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Abstract

Purpose—Financial toxicity is a multidimensional side effect of cancer treatment. Yet, most
relevant research has focused on individual-level determinants of financial toxicity and
characterized only patient perspectives. This study examined the multi-level determinants of
financial toxicity from the perspectives of Latina breast cancer survivors and healthcare
professionals.

Methods—We analyzed qualitative data from focus groups with 19 Latina breast cancer
survivors and interviews with 10 healthcare professionals recruited through community partners
and venues in Chicago.

Results—At the individual-level, the lack of knowledge and prioritization regarding financial
aspects of care (e.g., costs of treatment, insurance coverage) were identified as important
determinants of financial toxicity. However, healthcare professionals emphasized the need for
early financial planning, while survivors prioritized survival over financial concerns immediately
after diagnosis. At the interpersonal-level, social networks were identified as important platforms
for disseminating information on financial resources. At the community-level, community norms
and dynamics were identified as important barriers to seeking financial assistance. Access to
culturally astute community-based organizations was considered one potential solution to
eliminate these barriers. At the organizational/healthcare policy-level, financial assistance
programs’ restrictive eligibility criteria, lack of coverage post-treatment, limited availability, and
instability were identified as major determinants of financial toxicity.
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Conclusion—Our findings suggest that multi-level interventions at the individual-,
interpersonal-, community-, and organizational/healthcare policy-levels are needed to adequately
address financial toxicity among Latina and other survivors from disadvantaged communities.
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Introduction

Latina breast cancer survivors suffer from worse quality of life, more symptom burden, and
more comorbidities when compared to non-Latina White (NLW) cancer survivors [1-5], in
part due to lower adherence to treatment and survivorship guidelines [6-10]. These
disparities are complex. For example, extant research has compared non-Latino Whites and
Latinos “in general.” Both populations, however, exhibit rich variation in factors that
contribute to disparities, including: ethnic/cultural identities; immigrant status; English
language proficiency; and, socioeconomic status in the United States. Another potential
factor contributing to breast cancer disparities is financial toxicity [11-13]. Lentz and
colleagues [13] define financial toxicity as “the adverse impact of a cancer diagnosis on a
patient’s financial well-being resulting from direct or indirect costs.” The financial impact of
cancer on survivors’ well-being includes: disrupted workforce participation; loss of or
limited insurance; out-of-pocket expenses associated with breast cancer; and competing
living expenses [13-16]. NLW-Latina disparities in financial toxicity likely contribute to the
aforementioned NLW-Latina disparities in breast cancer survivorship. Specifically, relative
to general populations of NLWSs, Latina breast cancer survivors are: less likely to have
income/savings to cover out-of-pocket costs; more likely to be worse off financially post-
diagnosis; more likely to cut other costs to address medical needs; less likely to return to
work within 6 months of their diagnosis; and, more likely to report cost-related medication
non-adherence [17-20]. The current study adds to existing literature through characterizing
determinants of financial toxicity at multiple levels that negatively affect Latina breast
cancer survivors.

Recent efforts to characterize causes of financial toxicity among cancer survivors have
highlighted individual-level risk factors that are common among Latina breast cancer
survivors. A few examples include demographic factors before or at the point of diagnosis
(e.g., lower socioeconomic status, precarious employment), cancer-related factors (e.g., late
stage diagnosis), and type of recommended treatment (e.g., medications, need for surgery/
radiation) [13, 21]. Some Latina breast cancer survivors also experience employment
challenges related to non-citizen status; ineligibility to obtain insurance; and, language
barriers in accessing treatment-related financial assistance [22—24]. Less work has focused
on contextual determinants. Qualitative approaches are needed to understand /ow
determinants of financial toxicity manifest and interact at different levels. To do so,
capturing multiple perspectives is necessary. For example, patients may have a particularly
rich understanding of factors in and outside of the healthcare system at individual,
interpersonal, and community-levels. Simultaneously, healthcare professionals may have a
particularly rich understanding of factors in the healthcare system at the organizational/
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healthcare policy-levels [25-27]. Yet, to date, most research has focused on patients [17, 18,
20-23]. Relatively few studies have examined the perspectives of healthcare professionals
(but see [19]) and other stakeholders.

