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INTRODUCTION 

IF projections are correct, by 2050 non-Hispanic whites will no longer make up a 
majority of the US population. Due primarily to higher birth rates and immigration, 
the growth in the minority population will substantially outpace that of non-Hispanic 
whites over the next four decades. Persons of African American (or black) race and 
Hispanic (or Latino) ethnicity, the two largest minority groups, currently make up i3% 
and 16% of the US population, respectively. By 2050, Hispanics are expected to repre
sent 30% of the US population (Ortman and Guarneri, 2009). This projected increase in 
racial and ethnic diversity is not limited to children and young adults but also includes 
older Americans. Over the next two decades, the proportion of older adults who are 
racial and ethnic minorities will increase from 21% to 28%, with the growth in the pro
portion of African Americans and Hispanics expected to be two to three times higher 
than that of older non-Hispanic whites (US Department of Health and Human Services, 
2013a). 

With an increasingly diverse racial and ethnic population comes a myriad of cul
tures. "Culture" refers to integrated patterns of human behavior that include the lan
guage, thoughts, communications, actions, customs, beliefs, values, and institutions of 
racial, ethnic, religious, or social groups. Because culture significantly influences the 
experience of serious illness and death, including explanatory models of illness, com
munication, preferences for care, use of health-care services, and quality of life, atten
tion to cultural beliefs is fundamental to delivering high-quality palliative care. The 
issue is especially challenging for a number of reasons. First, as the population grows 
more diverse, clinicians will increasingly find themselves caring for patients whose cul
tural backgrounds differ from their own. When clinicians lack skills at acknowledging 
and respecting the importance of cultural considerations in clinical care, such cross
cultural encounters are ripe for misunderstandings, conflict with patients and families, 
and lower quality care. Another issue is the wide variation in cultural beliefs, values, 
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and practices that exist even among individuals within the same racial or ethnic group. 
' 1hat is, the extent to which patients and families adhere to common cultural beliefs and 
practices will vary based on other factors, such as acculturation or socioeconomic sta
tus. Because of this variation, there is no substitute for attempting to learn about the 
values and preferences of individual patients and families in real-time clinical encoun-

. ters through thoughtful inquiry. Clinicians who make assumptions about individu
als based solely on racial or ethnic identity risk stereotyping. However, even with this 
caveat, given the profound influence of culture on the experience of serious illness, some 
knowledge of beliefs, practices, and challenges that may be more common for one racial 
or ethnic group than for another provides an important framework for clinicians caring 
for culturally diverse groups of patients (Kagawa-Singer and Blackhall, 2001; Crawley 
etal., 2002). 

1his chapter focuses on the experience of those of African American (or black) race 
and Hispanic (or Latino) ethnicity, the two largest minority groups in the United States. 
For the most part, the term '~frican Americans" or "blacks" in this chapter refers to 
those with a shared history who are descendants of enslaved blacks within the boundar
ies of the present United States. However, some immigrants from African, Caribbean, 
Central American, and South American nations, and their descendants, may be iden
tified or self-identify with the term. The term "Hispanic" or "Latino" refers to p.ative 
or foreign-born persons from Latin America. Nearly two-thirds of US Hispanics or 
Latinos are native born. Those of Mexican ancestry make up two-thirds of Hispanices 
in the United States with significantly fewer reporting Puerto Rican, El Salvadoran, 
Cuban, or Dominican Republican, ancestry (Pew Hispanic Center, 2011). Although 
Latin American culture is diverse and influenced by country of origin and social class, 
there are some important commonalities oflanguage and culture among US Hispanics 
or Latinos. In this chapter, we discuss access to and quality of palliative care for African 
Americans and Hispanics; highlight cultural beliefs, values, and preferences that may 
influence care; and suggest strategies and future directions for health-care providers, 
organizations, policymakers, and researchers that may improve care for racially and 
ethnically diverse populations. 

DISPARITIES IN THE QUALITY OF 

HEALTHCARE 

Racial and ethnic disparities in access to and quality of health care are widely docu
mented for African Americans and Hispanics compared to non-Hispanic whites. For 
example, compared to non-Hispanic whites, both African Americans and Hispanics 
receive lower quality care and have higher rates of morbidity and mortality from 
HIV, diabetes mellitus, and some cancers (lung, prostate, stomach, and breast for 
African Americans; cervical and liver for Hispanics). They are also less likely to receive 
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appropriate cardiac medications or procedures for coronary artery disease, and African 
Americans have a lower life-expectancy than non-Hispanic whites (National Research 
Council, 2003). Although both minority groups are less likely to have health-care insur
ance or a usual source of care, these factors do not entirely account for health-care dis
parities. Even when income, health insurance, and access to care are accounted for, many 
racial and ethnic disparities in health care persist, suggesting that other factors, such as 
health-care providers' bias, stereotyping, prejudice, and clinical uncertainty, may con
tribute (National Research Council, 2003). Despite national initiatives to reduce and 
eliminate health-care disparities, there has been little improvement in many areas and 
worsening disparities in others (US Department of Health and Human Services, 2013b ). 

