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Abstract
Background—Although health disparities are well documented, the extent to which they affect
end of life care is unknown. Limited research funding leads to sparse and often contradictory
palliative care literature, with few studies on causal mechanisms.

Purpose—The purpose of this article is to explore the psychosocial, cultural and spiritual health
disparities existing in palliative and end of life care with the goal of identifying future research
needs.

Method—To determine knowledge gaps related to health disparities in psychosocial, cultural,
and spiritual aspects of end of life care we draw upon recent literature from multiple databases.

Discussion—Although there are few data, we do know minorities make little use of hospice,
often because of lack of knowledge about hospice or palliative care, family-centered cultures, and
preferences for more aggressive end of life care than hospice allows.

Conclusion—Future research should include a search for theoretical and causal mechanisms;
prospective longitudinal investigations; diverse patients, conditions, contexts, and settings;
methodological diversity and rigor; and interdisciplinary, culturally sensitive interventions.

Access to palliative and end of life care has improved over the last decade but certain
diverse populations remain unserved (Cohen, 2008). Based on a presentation given at The
Science of Compassion: Future Directions in End of Life and Palliative Care Research,
sponsored by the National Institute for Nursing Research (NINR) in August 2011, this
article summarizes selected references to psychosocial, cultural, and spiritual health
disparities existing in palliative and end of life care, with the goal of identifying future
research needs. Searches of CINAHL, PubMed, Social Sciences Index, and PsychInfo using
the terms, health disparities, end of life care, palliative care, psychological, social, spiritual,
and cultural, in combination with population groups representing various racial, cultural, and
ethnic backgrounds, reveals little about the extent to which health disparities affect end of
life care. Empirical studies are limited in number, scope, and geographic locations
(Johnstone & Kanitsaki, 2009), and we know little about the demographics or use of hospice
services by specific racial and ethnic groups (Cohen, 2008). Many studies fail to identify
race, social class, and differences in environmental conditions of participants (LaViest,
2005). In addition, many investigators do not acknowledge the importance of psychosocial
variables, or enroll sufficient numbers of minority group members to able to compare
minority to majority participants or examine differences among subgroups of minorities in
large data sets (e.g, Hardy, et al., 2011). Automatic assumptions about the value of
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autonomy may also preclude recognition of other types of effective decision-making models
(Johnstone & Kanitsaki, 2009).

The literature from the last five to seven years on health disparities in psychosocial, cultural,
and spiritual palliative care is limited, contradictory, restricted by methodological
shortcomings, and complicated by sparse research resources (Welch, Teno & Mor, 2005). It
emphasizes detection of health disparities, but sheds little light on underlying causal
mechanisms (Rhodes, Teno & Connor, 2007). In addition, definition and measurement of
the terms health disparities, race, ethnicity, and culture, vary across existing studies. In fact,
ethnicity is often omitted, offering further restrictions (Ezenwa, Ameringer, Ward & Serlin,
2006).

One way to explore the existing descriptions of the causal mechanisms that underlie health
disparities and end of life care, along with interventions aimed at reducing such disparities,
is through a conceptual framework such as that used in the National Healthcare Disparities
Report http://www.ahrq.gov/qual/nhdr02/frame1.htm. Their framework focuses on access to
care, receipt of care and quality of care, and examining barriers; usage and costs of care; and
effectiveness, safety, timeliness, and patient-centeredness.

What We Know: Access to Care
There has been little or no change in hospice utilization rates for African Americans or
Hispanic/Latinos over the last five years (Bullock, 2011). These populations are family-
centered and prefer to avoid disclosure of illness to patients, keep ill loved ones at home
(Mazanec, Daly & Townsend, 2010), avoid advanced directives (Carr, 2011), seek
aggressive treatment (Mack, Paulk, Viswanath & Prigerson, 2010), and distrust the health
care system (Johnstone & Kanitsaki, 2009). Making life and death decisions is a tremendous
burden across African American, Hispanic/Latino, and Anglo groups (Braun, Beyth, Ford &
McCullough, 2008), where individual differences in beliefs and values, with-in group
differences, and across-group differences exist (Crawley, 2005; Ezenwa et al., 2006;
Johnson, Kuchibhatla & Tulsky, 2008). Additionally, the end of life experience is affected
by acculturation in Hispanic/Latinos, with less acculturated families preferring feeding tubes
and other more aggressive services (DeSanto-Madeya et al., 2009). Moreover, accurate
information about hospice may not be available in Spanish (Coon et al., 2004) and families
may be unable to get personal advice from other Latinos who have experienced its benefits,
a major cultural strategy for information-gathering (Evans, Coon & Crogan, 2007).

