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ABSTRACT 

Though there is ample evidence in existing literature demonstrating racial 

inequity in end-of-life care, there is minimal examination of how the culturally 

mainstream values of hospice contribute to inequity and reduced access for nonwhite 

populations. This paper reviews participatory action research, interviews and chart 

reviews of nonwhite populations including African Americans, Latinx, Asians and Native 

Americans to determine what end-of-life values these groups report and how they differ 

from the values of hospice and western biomedicine. All of these groups reported unmet 

cultural needs with respect to hospice access ranging from differing communication style 

preferences to different religious beliefs to different ideas about what they dying process 

should look like. Contributing to these barriers was practitioner ignorance about cultural 

variance in end-of-life preferences, demonstrated by studies of physicians to identify 

barriers to effectively providing end-of-life care.  To help foster better knowledge and 

understanding between practitioners and nonwhite patients whose cultural needs are not 

being met, I have created a value-assessment tool to add to the standard structure of end-

of-life conversations. Using this tool with patients in end-of-life conversations could 

improve physician confidence in understanding the needs of patients and provide patients 

an opportunity to freely communicate their needs and therefore increase access to the 

hospice services that can meet those needs.  

Keywords: Urban Bioethics, Hospice, End-of-Life, disparities, equity, hospice 

conversations, race/ethnicity, culture, physicians, African American, Latinx, Asian, 

Native American 
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CHAPTER 1: INTRODUCTION 

Though there has been ample research quantifying disparities in hospice use 

between white and nonwhite patients, there is far less research into the core values of 

hospice and how those values clash with the end-of-life needs of nonwhite patients and 

contribute to reduced access to end-of-life care. While the medical community considers 

issues such as language barriers and patient awareness as possible causes for hospice 

underuse by nonwhite patients, we are ignoring the fact that many parts of hospice 

provide a culturally bound idea of a good death that is not universally appealing across 

different cultures. Additionally, poor understanding of the values of various cultures 

erects further barriers, reducing the effectiveness of practitioners’ efforts to communicate 

about end-of-life options to their nonwhite patients.  

In this paper, I summarize the self-described needs and beliefs of several groups 

with whom I personally have worked in my career, including African Americans, 

Latinx/Hispanics, several Asian populations, Native Americans, and members of the 

medical community itself. I hope that a greater understanding of the diversity of ideas 

about death will encourage my colleagues in medicine to communicate with greater 

sensitivity and awareness in end-of-life discussions. The members of each of these 

groups have unique end-of-life needs. Nevertheless they all can benefit from increased 

access to culturally appropriate hospice services. To increase their access, I have also 

summarized an established framework for hospice discussions with an added step for 

patient ‘value assessment’ to improve cultural sensitivity in hospice discussions, help 

practitioners tailor available services to patient needs, and to improve the dying 

experience for these nonwhite groups. 
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CHAPTER 2: EXPLORATION OF HOSPICE UNFAMILIARITY AND 

MISCONCEPTIONS IN THE GENERAL US POPULATION 

Few physicians and even fewer laypeople have an accurate understanding of 

hospice philosophies or the details of the benefits available to dying patients and their 

families. One study of primary care resident physicians found that there was minimal 

increase in knowledge or competence in providing hospice care over the three-year 

residency training process. The study also found that these same physicians mistakenly 

self-reported large increases in confidence during training despite the continued lack of 

knowledge that would make them able to provide effective end-of-life care and guidance. 

The study noted that this finding, referred to as the “arrogance-ignorance paradox,” was 

particularly worrisome because unawareness of the problem precludes a desire to find a 

solution and increase competence (16).  

Another national study of US medical students and residents reported that 

respondents “believed that they were unprepared to provide good care for the dying” and 

fully trained physician faculty members “felt they were unprepared to teach about [end-

of-life care]” (11). A third study investigating what information patients and families 

desire during hospice enrollment found that although many patients speak about hospice 

first with their doctors, “physicians in particular often have an incomplete understanding 

of hospice” (26). Clearly there is ignorance, insecurity, and unawareness among 

physicians about providing competent hospice services and counseling to any patient 

population.  

Unfortunately, patients share their physicians’ poor understanding of hospice. 

Studies found that patients of all backgrounds have preconceived and often-incorrect 
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ideas about what hospice means and how its services could benefit them. For example, 

some thought hospice was exclusively provided in institutions (10) or as a way to 

discriminate against vulnerable minorities who were not seen as worth the energy to 

continue treating curatively (9). Others felt that hospice was a last resort for those 

unwilling to care for their loved ones themselves.  

Even outside of these potentially harmful misconceptions, many patients are 

simply unaware of the breadth of services available through hospice and so do not seek it 

out. A 2004 study using cross sectional interviews of 92 hospice affected families found 

that before enrollment, many were unaware of numerous services provided under the 

umbrella of hospice care, particularly the 24 hour services available, visiting nurses, and 

care coordination, all of which significantly reduced caregiver burden and would perhaps 

have ameliorated any reluctance to enroll (24).  

A 2015 study of Asian and Hispanic community members in Queens, NY found 

that 79-92% of subjects surveyed had no personal experience with hospice and 44-84% 

had never heard of hospice at all.  Evidently, providers and patients alike do not know 

what hospice actually is or how it could benefit them.   
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CHAPTER 3: HISTORY AND DETAILS OF HOSPICE USE IN THE US 

So what is hospice, really? Though hospice is a fixture of modern medical care in 

the United States, it is actually a relatively recent addition to the end-of-life care 

repertoire. Hospice as it is known today originated in the UK in the 1960s as a movement 

to support humane care for dying patients. It was shepherded into mainstream British 

medicine by Dame Cicely Saunders (22). Use of hospice crossed the Atlantic over the 

following several decades and became an official Medicare benefit in the US in 1982 

(22). Since its induction in the 1980s, hospice has become the most commonly used 

program intended for terminally ill patients, underscoring its importance and influence in 

end of-life-care, (26) despite the aforementioned misconceptions and unfamiliarity.   

At its most basic, hospice is a program that aims to improve compassionate end-

of-life care and reduce caregiver burden (3). Additionally, hospice is a Medicare benefit 

in the United States, meaning that Medicare patients are eligible to receive 

reimbursement for strictly defined hospice care if they meet certain requirements. 