Racial and ethnic disparities in care extend throughout the health-care contin
uum and include not only disease prevention, early diagnosis, and curative treatment 
but also the care of patients living with advanced, serious illness. For example, com
pared to whites, bereaved caregivers of African Americans report less satisfaction with 
the overall quality of end-of-life care (Welch, Teno, and Mor, 2005). Other research 
documents lower quality care for minorities across multiple domains, including com
munication and pain management, lower rates of advance care planning, and lower 
rates of hospice enrollment (Hofmann, 1997; Gordon, 2006; Smith, 2007; Mack, 2010; 
Smith, 2009; Cintron, 2006; Carr, 2011; NHPCO, 2013; Medicare Payment Advisory 
Commission, 2013). 

COMMUNICATION 

Racial and ethnic minorities with serious illness and their families experience lower 
quality communication than non-Hispanic whites. Compared to whites, bereaved 
family members of African Americans report more concerns with family support and 
provider communication, including the extent to which providers share information 
(Welch et al., 2005). Seriously ill African Americans (versus whites) rate physician com
munication as less informative, supportive, and partnering and are less likely to report 
that physicians elicited treatment preferences or listened to their concerns (Hofmann 
et al., 1997; Gordon et al., 2006; Smith, Davis, and Krakauer, 2007). Even when commu
nication occurs, the outcomes may differ by race. For example, in a study of patients with 
advanced cancer, end-of-life discussions between African Americans and their doctors 
were less likely to result in care consistent with patients' stated preferences compared to 
similar conversations between whites and their doctors (Mack et al., 2010; Loggers et al., 
2009). Highlighting the importance of cultural considerations in communication in 
palliative care and similar to research in primary care settings, patients' ratings of com
munication quality tend to be higher in race-concordant (African American patient 
and African American physician) than race-discordant (African American patient and 
white physician) encounters (Gordon, Street, Sharf, Kelly, et al., 2006; Cooper et al., 
2003). Because minorities are significantly underrepresented in the clinician workforce 
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compared to the general population, these data further underscore the importance of 
clinicians' knowledge and skills in navigating cross-cultural encounters. 

Issues related to the quality of communication are further magnified in encounters 
between physicians and their Hispanic patients with limited English proficiency (LEP). 
Nearly three-fourths of Hispanics who live in the United States speak Spanish at home, 
and fewer than one in four Hispanic immigrants reports being able to speak English 
very well. In contrast, the vast majority of US-born Hispanics and later generations of 
Hispanics speak English fluently (Pew Hispanic Center, 2007b). Persons with LEP have 
less access to health care and are less satisfied with the quality of care. (Ngo-Metzger 
et al., 2007). In the absence of a readily available interpreter, clinicians may either 
attempt to communicate in English with Spanish-speaking patients with LEP or use 
family members or untrained staff. Such practices are more likely to lead to errors in 
communication than when professional interpreters are used (Flores et al., 2010). These 
errors, which may include intentional or unintentional omissions of information and 
alterations in content, are particularly problematic in the types of conversations that are 
common in palliative care, including those involving breaking bad news and eliciting 
goals of care or treatment preferences. Therefore, whenever possible and especially dur
ing conversations about goals and preferences, encounters with patients of LEP should 
be facilitated by a professional interpreter (Smith, Sudore, and Perez-Stable, 2009). 
Although the use of trained interpreters improves communication, even when an inter
preter is involved clinicians may still provide less information and emotional support 
in encounters with language-discordant seriously ill patients and their families, and 
errors in interpretation may still occur (Ngo-Metzger et al., 2007; Thornton et al., 2009; 
Pham et al., 2008). As in race-concordant patient-physician interactions, patients with 
language-concordant physicians report higher satisfaction with care than those with 
language-discordant physicians (Ngo-Metzger et al., 2007; Fernandez et al., 2004). 

PAIN MANAGEMENT 

Compared to whites, African Americans and Hispanics across age groups, diagno
ses, and settings are less likely to have their pain appropriately assessed and treated. 
Prescribers are more likely to underestimate pain and less likely to treat pain based on 
established guidelines in seriously ill patients in these minority groups. Also, opioids 
may not be as accessible to patients who live in predominantly minority neighborhoods 
since pharmacies in these areas are less likely to stock adequate supplies of opioids than 
those in predominantly non-Hispanic white neighborhoods (Anderson, Green, and 
Payne, 2009; Cintron and Morrison, 2006). Even when opioids are prescribed and avail
able, African Americans and Hispanics may still be unable to obtain them because of 
lack of insurance and inability to afford the medications. Concerns related to addiction, 
hastening death, or fear of other side effects may also serve as a barrier to the appropri
ate use of these medications in seriously ill minorities (Rhodes et al., 2015). 
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ADVANCE CARE PLANNING 
···················································································································································································· 

