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ABSTRACT
Objective To examine hospices’ approaches 
to improving the current racial/ethnic hospice 
utilisation disparity.
Methods During June and July 2020, we 
conducted in- depth, semistructured interviews 
with 22 hospice leaders from across the USA. 
The interviews focused on inclusive strategy 
approaches. We analysed the data using 
qualitative methods.
Results Multiple themes emerged about racial/
ethnic minority inclusion strategies: (1) hospices 
tailor strategies to the local communities they 
serve; (2) improvement involves addressing social 
determinants of health that extend beyond 
end- of- life care; (3) costs of strategies are not 
a primary concern and the benefits are worth 
the costs; and (4) hospices want to do more to 
improve their efforts.
Conclusions Hospices want to improve racial/
ethnic minority inclusion and can take specific 
action steps to educate community members 
about hospice and provide an environment 
within hospice care that is welcoming to all. 
Hospice- targeted programmes and policies 
that facilitate language translation, diversity in 
staffing, enhanced community outreach, and 
leadership and staff collaboration regarding 
inclusion may help hospices achieve success 
in their efforts toward racial/ethnic minority 
inclusion.

BACKGROUND
Research shows that providing comfort 
care in the form of hospice to patients 
nearing the end of life is an effective 
approach to improving their quality of 
life1 as well as the experience for the 
decedent’s family members.2 Hospice 
care refers to a team- oriented approach 
to medical care, pain management, and 
spiritual and emotional support for termi-
nally ill patients and their families.3 In 
the USA, for example, the number of 

Medicare beneficiaries annually receiving 
hospice care has grown by over 17% 
from 2012 (1.27 million) to 2017 (1.49 
million).4 While Medicare beneficiaries 
from all major races and ethnicities in the 
USA have increased their hospice utili-
sation, rates for racial/ethnic minority 
groups continue to be significantly lower 
than the white groups’. In 2017, 33.8% 
of white Medicare decedents died under 
hospice care while the rates for black, 
Hispanic, Native American and Asian 
decedents were 28% or less. This racial/
ethnic minority group disparity in hospice 
utilisation exists even when controlling 
for socioeconomic factors such as age, 
income, education and area population,5 6 
and is also experienced in the UK.7

There is a wide range of reasons why 
racial/ethnic minority populations do not 
use hospice services, including differences 
in knowledge, cultural beliefs and treat-
ment preferences.8 The concept of pain 

Key message box

What was already known?
 ► Racial/ethnic disparities in hospice 
utilization exist.

 ► Cultural beliefs, treatment preferences, 
and differences in knowledge contribute 
to disparities.

What are the new findings?
 ► Tailoring local community outreach and 
addressing social determinants of health 
may improve inclusion.

 ► Hospices want to do more for inclusion.

What is their significance?
 ► More hospices engaging in inclusion 
strategies may help close the disparities 
gap.

 ► The time is now for improving hospice 
inclusion especially given the current 
pandemic and social dialogue.
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and death can also vary by culture. In some ethnic 
cultural groups, death is typically not discussed, or if 
discussed, carries a significant spiritual meaning that 
can often go hand- in- hand with culturally deep- rooted 
traditions.9 Research shows that black populations, 
specifically, often do not use hospice because of spir-
itual and religious beliefs, mistrust of the healthcare 
system and concerns about racial prejudice.8 10

While there is ample evidence showing lower racial/
ethnic minority group rates of hospice utilisation,5–7 
there is minimal research investigating the strategies 
hospices can employ to address this issue. We build on 
recent exploratory research that suggests that within 
hospices, incorporating a culture of inclusivity through 
forming committees, engaging in outreach education 
programmes, providing adequate language services, 
and offering culturally competent care can lead to 
improved quality and/or utilisation for racial/ethnic 
minority groups.11 To our knowledge, our study is 
the first to examine these strategies in detail to help 
understand specific actions that hospices find effective 
as well as any related costs and benefits of inclusionary 
strategies by hospices for racial/ethnic minority groups.

METHODS
In June and July of 2020, we conducted in- depth tele-
phone interviews with hospice leaders across the USA 
about hospice inclusion for racial/ethnic minorities. 
The interviews averaged 30 min in length. Interviewees 
were informed that their names and hospices would 
not be individually identified in any report created 
from the project.

