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Introduction

Although there is growing attention to end-of-life (EOL) care in the United States, EOL care 

for underserved populations has been less widely considered. Latinx Americans are the 

largest US ethnic minority group at 18% of the population [1], and approximately one-third 

are foreign-born [2]. Both US-born and immigrant Latinx Americans experience significant 

health and healthcare disparities [3–5], including disparities in EOL care [6]. Intersecting 

factors contributing to disparities include language barriers, poverty, and lack of access to 

health insurance [5, 7, 8]. Nationally, as many as one in five Spanish-speaking Latinx 

Americans reports avoiding medical care due to language barriers [4]. Furthermore, 20% of 

Latinx immigrants experience poverty [9] and 40% are uninsured [10] compared to 9% [11] 

and 7% [12] of white European Americans respectively.

Latina women experience disparities specifically in the context of breast cancer care. Breast 

cancer is the most commonly diagnosed cancer and the leading cause of cancer death among 

US Latinas [13]. They are, however, less likely to receive screening mammography [13], 

timely follow-up of abnormal screening results [14], and appropriate treatment than are 

white European American women [15], and are more likely to be diagnosed at an advanced 

stage of disease [16].
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Despite these disparities, few studies have examined the EOL experiences of underserved 

Latina women with breast cancer. Of those that have, relevant findings include difficulties 

navigating the healthcare system, in part due to language barriers and patient-provider 

mistrust [17]. Yet contrary to cultural stereotypes of fatalism as a deterrent to health-

promoting behaviors among this population [18], Latina women have been shown to utilize 

positive reframing, spirituality and religion, and family support to cope with breast cancer 

and adhere to treatments [17, 19–22]. Latinas also express interest in complementary 

medicine (CM) for cancer treatment. CM use among Latinas with breast cancer varies in 

frequency and modality [23, 24], but appears to be common, with estimates ranging from 

35% to 93% depending on how CM is defined [25, 26]. Given unique and intersecting 

challenges faced by low-income Latina immigrants with breast cancer, and lack of data 

elucidating their EOL experiences, we undertook a qualitative pilot study to explore how 

members of this population relate to their support networks and cope with advanced disease.

Methods

Participants

We included Latina immigrants who were 18 or older with limited English proficiency, an 

annual family income ≤200% of the federal poverty level, and confirmed metastatic breast 

cancer. We excluded women unable to be interviewed due to illness severity or dementia. We 

recruited participants at two sites: Zuckerberg San Francisco General Hospital (ZSFG, the 

county safety-net hospital) and the Charlotte Maxwell Clinic (CMC, a free clinic that 

provides integrative cancer care to low-income women in Oakland, CA). Clinic staff at both 

sites identified potential participants. We sent recruitment letters to 28 patients, then 

screened respondents by phone. Ten did not meet eligibility criteria, three were unreachable, 

and two declined to participate. We enrolled 13 patients.

Although our primary focus was on patients’ illness experiences, we were also interested in 

how patients related to their support networks, and how EOL conversations were perceived 

by all those involved. We asked each patient to identify an informal caregiver, physician, 

and, if applicable, CM practitioner to be interviewed as members of their support network. 

All patient participants named an informal caregiver, twelve named a physician, and six 

named a CM provider for support network interviews. We interviewed all CM practitioners. 

One informal caregiver was unreachable, and only four physicians agreed to be interviewed. 

The UCSF institutional review board approved this study (#10–00302).