African Americans and Hispanics are less likely than whites to complete an advance 
directive, to discuss their preferences for end-of-life care with family and friends, or 
to have a do not resuscitate order during hospitalization (Eleazer et al., 1996; Kiely 
et al., 2001; Kwak and Haley, 2005; Morrison et al., 1998; Murphy et al., 1996; Carr, 
2011; Carrion, Nedjat-Haiem, and Marquez, 2013). One barrier to advance care pla
nning for minorities is lack of knowledge. Compared to whites, African Americans 
and Hispanics have less knowledge of advance directives, and health-care providers 
are less likely to engage them in advance care planning (Hofmann et al., 1997; Morrison 
et al., 1998; Murphy et al., 1996; Carr, 2011; Carrion et al., 2013; Carrion et al., 2013; 
Cohen et al., 2010; Carr, 2012; Volandes et al., 2008a, b; Fischer et al., 2012; Braun et al., 
2008; Morrison and Meier, 2004; Kelley, Wenger, and Sarkisian, 2010; Waters, 2001). 
Even when minorities want to have discussions about their preferences for end-of
life care, they may not do so if such communication is not initiated by healthcare pro
viders (Hofmann et al., 1997; Morrison and Meier, 2004; Kelley, et al., 2010; Waters, 
2001). Language barriers and limited education may further increase the difficulty 
in completing advance directives for Hispanics (Carr, 2012; Volandes et al., 2008a, b; 
Fischer et al., 2012). Additionally, certain beliefs that are more common among African 
Americans than whites may serve as a barrier to advance care planning, including 
the belief that planning for death may initiate the process of dying; discussions about 
preferences for end-of-life care should occur close to death; their health-care wishes 
even if documented in an advance directives will not be honored; and they will receive 
lower quality care if they have an advance directive (Phipps, True, Harris, et al., 2003; 
Torke et al., 2005; Caralis et al., 1993; Bullock, 2006). As described later, mistrust of the 
health-care system, spiritual beliefs, and preferences for care may also contribute to 
lower rates of advance care planning among minorities. 

African Americans and Hispanics place great value on the importance of family, 
which may include not only nuclear family but also distant relatives and fictive kin
friends or nonrelatives who have similar status to blood relatives. Both groups are 
more likely than whites to feel that decisions about end-of-life care should be made 
by their family, which is counter to the emphasis on patient autonomy in US cul
ture (Smith et al., 2009; Kwak and Haley, 2005; Carrion, Nedjat-Haiem, Martinez
Tyson, et al., 2013; Carr, 2012; Phipps, True, Harris, et al., 2003; Torke et al., 2005; 
Bullock, 2006; Born et al., 2004; Phipps, True, and Murray, 2003). Because African 
Americans and Hispanics more often defer decision-making to family, they may 
believe that formal documents are not needed and that family will use their own 
judgment "when the time comes" (Smith et al., 2009; Torke et al., 2005; Phipps, 
True, and Murray, 2003). As such, a large number of family and friends may be pre
sent at the bedside or in family meetings and may make decisions about the patient's 
care collectively. 
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USE OF HOSPICE AND PALLIATIVE 

CARE SERVICES 
···················································································································································································· 

African Americans and Hispanics enroll in hospice at lower rates than whites. Although 
African Americans currently make up 13-1 % of the population, they account for only 8.6 % 

of hospice patients nationwide. Hispanics make up 16.9% of the US population but only 
6.9% of total hospice patients (US Census Bureau, 2012; National Hospice and Palliative 
Care Organization, 2013). Similarly, among Medicare beneficiaries, the largest group 
of hospice enrollees, 47% of whites who died in 2011 used hospice compared to 35% of 
African Americans and 38% of Hispanics (Medicare Payment Advisory Commission, 
2013). A number of factors may explain the lower use of hospice services by minorities. 
First, African Americans and Hispanics have less knowledge of hospice services than 
whites, including information about services provided, eligibility, and how hospice care 
is funded (Born et al., 2004; Colon, 2005; Selsky et al., 2012; Rhodes, Teno, and Welch, 
2006; Reese et al., 1999; Ludke and Smucker, 2007; Johnson, Kuchibhatla, and Tulsky, 
2009). Research also suggests that African Americans are often not informed about hos
pice as an option for end-of-life care and as a group have less favorable beliefs about hos
pice care, including the belief that hospice causes one to die before one's time and the 
beliefs that those who enroll in hospice get "no treatment" (Rhodes et al., 2006; Reese 
et al., 1999; Ludke and Smucker, 2007; Johnson et al., 2009; Rosenfeld et al., 2007). For 
Hispanics with LEP, language may limit providers' abilities to communicate with and 
provide comfort and support to patients and families, which may lead to underutiliza
tion of services. For both groups, the expectation that family members and friends will 
provide care at the end of life may also serve as a barrier to hospice enrollment because 
of concerns about hospice staff interfering with this care (Born et al., 2004 ). Additionally, 
although they are a tremendous source of assistance with physical care and provide a 
great deal of psychosocial and emotional support, sometimes family members them
selves may serve as a barrier to hospice enrollment, especially when their preferences for 
care differ from that of the patient. For example, even when patients are ready to move 
forward with care focused on comfort, they may continue to pursue aggressive treatment 
because they do not wish to disappoint family members. Finally, because of mistrust of 
the health-care system and spiritual beliefs, African American and Hispanic patients and 
their family members may be less willing to accept a poor prognosis, which may make 
discussions about end-of-life care and hospice even more challenging (Smith et al., 2009; 