We identified potential hospice leaders from across 
the USA to participate from the researchers’ hospice 
contacts, National Hospice Locator12 and state 
hospice organisations. We recruited participants by 
sending email invitations to 250 hospice leaders over 
1 month in three different waves. We asked them if 
we could interview them or a member of their profes-
sional team ‘to learn more about the costs and benefits 
regarding hospice inclusionary practices and policies.’ 
We further stated that the ‘questions will mainly centre 
around what, if any, inclusion activities you offer 
(eg, language services, cultural competency training 
for staff, community outreach and equity- focused 
personnel/committees).’ As a token of our apprecia-
tion, we offered $20 for their time and participation. 
An additional follow- up reminder email invitation 
was sent 1 week after the first email. The individuals 
who responded with interest were sent an informed 
consent email and then divided equally for telephone 
interviews across three researchers trained in qualita-
tive data collection (MCH, EV, MK). Each participant 
gave oral informed consent to participate at the start 
of the interview.

We conducted semistructured interviews to explore 
more deeply hospices’ practices and perceived costs 
and benefits from offering potential areas of focus 

for racial/ethnic minority group inclusion identified 
in a previous study: (1) language service offerings, 
(2) cultural competency training (CCT), (3) outreach 
activities, and (4) diversity, equity and inclusion 
committees. We defined racial/ethnic minority groups 
as non- white and/or Hispanic populations. The open- 
ended question format encouraged participants to raise 
points that were important based on their experiences. 
The interviewer took detailed notes while conducting 
each interview and recorded any additional observa-
tions immediately after the interview.

The researchers first reviewed all transcripts and 
then developed a coding structure. Codes were itera-
tively developed by the interview guide and examining 
the data. The qualitative data analysis tool Dedoose 
V.8.0.35 (SocioCultural Research Consultants, www. 
dedoose. com) was used to code and categorise inter-
view responses. Phrases were independently coded by 
two researchers (MK, MB- R). Conflicting data were 
discussed by all four researchers until a majority reso-
lution was reached. The researchers collaborated to 
organise the codes into themes that were related to 
specific concepts and ideas. Throughout the entire 
process, transcripts were continually reviewed to verify 
themes accurately reflected the original interview 
content. The 22 interviews allowed the researchers 
to reach thematic saturation, which they determined 
using a saturation table.13 The chosen quotes repre-
sented the nature of other quotes of the same theme.

RESULTS
Twenty- two hospice leaders completed in- depth 
interviews. Hospices ranged in size from small (0–49 
patients/day) to extra large (200 or more patients/day), 
were primarily non- profit (64%) and were evenly 
spread out across the different regions of the USA. The 
majority of the interviewees representing the hospices 
were either the chief executive officer or held another 
executive title (63%) with the remaining representa-
tives holding director- level titles (table 1).

Language and diversity
All of the hospices reported having access to some 
language translation services. Remote language trans-
lation services, as opposed to in- person translation 
services, were most common, with modalities varying 
from telephone based to video translation. Several 
hospices noted that remote language translation costs 
can get high when used frequently, but these services 
often go mainly unused. Hospices reported that service 
contracts could be a monthly flat fee ranging from 
$200 to $300 or paid on a per- minute, per- call or per- 
hour basis, with $1, $6 and $50 provided as example 
rates, respectively. A few hospices did not know the 
cost of their language services due to a larger hospital 
system owner covering the cost.

A reason for not using remote services was that some 
hospices preferred in- person translation in the form 
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of a trained and certified translator (reported costs 
ranging from $30 to $50) or bilingual staff member. 
The bilingual staff members included nurses, doctors, 
social workers, community outreach workers and 
chaplains. Additionally, hospices sometimes did not 
use in- person translation services because a patient’s 
family member translated instead. Hospices differed 
in their views about the appropriateness of a patient’s 
family member translating, with some opting for 
this method because it provides comfort and meets 
the patients’ and families’ wishes. In contrast, others 
were concerned that it results in the family member 
translator making the ultimate hospice- related deci-
sions rather than the patient. Also, it may put family 
members in an uncomfortable position of explaining 
challenging situations.

Another strategy employed by multiple hospices 
was hiring bilingual staff members. Typical reported 
additional salary costs for bilingual staff versus non- 
bilingual staff ranged from $1000 to $1500. In 
general, hospices stated the extra costs associated with 
hiring bilingual staff or offering translation services 
were worth it and resulted in serving more diverse 
populations.

