual navigators and clinicians
who had extensive experience working in the community with Spanish-speaking women.
Consequently, an understanding of prognosis, goals of care, and/or treatment options

were often lost in translation. Unfortunately, even potential system-level solutions such

as phone-mediated translation services were focused on concrete care, failing to address
any psychological and/or spiritual PC needs (PID 18; community navigator). One patient
noted how women with ABC in her Spanish speaking support group “were facing a serious
diagnosis and they had no idea what the doctor was talking about. They only knew they had
cancer and they were going to die” (PID 9; patient navigator).

3.3.4. Barrier 4 — Bias and representation—Participants discussed how perceived
implicit bias led to delays in diagnosis and referrals for pain management. One patient
recounted facing bias during her initial diagnosis, recalling “Black women a lot of times.
We don’t get the help that we need, you know ... because I really didn’t feel like | wasn’t
being heard” (PTID 112). Patient navigators further shed light onto these biases through a
discussion of how deeply rooted racism may impede adequate PC delivery through clinician
internalization of stereotypes. One navigator explained: “we need to address barriers from
the oncologist who has unconscious and implicit bias. Through their behaviors, they imply
that somehow if you’re black, you have the ability to handle pain at a much greater level
than someone who’s not” (PID 4; community navigator). Another community navigator
illuminated on this experience in her discussion of patient’s feeling like their needs are not
being heard: “A lot of the patients have had that experience That is the number one thing.
They’re not listening to you, truly, listening to you. I get a lot of cancer patients that | hear
that from ... they say the doctor is just ignoring me. That’s like the biggest barrier of all.”
(PID 20; Nurse Practitioner).

One factor that perpetuated this problem was the lack of representation of Black and Latino
clinicians, which served as a critical system-level barrier in PC coordination. As one nurse
practitioner noted, “Since I’m White and most of the doctors are White, we really didn’t

get her questions answered for her. That situation just upset me and | felt really bad for the
patient and she was like ‘no one looks like me in this practice’” (PID 14; oncology nurse).
Patients also noted that finding clinicians of a similar race and/or background would help
facilitate trust, yet they were unable to find them: “Right now 1I’m in my community looking
for an African American doctor, and | cannot find one because it’s just not here” (PTID
150).

3.4. PC access facilitators

3.4.1. Facilitator 1 — Individual peer support—~Patients felt empowered by
advocating for other women with ABC through sharing information about the benefits

of PC through conferences, support groups, and even clinic waiting rooms. These often-
serendipitous discussions helped patients feel aware and activated. One patient heard about
services from a woman in the waiting room, explaining she learned “they have a social
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worker | can talk to” (PTID 149), enabling her to reach out to the supportive care team.
Likewise, clinicians emphasized the value of peer to peer networks in motivating patients
to seek out specific care for symptoms and side effects. One oncology chaplain participant
explained that these networks often generated “self referrals or patients, going back to the
oncologist and saying you know I’'m really having a horrible neuropathy from my therapy
for my breast cancer ... would you refer me? I’d like to see if they can help me” (PID 11,
oncology chaplain).

3.4.2. Facilitator theme 2 - Group support—Support groups, including groups
offered through social media, church, or community-based organizations, were particularly
helpful in promoting trust and dismantling stigma surrounding self-advocacy and PC.
Equipped with information and experiences from support group peers, patients “became
more informed ... felt better making decisions ... and somewhat hopeful” and subsequently
self-advocated for more information from their doctors (PTID 150). One navigator discussed
how one of her patients “learned from [her] support groups what really palliative care is”
(PID 8; patient navigator) and then felt comfortable asking her doctor to refer her to a PC
provider. Through these groups, patients were able to hear from other women with similar
diagnoses, overcome stigma, and generate self-referrals for symptom management. One PC
clinician noted that once patients were seen, they recognized the value of PC yet were
frustrated they experienced unnecessary suffering through a delay in referral: “The degree to
which patients say ‘Oh, | wish | would have come sooner’ ... in some ways it’s gratifying, in
some ways it’s disheartening” (PID 10; PC physician).

3.4.3. Facilitator theme 3 - Trust—Trusted clinicians facilitated timely referrals

to early PC services allowing for adequate management of physical and psychosocial
symptoms. Participants noted a distinction between clinicians and ‘trusted’ clinicians, where
the latter provided space to build rapport and understand the whole patient: “African
Americans, Blacks and Latinos have been mistreated ... in these patients, they may take

a little longer to connect” (PTID 15). Another patient described how she finally felt safe
with her oncologist and became open to mental health support, “... after a meltdown, |
finally emailed my oncologists and said | don’t know what | need ... she referred me to
somebody ... This was the first time ever | had gone professionally for something like this
[mental health support]” (PTID 104).