Rhodes et al., 2015). 

Given improved outcomes for patients and families who enroll in hospice compared 
to those who receive conventional care, increasing hospice enrollment for minori
ties may reduce some disparities in the quality of end-of-life care (Baer 2000; Teno, 
Clarridge, et al., 2004) ). For example, among African Americans who enroll in hospice, 
some disparities in care, such as family ratings of overall satisfaction and concerns about 
spiritual or emotional support and communication, are reduced when compared to the 
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general population (Rhodes, Teno, Connor, 2007). Additionally, hospice enrollment 
may provide minorities with access to services that may otherwise be difficult for them 
to obtain. African American cancer patients, for example, endorse a greater need than 
whites for the kinds of services that hospice provides (Fishman, 2009). 

Although African American and Hispanic hospice enrollees have similar or longer 
lengths of stay than whites, there is some evidence that the experience of minority hos
pice enrollees, specifically African Americans, may differ from that of whites (Park et al., 
2012; Colon and Lyke, 2003; Johnson, Kuchibhatla, and Tulsky, 2011). African Americans 
are more likely to disenroll from hospice to pursue potentially life-prolonging inter
ventions like CPR, mechanical ventilation, and invasive medical therapies (Johnson, 
Kuchibhatla, Tanis, et al., 2008; Kapo, MacMoran, and Casarett, 2005). This is impor
tant because there is evidence that receipt of such interventions, while common among 
hospice disenrollees, may not significantly increase life expectancy but may reduce 
quality of remaining life (Carlson et al., 2010). Also, hospices with a large proportion of 
African American enrollees receive lower ratings from bereaved family on care coor
dination and overall quality (Rhodes, Xuan, and Halm, 2012). While there is currently 
little data, small studies of home-based and in-patient palliative care suggest similarly 
favorable outcomes for whites and African Americans who use these services, including 
increased satisfaction, greater rates of home deaths and hospice referrals, and increased 
documentation of treatment preferences ( Ciemins et al., 2006; Zaide et al., 2012; Holley 
et al., 2009). 

CULTURAL BELIEFS, VALUES, 

AND PREFERENCES 

As in other areas of health care, racial and ethnic disparities in the quality of palliative 
and end-of-life care are multifactorial. Provider factors such as bias, stereotypes, and 
poor communication, as well as health-care policies that fail to consider cultural diver
sity, may contribute to disparities in health-care access and quality (National Research 
Council, 2003). Patient factors are also important. Compared to whites, African 
Americans and Hispanics have lower incomes, lower levels of education, lower rates of 
health insurance coverage, and lower levels of health literacy-all of which are associ
ated with poorer health outcomes and less access to care (National Research Council, 
2003; US Department of Health and Human Services, 2014a, 2014b; National Center 
for Education Statistics, 2006). Health literacy is the degree to which individuals are 
able to obtain, process, and understand basic health information and services needed to 
make appropriate health decisions (National Center for Health Statistics, 2012). Lower 
levels of health literacy are associated with less use of preventive services, less knowl
edge of medical conditions and treatments, higher rates of uninsurance, higher rates of 
hospitalization, and poorer self-reported health status (Williams et al., 1998; Baker et al., 
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1998; Baker et al., 1997; Scott et al., 2002; Bennet et al., 1998). In fact, there is some evi
dence that education and health literacy are more strongly associated with preferences 
for end-of-life care than race and that the use of video images in advance care planning 
may address these factors (Volandes et al., 2008a, 2008b). Patient factors, which limit 
access to palliative care, are further compounded by language barriers and immigra
tion status for some Hispanics. Those who are undocumented may not be as forthcom
ing with medical information or health concerns because of fear of deportation (Smith 
et al., 2009). 

