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Abstract

Objectives—The purpose of this review is to describe the empirical literature on the health-
related quality of life (HRQOL) in Latina breast cancer survivors by exploring the social
determinants of health. In framing the key domains of survivors’ quality of life within a
ecological-contextual model that evaluates individual and societal contributions to health
outcomes, we provide a comprehensive landscape of the diverse factors constituting Latina
survivors’ lived experiences and their resultant quality of life outcomes.

Methods—We retrieved 244 studies via search engines and reference lists, of which 37 studies
met the inclusion criteria.

Results—Findings document the importance of the social determinants of HRQOL, with studies
documenting ecological and contextual factors accounting for significant variance in HRQOL
outcomes. Our review identifies a dearth of research examining community-, institutional-, and
policy-level factors, such as health care access, legal and immigration factors, physical and built
environments, and health care affordability and policies affecting Latina breast cancer survivors’
HRQOL.

Conclusions—Overall research on Latina breast cancer survivorship is sparse, with even greater
underrepresentation within longitudinal and intervention studies. Results highlight a need for clear
documentation of the comprehensive care needs of underserved cancer survivors and interventions
considering integrated systems of care to address the medical and ecological factors known to
impact the HRQOL of breast cancer survivors.
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Introduction

Breast cancer accounts for 28% of all cancer diagnoses and is the leading cause of cancer-
related death among Latinas in the United States [1]. Breast cancer demands significant
mental and physical adjustment, consequently affecting health related quality of life
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(HRQOL). HRQOL is defined as one’s subjective sense of well-being in response to a major
illness [2,3]. HRQOL is a multifarious construct encompassing spiritual, functional,
cognitive, emotional/psychological, physical, and social well-being [2,4], and provides
significant prognostic data for cancer-related outcomes [5].

Although early research on quality of life in breast cancer survivors primarily focused on
predominantly Caucasian non-Hispanic survivors [6], Latinos constitute the largest and the
fastest-growing ethnic minority group [7], so understanding cancer outcomes among the
increasing number of Latino cancer survivors is important. Given the diversity of the Latino
population in terms of country of origin and acculturation status [8], Latinos face unique
challenges when entering a new society based not only on language, but also on other
contextual factors, including loss of social capital, economic difficulties or living in ethnic
enclaves with inadequate resources [8]. Therefore, a multi-level model that considers
contextual factors can more fully explain health outcomes. To more comprehensively
evaluate HRQOL in Latina-American Breast Cancer Survivors (LABCS), an approach
incorporating individual patient domains to larger social contexts is required [9].

Ecological approaches investigate individuals, their environments, and the interactions
between them. The Contextual Model of HRQOL includes multiple dimensions: socio-
ecological, cultural, demographic, health-care system, cancer-related medical factors,
general health and co-morbidity, health care practices, and psychological [9]. While Ashing-
Giwa’s Contextual Model incorporates both individual (micro) and systemic (macro) levels
[9,10], McLeroy et al.’s (1988) Ecological Model enhances specificity by delineating levels
of influences (e.g., community, institutional). The Ecological Model [11] is an approach that
outlines how multiple levels of influence interact to determine health [12]. The multiple
levels include intrapersonal, interpersonal, institutional, community, and policy [11]. The
policy level is of critical importance, dictating the status of women and other
disenfranchised groups. Therefore, we expanded the Contextual Model with the Ecological
Model to better understand specific gaps in the existing research and identify key
intervention targets for LABCS.

The Contextual Model and the Ecological Model share commonalities, such as categorizing
the primary domains of HRQOL (physical, functional, emotional, spiritual, and social well-
being), within the intrapersonal level domain. While both models offer contextual-based
dimensions, a synthesized model provides a roadmap for informing intervention planning at
different levels of influence [11], and considers context-specific cancer domains for
assessing survivors’ at risk for poor HRQOL and relevant HRQOL disparities [10].
Therefore, we used this enhanced Contextual-Ecological Model to examine the HRQOL
literature on LABCS (Figure 1). We folded the demographic, worldview and spirituality
components of the Contextual Model into the intrapersonal level of our new synthesized
model to provide a better assessment of individual characteristics.

