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Abstract

Background. Hispanics often have disparities at the end of life. They are more likely to die full
code and less likely to have discussions regarding prognosis and do not resuscitate (DNR)/do
not intubate (DNI), despite studies showing Hispanic values comfort over the extension of
life. Barriers to patient-centered care include language,socioeconomic status and health
literacy.

Context. We evaluated the impact of palliative care (PC) consults on the change of code status
and hospice referrals, comparing seriously ill Hispanic and non-Hispanic white patients.
Method. A retrospective cohort study of all white and Hispanic patients referred to the PC
service of a county hospital from 2006 to 2012. We evaluated ethnicity, language, code status
at admission and after PC consult, and hospice discharge. Chi-squared tests were used to ana-
lyze characteristics among three groups: non-Hispanic white, English-speaking Hispanic, and
Spanish-speaking Hispanic patients.

Results. Of 925 patients, 511 (55%) were non-Hispanic white, 208 (23%) were English-speak-
ing Hispanic, and 206 (22%) were Spanish-speaking Hispanic patients. On admission, there
was no statistically significant difference in code status among the three groups (57%, 64%,
and 59% were full code, respectively, p=0.5). After PC consults, Spanish-speaking
Hispanic patients were more likely to change their code status to DNR/DNI when compared
with non-Hispanic white and English-speaking Hispanic patients (44% vs. 32% vs. 28%,
p =0.05). Spanish-speaking Hispanic patients were more likely to be discharged to hospice
when compared with English-speaking Hispanics and non-Hispanic whites (33%, 29%, and
23%, respectively, p = 0.04).

Significance of results. Spanish-speaking Hispanic patients were more likely to change from
full code to DNR/DNI compared with non-Hispanic white and English-speaking Hispanic
patients, despite similar code status preferences on admission. They were also more likely
to be discharged to hospice. PC consults may play an important role in helping patients to
align their care with their values and may prevent unwanted aggressive interventions at the
end of life.

Introduction

Latinos currently comprise 15% of the US population, a number that is expected to reach 30%
by the year 2050 (Smith et al., 2009), equalling approximately 128 million according to the Pew
Research Center (2019). More specifically, Latinos aged 60 and older are the fastest growing
segment of the USA (Kelley et al., 2010). Because they make up a significant proportion of
our society, failure to understand their end-of-life (EOL) preferences could lead to inappropri-
ate care of seriously ill Latino patients and undue stress for their families and loved ones.

Disparities exist in advance care planning and EOL care for Latino patients. Studies and
surveys have demonstrated that older Latinos compared with non-Hispanic whites are more
accepting of aggressive care at the EOL (Blackhall et al., 1999; Kwak Haley, 2005). Another
study showed that only 22.4% of Latino patients with advanced cancer completed a
do-not-resuscitate (DNR) order vs. 50.4% of white patients (Loggers et al., 2009). As such,
they are more likely to die full code (Muni et al., 2001), despite studies showing that often
Hispanic patients value comfort over the extension of life (Kelley et al, 2010). Older
Latinos are also less likely to use hospice services and more likely to die in hospitals when
compared with non-Hispanic whites (Colon, 2005; Hanchate et al., 2009).
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There is evidence that Latinos are not familiar with hospice,
but if asked and explained in their language, the majority of
them would be willing to offer hospice information to a seriously
ill relative (Pan et al., 2015). A 2016 study showed that when EOL
discussions took place, there was a 10-fold increase in DNR com-
pletion in Latinos with advanced cancer compared with White
patients (Shen et al., 2016). Despite this preference, very few com-
plete an advance directive or engage in any advance care
planning.

Barriers that may explain the current disparities in EOL care
for Latino patients include: (1) geographical distance between
families, (2) discrimination, (3) language and health literacy,
and (4) cultural/religion/spiritual themes (Smith et al., 2009). In
addition, Latinos often are “present-oriented” rather than
“future-oriented,” and thus advance care planning for the future
may not be a high priority.

More than half of the immigrants in the USA are from Latin
America, and 40% of the Latinos currently residing here are
among them (Smith et al., 2009). A significant number of them
is undocumented. As a result, fear of deportation is frequently
present. In addition, Latinos often feel discriminated. A recent
survey conducted in California showed that 13% of all Latinos
and 16% of immigrant Latinos reported experiencing racial or
ethnic discrimination in the healthcare setting. These fears
often preclude access to healthcare and lead to negative percep-
tions about the healthcare environment. This leads to situations
in which immigrants may feel curative treatment is being with-
held, and therefore opt for aggressive treatment (Smith et al,
2009).