In addition to sociodemograhic factors, cultural beliefs, values, and preferences are 
also important determinants of health and use of health-care services. These factors 
often shape the experience of illness and death and guide medical decision-making (US 
Department of Health and Human Services, 2014c). Among those that are especially 
relevant to palliative and end-of-life care for minorities are preferences for care, spirit
ual beliefs, and mistrust of the health-care system (Kagawa-Singer and Blackhall, 2001; 
Crawley et al., 2002; Smith et al., 2009; Crawley et al., 2000; Krakauer, Crenner, and Fox, 
2002; Johnson, Kuchibhatla, and Tulsky2008). 

Preferences for End-of-Life Care 

Compared to whites, African Americans and Hispanics are more likely to want life
sustaining therapies, such as cardiopulmonary resuscitation and mechanical ventila
tion, in the face of poor prognosis, including brain damage or if experiencing a terminal 
illness with very limited life-expectancy (Krakauer et al., 2002; Barnato et al., 2009; 
Blackhall et al., 1999). Additionally, these minority groups are more likely than whites 
to want to die in the hospital and less likely to want potentially life-shortening palliative 
drugs. These differences persist even when controlling for sociodemographic factors 
and beliefs about effectiveness of resuscitation (Barnato et al., 2009). Similar prefer
ences for more aggressive care in the event of catastrophic illness exist among African 
American physicians compared to white physicians, further highlighting how issues of 
shared culture rather than solely differences in sociodemographics and medical knowl
edge may impact end-of-life decision-making (Mebane et al., 1999). 

Consistent with preferences for more aggressive therapies at the end of life, 
African Americans and Hispanics incur higher costs and receive more expensive, 
life-prolonging care in the last months of life despite less expensive, preventive, or 
cure-directed therapies earlier in the life-course. Specifically, they are more likely to 
die in the hospital, be admitted to the intensive care unit (ICU), and receive inten
sive therapies such as ICU care and gastrostomies than whites (Hanchate et al., 2009). 
Because hospice focuses on comfort rather than cure and advance directives tend to 
direct healthcare providers to limit life-prolonging therapies, greater preferences for 
life-prolonging therapies may partly explain the lower use of hospice care and com
pletion of advance directives by these minority groups (Johnson, Kuchibhatla, and 
Tulsky, 2008). 
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Although much has been written about the more aggressive treatment preferences 
of minorities at the end of life, a few important points are worth noting. First, while 
African Americans and Hispanics as a group are more likely to endorse preferences 
for more aggressive end-of-life care than whites, many endorse preferences consist
ent with the hospice and palliative care philosophy of care. For example, in a national 
study of Medicare beneficiaries, more African Americans and Hispanics than whites 
reported wanting to die in the hospital; however, 82% of African Americans and 85% of 
Hispanics did not want to die in the hospital (Barnato et al., 2009). Second, expressed 
preferences for care may not always match the care received, especially for minorities. 
Research suggests that African Americans may be less likely to receive the end-of-life 
care they state they would prefer regardless of whether those preferences are for aggres
sive care or care focused primarily on comfort (Loggers et al., 2009; Borum, Lynn, and 
Zhong, 2000). 

Spiritual Beliefs 

Spirituality and faith are tenants that are especially central to many members of the 
African American community, and some African American patients rely heavily on 
their faith in God during times of illness and distress. African Americans are more likely 
than whites to participate in religious activities and to use religion to cope with illness 
(Sahgal and Smith, 2009). African Americans are also more likely to believe that God 
is responsible for physical and spiritual health, that divine intervention and miracles 
occur, and that there are religious prohibitions against physician-assisted death or 
advance directives limiting life-sustaining therapies (Johnson, Elbert-Avila, and Tulsky, 
2005). As such, they may believe that completing an advance directive conflicts with 
their belief that God will take care of them or that it will go against God's will. Spiritual 
beliefs may also guide African Americans in their decisions about hospice and may be 
perceived to conflict with the hospice philosophy of care (Johnson, Kuchibhatla, and 
Tulsky, 2008). Choosing hospice may be viewed as giving up on or losing faith in God's 
ability to heal or to perform miracles, and poor health or death may be viewed as a con
sequence of this loss of faith (Bullock, 2006; Reese et al., 1999; Crawley et al., 2000; 
Krakauer et al., 2002; Johnson et al., 2005). 

Similar to African Americans, a majority of Hispanics endorse the importance of reli
gion, and some religious beliefs may influence preferences for more aggressive care at 
the end of life (Pew Hispanic Center, 2007a). For example, common to both African 
Americans and Hispanics is a belief that suffering is redemptive and should be endured 
as part of a test of faith (Smith et al., 2009; Crawley et al., 2000 ). Such beliefs may seem 
to conflict with the hospice philosophy of care, which emphasizes the importance of 
aggressive symptom management and comfort. In general, research suggests that those 
who endorse greater religious coping or faith receive more aggressive care at the end of 
life, even in analyses adjusting for racial and ethnic differences (Phelps et al., 2009). 
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Mistrust in the Health-Care System 