The purpose of this article is to review the literature on LABCS, exploring all levels of the
Contextual and Ecological HRQOL Model from the intrapersonal to public policy level. We
used our synthesized model to explore key HRQOL domains (Figure 1) within the research
conducted to date and to identify knowledge gaps regarding multilevel influences on Latina-
Americans.

Study Selection and Review Criteria

For this review we selected four search engines, which based on past research were expected
to provide the most comprehensive list of results. We used Pubmed, Google Scholar,
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Psychinfo, and Web of Science and review of citation lists to identify literature published
between January 2000 and March 2010. We searched on the terms quality of life, QOL,
breast cancer, Latina or Hispanic, and cancer survivor as single-word items and in
combination. We selected broad keywords such as quality of life, rather than specific
domains (e.g., psychological) because we were interested in finding how broader cancer
survivorship factors fit into the new contextual-ecological model. The most widely accepted
definition of cancer survivorship marks the onset at the day of diagnosis [13,14] with long-
term survivorship defined as 5+ years post diagnosis [15].

Avrticles included in this review met the following inclusion criteria: (1) qualitative or
quantitative research study that addressed either single or multiple HRQOL-related factors;
(2) focused on Latina/Hispanic BCS or provide Latina-Hispanic-specific results; (3)
published in a peer-reviewed journal between January 2000-March 2010; and (4) research
conducted in the United States. The initial search identified 244 studies, of which 26 met the
inclusion criteria. We then reviewed the reference lists from these articles for additional
publications, obtaining an additional 11 studies. The final sample included 37 studies.

Analysis and Interpretation

Results

A trained research assistant (JGD) and the first author (MCL) evaluated each article to
assess: (1) study purpose, (2) research design, (3) measure of HRQOL, (4) participant
demographics, and (5) results. Because HRQOL is multifaceted and includes domains
related to psychological/emotional, cognitive, functional, spirituality, and physical
functioning [4,16], we chose these domains as the starting point of our analysis. Review of
the articles led to identification of additional HRQOL domains, including health system
factors and the workplace; these domains were then placed within the levels of the
Contextual and Ecological Model: intrapersonal, interpersonal, institutional, community,
and public policy influences. This classification system allowed us to identify conceptual
gaps in the breast cancer survivorship research literature for Latinas (see Table).

The 37 identified studies included research that used a variety of research designs (cross-
sectional, longitudinal, and qualitative) and target populations (multiethnic samples vs.
Latinas, only). Twenty-five studies included multiethnic samples that explored differences
among Latina, White, Black, and Asian survivors; however, only Latina-specific results are
discussed in this study, with 12 studies focused exclusively on Latinas [14,17-28]. Within
the Latina-specific studies (n=12), nine provided regional or national origin/descent of the
participants. Three studies had all-immigrant samples and one study identified the
percentage of foreign-born participants. In some studies, the terms *“origin” or “Puerto-Rican
ethnicity” failed to identify whether participants were born abroad or second or third
generation US Latinas.

A number of studies described emotional/physiological well-being among Latinas (n=25),
social support or marital issues (n=19), physical domains (n=14), functional (n=9), and
spirituality (n=10; see Table). Only two studies discussed cognitive well-being among
Latinas [29,30]. While most studies were conducted in California (n=17), some were
conducted in the Northeast (4), Southeast (3), Southwest (6) and in multiple states across the
US (4). One study did not provide geographic information.

Intrapersonal Factors

Intrapersonal factors included health status (e.g., co-morbidities), age at diagnosis,
psychological/emotional well-being, cognitive well-being, functional well-being,
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spirituality, and physical functioning. Most research within the intrapersonal category were
quantitative (n=29). Regarding health status, only one study assessed co-morbidities wherein
Latinas reported a greater number of co-morbidities (i.e., high blood pressure, diabetes)
compared to Asians [31]. Age at diagnosis was an influential factor for women’s well-being
in one study [32] with women 70 and older reporting that cancer was just one added health
condition to manage [32]. Older women (> 70 years) particularly struggle to maintain an
appearance of self-sufficiency, afraid to be dependent or cause worry in their children [32].