Arguably the most significant requirement for hospice coverage is the requirement that 

two physicians certify a prognosis of terminality and a life expectancy of less than 6 

months (4) (20). Patients must also choose to end all curative treatment and agree to 

exclusively palliative measures intended to improve quality of life or symptom relief 

without altering the course of the terminal disease (8) (11). Of all patients getting hospice 

care, 83.7% are funded by Medicare and 5.5% are funded through Medicaid (20). Some 

hospice is privately funded, making up the remaining percentages. 66% of hospice 

patients are provided services in their own homes (20) and patient satisfaction with 

hospice services are generally very high.  A 2005 study in Lancaster, PA interviewing 
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families after the death of a loved one in hospice found that “patients and families are 

generally very satisfied with end-of-life care” (19).  

Hospice employs a team-based model and includes practitioners such as nurses, 

physicians, social workers, chaplains, home health aids and even bereavement counselors 

available to surviving family of hospice enrollees up to a year after death (2)(8). The 

Medicare Hospice Benefit also provides medications, home health aid services to relieve 

family caregiving burden, and durable medical equipment that could otherwise have high 

cost such as BiPAP machines, PCA pumps, or ambulatory aids. All of these services 

illustrate the objective financial benefit of having hospice available at end-of-life.  

Aside from these tangible, monetary benefits, hospice enrollment has been shown 

to improve patient pain and symptom management, increase overall satisfaction with end-

of-life care, and lower family member mortality rates and other poor bereavement 

outcomes (8) (20). Considering that many patients list pain management as one of the 

most important components of a good death, this advantage cannot be overstated (10). 

Hospice has even been shown to possibly increase survival time compared to curative 

treatment, particularly with enrollment early in the disease process (15). Hospice has 

been undeniably shown to provide high quality, high value care that medically and 

financially benefits patients, making it an essential option for Americans facing terminal 

illness (2). 

Aside from services for individual patients and their families, hospice also 

benefits the medical system as a whole. It is no secret that the US has one of the most 

expensive and least effective healthcare systems in the developed world.  The infant 

mortality rate in the US, often used as an indicator of overall national health, is 5.8 per 
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100,000, giving the US a rating higher than 55 other countries, all of whom spend less on 

healthcare than the US does (27). Despite this unimpressive ranking, the US spends more 

than any other country per capita on healthcare, and health care spending makes up a 

greater portion of US GDP than it does in any other nation in the world (28). Considering 

that end-of-life care makes up a disproportionate portion of healthcare spending, (12) the 

impact of hospice on overall healthcare spending could be significant, freeing up private 

and government money to improve national health and wellbeing in other ways. It may 

seem paradoxical that a Medicare benefit providing so many services and so much 

equipment to families could save money for the healthcare system, but studies have 

irrefutably demonstrated the cost saving impact of hospice.  

A 2003 study evaluating daily cost of care for a cohort of terminally ill patients 

divided between a palliative care unit and a standard hospital floor found that cost of care 

in the palliative care group was 59% lower per day with an overall 66% reduction in cost 

after transfer to the palliative care unit (6). A 2003 meta-analysis found that hospice care 

can save up to 40% of all costs in the last month of life (23). For patients who are 

interested in palliation through hospice care, increasing our national use of these services 

could represent an incredible reduction in spending on end-of-life care. Increasing 

accurate knowledge about hospice for practitioners and patients alike and therefore 

increasing use of its services has the potential to bend the cost curve of American 

healthcare.  
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CHAPTER 4: EXPLORATION OF THE CORE VALUES OF HOSPICE 

Though hospice has innumerable positive qualities, it does come entangled with a 

core set of values about the dying process that are not universal. The goal of hospice is to 

provide compassionate, quality care and achieve a good death for patients (17). A good 

death is one where the patient and the patient’s family feel that their needs have been met 

at end-of-life. A good death often looks different to different patients. For example, one 

patient might feel a good death is one without undue burden to caregivers. Another might 

feel a good death is one surrounded by family in a familiar place. Whatever a specific 

patient’s end-of-life priorities and values are, a good death is one that honors them.  

To accomplish this, hospice values a team-based approach, treatment of the 

patient as a whole person, and spiritual support in dying. It assumes that dying in the 

home is inherently better than dying in a hospital or an institution, with the majority of 

hospice beneficiaries dying at home. It also monetarily rewards acceptance of death, 

requiring patients to forego curative treatment in order to receive the services that 

Medicare and Medicaid offer to the terminally ill.  It is unique for Medicare to require 

personal acceptance of an idea or belief to allow the benefit to be received, rather than 

just a qualifying diagnosis.  

From the perspective of policy makers, this requirement makes sense. Death 

acceptance makes it easier to discuss end-of-life care planning, and foregoing aggressive 

treatment represents a significant cost reduction to the health system as a whole. 

However, for people who feel a cultural or spiritual imperative to not accept death, this is 

a significant barrier that denies them services to which they would otherwise be entitled.  
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Hospice is also implemented with a focus on individual patient autonomy, with 

decision-making generally assumed to be up to the patients themselves. If a patient 

cannot express his or her wishes, a surrogate decision maker or power of attorney is 

appointed, as in all areas of American medicine, with instructions to approximate the 

wishes of the patient to the best of their ability.  
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CHAPTER 5: THE WHITENESS OF MEDICINE AND HOSPICE 

The values espoused by hospice closely mirror the values and legally entrenched 

ethics of white, western biomedicine, reducing access in nonwhite populations. The 

mainstream, white cultural narrative in the US is one of strong individual autonomy over 

collectivism, monotheism, whiteness, and the medicalization and rationalization of death 

(18) (21). Those values result in hospice fitting most seamlessly into the worldview of 

white, westernized patients. Hospice has more difficulty meeting the needs of families 

who do not share those values and in providing a culturally appropriate ‘good death.’ 

According to a study of Mexican Americans in 2012, “death and dying are central themes 

in every society, but the manner in which the process is perceived as a good or bad death 

varies by culture and society” (18). 

 In other words, there is no objectively good death, so any service attempting to 

provide a good death must be tailored to the culture of the patient, not rigidly tailored to 

the mainstream values of a greater society. Unfortunately, the values of hospice have not 

been made flexible enough to meet the needs of the diverse population of the US. This 

clash of values is clearly demonstrated in the demographics of patients who use hospice 

services.  