Mistrust in the health-care system has been identified as a barrier to use of hospice care 
and completion of advance directives by some African Americans (Crawley et al., 2002; 

Crawley et al., 2000; Johnson, Kuchibhatla, and Tulsky, 2008; Cort, 2004). Compared to 
whites, minorities endorse less trust in the health-care system (Smith et al., 2009; Born 
et al., 2004; Boulware et al., 2003; LaVeist, Nickerson, and Bowie, 2000; Rose et al., 2004; 

Lillie-Blanton et al., 2000). African Americans and Hispanics are more likely to believe 
that they receive lower quality care than whites (Lillie-Blanton et al., 2000 ). For African 
Americans, historical occurrences such as the Tuskegee Syphilis Study and other neg
ative experiences may create a sense in some patients that health-care providers do not 
always have their best interests in mind (Crawley et al., 2000; Gamble, 1997). As a result, 
some African Americans may feel that completion of an advance directive or living will is 
an indication that options for treatment will not be offered, that they will be withdrawn, 
or that their wishes, though documented, will not be honored or respected (Wicher and 
Meeker, 2012). Historical racial segregation, discrimination, denial of services, and ongo
ing disparities in care may also influence African Americans patients to choose aggressive 
treatment despite its futility, instead of care that is focused on comfort, symptom manage
ment, and support such as hospice. They may feel that health-care providers are not offer
ing all options available or limiting treatment because of their race (Crawley et al., 2000; 

Krakauer et al., 2002; Wicher and Meeker, 2012). A significant proportion of Hispanics 
also report that they have experienced discrimination in health care and describe nega
tive patient-provider interactions. This perceived discrimination along with additional 
challenges imposed by language barriers and cultural insensitivity may engender mistrust 
in hospice providers and lead to underutilization of hospice services and a reluctance to 
complete advance directives (Smith et al., 2009; Lauderdale et al., 2003). 

NAVIGATING CROSS-CULTURAL 

ENCOUNTERS: STRATEGIES FOR 

HEALTH-CARE PROVIDERS 

Communication with patients about advance care planning, palliative care, and end-of-life 
care requires an examination of patient preferences and overall goals of care. This can be fur
ther nuanced by the consideration of specific racial, ethnic, or cultural beliefs, values, and 
practices. Given that a lack of cultural sensitivity is a potential barrier to high-quality end-of
life care for members of the African American and Hispanic/Latino communities, health
care providers must make efforts to provide culturally sensitive care to patients of diverse 
racial and ethnic backgrounds (Kagawa-Singer and Blackhall, 2001; Crawley et al., 2002; 

Smith et al., 2009). The following recommendations are also summarized in Table 19.i. 



Table 19.1 Strategies for Effective Cross-Cultural Care 

Goals of Care and Treatment Strategies 
Options 

ACP (living will, advance 
directive, medical power of 
attorney) 

Palliative Care 

Hospice 

Specific Barriers 

Conflict with Spiritual 
Beliefs 

Describe the goals of ACP, emphasizing that 
• ACP helps patients to make their wishes for care known to their 

loved ones and health-care providers. 
• ACP helps make decision-making less difficult and stressful for loved 

ones because the patient's wishes are known and documented. 
• ACP does not hasten death. Everyone should have an advance care 

plan regardless of age or health status. 

Initiate discussions as early as possible and before a crisis develops (i.e., 
early in the disease trajectory, at routine health-care visits) 

Even if patients are reluctant to complete a formal document, 
• Include information about their stated preferences for care in the 

medical record. 
• Encourage them to choose a family member or trusted friend to 

make decisions for them if they become incapacitated and to share 
their wishes for care with that person. 

• Emphasize the importance of having an advocate or spokesperson. 

Describe the goals of palliative care, emphasizing that 
• Palliative care helps to treat symptoms that are associated with 

certain illnesses and their treatment, such as pain, shortness of 
breath, nausea, and vomiting. 

• Palliative and curative care can be complementary; they can work 
together to improve health and well-being. 

Describe the goals of hospice, emphasizing that 
• Hospice is not a withdrawal of all care; it is a change in the focus of 

care from cure to comfort. 
• Hospice uses a team approach to provide care and support to the 

patient and the patient's family, including doctors, nurses, social 
workers, nurse a ids, etc. 

• Hospice is not "giving up" or "losing faith" in God. In fact, spiritual 
support is a main component of hospice care. A chaplain is available 
for spiritual support should the need arise. 

• Hospice staff will not take the place of care provided by family but 
will support the family as they care for the patient 

Take a spiritual history. 
Ask the patient about spiritual beliefs that may influence 

decision-making. 
Ask the patient and/or family how the health-care team can best 

support and meet their spiritual needs. 
Offer a visit from pastoral care or a chaplain 
Be open to involvement of members of patients' religious community 

if the patient requests th is. 
(continued) 
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Table 19.1 Continued 

Goals of Care and Treatment Strategies 
Options 

Cultural Beliefs 

Family Involvement 

Language Barriers/Health 
Literacy 

Desire for Aggressive 
Treatment Despite Poor 
Prognosis/Medical Mistrust 

Ask the patient and/or family if there are specific cultural traditions that 
they would like to practice or observe and allow them to observe those 
practices if possible. 