Spanish is, by far, the most spoken non-English language in
the USA, with 37.6 million persons aged 5 years and older speak-
ing Spanish at home, according to an analysis of a recent commu-
nity survey (Pew Research Center 2019). One study conducted by
the Pew Hispanic Center reported that only 23% of first-
generation immigrants were able to speak English well. These
numbers increase the risk of miscommunication to occur in
healthcare encounters, especially if no professional interpreters
are used. Even when Latinos do not understand, they may signal
they do, in order to appear cooperative (Smith et al., 2009).
Interpreters and optimization of communication strategies
would potentially minimize disparities of care.

Health literacy presents a major problem when faced with
making important medical decisions. According to one study,
close to half of the US population has limited health literacy
(Kutner et al., 2005), and the prevalence of limited health literacy
is higher among Spanish speakers (62%) compared with English
speakers (46%) (Paasche-Orlow et al., 2005). In addition, health
literacy is linked with educational attainment and reading skill,
both of which are lower among Latinos when compared with
other US racial and ethnic groups (Kutner et al., 2005). As a
result, Hispanic patients are more likely to have difficulty process-
ing written and verbal health information and navigating the
healthcare environment, and are less likely to engage in shared
decision-making or to report that interactions with clinicians
are helpful or empowering (Baker et al., 1996; Doak et al., 1996;
Sudore et al., 2006; Castro et al., 2007).

In Latin America, physicians frequently take a more directive
and paternalistic role with regard to decisions involving life-
sustaining treatment (Blackhall et al., 1999). For example, a phy-
sician in Latin America often can take a paternalist role making
recommendations against life-sustaining treatments in the setting
of a terminal illness, and families usually do not question
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physician decisions and recommendations in this traditional
paternalistic decision-making mode.

In addition, certain cultural concepts — familismo, machismo,
and fatalismo — may influence illness experience, decision-
making, and EOL care (Talamantes et al., 2000). Familismo refers
to the idea of the importance of family and friends who function
as a single unit in the decision-making process. Decisions could
be hindered if the family is unavailable due to reasons such as dis-
tance, immigration status, or economic and political restraints
(Sabogal et al., 1987). Machismo refers to the tradition for the
man to serve as the family provider and the protector. This, in
turn, could influence decision-making for Latina women and
potentially go against their goals and desires (Rafaelli and Ontai
2004). Latina women may defer decision-making to the men in
their family and may feel uncomfortable opposing the opinion
of their husbands, brothers, or fathers. Finally, fatalismo is the
belief that one’s future is preordained and out of one’s control.
This could lead to pessimistic attitudes that could potentially
cause additional suffering (Talamantes et al., 1995).

Finally, with regard to religion and spirituality, a diverse ethnic
survey of cancer patients showed an increased association of reli-
giousness with wanting all measures to extend life (Balboni et al.,
2007). Also, in focus groups, Latino surrogates indicated that suf-
fering was to be borne as part of a test of faith (Braun et al., 2008).

Studies have previously demonstrated that palliative care (PC)
consults can have a meaningful impact on the completion of
advance directives in both white and non-white patients (Zaide
et al,, 2013). We evaluated the impact of PC consults on code sta-
tus preferences, comparing seriously ill Hispanic and
non-Hispanic white patients.

Methods

Study type and aim: This is a retrospective database study in
which we analyzed the effect of palliative care consultation
(PCC) on clarifying advanced directives/code status decisions
among three specific ethnic groups.

Setting: This study took place at Santa Clara Valley Medical
Center, a teaching hospital in San Jose, CA. The study included
cohorts receiving PCC from 2006 through 2012.