In general, middle-class, white patients with stable family environments most 

often access hospice (1). This is likely a product of increased healthcare access for whites 

overall, increased familiarity with hospice because of its frequent use in white 

communities, and the alignment of hospice’s values with the values of white Americans. 

Additionally, being a non-English speaker is linked to difficulty accessing hospice care 

and overall disempowerment in end-of-life decision-making, so English language skills 
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likely also contribute to increased access to end-of-life care (1). Considering these facts, 

it is perhaps not surprising that minorities make up only 7% of the hospice population (4).  

Many studies of different groups have shown evidence of these racial and ethnic 

disparities. For example, a lower proportion of American Indians enroll in hospice than 

their white counterparts, even adjusting for confounding characteristics such as urban 

versus rural location and type of diagnosis. Though the proportion of white patients 

benefitting from hospice services has increased steadily over the last several decades, the 

proportion of American Indians using hospice has remained constant, demonstrating a 

widening of the gap (9). Chinese older adults are more likely to die in institutions and 

less likely to be aware of hospice services compared to white older adults, (10) and while 

Asians made up 4.6% of the US population in 2015, they only composed 1.9% of hospice 

populations. There is a 12 percentage point difference between white and African 

American hospice use. Additionally, while 16.4% of the population is Hispanic, only 

5.7% of the hospice population is Hispanic. Overall, nonwhite patients are more likely to 

incur high end-of-life costs and less likely to use hospice (12). 

As a result of the common pairing of nonwhite status with lower socioeconomic 

status, decreased ability to use hospice strikes those who are most in need of the financial 

advantages of the Medicare Hospice Benefit. The purchasing of expensive scheduled 

medications, medical equipment, and qualified home help are great financial burdens. 

Furthermore, access to qualified mental health services for patients before death and for 

family members after death is all the more difficult for families without much disposable 

income. Clearly, the entrenched white values and methods of hospice are reducing access 

for those who would most benefit from hospice services, which should, after all, be 
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available to everyone as a Medicare Benefit, not just those who agree with a mainstream 

idea of the dying process. Adding to this, issues such as language barriers and overall 

decreased access to care and quality for nonwhite patients (20) there is a serious problem 

in achieving equity in end-of-life care.  

One study found that while white hospice patients were told about hospice by 

their primary care physician or the oncologist treating their cancer, Latinx patients were 

more likely to be referred to hospice at a crisis hospitalization by a non-physician 

practitioner. This reveals a lack of end-of-life care coordination and patient education for 

the Latinx patients and provides less time for advanced planning before a crisis 

hospitalization than for white patients. Another study from 2016 found that reduced use 

of hospice by African American patients led to a greater number of African Americans 

dying in hospitals…long periods of uncontrolled pain, futile treatment and increased 

medical expenses” (20). All of these factors in the whiteness of hospice values unite to 

create a crisis in end-of-life planning with minimal professional preparation or 

examination of how to provide a good death to people of color.  

The issues of racial health disparities, increasing cost of healthcare and 

unnecessary suffering in death are daunting challenges to address. However, decreasing 

the barriers to hospice care based in cultural value clashes is exponentially less 

complicated, only requiring practitioners to be familiar with the values of their patients 

and present hospice services that are appropriate for fulfilling their needs. While still far 

from simple, the steps are straightforward. The first step in this process is a reflexive 

examination of the culture of biomedicine from which physicians and other practitioners 

create their own end-of-life beliefs, attitudes and behaviors. The next step is to learn more 
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about the ideas of different groups related to end-of-life care and what barriers exist for 

those groups in accessing hospice.  
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CHAPTER 6: IMPACT OF PREFERENCES FOR DEATH AND DYING ON 

HOSPICE USE 

 

PART 1: PHYSICIAN IMPACT ON HOSPICE USE 

Studies consistently demonstrate that physicians have a significant impact on 

whether or not patients access hospice care, meaning that the beliefs and culture of 

physicians are important to examine. Though physicians are not from a single race or 

ethnic group, there is nevertheless a predominant medical culture regarding how end-of-

life care should be approached.  

Examining medical culture is particularly significant because medicine presents 

itself as an objective, science-based field that has no cultural leanings. Learning to view 

patients and diseases with objectivity and detachment is a central part of medical training 

and it suggests the falsehood that practitioners are simply a repository of medical 

information that can be deployed to solve purely scientific problems. However, as anyone 

dealing with end-of-life issues knows, death is far from simply a scientific process, and 

attempting to improve quality of life and the dying experience requires awareness of 

subjectivity to be truly compassionate, patient centered and effective. The idea that 

medicine has no value system results in a sense of complacency where providers feel it is 

unnecessary to consider medicine as a culture or to examine the effects of imposing that 

culture on others. Like the dominant narrative in any society, medical culture passes for 

‘default’ while any culture or set of ideas that disagrees with the dominant narrative is 

relegated to minority status.  
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For physicians, the dominant narrative of death and how to communicate about 

death has several key components. Several of these components align with hospice values 

while others oppose hospice values and thus represent barriers to hospice enrollment. 

Physicians are taught to value patient autonomy above all other bioethical principles, 

demonstrating the western value of individuality as paramount. This idea can make it 

difficult for physicians to navigate end-of-life conversations with families that value their 

communal identity over individual identity and therefore make group decisions. Belief in 

autonomy and informed consent also means that physicians feel it is imperative to 

provide all information available to patients and always tell the truth about poor 

prognosis. This is particularly entrenched in medical culture due to the legal ramifications 

of consent and the ethical pitfalls of keeping information from patients.  

However, not all cultures value truth telling in poor prognosis and consider it 

cruel to be straightforward about impending death. When patients feel forced to avoid 

prognosis conversations where the value of non truth telling will be ignored can also 

prevent patients from having the conversations that allow them to access hospice 

benefits. As experts in scientific fields, physicians are also in danger of neglecting or 

marginalizing the spiritual, personal aspect of end-of-life care, delegitimizing the beliefs 

of some patients who focus on miracles, faith or traditional healing as part of death. 

People of strong faith who feel they would forced to neglect their spiritual end-of-life 

needs in order to access hospice care cannot be punished for prioritizing their faith. 

There are also obstacles related to physicians’ poor health literacy about what 

hospice is and how to offer it to patients effectively. A study examining what information 

patients feel is important to discuss before hospice enrollment found that “physicians in 
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particular often have an incomplete understanding of hospice or are uncomfortable with 

the discussion” (26). Another study of physician-identified barriers to hospice discussions 

found that almost 60% of physicians identified difficulty in providing accurate prognosis 

time as a frequent barrier to hospice discussion and so instead preferred to mention 

hospice only when they believed their patients had emotionally accepted their terminality. 