Ask patients how they would like health information and medical 
decision-making communicated to them. 

If patients defer to family, identify one family member who will act as 
point person for communication about the care plan and medical 
decision-making. 

Arrange a family meeting to discuss prognosis, goals of care, and 
treatment strategies. 

Ask about preferred language for communication. 
Use a medical interpreter for all communication if not fluent in the 

patient's primary language. 
When available, provide written materials in the patient's preferred 

language. 
Avoid complicated medical terminology when explaining things to the 

patient and/or family. 
Ask the patient and/or family if they have questions about their 

condition, prognosis, treatment etc. 
Ask the patient and/or family their understanding of what is going on 

(i.e., severity of illness, treatment plan, etc.). This may help to gauge 
their level of comprehension. 

Have open and honest communication with the patient and family 
about prognosis and goals of care. 

Make the patient and/or family members aware of their options for care 
at the end of life (palliative care, hospice, etc.). 

Do not pressure patients into making decisions but revisit the 
discussion periodically, particularly as the patient's condition 
worsens or symptoms progress. 

Respect the patient and/or family's wishes for treatment. The goal is 
for them to make an informed decision, which may not always be 
congruent with the provider's recommendations. 

Negotiate common goals of care 
Discuss and consider time-limited trials of aggressive care based on 

patient/family goals and preferences. 

Note: ACP =advance care planning. 

Avoiding Stereotyping: A Tailored Approach 

The strategies discussed here are general recommendations that health-care provid
ers may employ to address the concerns of patients of diverse racial and ethnic back
grounds who may benefit from palliative or hospice care. However, providers should 
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tailor their approach to the specific cultural, spiritual, or religious beliefs, values, needs 
' and concerns of individual patients and families in real time. To identify these impor-

tant cultural and spiritual beliefs, providers should take a cultural and spiritual history 
(Kagawa-Singer and Blackhall, 2001). This includes asking patients and families how the 
medical team can best meet their cultural and spiritual needs, inquiring about specific 
cultural practices that are observed, and enlisting the services of pastoral care or chap
laincy if needed or desired. Providers should also be open to involvement of members of 
the patient's religious community (i.e., the patient's pastor, priest, rabbi, etc.) and allow 
or facilitate patients' observance of specific cultural or spiritual practices if possible. 

Discussing Advance Care Planning 

Advance care planning and treatment options such as palliative care and hospice serv
ices should be discussed with patients and families in a way that informs them ofappro
priate options for care, allays fears, and addresses previously identified barriers. For 
instance, patients should know that the goal of advance care planning is to assist them 
in making their preferences for care known not only to family members but to health
care providers. Providers should emphasize that advance care planning does not hasten 
death. Patients may be more open to advance care planning when it is addressed early in 
the disease trajectory and during routine office visits-preferably with a provider with 
whom the patient has had a long-standing, trusting relationship (Waters, 2001). Even if 
patients are reluctant to complete formal documents (i.e., living will, advance directive, 
or medical power of attorney), health-care providers should document their discussions 
with patients in the medical record. They should also encourage patients to choose a 
family member or trusted friend to make decisions for them, should they not be able to 
do so. To demonstrate support and respect for patients' interests, providers may explain 
the importance of having someone who can advocate on their behalf, knows their pref
erences for care, and can communicate those wishes to the health-care team. 

Discussing Hospice and Palliative Care Services 

Some strategies may also help health-care providers communicate with patients and 
families about palliative care and hospice care and dispel some of the myths that are 
associated with these services. Providers should emphasize that the goals of palliative 
care are to alleviate symptoms that are associated with certain illnesses and their treat
ment, including pain, dyspnea, nausea, vomiting, and anxiety. Palliative care can be 
complementary to curative or ongoing treatment; these treatment alternatives can work 
together to improve the patient's overall health and well-being. If and when the patient's 
disease progresses beyond curative treatment, hospice can be introduced to the patient 
and family as an option for care. Hospice should never be referred to as a withdrawal 
of all care, as patients may view this as being abandoned or fear that clinicians are not 

" 
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offering appropriate care because of their race or ethnicity. Instead, it should be referred 
to as a change in focus of care from cure to comfort. Patients and families should be 
made aware that hospice consists of a multidisciplinary team of doctors, nurses, nurses 
aids, and social workers who work together to provide the patient and family with care 
and support. Those who have an objection to hospice based on religious or spiritual 
beliefs should be informed that spiritual support is also a component of hospice care 
and that chaplains are available for spiritual support when needed. 