Our specific aim for this current project was to identify individual-, interpersonal-,
community-, and organizational/healthcare policy-level factors that could contribute to
financial toxicity among Latina breast cancer survivors. Toward that goal, we conducted
semi-structured interviews with a Chicago-based sample of Latina breast cancer survivors
and healthcare professionals. Our goal was to provide a platform to enumerate the types of
multilevel interventions that can effectively reduce financial toxicity among Latina breast
cancer survivors. This study also sought to assess if some factors may be applicable to
survivors from other immigrant populations and disadvantaged, marginalized groups overall
(e.g., other racial/ethnic minorities, sexual/gender minorities, rural populations). Given this,
we highlighted specific determinants that may be important to consider for disadvantaged
populations and immigrant communities overall.

The current study was based on a larger qualitative study regarding post-treatment effects of
breast cancer among Latina survivors, with a focus on lymphedema and mental health
consequences. The project included community (Guitelman) and academic principal
investigators (Molina). All methods and materials were approved by the University of
[linois at Chicago’s Institutional Review Board.

Between February and September 2018, we collected data. We used a multi-frame
convenience sampling to recruit participants. We engaged Latina breast cancer survivors
through: 1) posted flyers throughout community venues; and, 2) word-of-mouth recruitment
via community advocates. We engaged healthcare professionals through: 1) recruitment e-
mails via professional organizations; and, 2) word-of-mouth recruitment via community
advocates and leaders. Interested participants contacted study staff to be screened. Eligibility
criteria for survivors were: 1) self-identification as being Latina, Hispanic, or Chicana; 2)
age of 18 years or older; 3) a definitive diagnosis of invasive breast cancer; and 4) receipt of
a lumpectomy or mastectomy within the past five years. Eligibility criteria for healthcare
professionals were: 1) self-identification as being aware of and having experience with
financial aspects of cancer care; and 2) age of 18 years or older.

Eligible, interested Latina breast cancer survivors were scheduled to participate in a focus
group in their preferred language (English or Spanish) within a community venue near their
residence. Focus groups included 8-9 individuals and lasted approximately 2 hours. Focus
group discussions centered on participants’ experiences navigating the cancer care
continuum, including their perspectives on financial burden. Sample questions included,
“What are the economic effects of having cancer?” and “What financial resources were you
aware of during/after treatment?” Participants received $40 incentives.
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Eligible, interested healthcare professionals participated in one-on-one interviews that lasted
approximately 30-60 minutes. Interviews were administered by phone or in person, based
on participants’ preferences. Interviews centered on participants’ knowledge of financial
assistance programs; and, their experiences with Latina breast cancer patients seeking
financial assistance. Sample questions included, “How did you become familiar with
patients’ finances and the costs of breast cancer?” and “What are the challenges or barriers
to enrolling women in financial assistance programs?” Participants received $50 incentives.

Qualitative data analysis

Results

Interviews and focus groups were audio-recorded, transcribed verbatim by bilingual
members of the study team, and uploaded into Dedoose. A team of four coders (PC, KP, JL,
CA) led a content analysis with deductive (theory-derived themes) and inductive approaches
(themes emerging from iterative analysis) [28, 29]. An initial coding scheme with deductive
codes was informed by existing literature on financial toxicity [11-13] and socio-ecological
research with Latina breast cancer survivors [30]. New inductive codes emerged from raw
interview and focus group data. The team of coders independently read each transcript and
met weekly to ensure a consistent interpretation of codes and to foster inter-coder reliability.
Disagreement was resolved by reviewing transcripts and discussing perspectives until
consensus was reached. Coders then grouped similar concepts into categories illustrative of
the identified emergent themes. Based on socio-ecological models, we grouped themes as
individual-, interpersonal-, community-, and organizational/healthcare policy-level factors.
Based on frameworks specifically focused on cancer disparities [31, 32], we classified
themes based on their potential relevance for all breast cancer survivors, for women from
disadvantaged/marginalized communities, and for breast cancer survivors from immigrant
communities. Peer debriefings were held after coding was completed, wherein principal
investigators (YM, JG) reviewed analyses, interpretations, and framing [33, 34]. We did not
quantify information regarding our qualitative data, given that our study was not designed to
enumerate associations [35]. Providing percentages would have led to misleading counting
for determinants identified in this study [36, 37].