Ethnic minority groups are less likely to use hospice services (Connor, 2007; Hardy et al.,
2011). Differential use of hospice between rural and urban settings may occur because of the
lack of dissemination of information about hospice rather than geographic proximity
(Carlson, Bradley, Du & Morrison, 2010), or other factors such as a high supply of beds in
an urban area, proximity to the hospital, access to trusted family and availability of few
palliative care or residential care facilities (Lackan, Eschbach, Stimpson, Freeman &
Goodwin, 2009).

What We Know: Receipt of Care
Although little research examines the African American family’s end of life experience, we
know the fear of denial of treatment, rooted in a long history of discrimination, exacerbates
health disparities in the African American population. For example, despite a clear
preference for more aggressive end of life care among African Americans, Anglo patients
preferring intensive care are nearly three times more likely to receive it (Loggers et al.,
2009).

Evans and Ume Page 2

Nurs Outlook. Author manuscript; available in PMC 2013 November 01.

$w
aterm

ark-text
$w

aterm
ark-text

$w
aterm

ark-text

http://www.ahrq.gov/qual/nhdr02/frame1.htm


Family-centered African Americans use only 8% of palliative and hospice services. They
express lower caregiving stress and higher benefits than Anglos (Haley et al., 2004),
emphasize faith and spirituality more than Hispanic/Latinos or Anglos and, because they
view suffering as part of God’s plan or as part of their generations of struggle, they are less
likely than Anglos to discuss death, engage in advanced care planning, or utilize hospice to
diminish that suffering (Braun et al., 2008; Bullock, 2011; Johnson, et al., 2008; Mazanec et
al., 2010; Rhodes, et al., 2007). They are, however, more likely to desire life support and
other aggressive treatments as a family unit (Bullock, 2011; Welch et al., 2005; Kwak &
Haley, 2005; Johnson et al., 2008).

African Americans have less exposure to hospice information, are more likely to withdraw
from hospice programs once enrolled (Johnson, Kuchibhatla, Tanis & Tulsky, 2008) and are
less likely to return (Kapo, Macmoran & Casarett, 2005). Such decisions may be due to
health literacy rather than race, with increasing health literacy resulting in greater acceptance
of comfort care (Volandes, et al; 2008).

Although we know little has been published about end of life interventions in African
Americans or Hispanics/Latinos, one home-based palliative care intervention study with a
largely African American sample (82.6%) has been published. Participants in this study
were provided access to outpatient clinic appointments, providers trained in palliative and
end of life care, and transition between levels of care, in order to avoid institutionalization
(Holley, Gorawara-Bhat, Dale, Hemmerich & Cox-Hayley, 2009). More than two-thirds of
enrolled participants died at home or in hospice and satisfaction with care were high. A
second successful intervention offered unrestricted treatment choices and resulted in a 60%
and 73% increase in African American hospice referral, compared to two usual care groups
(Ciemins, Stuart, Gerber, Newman & Bauman, 2006).

Hispanic/Latinos also underutilize hospice but little is known about this phenomenon; they
are more than 13 percent more likely to die in a hospital than Anglos (Lackan et al., 2009).
In fact, little is known about caregiving in general in these families (Evans, Coon & Ume,
2011). They prefer family-centered, collective decision-making and fall between African
Americans and Anglos in their attitudes toward life support (Kwak & Haley, 2005). Like
African Americans, they view suffering as an act of faith, opt for more aggressive treatment,
and do not complete advance directives, perhaps due to cultural beliefs and values but also
to a fear of being denied treatment, particularly in certain regions of the country (Braun et
al., 2008).