Clinician participants, particularly the community navigators, emphasized how trust was
essential to establish prior to introduction and acceptance of PC, in particular for patients
of color. They highlighted the impact of historical racism on trust of the medical system.
Specifically, they noted that clinicians need to provide time and space to allow for the
development of rapport to enable acceptance of early PC, “It’s hard to gain trust ... with
time patients start to trust ... especially by the time we get control of the cancer and they’re
not in pain” (PID 13; psychologist).

3.4.4. Facilitator 4 — External support that addresses social determinants
of Health—Most of the patient, social work, and navigator participants discussed how
community organizations served a vital role in overcoming barriers to accessing early PC
through addressing social determinants of health (SDOH), particularly financial concerns
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and allowing for the opportunity to connect to supportive care services. As one social
worker noted, “There are cases where we had women who had very advanced cancer, so
they needed an oxygen tank, but they didn’t have Medicaid, they were undocumented ...

so we were able to identify resources that provided oxygen and a hospital bed.” (PID 7;
social worker) Many of the participants shared their experiences with a specific community
organization for women with metastatic disease that provides support for unmet SDOH
including financial resources and linkage/referrals to supportive care. Patients discussed the
cascading effect of access to free, community-based supportive care, “You’re you connect
with one person or organization then you get connected with others” (PTID 130).

4. Discussion

Our study found that fragmented communication, health literacy, language barriers, and
downstream factors of historical racism (i.e., implicit bias and lack of representation)
posed unique challenges in understanding the role of PC in the advanced cancer setting
and hindered PC access. Notably, many of these factors are related to inadequate care
coordination, a key aspect of access to care (Hawley, 2017; Overholser & Callaway, 2019).
Patients and clinicians underscored the value of patient-patient networks, support groups,
and community organizations to help improve access to PC through overcoming stigma
related to mental health, promoting self-advocacy, and overcoming financial and logistical
barriers related to SDOH, all of which facilitated access to earlier integration of PC for
Black and Latina women with ABC. These findings are line with recent findings that
cross-cultural incongruity, especially in communication, may limit PC among non-Western
populations (Cain et al., 2018; Nelson et al., 2021). Addressing these cultural differences is
crucial for providing culturally appropriate PC across diverse patient groups.

It is well known that PC is often poorly understood, particularly regarding its
misinterpretation as hospice and/or end-of-life for not just minoritized but diverse
individuals with cancer (Hawley, 2017; Zimmermann et al., 2016). In our study, both
patients and clinicians noted that low PC health literacy prevented timely referrals, yet

the context by which the PC literacy challenges ensued varied slightly between patient and
clinician participants. Patients spoke on challenges and discomfort in bringing up a referral
to early PC. While clinicians commented on how societal views of breast cancer as a chronic
but essentially curable illness posed a barrier to early PC referrals. More specifically, studies
have shown that clinicians avoid PC referrals for reasons of uncertainty about prognosis and
fears that a referral will lead to the destruction of hope (Sarradon et al., 2019). Hence, in

the context of BC, which is often perceived as curable or chronic, but not life threatening,
along with idea that PC is equivalent to terminal care, clinicians fear that referral to PC may
alarm patients and their families and thereby avoid the conversation and referral (Giap et al.,
2023; Smith et al., 2012). As posited by others, these factors may lead to the low rate of PC
utilization (25%) among women with ABC, (Giap et al., 2023) and are potential targets to
improve early PC access and utilization.

Low health literacy regarding PC and advanced cancer is not only common (Lipman,
2016) but also leads to poor care coordination (Hawley et al., 2010) and lower patient
acceptance of PC particularly among patients who have been historically minoritized
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(Barnato et al., 2009; Enguidanos et al., 2021). Hence, mechanisms by which we can
promote understanding of PC in a culturally sensitive and widely disseminated manner is
essential (Henderson et al., 2011; Perry et al., 2021). Our findings suggest that facilitators
such as support groups, and peer-to-peer communication may be a feasible option by which
to improve PC and advanced cancer health literacy across more diverse and medically
underserved populations with the goal of improving early PC awareness and acceptance.