Caring for Patients with Limited English Proficiency and 
Low Health Literacy 

Because of the importance of adequate communication to the care of patients with 
serious illness, health-care providers must work to overcome barriers imposed by lim
ited health literacy and LEP, both of which are more common for minorities. The pre
ferred language for communication should be identified for patients who are not native 
English speakers. For those with LEP or who prefer to communicate in a language 
other than English, a medical translator-not a family member or friend-should 
be used for all communication. Patients should be informed of their legal right to a 
trained medical interpreter at no cost (Smith et al., 2009; US Department of Health and 
Human Services, 2001). If printed information is available in the patients' preferred 
language, it should be provided. In all instances, complicated medical terminology 
should be avoided. To gauge patients' and families' knowledge of the treatment plan, 
providers should ask the patients their understanding of the disease process or plan of 
care. One way to do this is to ask the patient to describe the treatment plan in his or her 
own words. 

Responding to Requests for Aggressive Treatment Despite 
Poor Prognosis and Limited Life Expectancy 

Patients and families sometimes have a desire for aggressive treatment despite limited 
life expectancy and poor prognosis. Health-care providers must engage in open and 
honest communication with them about the overall prognosis and goals of care and 
attempt to negotiate common goals of care when conflicts arise. Patients and families 
should be made aware of their options for end-of-life care; however, they should not 
feel pressured into making decisions. Goals of care should be revisited periodically
particularly as the patient's condition worsens. Sometimes a mutually agreed-on, time
limited trial of aggressive care may help to build trust and reduce conflict between 
the medical team and family members regarding the use of life-sustaining therapies. 
Arrangement of a family meeting may be helpful and allow providers to discuss prog
nosis, goals or care, and treatment strategies with family members involved in decision
making. Any consultants or subspecialist providers, clergy, social workers, and other 
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health-care team members should be invited to participate, as they can provide an over
view of the care plan from their perspectives. Health-care providers should work to 
accommodate the preferred decision-making process of patients and families, which in 
some cases may include consensus of a large number of relatives and nonrelatives. While 
large numbers of family members may attend family meetings for formal updates, it is 
appropriate for clinicians to identify one person to contact for more frequent updates. 
Ultimately, the goal should be for patients and families to make an informed decision 
about the care that they receive; health-care providers must understand and realize that, 
in some instances, this will not be congruent with their recommendations. 

FUTURE DIRECTIONS 
···················································································································································································· 

Disparities in end-of-life care among members of the African American and Hispanic/ 
Latino communities have been identified throughout the literature, and, as noted pre
viously, many reasons for these disparities exist. Health-care provider strategies for 
addressing these racial and ethnic disparities in care have been discussed; however, 
moving forward, a concerted effort should be made by health-care organizations, 
researchers, and policymakers to address these barriers as well. 

Health-Care Organizations 

Organizations and health systems can aid in reducing barriers to end-of-life care 
among persons of diverse racial and ethnic backgrounds. The US Department of 
Health and Human Services has developed Standards for Culturally and Linguistically 
Appropriate Services, which mandate that health-care organizations work to improve 
access to care for diverse populations by establishing policies that reduce barriers to 
care, practices that enhance patients' knowledge of available services, staff that reflect 
the diversity of the service area, and community partnerships that facilitate service 
delivery (US Department of Health and Human Services, 2001). Based on these stan
dards, organizations and health systems should provide educational programs to staff 
on cultural sensitivity at the end of life and institute hiring practices that will increase 
racial and ethnic diversity among health-care providers across the spectrum of care. 
Organizations and health systems may also consider creating outreach programs that 
target members of diverse communities that will educate them about advance care pla
nning and options for care at the end oflife or working with community leaders to cre
ate these programs. These initiatives may increase cultural sensitivity among providers 
and address issues of medical mistrust and have been conducted successfully in some 
settings (Phipps, True, and Murray, 2003; Lyke and Colon, 2004; Reese, Melton, and 
Ciaravino, 2003). 
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Research and Policy 

Although many studies that have identified racial and ethnic disparities in completion of 

advance directives, use of palliative care, and hospice enrollment and identified reasons 

for the underutilization of these services in African Americans and Hispanics/Latinos 

communities, few studies have focused on the design and implementation of interven

tions that can combat disparities in end-of-life care. Some research has been promising, 

and targeted interventions have been developed to address disparities in advance care 

planning and palliative care for seriously ill African Americans and Latinos, including 

patient navigation, peer support, and video education materials (Volandes et al., 2008a, 

b; Bullock, 2006; Volandes et al., 2008a, b; Fisher, Sauaia, and Kutner, 2007; Hanson et al., 

2013); however, more efforts are needed to design, implement, test, and disseminate effec

tive, culturally sensitive interventions that these disparities. These interventions could 

then inform policy regarding end-of-life care for the underrepresented and underserved. 
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