Materials

We first created an English version of the semi-structured interview guide and tested it in a 

separate study. We utilized a professional service to translate and back-translate the final 

version of the interview guide between English and Spanish, then reviewed it via focus 

groups with a variety of Spanish-speaking health educators, ZSFG and CMC staff, and CMC 

patients not enrolled in the study.
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Procedure

Patients met in person with a bilingual interviewer for four semi-structured interviews. All 

interviewers were trained by the study’s principal investigator (SRA) in qualitative research 

methods and best practices for conducting semi-structured interviews. We conducted two 

interviews in person or by phone with each informal caregiver, and one with each physician 

and CM practitioner. We conducted all patient interviews and some informal caregiver 

interviews, depending on caregiver preference, in Spanish. Interviews were audio-recorded, 

transcribed verbatim, and, if conducted in Spanish, professionally translated. Patient 

interviews explored EOL concerns and the physical, psychological, social, and spiritual 

aspects of living with advanced breast cancer. Informal caregiver, physician, and CM 

practitioner interviews focused on the relationship of the interviewee with the patient and on 

communication about EOL issues. Two reviewers developed a comprehensive codebook 

(JG, AT-L). All authors independently coded transcripts and conducted thematic analysis 

using qualitative data management software (Dedoose), meeting to modify the codebook and 

reconcile differences in categories. Each interview transcript was coded by at least two 

authors. Two bilingual authors (LC-S, ES) compared selected portions of English and 

Spanish interview transcripts for accuracy. All authors discussed and agreed upon themes.

Results

Interviews were conducted between July 2008 and February 2011. Mean patient age was 56 

(SD 8.4). All were born in Latin America, and mean number of years in the US was 24 (SD 

9.4). Ten women (77%) had an annual household income of less than $30,000 and 8 (62%) 

had a high school education or less (Table 1). Nine (69%) accessed CM therapies through a 

practitioner, specifically mentioning massage, acupuncture, and herbs. Informal caregivers 

included children, friends, siblings, spouses, extended family members, and employers 

(Table 2).

Our qualitative analysis revealed two predominant themes. First, staying positive was a 

primary patient coping mechanism (Table 3), and related to patients’ and their networks’ 

approaches to EOL conversations. Second, patients’ socioeconomic status, immigration-

related issues, and language barriers in medical settings posed specific challenges for study 

participants.

Staying Positive as a Primary Coping Mechanism among Patients

All patients described staying positive as a method of coping with illness. They perceived 

staying positive, fighting, and maintaining hope as interconnected. “You’ve got to fight… 

It’s all about the effort you put into it so you can keep going. Be positive and leave the 

negative aside” (P2). “We have to be positive about things, not let yourself get down, and 

give yourself hope” (P13).

Spirituality was important to participants, and though many conceived of God as the 

ultimate decider of their fate, they also viewed doctors as instruments of God and considered 

staying positive and adhering to medical treatments as part of their role. “Always be 

optimistic and positive. Keep going and comply with whatever the doctor asks us to do… the 
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scripture says, ‘Help yourself and I will help you’… Sometimes we expect God to do 

everything, and no! God sent people like doctors. You have to seek and not give up” (P18). 

“I manage [my cancer] well. God gives us the disease and the remedy” (P4).

A positive mindset did not mean denying reality: “I do know that I’m ill, but I try to find a 

way to not have it… just in my mind” (P17). Rather, the importance of positivity was related 

to the belief that negative thinking worsens health. “Of course you don’t stop thinking about 

your illness, but at the same time you have to be brave… If we get too sad, thinking about 

the illness, we get even sicker” (P13). Negative thinking was sometimes equated with giving 

up, or seen as hastening death. “I knew a woman who was given three months to live and she 

arranged everything in two days and died exactly two weeks later… the mind is powerful, so 

I always remain positive.” (P14).

Patients also stayed positive to protect loved ones. “‘If I feel down, [my family] also feels 

down…. Everything positive…because if they see I have a happy face, then they’re also 

happy’” (P18). Some expressed appreciation when members of their support networks 

maintained positivity, stating that this helped keep them motivated. “The doctor says, every 

time I go there, ‘You look good.’ That lifts you up, and then you say, ‘I have to keep moving 

forward, I have to keep up the fight” (P2).