Descriptive information for the 19 Latina breast cancer survivors and 10 healthcare
professionals is provided in Table 1. Themes with illustrative quotes and theoretical
implications for other populations are presented in Table 2.

Individual-level Determinants: Lack of knowledge and financial planning

Both survivors and healthcare professionals identified the /ack of knowledge and delayed
financial planning as individual-level determinants of financial toxicity for all breast cancer
survivors. These individual-level factors were considered universally important, but more
common among disadvantaged communities. Healthcare professionals perceived that Latina
breast cancer patients’ lack of knowledge compromised their ability to obtain financial
assistance efficiently. Latina breast cancer survivors explained these delays differently. They
emphasized that survival at any cost was initially prioritized over financial concerns, in line
with theoretical models regarding disadvantaged communities’ competing priorities.
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Interpersonal-level Determinants: Access to Social Networks with Cancer Experiences

Healthcare professionals and survivors both emphasized the importance of access to
individuals with relevant cancer experiences within their networks (e.q., other survivors,
caregivers of cancer patients) as a protective interpersonal-level determinant of financial
toxicity. Healthcare professionals perceived that survivors with such access had greater
knowledge about financial assistance programs and applied for financial assistance early in
the process of cancer treatment. Survivors confirmed the importance of social networks for
sharing information. They specifically described situations wherein they themselves
disseminated information on financial assistance to family members.

Community-level Determinants: Cultural Norms and Community Dynamics

Healthcare professionals highlighted cultural norms (e.g., vergienza/embarrassment, stigma)
and community dynamics regarding documentation status as community-level determinants
of financial toxicity. Healthcare professionals and Latina breast cancer survivors identified
the importance of culturally- and linguistically-congruent personnel and organizations to
address cultural norms, language barriers, and barriers associated with non-citizenship
status. Survivors specifically expressed gratitude for a local community-based organization
led by Latina breast cancer survivors.

Organizational/Healthcare Policy-level Determinants: Limitations of Existing Financial
Assistance Programs

Healthcare professionals and survivors referenced several financial assistance programs
commonly utilized by Latina breast cancer patients and survivors from disadvantaged
communities. These included public (e.g. local affiliate of the National Breast and Cervical
Cancer Early Detection Program), foundational (e.g. Patient Access Network, Patient
Advocate Foundation) and hospital-based programs. These programs however had some
limitations. First, some programs had restrictive eligibility criteriain terms of insurance
status and income. Ineligible patients who were underinsured and/or who had minimal assets
reported high levels of financial stress. Relatedly, these program criteria impacted eligible
participants’ behaviors in potentially maladaptive ways. Having to re-apply for programs
without guarantee of support was a major stressor. As well, some participants declined
employer-based health insurance plans, because these plans provided less comprehensive
coverage than financial assistance programs. In addition, healthcare professionals discussed
most financial assistance programs’ nearly exclusive focus on medical costs during
treatment. Both groups agreed that survivors lacked access to financial resources for
competing costs (e.g., costs of living, family care) and indirect costs associated with
treatment (e.g., travel, housing). Finally, healthcare professionals stressed the limited
amounts of money offered and the instability of funds. These problems were particularly
common for financial assistance programs that covered all costs and were discretionary.

Discussion

Financial toxicity is a multidimensional side effect of cancer treatment, with negative
impacts on patient well-being and mortality risk [11-13, 38]. our work cataloged some
multi-level determinants of financial toxicity. Below, we first describe results that are
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pertinent to Latinas, the priority population for this study. Second, we provide an overview
of how our study may be helpful in understanding the manifestation of financial toxicity for
other disadvantaged groups.

At the individual-level, lack of knowledge regarding treatment-related costs and insurance
coverage was a shared concern between survivors and healthcare professionals. This finding
aligns with previous research on general survivor populations [39]. However, survivors
provided important context as to why informational services may not always be effective,
even if available. Specifically, Latina survivors were primarily focused on survival during
the early phases of treatment. One potential solution may be to integrate financial toxicity in
the patientprovider encounter as part of a patient-centered care approach. This approach
would involve training healthcare providers to lead a discussion on value in cancer care and
to adopt cost-saving strategies in line with clinical recommendations [13, 39]. Of course, if
this type of patient-centered care were provider-dependent, disparities would result.