Similar to facilitators to health care access in general, (Lor & Martinez, 2020) language
concordance and optimal clinician-patient communication and connection play a vital role
in improving access to PC services. Patients and clinicians both noted that an inability

to converse with the patient in their native language hindered a nuanced discussion on
treatment prognosis and further isolated minority populations. Additionally, cultural factors
influenced communication (Cain et al., 2018) where symptom related communication
barriers were often rooted in stigma, muted deference, and institutional fractures between
interdisciplinary clinicians.

While interpreter services helped mitigate some language-related barriers, they were far
from adequate in conveying body language and empathy. Hence, inability to translate
complexities of living with locally advanced or metastatic cancer in their native language
led patients to either fear dying or live in the dark about the long-term implications of

their condition. Still, studies show that limited English proficiency speakers experience
poorer quality of care at the end of life when interpreters are not employed (Silva et al.,
2016). Our findings encourage clinician-initiated communication with appropriate use of
in-person interpreters, as well as supportive care clinicians speaking to patients in their
native languages. Such interventions can improve patients’ perception of quality of care and
adoption of PC (Silva et al., 2016).

Our qualitative analysis underscores the harmful role of downstream consequences of
structural racism including implicit bias and lack of representation (Hall et al., 2015; Payne
et al., 2019). Importantly, these factors cast a pervasive shadow on early integration of

PC for Black and Latina patients with ABC (Giap et al., 2023; Johnson, 2013). In our
study, Black women described feeling that their health concerns were dismissed, resulting
in care delays. Other studies have demonstrated that implicit biases led to the perception of
higher tolerances yet under-treatment of pain medication in Black patients, and that doctors
exhibited fewer positive, rapport-building nonverbal cues with Black patients during goals
of care discussions (Fiscella et al., 2021; Hoffman et al., 2016). Of note, Black and Latina
patients in our study reported that despite searching, they rarely saw a clinician of the same
race. A salient feature of our observations was that clinicians also felt some discordance in
relationships with patients of a different race/ethnicity.

4.1. Implications

Despite deeply rooted barriers, our findings indicate that community and peer groups are a
promising method to facilitate PC access potentially through enhancing access to financial
and SDOH related services, emboldening self-advocacy, challenging cultural deference to
healthcare providers and encouraging open communication and referrals to supportive and
early PC (Ashing-Giwa et al., 2012). Importantly, there is a ripple effect, where one referral
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can create subsequent palliative and supportive oncology referrals as needed. Moreover,
concordant racial/ethnic patient provider relationships increase care comfort and acceptance
and can lead to more effective therapeutic relationships (Ma et al., 2019). Increasing
minority representation in the supportive care fields and expanding education on anti-racism
and cultural humility may help increase minority patient trust and participation in PC
(Fitz-Gerald & Hurst, 2017).

Community navigators from similar backgrounds and/or experiences as minoritized patients
can play a crucial role in delivering patient-centric supportive care in minority populations,
but their effectiveness relies on securing require adequate funding (Mazor et al., 2023).
Fortunately, with the integration of new Medicare physician fee payment schedule policies,
community and non-licensed navigators will be able to bill for services rendered, greatly
improving the feasibility of integrating navigators into interdisciplinary care. (Calendar
Year) A pilot study demonstrated that community health workers successfully ameliorated
psychological distress and provided quality supportive care to Black patients with advanced
solid organ cancers (Villamar et al., 2022). However, another trial showed that bicultural
navigators helped Latina patients with advanced cancer planning, yet their involvement

did not significantly affect pain mitigation or hospice use (Fischer et al., 2018). Future
trials should prospectively analyze the role of culturally sensitive and/or community-based
navigation on early PC coordination in minority populations.

4.2. Limitations

This study carries several limitations. First, the findings are limited by the sample of
participants from an urban environment, limiting generalizability to rural environments with
different access challenges. Although the participants were of diverse racial and ethnic
backgrounds, many had health care backgrounds and access to research and supportive
oncology clinics, which may provide advantages regarding health literacy and care.
Additionally, participants came from varying personal and professional backgrounds, which
may limit attributing specific themes to participant characteristics. However, the purpose

of the study was to understand diverse perspectives from individuals less represented in
research, including Spanish speaking participants, which adds to the uniqueness and richness
of findings. Additionally, rather than attributing specific themes to racial/ethnic populations,
our findings highlight the point that Black and Latina women are not homogonous. Hence,
addressing their care needs requires recognizing individual backgrounds, cultures, and
preferences, and considering how health care systems and professionals can best mitigate
barriers that stem from a predominantly White, western care model to improve access to
early PC.