Sometimes, however, staying positive resulted in isolation. Several women described 

downplaying physical or emotional struggles in ways that limited their ability to receive 

support. “Many times you want to share your sorrows, so that others can lift your spirits, but 

you don’t want to make them feel bad…. I say, ‘Everything is fine, I’m alright, nothing 

hurts.’ But the truth is that… you do have problems and you don’t want to say anything” 

(P9). The most extreme examples included one woman who hid her diagnosis from her 

extended family, and another who moved away from her family to spare them from seeing 

her suffer.

Staying Positive among Support Network Members

Staying positive functioned similarly for informal caregivers (Table 3). Many considered 

staying positive to be part of their caregiving role, and equated positivity with being strong. 

Many similarly felt that positivity reduced their stress, and believed that positive thinking 

promoted better outcomes for their loved ones. When asked what advice he had for other 

caregivers, one said, “Just stay positive…. I always put on a strong face for her and the 

family” (CG 16). Another responded, “Be supportive and see the best side of everything. If 

you keep on looking at the worst, you definitely won’t anywhere” (CG 10).

A number of CM practitioners discussed positivity and warmth at the CM clinic. During 

appointments, practitioners focused on immediate symptom relief and positive physical 

touch. “With chemo, there’s a lot of really aggressive, invasive stuff happening to them. My 

approach is just to give them that positive touch… to allow them to be present… By the end, 

a lot of them have smiles on their faces. They really thank you, and there’s almost always 

hugs” (CM 4). In contrast to specifically encouraging patients to focus on positive thoughts, 

CM practitioners commonly spoke of helping patients to “be present” (CM 2) or “come back 

into their bodies” (CM 9) through mindfulness techniques (Table 3).
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Physicians also discussed staying positive, but less so than other study participants. 

Physicians tended to encourage optimism among patients while multiple treatment options 

remained, reserving prognostic conversations for when patients were found to have new 

metastases or a particular treatment stopped being effective (Table 3). “It’s been, when this 

drug stops working… We’re there for you if things develop. We’ll figure out what the 

options are and talk about it then” (MD 6). Some physicians associated patients’ positivity 

with resilience. “She’s really quite a strong person…. She’s always held onto a degree of 

optimism which is, ‘Maybe it will get better…. Maybe when I feel stronger I’ll go back to 

[chemo].’ A kind of a resilience and optimism” (MD 14).

Staying Positive and End-of-Life Conversations

Participants’ desire to stay positive resulted in complex approaches to EOL conversations. 

Many patients reported that they preferred not to discuss death because it made them feel 

sad or anxious: “The most difficult topic is almost always death. You don’t want to think 

about that, but unfortunately you have to…. I don’t like it” (P2). Others felt comfortable 

discussing it, either in general or with specific confidants. A number had discussed EOL 

care and after-death arrangements with family, while others chose not to in order to spare 

loved ones from distress. Some felt a desire to discuss these topics but met resistance. As 

one patient described, “Sometimes I bring up [dying] and my daughter tells me, ‘No, don’t 

talk about negative things, please. Think of positive things all the time’” (P18).

Patients and informal caregivers had mixed reactions to EOL conversations with physicians. 

Some described prognostic discussions as “cruel” or “negative,” especially when physicians 

seemed rushed or uncaring. Participants felt more trust for providers whom they perceived as 

having adequate time and a warm demeanor. “The primary thing for me in a doctor is that 

they give their patient a sense of trust…. [The specialist] is very unpleasant. He treats the 

patient as if they were a dollar bill…. I go to my general practitioner and he takes his time… 

He’s friendly, asks how you feel… it’s a big difference” (P10). Multiple women expressed 

desire and gratitude for the opportunity to talk about EOL issues in a supportive context. 

Those who attended cancer support groups for Spanish-speaking women described such 

spaces as safe environments to discuss difficult topics without burdening loved ones. Women 

also appreciated the opportunity to discuss EOL topics during the study, with feedback such 

as, “It’s very useful… I was able to get express everything I was holding inside and get it 

out” (P22).