At the interpersonal-level, social networks were considered integral platforms for
disseminating information about cancer-related financial resources. Healthcare professionals
focused on how networks could provide information to survivors, whereas survivors
discussed how they themselves had disseminated information to their family members. This
knowledge-sharing system may be beneficial for patients embedded within informed social
networks. Interpersonal-level interventions would also offer opportunities for Latina
survivors to become opinion leaders to their peer survivors. However, such interventions
would not be as beneficial for less connected patients and patients who are connected to
more misinformed networks.

At the community-level, cultural norms and dynamics were perceived as barriers to seeking
financial assistance. Our findings paralleled other research on Latinas and other survivors
from marginalized groups [23,24]. However, culturally astute community-based
organizations were perceived to reduce these barriers and enhance survivors’ readiness to
access financial resources. This perspective aligns with growing efforts to eliminate Latinas’
disproportionate breast cancer burden through community-based practices and partnerships
[40, 41]. Yet, these community resources are not consistently or sustainably funded, leading
to disruptions in efforts to address Latinas’ financial toxicity.

At the organizational/healthcare policy-level, healthcare professionals and survivors cited
the restrictive eligibility criteria of financial assistance programs as barriers to access.
Women who were ineligible for assistance reported worse financial stress. As healthcare
reform continues to shift, a persistent criticism is the limited dedication to improve the
implementation of survivorship care plans with adequate reimbursement schemes [42].
Relatedly, both groups indicated that financial assistance was limited post-treatment.
Healthcare professionals further observed that financial assistance programs were typically
limited and funding-dependent. These findings align with emerging research on long-term
financial toxicity and the lack of resources for long-term survivors [43, 44]. In addition,
availability of resources may not entail utilization by Latina patients, due to the potential
individual, interpersonal, and community-level determinants described above.
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Overall, our work highlights barriers and opportunities to address Latinas’ financial toxicity
across multiple levels. As noted above, it may be more efficient and effective to implement
solutions across multiple levels to comprehensively mitigate financial toxicity. These
interventions should aim to: 1) improve knowledge of cancer treatment-related costs through
interpersonal networks and community-based resources (e.g. culturally astute community-
based organizations); 2) to integrate financial resources in a broader patient-centered cancer
care model at the organizational-level; and, 3) codify financial assistance resources
throughout survivorship and ensure they are sustainable for all populations at the healthcare
policy-level.

While the current study focused on financial toxicity among Latina breast cancer survivors,
our work may have helpful implications for survivors from other populations [13, 18, 43].
First, informational determinants may be crucial for all breast cancer survivors, including
women’s personal knowledge of financial factors (individual-level) and exposure to
knowledgeable family/friends (interpersonal-level; e.g., peer survivors, caregivers of
patients). Yet, breast cancer survivors from disadvantaged backgrounds may be more limited
in their knowledge and have less access to informational supports due to community norms
and dynamics. Second, societal marginalization and community-level determinants (norms,
dynamics) may be particularly relevant for breast cancer survivors from disadvantaged
backgrounds. In the context of societal marginalization, breast cancer survivors from
disadvantaged communities may have limited abilities for future or long-term financial
planning (individual-level) due to multiple competing needs. For these communities, cancer-
related financial toxicity may be one of many financial stressors, restricting women’s ability
to plan for that specific stressor. Because of their “baseline” impoverished status at
individual- and contextual levels, breast cancer survivors from disadvantaged communities
may also be more vulnerable to shifts in healthcare policy and organizational capacity that
may restrict financial supports [13, 24, 31, 32]. Simultaneously, community dynamics and
norms may heighten women'’s risk of financial toxicity, if there are shared health-aversive
beliefs that limit disclosure and access of social networks (e.g., fear of burdening networks,
cancer-related stigma [45]). Under these circumstances, formal community organizations
may be crucial in providing the unmet needs of survivors from disadvantaged communities
overall. Third, certain manifestations may be particularly relevant for breast cancer survivors
from immigrant communities. For example, community resources that offer linguistic
supports may be necessary for immigrant communities whose primary language is not
English. Concurrently, immigrant communities may be particularly vulnerable to
organizational/health care policies that contain citizenship/immigration-based eligibility
criteria.