In multiethnic samples, Latinas reported poorer psychological and emational well-being
than other ethnic groups [13,23,24,33-38] with all but two studies controlling for stage of
disease. In one study with a multiethnic sample that measured cognitive well-being, 75% of
all participants, including Latinas, noted forgetfulness as a side effect of treatment [30].
Researchers largely assessed functional well-being among Latinas in terms of work
capability; with several studies citing financial distress for survivors who had to maintain
employment due to cancer or its treatment [16,18,21,30,39]. In studies exploring the
association of religiosity/spirituality on HRQOL among LABCS, high levels of religiosity/
spirituality corresponded to higher levels of functional well-being [28], coping
[18,28,30,40], and feeling closer to God [13,14]. While fatalistic views have been linked to
religiosity (i.e., seeing cancer as God’s decision) [25], prior research into interventions to
reduce cancer fatalism appears promising [41] since survivors appeared to be less fatalistic
over [14,31], and may be useful to help newly diagnosed Latina women cope with anxiety
about their illness.

In the physical domain, Latinos reported arm and breast pain, fatigue, hair loss, nausea [30],
weight gain from treatment [33], and postoperative pain [14] with poorer physical
functioning reported more among low-acculturated Latinos [31,38] than other groups
[31,33,36]. Higher income was related to better physical HRQOL [42] and being diagnosed
at an earlier stage [43]. Although some studies included younger samples of (mean age < 49
years), no key findings emerged related to age and physical functioning [19,20,36,44].

Although acculturation spans across all levels (intrapersonal, interpersonal), given the
potential influence of acculturation on physical and emotional health, this concept is well
positioned under the intrapersonal level. Six studies considered acculturation variables,
focusing on various HRQOL domains including intrapersonal (e.g., emotional well-being)
and interpersonal factors (e.g., the role of family in decision-making process) [27,38,45-47].
Acculturation, including English language proficiency, may serve as a proxy for recency of
immigration, lower educational attainment and job status; these are shown to be correlates of
poorer health outcomes.

Interpersonal Factors

Social networks and social support were important interpersonal level influences among
Latinas. Across both quantitative and qualitative studies involving social support,
researchers addressed certain sources (family, friends) and types of support (informational,
instrumental). The quantitative literature focused more on evaluation of degree of social
support rather than social networks per se [14,17,21,25-27,29,32,46,48-50]. One study
noted how social influences went beyond supportive roles, 49% of the less acculturated
older Latinas and 18% of the more acculturated older Latinas indicated that their families
determined their final treatment decision [47]. The central role of family for survivors can
provide a sense of support but also added concerns for women who do not want to cause any
hardships on their families [25]. Although studies point to the importance of social support
and social networks in Latinas’ breast cancer experience, Latina immigrant breast cancer
survivors have reported a significant lack of social support [26,33,50].
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Community, Institutional, and Public Policy Factors

Two formative studies mentioned the importance of community-level influences for
improved survivorship care [21,25]. Community-level factors, such as supermarket
location and availability of healthy foods, are associated with general dietary patterns and an
overall healthy diet [51,52]. Communities characterized by social deprivation and
unemployment have reduced access to major supermarkets [53], exercise facilities or
sidewalks [54], thus hindering the ability of individuals in these communities to effectively
adhere to physical activity regimens. Increased physical activity among non-LABCS may be
associated with improved daily functioning and overall HRQOL [55-57]. Furthermore,
communities with no easy access to clinics that provide consultation on healthy lifestyle
practices face both institutional and community-level barriers. Lack of access to preventive
care is more common among impoverished communities [58] and may potentially hinder
proper survivorship care.