Socioeconomic Status, Immigration, and Language Barriers

Despite strong family and social support networks, participants’ socioeconomic status, 

immigration-related issues, and language barriers in medical contexts exacerbated 

challenges facing patients and their informal caregivers. Financial constraints were a 

primary source of distress: “The biggest concern is always the economic situation” (P10). 

Several patients described themselves as “just getting by” and the majority reported not 

having enough money for rent, food, or utilities within the last year. Medical costs added to 

financial burden: “Doctors and part of the medications, which are very expensive…. It’s too 

much money. All the bills are already in collection. I don’t know what to do because I don’t 

have a penny to pay” (P14). Some patients had to continue working despite physical 
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symptoms. “There are times I get up… I say, ‘God, give me strength’… If I had money, I’d 

stay in bed…but I have to support my nine-year-old son…. This is an illness that, 

economically, if you’re not prepared, you don’t survive” (P17). Others were unable to 

continue working due to physical limitations or frequent medical appointments. “I used to 

work. I had two jobs…. Now I only live on the small amount I get from Social Security. 

That’s stressful, that you don’t have enough to pay the rent…. Working is better than being 

like this” (P16). Increased dependence troubled patients. “Without work it’s very difficult to 

support myself, and that’s why my quality of life is bad… my friends help me out a little bit 

and I’m able to get enough together for my rent, but I’m mortified over that… my main 

concern is to recover and start working” (P22).

Financial constraints were often connected to immigration issues. All participants had 

immediate or extended family in their countries of origin, and many sent remittances. “My 

wish for the future is that God keeps me positive and to be able to continue working…. I 

have a brother who is 85 years old. I send him a little money to help with food, a bit of 

medicine… in our homeland poverty is worse than ever…. if I don’t send them that money, 

how will they live?” (P6). Participants greatly missed distant family and expressed grief over 

their inability to travel to their home countries due to financial limitations or immigration 

status. Several discussed their desire to die in their home country, or to have their body sent 

home for burial.

Language barriers affected patients’ and caregivers’ medical interactions. Some participants 

described “getting by” with limited English or ad hoc interpreters including children and 

administrative staff. “The doctor makes an effort to understand me, but it’s not the same as 

me telling him in Spanish… I ask my son, because he sees that I’m struggling… Then he’s 

the one who tells [the doctor], even though he doesn’t want to” (P2). A few participants 

reported confusion after medical visits: “[The doctor] only speaks English, so it’s hard for 

her to understand what he’s saying. She’ll come back and show me letters, and we try to 

understand… The letters are in English. It’s all doctor terminology…. It’s just hard” (CG 

10). Patients generally preferred bilingual providers, describing an increased sense of 

comfort and trust when communicating directly in Spanish.

In summary, for low-income Latina immigrants with advanced breast cancer, staying 

positive is a primary coping mechanism, but caregivers’ desire to stay positive can interfere 

with patients’ ability to openly discuss matters relating to EOL. Economic difficulties, 

immigration concerns, and language discordance negatively impact this population’s illness 

experience.

Discussion

In this qualitative pilot study of the lived experiences of Latina immigrants with advanced 

breast cancer and their support networks, we found that staying positive functioned as a 

primary coping mechanism for patients and their informal caregivers, and influenced 

interactions between patients and their physicians and CM practitioners. Socioeconomic 

status, immigration-related issues, and language barriers contributed substantially to 

patients’ and their informal caregivers’ challenges. Our findings reflect and expand upon 
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previous studies that (a) show positive reframing to be a key aspect of coping among Latina 

women with cancer [17, 19–20], and (b) challenge cultural stereotypes of so-called 

“fatalistic” beliefs in this population as barriers to health-promoting behaviors [20–22]. Our 

results also reinforce previous findings highlighting language and systemic barriers that 

contribute to health and healthcare disparities among Latinx patients with cancer [17, 19]. 