(23) However, considering that these same end-of-life conversations are often where 

people learn of their terminality, this method makes little sense.   

Aside from difficulties determining when exactly it is appropriate to discuss 

hospice, some physicians felt overtly negative toward the idea of hospice itself and 

therefore avoided hospice use with their patients. Some reported a dislike of the team-

based care employed by hospice, feeling that it reduced their control over patient care 

(23). Others were reluctant to abandon aggressive treatment for palliation in general, 

viewing comfort care as “a failure” of medicine rather than another aspect of care (23). 

Still others, apparently unaware that hospice provides many types of services that 

improve quality of life and even length of life, consider hospice to be “doing nothing” 

(23). Most unappealingly, some even reported that they avoid recommending hospice or 

admitting terminality to maintain social stature and the respect of their patients (23).  

Gochman noted in a 1988 article that there were four central factors limiting 

physician use of hospice – disagreement with the hospice philosophy of comfort care, 

belief that curative care is more appropriate, difficulty discussing terminality, and 

ignorance or unfamiliarity with hospice services.  In fact, 99.9% of physicians report 

barriers in discussing end-of-life care with their patients (12). 
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Aside from these barriers based in the way practitioners perform medical culture, 

broader institutional and structural barriers abound, from minimal compensation for 

intensive family meetings, to poor language services to facilitate communication. These 

obstacles are compounded by the reality that “palliative care education around the world 

tends to be fragmented, ad hoc and lacking coordination,” according to a 2015 study 

advocating for increased medical training in end-of-life care (11). How can physicians 

hope to overcome their discomfort and preconceived ideas when they are taught few tools 

to do so? 

However, these physician-based obstacles are not insurmountable. Studies have 

shown that a standard curriculum in end-of-life care, including rotations at hospices and 

nursing homes, lectures and personal reflection projects improved overall performance, 

knowledge and confidence in medical residents significantly with sooner hospice 

referrals for patients (16). Additionally, on the job training improves performance as 

well, with older doctors reporting fewer barriers in providing end-of-life care (12).  

The potential for well-trained physicians to improve hospice access is also 

heartening. Studies have shown that physician acknowledgement that a progressive 

disease will eventually be fatal strongly encouraged subsequent hospice enrollment , and 

that those who get recommendation for hospice specifically from a physician are more 

likely to enroll in hospice (8). Additionally, even without acknowledgement of current 

terminality, patients who have had discussions with their physician about their end-of-life 

wishes are more likely to receive hospice referrals and less likely to experience physical 

distress at the end-of-life (12). Even the way that physicians communicate about end-of-

life care can determine the decisions patients make (22) and palliative care discussions 
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have been shown to reduce or even eliminate racial disparities in DNR orders and 

palliative care enrollment (22). While discussion with any practitioner seems to help 

reduce end-of-life care racial disparities, discussion started by a doctor were more likely 

to result in patients being willing to immediately enroll in hospice services. Physicians 

obviously have great power to affect the course of their patients’ end-of-life, so their 

culture and concerns about hospice care and hospice conversations are a vital entry point 

for effective interventions to improve access and reduce inequality.   
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PART 2: SUMMARY OF SELF-REPORTED DEATH-RELATED VALUES OF 

DIFFERENT NON-WHITE GROUPS 

As the examination of end-of-life values enters a racial and ethnic realm, it is 

important to note several things. First, I am a white, middle class student doctor, the very 

group least affected by the cultural clashes and access disparities I have been discussing. 

My racial background makes me unqualified to make any statements about the beliefs 

and values of any other groups. However, I have worked for the past two years in a 

racially diverse, culturally diverse, resource poor hospital and I have spoken to people 

from many different backgrounds about end-of-life beliefs and experiences, firmly 

establishing for me the importance of cultural humility in practitioners and emphasizing 

for me the need for open discussions on culture and inequality, despite the privileged 

status that makes me inherently less qualified to lead those discussion personally.  

I draw the information I am presenting from participatory action research, 

interviews and surveys of affected members and community leaders from each group as a 

way to help familiarize my colleagues with the variety of ideas and needs that their 

patients might have.  

Although each group I have studied has unique, edifying and interesting views of 

death and dying, it is also paramount to avoid assuming that all members of a group share 

those views. Though we describe culture as a static thing, in reality culture is a process 

and an experience shaped by all the influences in throughout person’s life. As a result, the 

worldview of two people who look very similar can nonetheless be completely different, 

as can their needs at the end-of-life. After all, no one assumes that two white people have 

the same religious views or emotional needs, why should medical professionals assume 
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that all people sharing an ethnic background, facial features or skin tones all share the 

same ideas about what a good death looks like?  

Nevertheless, knowing about the history and the general tenants of different 

cultures increases a practitioner’s repertoire of ideas when engaging in end-of-life care, 

as well as driving home the reality that their own views are not the only way to think 

about these issues. I therefore encourage any practitioners reading these summaries to 

avoid using these broad generalizations as to make even the most well-intentioned 

assumptions about patients. Each person is an individual and deserves the chance to 

express his or her own needs to a practitioner.  
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SELF-REPORTED AFRICAN AMERICAN END-OF-LIFE-VALUS AND 

HOSPICE ACCESS OBSTACLES 

There has been ample research into the opinions and beliefs about death in the 

African American community. Examining these beliefs reveals many differences between 

what the hospice philosophy offers and what African American patients reportedly want. 

These differences are a significant contributor to African Americans’ reduced access to 

hospice and other high quality end-of-life care (4). Overcoming these barriers becomes 

even more important when considering the need for hospice in African American 

communities. The cancer death rate in African Americans is 25% higher than it is in non-

Hispanic whites (20). 

One inherent difference is the assumption made by hospice programs that most 

people prefer to die in the home rather than in an institution. In contrast to this 

assumption, a 1999 study interviewing African American pastors and their constituents 

found that most of their community stated a preference for dying in the hospital or at 

some other type of institution (4). This means that offering hospice as a way to avoid 

staying in the hospital at the end-of-life is likely to decrease the interest of African 

American patients who share this opinion.  