Subjects: Subjects were categorized into three major groups
based on ethnicity and language speaking: Caucasian, Latino
English-speaking, and Latino Spanish-speaking. Patient character-
istics included age, sex, hospice discharge, code status at admis-
sion, and code status change to DNR/do not intubate (DNI)
after PCC. Code status categories were classified as full code,
DNR, and/or DNIL

PCC intervention

The Santa Clara Valley Medical Center’s Palliative Medicine
Consultation team consisted of two board-certified hospice and
palliative medicine physicians and one PC fellow, with close col-
laborations with a social worker, case managers, and chaplains. At
the time of the study, the team evaluated around 600 patients a
year. The consultation was performed at the request of the pri-
mary teams in critical care, oncology, surgery, and internal med-
icine. Consultations would be requested for patients with
diagnosis such as metastatic cancer, multiple organ failure, end-
stage dementia, end-stage heart failure, advanced COPD, stroke
with poor functional status, and poorly controlled pain.
Common reasons for consultations would include: (a) goals of
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Non-Hispanic

English-speaking Spanish-speaking

Patient demographics Total (n=925) white (n=511) Hispanic (n=208) Hispanic (n=206)
Age (mean, range) in years 58 (3-99) 60 (15-95) 48 (3-91) 61 (21-99)
<65 years old 618 (67%) 333 (66%) 172 (83%) 113 (55%)
>65 years old 299 (32%) 172 (34%) 35 (17%) 92 (45%)
Sex
Male 519 (56%) 296 (58%) 112 (54%) 111 (54%)
Female 406 (44%) 215 (42%) 96 (46%) 95 (46%)

care, (b) pain management, (c) family conflict, and (d) hospice
appropriateness evaluation. The patient’s hospitalization often
represented a change in the patient’s condition, offering an
opportunity to complete an assessment, focusing on physical,
financial, psychosocial, and spiritual distress. The team designed
a plan of care that:

o provided relief from pain and other distressing symptoms,

« established goals of care based on symptoms, treatment prefer-
ences, and prognosis,

« integrated the psychological and spiritual aspects of the patient
and family experience, and

« offered a support system to help the family cope during the
patient’s illness and during the bereavement period.

The consultation was individualized to meet the unique needs
of the patient and family. There was always a physical examina-
tion, a meeting with the patient and the surrogate decision-maker
when applicable, and communication with the primary medical
care team. The most successful consultations would occur early
in the course of the hospitalization in conjunction with other
therapies that were intended to reduce the illness burden, such
as palliative chemotherapy or radiation therapy. The consultation
included a discussion of advance directives and the benefits and
risks of life-sustaining interventions related to the current medical
condition. Frequently, the consultation was the first time that
the patient/surrogate learned that cardiopulmonary (CPR) or
respiratory support may not be an appropriate treatment for
patients with an underlying advanced disease. The Santa Clara
Valley Medical Center PC team also used live interpreters who
were certified/trained in Spanish and often involved spiritual
care and Chaplain counselling, including meetings with a
Spanish-speaking catholic priest when indicated.

The study outcomes included code status changes from full
code to DNR and/or DNI after PCC, and hospice referral.
When appropriate, the PC team promoted a model of shared
decision-making in which the team recommended treatment
options based on patient and family preferences. For example,
the team could recommend a DNR/DNI order and hospice refer-
ral if the patient/family goal was comfort and being at home.

Statistical analysis

The analysis was a between-group comparison of the percentage
of subjects. Groups were classified as Caucasian English-speaking,
Latino English-speaking, and Latino Spanish-speaking. The anal-
ysis was performed with the use of descriptive statistics and the
chi-square test. Descriptive statistics of means and proportions
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were calculated for age, sex, hospice discharge, code status before
PCC, and code status change after PCC. The chi-square test was
used for comparison among groups of proportions. The p-value
0.05 was considered statistically significant.

Results

Of 925 patients, 511 (55%) were non-Hispanic white, 208 (23%)
were English-speaking Hispanic, and 206 (22%) were
Spanish-speaking Hispanic patients. The proportion of <65 year
Latino English-speaking patients was significantly higher than
that of Caucasian English-speaking and Latino Spanish-speaking
patients (83% vs. 66% vs. 55%, p = 0.002). However, for the >65
year group, Latino Spanish-speaking patients were signifi-
cantly higher in proportion than those of Caucasian
English-speaking and Latino English-speaking (45% vs. 34% vs.
17%, p =0.00; Table 1) On admission, there was no statistically
significant difference in code status among the three groups
(57%, 64%, and 59% were full code, respectively, p =0.5). There
was no significant difference in proportion among three groups
based on sex.