Though few studies exist that examine the cancer experience of members of other immigrant 

groups in the US, there is some evidence that socioeconomic distress, immigration-related 

issues, lack of cultural sensitivity of healthcare providers, and language barriers are similarly 

important barriers to care experienced by Asian immigrants with cancer [27,28]. Evidence 

also suggests that older immigrants, particularly those belonging to racial/ethnic minority 

groups, engage in less advanced care planning than the overall elderly population in the US 

[29], and that undocumented immigrants in particular face challenges accessing appropriate 

EOL care [30].

Maintaining a positive attitude was a complex matter for participants in our study. Since 

positive reframing has not been linked to enhanced cancer survival [31,32], the question of 

whether staying positive contributes to enhanced quality of life for cancer patients and their 

families appears salient. While a positive mindset aided patients in adhering to difficult 

cancer treatments and managing physical and emotional pain, it also caused stress and 

isolation for patients and members of their support networks who felt pressured to project 

false positivity and refrain from expressing their full range of emotions. Prognostic and EOL 

conversations were particularly fraught for study participants for these reasons, but despite 

some reservations, patients generally expressed a desire for supportive environments to 

engage with these topics. The enthusiasm among patients in interviews and retention rate of 

this pilot study suggest that larger studies involving this population are viable.

Navigating the pragmatic, emotional, and financial challenges of terminal illness is difficult 

for all patients. These difficulties were amplified for the women in our study, who 

experienced additional, intersecting challenges. Costs associated with treatments were 

compounded by pre-existing financial hardship, adding to the struggle of maintaining daily 

provisions as well as to participants’ distress. Pragmatic and emotional challenges were 

exacerbated by immigration issues, which limited women’s ability to fulfill EOL wishes 

such as visiting or being buried in their home countries, and language discordance, which 

limited women’s communication with providers and understanding of their care plans.

Strengths and Limitations

A major strength of our study is that we conducted four in-depth interviews with each 

patient and also interviewed informal caregivers, physicians, and CM practitioners within 

patients’ support networks. The depth (multiple interviews with patients and caregivers) and 

context (network member interviews) allowed us to gain a nuanced understanding of the 

experiences of our study population, which is inadequately represented in the medical 

literature. Limitations include our study’s small number of participants in a limited 

geographic region, which restricts the generalizability of our findings, and the delay since 

completing interviews, as intervening policy changes and increased living costs could affect 

the current EOL experiences of similar populations. Little has changed, however, in the way 
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of access to health and social services in the study setting during this time. Regardless, we 

caution against drawing broad conclusions from our study about the EOL experience of 

Latina immigrants.

Implications

Our findings have a number of practical implications for clinical care and health and social 

policy. Several changes could contribute to more supportive EOL conversations with Latina 

immigrants in a clinical context. Shared language is crucial; best practice includes access to 

bilingual clinicians or professional interpreters [33], and specific training in EOL 

discussions for professional interpreters may provide additional benefit [34]. Given the well-

documented shortage of bilingual medical providers, however, it is also important to 

integrate bilingual staff members such as social workers, nurses, and CM providers into care 

teams providing oncological and EOL care [35]. Longer medical visits that provide adequate 

time for EOL conversations, a caring demeanor on the part of clinicians, and inquiry about 

transnational families and other social context may also build trust and enhance 

communication. It is interesting to note that participants in this study did not mention the 

possibility of hospice care during discussions about EOL; it is unclear whether this topic’s 

absence was due to barriers to accessing desired hospice services, lack of interest in hospice 

services, or participants’ lack of awareness of hospice care options. Since participants were 

generally enthusiastic about supportive environments in which to discuss EOL outside of 

family relationships, offering focused, context-sensitive information about hospice services 

might also be of benefit.