They also reported that people in their communities view longevity as an intrinsic 

good, stemming from a religious respect for God’s gift of life and a cultural history of 

low life expectancy (4). This is a serious disagreement with the hospice philosophy, 

which honors the moral superiority of death acceptance to the point where services are 

refused to those who wish to continue with any curative treatment.  One woman asked, 

“Why should we have to choose to be taken care of or to try to get better?” (20) A 2016 
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study of African American hospice needs reported the same findings, reporting, 

“participants were … unanimous in criticizing reimbursement policies that require 

patients to forgo curative treatment in order to qualify for hospice” (20).  

The belief in the benefits of seeking longevity over accepting death were also 

linked to a strong religious belief in the possibility of miracles, an aspect of African 

American culture that can often be frustrating for health care practitioners who do not 

share those beliefs. However, it is important that these practitioners realize the personal 

and cultural importance of these beliefs to many African Americans and view them with 

respect. Christian beliefs, originally imposed on African slaves as a justification for 

slavery, became a source of social cohesion and spiritual hope, unifying a community 

that originally came from many different nations and cultures in Africa (4). This powerful 

history of religion as a source of resilience and unity continues in many African 

American communities today, with the pastor as the most important community leader 

and maintenance of faith even when facing death as a sign of virtue. While it may seem 

to outsiders like unwillingness to accept terminality and blindness to the importance of 

preparing and planning for death as an effective way to reduce suffering, in reality, 

maintaining faith in a miracle and denying death can provide people who share these 

beliefs with spiritual comfort and peace as well as community resiliency. According to 

pastors and community members who participated in the 1999 study, “acceptance of 

terminality in this culture, while everyone the patient is praying for a miracle, would be 

seen as a lack of faith” (4). Forcing people to acknowledge death as a certainty, give up 

on curative treatment, and deny the possibility of a miracle steals that faith and the 

community strength that the faith sustains.   
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This essential conflict about the value of accepting death does not, however, mean 

that African Americans cannot benefit from hospice services. Hospice can be presented 

as an option while accepting that the patient and family sustain hope for a cure in the 

future. Presenting hospice as a place to better manage pain and regain strength is a more 

culturally sensitive way to describe hospice to patients who share this belief system. 

Attempting to plan for death during family meetings by describing hypothetical situations 

and acknowledging that planning for the worst does not mean giving up hope is another 

way to avoid being culturally insensitive to these beliefs.  

Significantly, community leaders involved in these studies did emphasize the 

need for hospice in their communities despite the cultural clashes. They recommended 

using pastors to increase understanding about what hospice is, reassurance that it can be 

compatible with traditional African American religious beliefs, and presenting hospice 

services differently to people who have misgivings about death acceptance (4). 

Specifically, hospice can be presented as a way to ‘regain strength’ between attempts for 

curative treatment, a way to keep someone comfortable when medicine has exhausted its 

options, and acknowledgement that God still can have a role to play in how the illness 

progresses. Additionally, offering hospice services in an institution is an easy way to 

comply with cultural preferences for death away from the home. Lastly, remembering 

that hospice is not the correct choice for all patients at the end-of-life is important. There 

is inherent value in the process of end-of-life conversations, helping families realize their 

priorities and ensuring medical staff know their wishes, (13) no matter what they 

eventually chose. 
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Another major barrier for African American acceptance of hospice care is a 

historical distrust of the medical system (20). Past abuses such as the Tuskegee study, 

where white doctors exploited African Americans and denied them curative treatment for 

syphilis, still have a great impact on the community today. Fear of getting inferior care or 

being used in an experiment limit trust in hospice conversations for obvious reasons. This 

is especially true when there is minimal diversity in the hospital or hospice staff.  These 

fears are far from groundless. African Americans, even when terminally ill, often get 

lower quality care and experience racial discrimination in the healthcare system (20). 

These traumatic experiences have even been shown to cause active avoidance of medical 

care, resulting in people finding out about terminal diagnoses alter in the disease 

trajectory (20). However, verbalizing an understanding of the legitimacy of mistrust in 

the medical system can be helpful in building trust during end-of-life decision making. 

Lastly, the structure of hospice referrals causes a systemic barrier to African 

American hospice use. Medicare regulations require certification of terminality by 2 

doctors. However, many African Americans use the emergency room as their primary 

source of medical care, regardless of level of education, insurance coverage, or 

socioeconomic background (4). This means that finding out about hospice services, 

learning that the patient is appropriate for hospice, and coordination of care are all 

lacking compared to their white counterparts in the same medical situation.  
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SELF-REPORTED LATINX END-OF-LIFE- VALUES AND HOSPICE 

ACCESS OBSTACLES 

The diversity of this group leads to confusion about preferred group names. 

Possibilities include Hispanic, Latino, Latina, Latinx and many others, all with nuanced 

differences. I have chosen to use Latinx as the broadest term I saw in my research, and I 

use it intending the greatest respect possible. I apologize to any members of these groups 

who prefer a different term.  

There are many cultural obstacles reducing hospice access for Latinx patients, and 

they vary as much as the different cultures that compose the group itself. There is no 

doubt that these obstacles have had a large impact on Latinx care at the end-of-life. 

Latinx people are less likely to use hospice services overall, despite an arguably greater 

need. Cancer is the 2nd leading cause of death in Latinx populations, and studies have 

shown that Latinx patients are undertreated for cancer-related pain, while their caregivers 

suffer greater rates of depression during the bereavement period (3).  

 One of the most important obstacles to overcome is the Latinx 

unwillingness to directly discuss death. Whereas white patients and families benefit from 

clarity in prognosis, Latinx patients consistently report a preference indirect 

communication about prognosis (3). According to a 2010 study interviewing hospice-

affected Latinx patients, “most Latinos … reported being surprised and disturbed by the 

open communication in hospice with patients and caregivers about death… Truth telling 

about prognosis was [seen as] harmful to the patient and cruel to the family.” (3) Instead, 

Latinx families often prefer to use “dichos” or metaphors and euphemisms to allow 

indirect communication and to avoid unpleasantness or conflict. Additionally, “caregivers 
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felt that it was their responsibility to protect the patient from the knowledge of his or her 

illness, to deny that death was imminent, and to act as if the patient were getting well” 

(3).  