5. Conclusions

Our study outlines key patient and clinician-identified barriers and facilitators of early PC
access for women of color with ABC. These findings will contribute to the development of
a new, innovative method of PC delivery for underserved patients. More specifically, these
findings will inform the development of a future lay navigator-led PC intervention for Black
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and Latina women with advanced breast cancer, focusing on acceptance of early PC and
linkage to community and clinical resource.
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Box 1

Background and Reflections from Team Members who Participated in

Coding and/or Analysis

Initials ~ professional Reflections
DD PC Nurse I identify with being a nurse rather than a researcher, recognize as
Researcher qualitative interviewer, | am part of the measurement and provide as
much space as possible to allow the participant voice to emerge.
DM Supportive Care I am a mental health clinician from the African American/Black
Clinician and community, yet | recognize the power imbalance, and the need to
Navigator provide safe and brave space for patients to tell their story. I do this
by being curious, listening, and validating their experiences.
KM Nurse Personal note taking was a beneficial tool for breaking down complex
Practitioner/PhD ideas that the participants mentioned. After critically thinking about
Student their stories, | could also identify my biases. One repeated thought |
kept close was that my background in health care provides knowledge
that would make my experience navigating the health care system vastly
different from our participants. Understanding that people have various
levels of health literacy was at the forefront of my mind during this
study phase.
JL Primary Care As a physician | am always acutely aware of the power differential
and Survivorship in my relationships with patients. It is similar in research—as
Physician investigators, we often drive the research questions but we all do much
better when we take a step back and have our participants help steer the
direction of our work together.
MM Oncology Nurse As a nurse researcher, | address healthcare power dynamics, mindful
and Equity of biases in data interpretation. Through self-reflection, mentorship,
Researcher and collaboration, | develop transparent guidelines and hold debriefing
sessions. Personal note-taking aids in dissecting participant narratives,
prompting critical reflection on biases. | acknowledge my healthcare
background’s influence and varying health literacy levels among
participants, aiming to elevate marginalized patients’ palliative care
experiences.
NK Medical Student I reflect on systemic power dynamics in medicine and their impact

on my unconscious biases and data interpretation. Self-reflection,
mentorship, and collaboration with development of a transparent
codebook and debriefing sessions throughout the writing process were
employed to examine biases and privilege with the goal of eliciting and
amplifying minoritized patients’ experiences with palliative care.
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Box 2

Interview Guide Key Comments & Questions”

o Definitions of Early Palliative care and Primary and Specialty Palliative Care in Context of ABC

0 Prompts to elicit experience with:

0 ABC Diagnosis and Treatment

0 ABC related symptom and communication experiences

o Early primary and/or specialty PC awareness, access, and/or experiences (if any)

0 Supportive care management both in the clinic and community

0 Communication with care team

o Cultural and/or linguistic factors that influenced care access or communication with their care team

o Other barriers or facilitators to early palliative care access that were not asked about specifically.

Interview guide exact phrasing was modified based on the interviewee professional and personal background
and experience with and previous knowledge of PC.
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Peer support: Peer-to-
peer discussions
enhanced self-
advocacy and referrals
to early PC resources

Group support:
Support groups
dismantled stigma and
enhanced patient
engagement in
palliative and supportive
care services

FACILITATORS

Trust: Trust in
providers facilitated
timely referrals to
palliative and supportive
care

External Support:
Community
organizations facilitated
PC support by
mitigating addressing
social determinants of
health allowing for
opportunities to engage
in early PC

o=

Fig. 1.
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Fractured
Communication:
Fractured
communication about
symptom-related
concerns limited
facilitation of PC
discussions and
referrals

Health literacy:
Limited PC health
literacy prevented
timely referrals to
specialty PC

BARRIERS

Language
discordance:
Language discordance
between providers and
patients challenged PC
communication and
coordination

Bias and
representation:
Implicit bias and
absence of diverse
provider representation
limited PC delivery

Summary of barriers and facilitators to early palliative care access for black and latina

women with advanced breast cancer.
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Patient and clinician clinical and demographic characteristics.

Patient Characteristics (N = 20)

Age (mean (SD)
Cancer Diagnosis
Stage I1IC
Stage IV
Race/Ethnicity
Black/Non-Latina
Latina/White
College Graduate

61.8 (10.1)

44%
56%

70%
30%
45%

Clinician Characteristics (N = 20)

Age (mean (SD)

Race/Ethnicity
Black/Non-Latina
White/Non-Latina
Latina/White

Professional Role
Navigator
Social Worker
Nurse

Medical Oncologist

Palliative Care Physician

Oncology Chaplain

495 (2.1)

35%
55%
10%

45%
20%
15%
10%
10%
5%
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