Hispanic/Latinos prefer informal care provided by family members, which may partially
explain their reluctance to use hospice. They appraise caregiving as less stressful than
Anglos and derive more satisfaction from it (Coon et al., 2004), use religious activities to
cope, and avoid seeking assistance such as hospice because they fear other family members
will see their use of hospice as an acknowledgment of burden, which is culturally
unacceptable. Empowering these families to access end of life care through a patient
navigator intervention (Fischer, Sauaia & Kutner, 2007) is underway. Although qualitative
documentation and a cost-effectiveness analysis are complete, study results are not yet
available.

Very little is known about hospice use for cancer in Asians, with immigrant Asians being
more than 18 percent more likely to die in a hospital than Anglos (Lackan et al., 2009).
There are too few studies to identify general patterns, but in every ethnic subgroup, Asian
families are less likely to enroll in hospice than Anglos, although Filipino Americans are
more likely to enroll in hospice earlier and stay longer (Kwak & Haley, 2005; Ngo-Metzger,
Phillips & McCarthy, 2008). Enrollment by Asian families may be precluded by lack of
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knowledge, cultural beliefs that talking about death may cause it, and potential feelings of
failure if they allow someone else to care for their aging parents (Kwak & Haley, 2005). In
Korean Americans, one study found that more than half of the sample had heard of hospice
and nearly three-fourths would consider using it (Jang, Chiriboga, Allen, Kwak & Haley,
2010).

Although there are few end of life palliative care interventions employing an Asian sample,
there is one randomized controlled trial with sites in Hawaii and Colorado (Brumley et al.,
2007). Overall, 37% of the sample (N = 298) were ethnic minorities, with 13% Hawaiian
and 18% Asian/Pacific Islanders; 63% of participants in Hawaii were minorities compared
with 10% in Colorado. Families participated in an interdisciplinary, multidimensional
intervention that provided 24/7 in-home palliative care services and coordinated care across
settings, thereby increasing patient satisfaction, reducing use of medical care, and reducing
costs, but results were not reported in terms of ethnic variation.

What We Know: Quality of Care
There is documented evidence of disparities in almost every area of health for African
American and Hispanic populations. Associated with such disparities is conscious or
unconscious racism based on ignorance of race as a social construction, and the conflation of
race with misunderstood concepts of culture, ethnicity, and indicators of socioeconomic
status (Crawley, 2005). Although controversy exists, distrust stems from broad knowledge
of the Tuskegee study, reinforced by daily societal mistreatment and experiences with the
health care system that include inadequate pain management due to discrimination or
stereotyping and inability to access opioids from community pharmacies (Bullock, 2011;
Ezenwa et al., 2006), fewer referrals for pain management (Green, Todd, Lebovits &
Francis, 2006), and past denial of opportunity for aggressive, disease-oriented treatment
(Loggers et al., 2009). It also is thought that, like African Americans, Hispanic/Latinos
receive inadequate pain management and maybe unable to access opioids from
neighborhood pharmacies (Bullock, 2011; Ezenwa et al., 2006).

Concerns with patient-physician communication remain in regard to treatment and support
when a family member is dying (Welch et al., 2005). It is unknown whether or not provider
race, ethnicity, or concordance affects prescription of pain medication (Cintron & Morrison,
2006); few African Americans have experience with physicians of their own race and
ethnicity or with other culturally competent providers (Braun et al., 2008). Like African
Americans, Hispanic/Latinos tend to have little contact with ethnically concordant
physicians and they wish for improvements in patient-provider communication (Braun et al.,
2008).