This is a difficult barrier to overcome, especially considering the legal 

requirements in American healthcare for fully informed consent. Nevertheless, respecting 

this preference is important and feasible for practitioners without damaging end-of-life 

planning. Using euphemisms such as ‘future care’ instead of ‘terminal care’ in hospice 

conversations and advising all staff of a preference for secrecy about the diagnosis are 

reasonable solutions to these issues.  

As in the African American community and many others, religion plays an 

important role in how many Latinx people view end-of-life issues. According to a 2012 

study interviewing older Mexican Americans, “[in Mexican American culture], death is 

normally perceived as outside of the person’s control and a realm where respect, rather 

than struggle, should ensue. Life, including death, is believed to be guided by God” (18). 

As a result, intensive medical interventions in the dying process can be seen as 

contradictions of faith, possibly even as offenses to God or to the saints (18). This results 

in a hospice compatible preference for decreased intervention and a desire for a more 

‘natural’ death at the hands of God. An unnatural death was described as one where 

someone other than god diverts a person from their intended time of death, either by 

letting them die to soon or too late (18).   

Latinx patients generally prefer death in the home, another value that aligns with 

hospice philosophy (18). In the same 2012 study of older Mexican Americans, 

participants reported, “being able to have a moment with family upon death was a symbol 
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of closure…the end-of-life should be a peaceful time for them and their families and … 

should be a process of dignity and unity” (18). 

Language barriers are major contributor to reduced hospice use by Latinx patients 

(1). A study into the hospice needs of non-English speakers notes that a lack of English 

fluency results in overall disempowerment and reduced access to mainstream services, 

including hospice (1). Lacking English proficiency puts patients in a vulnerable position 

and increases risk of misunderstandings and missed opportunities. One little known 

source of confusion is the word “hospice.” Though in English it means a set of services 

or an institution to provide comfort care for the dying, “hospico” is a Spanish word for an 

orphanage, poorhouse or a workhouse for those who cannot pay for themselves or their 

care. This means that conversations presenting hospice to Spanish speaking patients must 

include careful framing of “hospice” to avoid the misconception that a patient is being 

abandoned to a workhouse due to their poverty (3). Culturally-tailored education 

materials and bilingual interpreters can also make a difference in avoiding this type of 

misunderstanding.  Johnson et al. found that the greater the exposure to accurate hospice 

information, the more favorably Latinx patients felt about hospice (14). 

A preference for family decision-making, based in the Latinx value of familismo, 

is also a source of confusion and cultural difficulties in hospice care. According to a 2013 

examination of Latinx cultural values regarding palliative care, familismo is a central 

cultural value that “promotes and maintains solidarity, family pride, and a sense of 

belonging and obligation to ones blood ties” (21). As a result, “Individual identity is 

commonly secondary to family identity, requiring individuals to prioritize family needs 
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over individual needs” (21). Once again, this clashes with the ethical and legal model 

followed in the US of full truth telling and individual autonomy.  

Whereas white patients might prefer to have control over their medical decisions 

with advice from family, in many Latinx families, control over these decisions resides 

with the family, often through the father or eldest male. This person, also with family 

input, gets to make the final medical decisions and also decides who should know about 

prognosis (3). This can seem very alien for practitioners used to a society that is much 

more individualistic. However, in reality, respecting this practice actually allows greater 

patient autonomy than refusing to adapt to the needs of the patient and family considering 

hospice. Autonomy is still maintained because the patient is choosing who is helping 

them make choices. Obviously, screening for abuse of this family power is important as 

well. To comply with the value of familismo, practitioners should be prepared to engage 

a wide array of family members by providing space to congregate before and after family 

meetings and ask for a family representative and spokesperson to avoid communication 

confusion from the many stakeholders, and to comply with legal requirements for 

medical decision making. Additionally, respecting the entrenched family hierarchy is a 

way to demonstrate respect for the traditions of the family and the family itself. In return, 

many Latinx families feel that medical professionals are owed great respect and 

deference (21). 
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SELF-REPORTED ASIAN END-OF-LIFE VALUES AND HOSPICE ACCESS 

OBSTACLES 

Although the continent of Asia has a plethora of different nations, languages, 

cultures and religions, it is often treated as a bloc in western medicine because there are 

some shared characteristics that set eastern culture apart from western culture. For 

example, a 2016 study into the perception of a good death among Japanese and Thai 

communities claimed that “the world can be divided into two cultures: individualistic 

(e.g. North American and Northern Europe) and collectivist/family-focused (Asian and 

Southern Europe) (17). As seen with Latinx populations, many members of Asian 

cultures feel that the identity of the individual having less importance than the needs of 

the collective or the family. Again, this represents a conflict with western medicine and 

western medical laws. Also in keeping with the opinions of many Latinx communities, 

data has shown that Asian families are more likely to engage in group decision-making 

and a preference for non truth telling to maintain ignorance of frightening prognoses. 

Thai respondents rated unawareness of death, environmental comfort, and spiritual 

comfort as the most important aspects of the dying process (17).  

A study of non-English speaking patients from 2013 found that Asian respondents 

viewed the western custom of bluntly informing people about death as terrifying and 

unacceptable (1). Japanese respondents also felt that unawareness of death was important 

in achieving a good death, along with psychological comfort, and avoiding burdening 

family. Similarly, a 2013 study of Chinese older adults found that “burden was a 

pervasive theme in all focus groups and encompassed emotional and financial burden to 

family or the government” (10). Many of the Chinese respondents also felt that there 
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should be no attempt to prolong life after being given a terminal diagnosis, again hoping 

to reduce burden. This was carried to the point that many even reported disappointment 

when they learned from researchers that hospice would not assist with suicide (10).  

These themes of acceptance of mortality and the importance of reducing family 

burden definitely align with the philosophy of hospice, even if the preference for 

ignorance of prognosis represents a cultural barrier for western medicine. Unfortunately, 

the preference for avoiding burdening family also means that most of the Chinese adults 

surveyed reported a preference for institutional hospice instead of home hospice. In fact, 

most hospices in China are institutions, making this the expected format of hospice care 

for this population (10). The belief that any care not provided inside a hospital was 

inherently of poor quality reinforced this dislike of home hospice services. Educating 

communities about the availability of institutional hospice care whose purpose is not to 

prolong life would undoubtedly improve this population’s willingness to use hospice 

(10).  
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NATIVE AMERICAN END-OF-LIFE VALUES AND HOSPICE ACCESS 

OBSTACLES 

Native Americans and Alaskan Natives are another group who experience cultural 

barriers to optimal use of hospice. Though there is minimal available literature using 

participatory action research or direct interviews to evaluate community member opinion, 

there is some data that can be useful to practitioners working with these populations at 

the end-of-life. The need for hospice services and humane end-of-life care is certainly 

high in native peoples. According to Medicare data on hospice enrollment and mortality, 

American Indians have higher rates of cervical, kidney, and stomach cancers compared to 

white populations and lower enrollment in hospice than whites. A 2014 study identifying 

disparities in hospice use for native peoples postulated that these differences stem from 

“historical trauma, and attendant perceived discrimination, especially as relates to the 

withdrawal of curative or aggressive treatments” (9).  