This study had several limitations. First, our scope was limited to Latina breast cancer
survivors. There is a need for future parallel research that can offer more nuance regarding
which determinants of financial toxicity are shared and are unique to different marginalized
groups. Above, we offered a few insights regarding specific factors that may be relevant for
health disparity populations overall and other immigrant groups. Future research is
warranted to confirm these hypotheses. This study used convenience sampling through
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community partners to recruit Latina survivors, therefore our findings may not be
generalizable. For example, financial burden may be more severe among patients without
access to supportive community-based organizations. Their perspectives should be captured
in future studies to adequately characterize financial toxicity in the most vulnerable patient
populations to inform timely and targeted interventions. Relatedly, the majority of survivors
had undergone a mastectomy (68%) coupled with combination cancer therapy (39%) due to
the parent study’s overarching aims. Since type of recommended treatment is a predictor of
financial toxicity [13], our findings may have been more illustrative of the experiences of
patients undergoing invasive cancer treatment. In addition, healthcare professionals self-
selected into the study, which may have resulted in a sample with higher awareness or
investment in addressing financial toxicity.

Despite its limitations, this study has several implications for research and practice. Findings
from this study demonstrated the value of engaging multiple stakeholders when exploring
financial toxicity and associated disparities. Their complementary perspectives specifically
provided insights into #owand whereto intervene. Indeed, healthcare professionals’
characterization of delays in financial planning supported the incorporation of screening for
financial burden in clinical practice, which is in line with existing recommendations [13].
Healthcare professionals also denounced the limited availability and instability of financial
assistance programs, warranting advocacy efforts at the hospital/organizational and public
policy-levels. This study also identified community-level factors as determinants of financial
toxicity, more specifically support from culturally astute community organizations. Such
findings suggest that leveraging existing community resources in cancer care may be helpful
for all communities that are disadvantaged and'resilient.
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Table 1.

Study sample demographic and role-specific factors.

Page 12

Healthcare professionals (n=10) | Latina breast cancer survivors (n=19)

Demographic factors
Age (years)

<40-50 7 (70%) 4 (22%)

51+ 3 (30%) 15 (78%)
Gender

Female 8 (80%) 19 (100%)

Male 2 (20%) 0 (0%)
Race/Ethnicity

Latina 6 (60%) 19 (100%)

Non-Latina 5 (40%) 0 (0%)
Household language

Spanish 1 (10%) 16 (84%)

English 6 (60%) 1 (5%)

Spanish & English 2 (20%) 2 (11%)

Other 1 (10%) 0 (0%)
Educational attainment

< High School 0 (0%) 9 (50%)

High School or more 10 (100%) 9 (50%)
Income

<$30,000 0 (0%) 10 (63%)

$30,000 or more 9 (100%) 6 (37%)
Marital status

Married 5 (50%) 12 (63%)

Not married 5 (50%) 7 (37%)
Insurance status

Insured 10 (100%) 12 (67%)

Uninsured 0 (0%) 6 (33%)
Role-specific factors: Patients
Years since diagnosis

0-2 6 (34%)

3-5 10 (56%)

6-11 2 (10%)
Surgery type
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Page 13

Healthcare professionals (n=10)

Latina breast cancer survivors (n=19)

Lumpectomy 6 (32%)
Mastectomy 13 (68%)
Treatment type

Chemotherapy only 1 (5%)

Radiation only 3(17%)
Hormone therapy only 5 (28%)
Surgery only 2 (11%)
Combination 7 (39%)

Role-specific factors: Healthcare professionals

Occupation

Social Worker 3 (30%)

Patient/Nurse navigator 3 (30%)

Cancer Support Specialist 1 (10%)

Counselor 1 (10%)

Other 2 (20%)
YYears working in breast cancer

0-5 4 (40%)

6-10 3 (30%)

11+ 3 (30%)
Years working in financial aspects of breast cancer care

0-5 5 (50%)

6-10 3 (30%)

11-15 2 (20%)
Proportion of Latina breast cancer patients

<59% 5 (50%)

>60% 5 (50%)
Proportion of uninsured Latina breast cancer patients

<59% 5 (50%)

260% 5 (50%)
Proportion of under-insured Latina breast cancer patients

<59% 7 (70%)

>60% 3 (30%)

Support Care Cancer. Author manuscript; available in PMC 2021 July 01.
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