What We Have Yet to Understand: Future Research
Longitudinal, prospective, theoretically driven designs (uncommon in end of life research
with diverse populations) offer opportunities to examine and interpret causal mechanisms
and directions, along with exploration of mediators and interaction effects (Radina &
Barber, 2004; Stajduhar, et al., 2010). Differences in end of life care across settings must be
explored and individualized assessment of caregiver needs, as opposed to inaccurate
assumption of common needs, could increase recruitment and intervention precision. We
also must address unclear definitions and general methodological limitations in health
disparities and end of life research, including lack of theoretical frameworks, use of cross-
sectional designs and convenience samples, and self-developed measurement scales which
seldom take race or ethnicity into account (Haley et al, 2004; Kwak & Haley, 2005).
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We must strenuously avoid assumption of autonomous decision-making models across
minority groups, employing collective models to decrease bias and reflect respect for the
influence of families, local healers, and larger social networks (Carr, 2011; Johnstone &
Kanitsaki, 2009). Also, although not commonly accomplished, consideration of
socioeconomic, cultural, geographic, and political contexts is imperative when exploring
health disparities, along with the culturally-specific negotiations surrounding the voluntary
or involuntary nature of the caregiving experience, utilization of formal support services,
and quality of life (Radina & Barber, 2004; Rhodes et al., 2007). Researchers need to recruit
adequate numbers of minority participants for meaningful analyses; look within- and across-
groups for similarities and differences; and oversample racially, ethnically, and culturally
diverse participants (Carr, 2011; Hardy et al., 2011). We can enhance recruitment by
employing racially and culturally concordant research staff, drawing on previously
established relationships between participants and a welcoming institution, and decreasing
economic constraints (Johnson, Elbert-Avila, Kuchibhatla & Tulsky, 2006). Finally, we
must design culturally sensitive interventions targeting specific minority groups that use
supportive, partnering communication to promote trust in culturally competent health care
professionals, including lay health workers (Bullock, 2011; Hebert & Schulz, 2006).

We need interdisciplinary research teams to address a multitude of patient and family issues,
provide caregiver education and support, and answer questions about optimal dose and
delivery of culturally sensitive end of life interventions based on appropriate health literacy
levels (Hardy et al., 2011; McNeill, Reynolds & Ney, 2007; Volandes et al., 2008).
Unrestricted choices in treatment may be a vital component of these interventions for some
minority groups (Ciemins et al., 2006). These teams should investigate patient conditions
other than cancer; different settings; different types of caregivers; caregivers who are
receiving services as opposed to those who are not; and caregivers who care for dying
family members as opposed to those who care for chronically ill family members.
Researchers must also disentangle patient and caregiver data (often integrated in results), so
that details of the caregiving experience are preserved (Cohen, 2008; Hardy et al., 2011).

End of life care would profit from randomized controlled interventions, quasi-experimental
studies, and rigorous qualitative research (Crawley, 2005; Mazanec et al., 2010). While
retrospective qualitative accounts may be colored by a variety of factors, the caregiver’s
own perception or interpretation of the experience is precisely the data needed to formulate
supportive, tailored interventions (Welch et al., 2005), particularly in bereavement, which is
also under studied. Additionally, triangulation with archival data, documents, and
observation or the use of mixed method studies, guided by a theoretical framework (Evans et
al., 2011), can provide a richer picture of the caregiver experience. Additional diversity in
methodological approaches could also add to the literature; grounded theory is by far the
most common approach but narrative inquiry, ethnography, and phenomenology could add
significantly to the discussion.

Previous inquiries have been confined largely to documenting the existence of health
disparities, with few studies actually exploring underlying mechanisms and end of life
issues. Consequently, we are now at a crossroads where we have “a sound understanding of
what is happening, but not of how or why” (Walshe et al., 2009, p. 909; italics author’s).
What we do in the next decade will greatly influence not just the reduction, but the
elimination of health disparities in end of life care (Healthy People 2020, 2010; National
Research Council, 2004). Researchers must no longer merely describe patterns of hospice
and palliative care use in minority populations, but must actively turn to disparity reduction,
using yet-to-be created innovative, culturally-sensitive models for eliminating disparities in
end of life care (Fischer, Sauaia & Kutner, 2007). Disparity reduction requires actions such
as those proposed at the NINR interdisciplinary summit on End of Life and Palliative Care:
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a search for theoretical and causal mechanisms; prospective longitudinal investigation of
more diverse patients, conditions, contexts, and settings; methodological rigor and diversity;
and interdisciplinary, culturally sensitive interventions.
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