Additionally, minimal cultural training for providers about the end-of-life beliefs 

and needs of native peoples makes it likely that hospice conversations are complicated by 

the breaking of taboos and cultural norms. However, new healthcare improvement 

initiatives for the Indian Health Service as well as data showing that employing culturally 

sensitive communication techniques reduce disparities indicates a reason for optimism.  
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CHAPTER 7: THE POTENTIAL FOR HOSPICE CONVERSATIONS IN 

OVERCOMING CULTURAL BARRIERS 

 At the end of life, the conversations a patient and family have with 

physicians or other practitioners about future planning can have immense impact, 

determining whether patients achieve their idea of a good death. One article on the caring 

relationship in hospice claims, “at the end of life, healthcare interventions and the quality 

of life of patients and their families are largely determined by the conversations the 

patients… have with nurses [and] physicians” (25). A study interviewing family members 

and hospice patients found that almost all subjects “discovered aspects of hospice [during 

end-of-life discussions] that they wished they had learned of sooner” (24) and also 

wished they had been able to get more information than they were given initially (23).  

Additionally, they discovered that most patients chose whether or not to enroll 

specifically in hospice based on the information and advice given to them by 

professionals during a single conversation, and were more likely to choose to enroll if a 

physician initiated the discussion (24). Furthermore, disclosing terminality in patient 

discussions made patients and families seven times more likely to choose hospice (23). 

Though truth telling is not culturally acceptable for all patients, it clearly has power, 

when appropriate, to increase hospice use.   

Similarly, conversations about Do Not Resuscitate Orders also have a strong 

impact. One study found that discussing the order and having a chance to gain more 

information about what it means through a palliative care consult increased DNR rates 

from 38% to 73% in one Midwest hospital (22). The same conversations also eliminated 

racial disparities in DNR order rates, demonstrating the potential for conversations to 
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increase not just access but also equity (22). In a study of beliefs about hospice, Johnson 

et al. found that increased exposure to hospice information increased favorable beliefs 

about hospice services and made subjects more likely to choose hospice (14). Another 

study from 2015 notes that “research shows that patients who have end-of-life 

conversations with their physicians are less likely to experience physical distress at life’s 

end” (12). Aside from increasing people’s chance of choosing hospice, these 

conversations have value in that they allow families a chance to consider their own 

preferences and plans at a non-emergent time. Even if the family does not end up 

choosing hospice, these conversations help people to achieve the death that they want. 

Therefore, even for patients who express values that perhaps preclude hospice 

enrollment, such as a desire to continue curative treatment, the conversations still have 

purpose and value. Clearly these talks have immense impact on the dying process of 

patients and should be undertaken with care.   
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CHAPTER 8: BARRIERS TO EFFECTIVE END-OF-LIFE CONVERSATIONS 

There are several important challenges to having a productive end-of-life 

conversation. From the perspective of the practitioner, these conversations can be 

emotionally difficult and professionally challenging. Prognosis is a difficult art, and 

studies have shown that doctors often over-estimate life expectancy. This means that 

hospice-appropriate patients may not be getting hospice referrals appropriately. Some 

guidelines have been proposed to help with prognosticating, including automatic referrals 

when patients reach certain stages of disease including Class IV congestive heart failure, 

chronic hypercapnia from COPD with cor pulmonale, dementia resulting in the patient 

being non-ambulatory, or liver metastases or bowel obstruction from cancers. 

Additionally, employing the Palliative Performance Score for all primary care patients 

can provide an objective measure. Patients scoring less than 50% on this index frequently 

die within 6 months. Even outside of the 6-month window of hospice eligibility, 

acknowledgment that a progressive disease will eventually be fatal improves chances of 

eventual appropriate hospice enrollment (8). In my own experience of the hospital, many 

patients do not seem to know that their current COPD exacerbation is a step on the 

downward pathway to pulmonary deterioration and likely eventual death.  

Timing of enrollment can also have significant impact, with entrance into hospice 

hours or days before death providing hospice professionals little time to do detailed 

assessments and target symptom management optimally. There is widespread consensus 

among practitioners involved in end-of-life care that hospice enrollment occurs too late 

for many patients to benefit maximally from the opportunities hospice offers.  
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CHAPTER 9: EXISTING FRAMEWORK COMMONLY USED FOR END-OF-

LIFE DISCUSSIONS AND PROPOSED VALUE ASSESSMENT TOOL 

To help with these many difficulties involved in end-of-life conversations, 

practitioners are often taught a framework for breaking bad news and engaging in end-of-

life discussions. The first step, according to an Annals of Internal Medicine article 

“Strategies for Timely and Effective Hospice Discussions,” is to contact other providers 

involved in the patient’s care and ensure that practitioners have a grasp of all medical 

facts and agree on prognosis, hospice appropriateness and timing of the conversation. 

This preparation work ensures that different providers are not sending conflicting 

messages to the patient.  

Next, the practitioner needs to identify all stakeholders and set out a time for an 

uninterrupted, private discussion. Asking the patient directly who they would like to have 

present when test results are revealed or important decisions are made can identify 

stakeholders. Other phrases such as “who do you rely on for help making important 

decisions” can also be used. If all stakeholders cannot be physically present, having 

family or other practitioners on speakerphone or video calls is a good strategy for keeping 

them involved and informed. Careful note taking can also be enable information to be 

passed on. 

At the beginning of the meeting itself, it is important to assess the patient and 

family’s understanding of the current medical situation. Any errors can be corrected and 

initial questions can be clarified at this time to reduce confusion. Also, though medical 

records may show previous test results, it is possible that patients and family have not 

been told everything yet, so using phrases like “what have you heard from your other 
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doctors so far” can be worthwhile. Assessing their understanding of disease progression 

can be helpful, using the phrase,“ over the next month/week, do you think your illness 

will get better, get worse, or stay the same?” If the patient has unrealistic expectations, 

the practitioner will now know to introduce news carefully or to correct the 

misconception if culturally appropriate. If there is news to convey, such as test results, 

this is the appropriate time to do so.  