The reports describing community-level factors on LABCS’s HQOL discussed how
knowledge of and access to community resources (such as financial assistance, housing,
mental health services, meals, transportation, child care, and community-based
organizations) are valuable community-level variables influencing the cancer experience
[21,25]. Future empirical work is needed to explore community-level factors and their
associations with increased levels of physical activity and HRQOL in Latinas with breast
cancer.

At the institutional level, continuity of care improves patient outcomes, especially among
those with chronic conditions [59]. About one-third of studies with LABCS addressed
institutional factors, including insurance costs, language barriers, and legal status or
workplace support, impact of receiving proper care, or and access/adherence to health
services [14,18,19,21,23,24,28,29,31,38,44,60]. For instance, lack of continuity of care,
especially among those who are treated by several different doctors at the same facility,
renders patients unable to create relationships conducive to successful cancer management
[18]. Although no systematic research has yet to be conducted related to the impact of
institutional factors on LABCS’s HQOL, a plausible hypothesis for the poor health
outcomes evident among LABCS [44] (e.g., low levels of overall physical energy and well-
being and greater reported pain) could be related to institutional factors such as the inability
to access quality health care or challenges in communication with doctors regarding their
health care needs [18]. Furthermore, minority patients reported greater difficulty getting
appointments and longer wait times compared to non-minority patients, even when they had
insurance [61]. Other institutional factors, such as proximity of the hospital in relation to a
breast cancer survivors’ residence, may possibly influence delays in treatment [44], and
hinder optimal survivorship care. These types of institutional-level barriers highlight the
need for socio-cultural and patient-centered services in a medical setting to improve
survivorship care among Latinas. We identified an institutional level intervention targeting
LABCS which evaluated the effects of a collaborative care program on HRQOL. While this
intervention highlighted institutional factors (clinical case-management, timely patient and
provider reminders), community (neighborhood cancer resources) intrapersonal factors
(health literacy) were also considered and in concert were found to improve emotional well-
being among low-income Latinas [20].

Public Policy Level Factors

Public policy within health care involves the regulation of funding from the local to the
national level [11]. Two qualitative studies focused on immigration policy, discussing the
effects of unauthorized legal status on HRQOL [18,19] and others have stressed the
importance of policies that target screening, education, and treatment to prevent cancer
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disparities in breast cancer mortality [62]. Because health care services are purchased by a
combination of government and private insurers, many, especially immigrant survivors, who
have limited English language skills or are unfamiliar with the health care polices will
experience difficulty navigating the health care system [63]. For all cancer survivors,
follow-up care is often fragmented with no single physician serving as the coordinator of
care following the completion of treatment [64]. For LABCS who exhibited poor English
fluency effective communication with the doctor is compromised [14,31,36]. Future work
should further explore health care decision-making in the context of immigration and policy
and across all economic strata for LABCS.

Individual and Contextual-Level Correlates of HRQOL Outcomes

As presented in this review, individual-level variables such as time since diagnosis or
psychological well-being may contribute to HRQOL outcomes; however, within
underserved survivor groups such as Latinas, consideration of systematic contextual level
characteristics at the community, institutional and/or policy may further explain HRQOL.
Several barriers exist for LABCS that are not evident for white, high-income groups or non-
immigrant groups, including lack of transportation, financial and insurance barriers, lack of
childcare or language translation, low health literacy, or low literacy, lack of psychosocial or
emotional support, and social isolation. Hence, research on contextual level factors will also
bridge a gap in the current cancer survivorship literature.

Attention to underlying fundamental characteristics (social status, race, segregation) which
often is associated with the availability of community and institution-based resources [65]
need to be considered to reduce the disparities that exist among Latina cancer survivors.
Similarly, interventions aimed at influencing macro-level variables may depend on large-
scale system changes (e.g., establishing more community services accessible to Latina
survivors or providing interpreter services to bridge language barriers in clinics). The single
intervention study we identified that addresses micro and macro levels of influence
demonstrates positive changes in HRQOL life for breast cancer survivors [20]. Research
addressing multiple influences on health outcomes is possible and future work should
consider inclusion of domains beyond the emotional and physical to target other contextual-
level (access to health care resources) variables impacting health.