After PC consults, Spanish-speaking Hispanic patients were
more likely to change their code status to DNR/DNI compared
with non-Hispanic white and English-speaking Hispanic patients
(44% vs. 32% vs. 28%, p =0.05). Of 243 (26%) hospice referrals
that consultations generated, Spanish-speaking Hispanic patients
were more likely discharged to hospice when compared with
English-speaking Hispanics and non-Hispanics whites (33%,
29%, and 23%, respectively, p = 0.04; (Table 2 and Chart 1).

Discussion

Our study demonstrated that Spanish-speaking Hispanic patients
were more likely to change code status to DNR/DNI and also
more likely to be discharged to hospice when compared with
English-speaking Hispanic and non-Hispanic whites.

These findings could be attributed to several factors:

First, PC teams utilized Spanish interpreters when holding
family meetings. This could have had an impact on minimizing
language barriers that could be affecting both the patient and fam-
ily understanding of diagnosis and prognosis. Often, patients and
families did not have a full understanding of these issues before
meeting with the PC team possibly due to primary team uneasi-
ness and/or lack of skill to discuss EOL options. The literature
supports the finding that Hispanics often value comfort over
the extension of life. Once the language barrier was overcome,
it appears that families were able to align their preferences with
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Table 2. Change in code status and hospice discharge with PCC
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Total Non-Hispanic white English-speaking Hispanic Spanish-speaking Hispanic P-value
Code status pre-PCC
Full code 547 (59%) 291 (57%) 134 (64%) 122 (59%) 0.5
DNR/DNI 378 (41%) 220 (43%) 74 (36%) 84 (41%)
Code status change from pre- to post-PCC
Full code to DNR/DNI 184 (34) 93 (32%) 37 (28%) 54 (44%) 0.05
Hospice discharge
Yes 243 (26%) 115 (23%) 61 (29%) 67 (33%) 0.04
No 682 (74%) 396 (77%) 147 (71%) 139 (67%)
100%
80%
66%
60% 61%
60%
53%
Pre-PCC
41% 2% <t
40% -z - - - ---- M Post-PCC
0% T T T
Total Mon-Hispanic White English-Speaking  Spanish-Speaking

Chart 1. Absolute DNR percentage pre- and post-PCC.

a treatment plan that included changing code status to DNR/DNI
and hospice.

Second, the PC team used a shared decision-making model
when holding family meetings. The PC team would assess the
patient/family’s understanding of diagnosis and prognosis, update
them about the clinical situation, and discuss goals of care,
including the risks and benefits of CPR and intubation vs.
DNR/DNI and hospice referral. The PC team would also assess
family’s preferences regarding the quantity vs. quality of life
and preferences regarding re-hospitalizations vs. home hospice.
Often, the PC team would recommend DNR/DNI and hospice
referral if the patient/family’s goals were comfort-oriented. The
fact that the PC team made a recommendation could have influ-
enced the final decision. The literature supports that many
Hispanics may be more used to the pattern of paternalistic
decision-making which is more common in Latin America.
Perkins et al. (2002) found that Mexicans were more likely to
entrust decision-making to their family members and healthcare
system over whites. This suggests that Hispanic patients may be
more open to medical recommendations.

Thirdly, the PC team would involve spiritual care providers,
including a Spanish-speaking priest, who would offer spiritual
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support to the family and reinforce the message that DNR/DNI
and hospice were appropriate options at the EOL in the view of
the Catholic Church. Since Hispanic patients have strong spiritual
faith, the involvement of spiritual care providers likely influenced
the outcome of the family meeting (California Catholic
Conference, 2019).

This study also had limitations. First, data were based on one
hospital’s patient population. Therefore, the demographics could
have been skewed. Next, it was a retrospective study, and other
factors may have influenced the outcomes as this study was pri-
marily based on a few characteristics such as race, ethnicity, and
languages. Thirdly, the majority of the Spanish-speaking
Hispanics were older than the comparison white group, which
could have made the case for a hospice referral easier.

Conclusion

Spanish-speaking Hispanic patients were more likely to change
from full code to DNR/DNI compared with non-Hispanic white
and English-speaking Hispanic patients, despite similar code sta-
tus preferences on admission. They were also more likely to be
discharged to hospice. PC consults, as described, may play an
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important role in helping patients to align their care with their
personal values and may prevent unwanted aggressive interven-
tions at the end of life.
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