Next, the practitioner must define the patient’s ‘goals of care’ and determine what 

is important to the patient and family. Phrases such as, “What are you most afraid of?” 

“What services would be most helpful to you and your family?” and “What is most 

important to you?” are commonly useful. Perhaps one patient would be most interested in 

avoiding all pain while another would be more concerned about being cognitively clear 

by avoiding powerful pain medications. These personal goals are important to assess. 

Some goals, however, can be outside of a physician’s power to guarantee, such as staying 

alive for an important family event. In these cases, phrases such as “I wish we could 

guarantee that but unfortunately I cannot be certain” maintain empathy, acknowledge 

suffering and make expectations more realistic.  

After goals have been defined and reframed realistically, needs of care should be 

identified. Difficulty with finances, symptom management, spirituality, mental health, 

patient care, medication/supply delivery, mobility, or anxiety about caregiver burden are 

common concern of care for terminally ill patients.  

Once goals of care are identified and the patient needs in achieving those goals 

are discussed, hospice services can be selectively introduced as a way to meet the needs 

and achieve the goals. For example, if the patient wants to stay at home and spend time 
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with family but is concerned about home care and medication delivery, hospice can be 

introduced as a service providing medications and visiting home nursing.  In some cases, 

it is not even necessary to use the word “hospice” when describing the services, 

especially if end-of-life is a taboo topic for the family to address. If the word “hospice” is 

used, it should be carefully defined and explained, no matter the patient’s background. 

If the introduction of hospice is the first time the patient learns the are terminally 

ill, it is important to acknowledge any emotional response, legitimize the patient’s 

feelings and reassure the patient and family that you are there for them no matter their 

needs, values or prognosis.  

When emotions have calmed, it is important to reiterate the formal 

recommendation of hospice as the best way to meet the patient’s needs while also 

reaffirming that the practitioner is still committed to caring for the patient (8).  

When the conversation is over, it is often kindest to allow the family time alone in 

the room to process and cope with the news or advice they have just been given.  

Although this framework is very helpful in working with families to understand 

their needs and understanding, it is not sufficient for overcoming the many cultural 

barriers previously discussed. How can a practitioner know if truth telling about 

terminality will be clarifying or offensive and cruel?  How can a practitioner assess 

whether to ask the patient individually for decisions or expect group discussion due to the 

value of family decision making? How can a doctor or nurse know if recommending 

home or hospital care is most appropriate? To fill this gap in the accepted structure of 

end-of-life conversations, there should be an added step at the beginning of every 

meeting: a value assessment tool. Families and patients should be asked a set of questions 
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during end-of-life discussions to determine the tone, and phrasing that will be most 

acceptable, thereby reducing the barriers to hospice use born solely out of cultural 

differences. The particular subset of hospice services that match each family’s cultural 

needs can be offered. Below is a possible set of questions that could be used 

1. Do you make decisions as an individual or as a larger group? 

a. This question allows the practitioner to plan meetings more 

effectively – people who make decisions as a large family group may need 

more advance notice of a family meeting to coordinate many attendees. They 

will also likely need time after a family meeting to discuss further and decide 

as a group. Additionally, for large groups, the practitioner can preempt 

confusion by asking for a family spokesperson at the beginning of the 

negotiation process to avoid confusing multi-person communication. 

2. Is it best to have news broken to you or should important information 

be given to family members first? Do you feel comfortable with family making 

decisions on your behalf? 

a. This question establishes if the patient prefers direct truth telling or 

if they prefer to be protected from bad news by family.   

3. Hypothetically, is it cruel to discuss death/bad news openly with a 

person or is knowledge of death/bad news helpful? 

a. This question can help the practitioner determine if there is a 

preference for direct communication or indirect communication about poor 

prognosis and death. 



	

	 38	

4. Do you feel that the hospital/doctors caring for you have your best 

interests at heart? Can you trust the medical system? 

a. This question establishes if there is a trust barrier about end-of-life 

care, allowing distrust to be brought into the open and acknowledged as 

legitimate and understandable.  

5. It is better to get care in a hospital/institution or at home? 

a. This will help a practitioner know where services should be 

offered. 

6. Is it better to “do everything you can” in the face of severe illness or 

should death be accepted beforehand to “avoid increased suffering” in the face 

of severe illness? 

a. This will help the practitioner determine the family’s preference 

for increased intervention versus death acceptance. 

7. Are there any other practices you notice in medicine that conflict with 

your personal beliefs? 

a. This open-ended question provides an additional space for patients 

and families to express their concerns and make their values known. 

8. What are the most important components of a good death? 

Minimizing suffering? Minimizing burden to family/caregivers? Maintaining 

spiritual beliefs? Never giving up? Avoiding knowledge of impending death? 

Staying at home? Staying in a hospital? Time for closure and wrapping up of 

affairs? 
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a. This catch-all question runs through some of the ways in which 

hospice services can be tailored to different values about a good death, 

allowing the practitioner to offer services that match those values as closely as 

possible.  

With these additional questions at the start of an end-of-life conversation, a 

hospice provider can enhance the value of the meeting, engender trust and a sense of 

cultural respect, and avoid harm when attempting to plan for the dying process.  
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CHAPTER 10: CONCLUSION 

Hospice conversations are difficult in any situation, representing an emotional and 

professional challenge for patients and practitioners alike, often worsened by 

misconceptions about hospice and poor training for practitioners. This is particularly true 

when the practitioner and patient have different values, needs and priorities regarding 

end-of-life care. However, we cannot allow value differences to reduce access to the 

financial and personal benefits that hospice provides to the terminally ill. The Medicare 

Hospice Benefit provides many advantages and opportunities to reduce suffering at the 

end-of-life and we must do everything we can to ensure it is available to everyone who 

wants its services. Improving practitioner hospice literacy about hospice services, 

correcting common misconceptions about what hospice provides, increasing practitioner 

knowledge about common end-of-life values in the many groups that can benefit from 

hospice, and using the value assessment tool to determine a patient’s cultural needs can 

all have significant impact on hospice access in the US. 
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