Discussion and Conclusions

The present review is among the first to summarize the literature on Latina breast cancer
survivors’ HRQOL survivorship applying a contextually based social-ecological model
(Table) across multiple levels (e.g., intrapersonal, community, institutional). We noted
significant gaps in existing work: (1) the small number of studies that included adequate
Latina samples, (2) lack of prospective studies, (3) dearth of interventional research, (4) few
studies considering community-level factors and (5) inadequate focus on institutional level
influences on cancer survivorship and quality of life.

Our results, together with previous findings, suggest a potential compounding effect of
systemic contexts on critical HRQOL outcomes. For example, outside of the cancer
literature, research demonstrates self-management practices (e.g., testing glucose levels in
people with diabetes) are significantly hindered if patients reside in low-resourced
neighborhoods or have inadequate health care plans [66,67]. Many LABCS live in
neighborhoods with limited resources; our findings suggest self care practices may be
compromised in these environments, exacerbating existing disparities in a population
already challenged by poorer HRQOL outcomes.
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Of the numerous studies that investigated one or more HRQOL domains, the majority had
multi-ethnic samples. Fewer studies focused exclusively on LABCS and were mostly
conducted in California. The diversity and the 46.7 million Latinos in the US [68]
underscores the importance of addressing the lack of research that investigates HRQOL and
cancer survivorship studies across regions of the US beyond California.

Our review suggests evidence from cross-sectional studies focused on specific domains of
the HRQOL model and provides a strong foundation to begin translating existing data into
intervention development and testing. Importantly, future interventions focused on
improving cancer survivorship outcomes must tackle community-level and institutional
influences on HRQOL. These investigations can benefit from the substantial body of work
conducted in nonclinical and community settings with Latinos and other racial and ethnic
minorities who have chronic health conditions[69-71]. For example, community-based
studies implementing physical activity interventions demonstrate improved physical fitness
[72]. As many survivors report weight gain after diagnosis [73], efforts are needed to
improve community resources (food products, access to exercise facilities) so HRQOL is not
compromised. Furthermore, among Latinas, we do not yet have enough information of how
dietary change (e.g., increased intake of fruit and vegetables) or increased level of physical
fitness impact survivorship experiences or the care these survivors receive following the
completion of adjuvant therapy. Although we have a growing body of literature on nutrition
and exercise with primarily European American survivor populations [74,75], studies are
needed to address this paucity of nutrition and exercise intervention research with Latina
survivors.

Studies discussing institutional influences addressed the importance of having a positive
doctor—patient relationship for improved HRQOL outcomes [31,48]. Although the factors
we identified as fitting into the community level of influence overlap with the social support
domain -- touching on issues of informational (information on treatment options) and
instrumental support (e.g., transportation services, child care) [21,25] --there was a
noticeable gap in addressing community-level factors beyond social support networks (e.g.,
church group and families), such as neighborhood characteristics and available
organizations(e.g., psychosocial services in clinic or hospital-based settings). Our findings
should be interpreted in the context of the limitations of this review. First, although we
searched for studies related to Latina breast cancer survivors” HRQOL in four major
databases, it is possible we missed some studies. An additional limitation was the
heterogeneity of the populations included in the reviewed work. Given the often small
number of Latinas in research conducted with multiethnic samples, isolation of results
specific to Latinos was a challenge. Finally, given the dearth of HRQOL studies focus on
community-level influences, we were limited by studies that consider this domain within
other levels of influence (i.e., interpersonal level influences). The institutional and
community levels of our Contextual and Ecological HRQOL Model are key aspects that
need to be considered in survivorship research and interventions promoting survivorship
care among Latinas. Although promising work is beginning to emerge, the current paucity of
literature investigating institutional and community influences on HRQOL, as well as the
lack of intervention research with Latina survivors, suggests research efforts in these areas
deserve increased attention. We urge researchers to build on the existing literature to
develop and evaluate interventions using multi-level systematic approaches to improve
health outcomes and shrink disparities in Latina survivors’ HRQOL.
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