Severe financial distress, as experienced by many of our study participants, has been shown 

to decrease quality of life among cancer patients and limit access to medical care, 

contributing to worse health outcomes and higher risk of early mortality [36, 37]. Clinicians 

should proactively address patients’ financial constraints when discussing healthcare access 

and devise realistic treatment plans, and medical staff should ensure that patients and their 

informal caregivers are aware of and receive support in applying for available public benefits 

(e.g., state disability insurance, paid family leave, and in-home support services for 

Medicaid recipients). Financial distress was exacerbated by participants’ unemployment and 

underemployment, and it is known that low-income cancer patients are more likely to face 

unaccommodating employers and job loss than their more affluent counterparts [38]. Given 

some patients’ desire to continue working and difficulty meeting basic needs despite 

receiving Social Security benefits, it is necessary to advocate for labor rights for underserved 

populations and to maintain and expand public assistance programs. Clinicians remain an 

important voice in advocating for the expansion of medical and social safety-net programs to 

better serve vulnerable patient populations [38, 40].
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Table 1:

Patient Demographics

Characteristics N (%)

Age

 Range: 40–67 years

 Mean: 56 years (SD 8.4 years)

Country of Origin

 El Salvador 3 (23)

 Guatemala 3 (23)

 Mexico 3 (23)

 Nicaragua 3 (23)

 Peru 1 (8)

Educational Level

 Some College or College Degree 5 (38)

 Completed High school 4 (31)

 ≤ Grammar School 4 (31)

Total Household Income

 Less than $10,000 Annually 3 (23)

 $10,000 - $20,000 Annually 4 (31)

 $20,000 - $30,000 Annually 3 (23)

 ≥ $30,000 Annually 2 (15)

 Not reported (patient unsure) 1 (8)

Medical Coverage

 Medicaid 5 (38)

 Medi-Cal/Medicare Combined 3 (23)

 Private insurance 3 (23)

 Medicare 1 (8)

 Reliance on free clinics 1 (8)

Educational Level

 Some College or College Degree 5 (38)

 Completed High school 4 (31)

 ≤ Grammar School 4 (31)

Religion

 Catholic 10 (77)

 Other Christian 3 (23)
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Table 2:

Demographics of Support Network Members

Characteristics N (%)

Informal Caregiver Relationship to Patient

 Child 4 (33)

 Friend 3 (25)

 Sibling 2 (17)

 Spouse 1 (8)

 Extended family member 1 8)

 Employer 1 (8)

Informal Caregiver Country of Origin

 Mexico 4 (33)

 El Salvador 2 (17)

 Guatemala 2 (17)

 United States 2 (17)

 Nicaragua 1 (8)

 Peru 1 (8)

Physician Race/Ethnicity

 White/European American 3 (75)

 Latina 1 (25)

CM Practitioner Race/Ethnicity

 White/European American 6 (100)
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Table 3:

How Staying Positive Functions for Latina Immigrants with Advanced Cancer and Members of their Support 

Networks

Patients

 Stay positive as a primary coping mechanism

 See staying positive and fighting as part of their role in their illness

 Believe that negative thinking contributes to poor health outcomes

 Sometimes appreciate when others stay positive

 Sometimes project false positivity to protect loved ones from suffering, which can result in isolation

Informal Caregivers

 Stay positive to help patients stay positive

 Believe that negative thinking contributes to poor health outcomes

 Stay positive for their own coping and to mitigate stress related to caregiving

Physicians

 Encourage patients to stay positive while numerous treatment modalities remain

 See patients’ ability to stay positive as a sign of resilience

 Reserve EOL* discussions for when there is a new metastasis or a treatment has failed

CM
†
 Practitioners

 Strive to create a positive, arm environment during patient encounters

 Focus on positive physical touch and helping patients to “be present” in their bodies

 Believe that positivity is reinforced by a strong sense of community at the CM clinic

*
EOL: end-of-life

†
CM: complementary medicine
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