Benefits that hospices mentioned from breaking 
down the language communication barrier between 
staff, patients and their families were providing 
enhanced care, breaking down fears and helping 
with hospice education. A majority of the hospices 
reported that having language capabilities helps fulfil 
language and cultural needs. One hospice summed up 

the benefits to both the healthcare providers and the 
families:

Providers can have faster decision making, better 
understanding of needs or wants of families, and 
families are more comfortable when able to speak in 
their native language.

Cultural competency training
All but one hospice included in the study provide 
some CCT to their staff. The majority reported doing 
so annually, if not monthly, and many train staff on 
joining their hospice, too. The source of CCT offered 
by the hospices varied from being internal, external 
or both. Nearly half of the hospices reported deliv-
ering their training online, and most of those hospices 
contract with an external online education vendor for 
this service.

When asked about the costs of CCT, most respon-
dents did not know how much their hospice spent 
on such training. Of those who did know, the costs 
varied widely, ranging from virtually nothing except 
minor staff time costs because the executives and social 
workers provide the teaching to paying an online 
vendor $15 000 per year for multiple courses for their 
staff. There were also one- time costs for some hospices 
who provide multiple- day workshops on cultural 
competency and diversity or send employees to state 
and national conferences where they learn about these 
topics.

Often, the specific content or focus of the CCT 
training was tailored based on the hospice’s location 
and the specific cultures prevalent in their communi-
ties. When the community had high densities of racial/
ethnic minority groups, the hospice frequently turned 
to their staff members or chaplain who knew that 
specific culture. In these cases, staff members would 
speak to the entire staff about that culture’s general 
beliefs about death, recommended terms to use and 
cultural practices surrounding death. Larger hospices 
reported creating binders of information for each 
culture that staff could examine before communi-
cating with racial/ethnic minority groups or patients 
and their families.

About half of the respondents commented on the 
positive impact CCT had on their work, including 
connecting better with patients and improving quality 
of care. The staff gained a better understanding of 
their patient communities and cultures, and one 
respondent stated that staff wanted to continue this 
education, so they formed a staff diversity council. The 
following quotes illustrate sentiments about the bene-
fits of training:

Big, positive impact on both patients and staff.
Significantly [improves inclusion]. Since we started 
4 years ago the number of patients we serve has been 
a huge increase.

Table 1 Hospice characteristics

Characteristic No (%)

Size (patients/day)
  Small (0–49) 6 (27.3)
  Medium (50–124) 4 (18.2)
  Large (125–199) 4 (18.2)
  Extra large (200+) 8 (36.4)
Ownership
  For- profit 8 (36.4)
  Non- profit 14 (63.6)
Metropolitan status
  Rural 4 (18.2)
  Urban 18 (81.8)
Region
  Midwest 7 (31.8)
  Northeast 4 (18.2)
  South 5 (22.7)
  West 6 (27.3)
Role*
  Chief executive officer 12 (54.5)
  Other chief level 2 (9.1)
  Director/manager 7 (31.8)
  Mission officer 1 (4.5)
*Characteristic of the respondent, not of the hospice.
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Several hospices reported using the Consumer Assess-
ment of Healthcare Providers and Systems Hospice 
Survey results to measure the impact of their CCT. 
Some also expressed a desire to measure the impact 
of CCT more. While there is a general view that CCT 
is beneficial, there is a lack of useful quantitative 
measures.

Outreach
Hospices consistently reported that outreach beyond 
the medical community is critical for building trust 
and long- term relationships with surrounding commu-
nities. Many of the hospices use their staff to perform 
outreach activities and find that this is a successful 
approach for increasing utilisation rates among racial/
ethnic minority groups. Although several hospices 
stated having specific marketing personnel allocated 
for general outreach purposes, there were no indi-
cations that these individuals specifically improved 
outreach success within racial/ethnic minority commu-
nities. Financial costs associated with outreach varied 
anywhere from thousands to tens of thousands of 
dollars annually.

Most hospice outreach consisted of forming rela-
tionships and providing education about hospice to 
the local community. Several hospices described activ-
ities that went outside of the scope of hospice care 
and education in order to help meet their communi-
ties’ diverse needs. Examples of such outreach include 
attending lesbian, gay, bisexual and transgender pride 
month events and helping fund technology access 
for children during the COVID-19 pandemic. Some 
hospice leaders discussed addressing patient families’ 
social needs by providing extra goods like groceries 
and diapers and connections to community social 
services like transportation and childcare. One hospice 
summed up the holistic nature of their patients’ and 
families’ needs:

All these things are interconnected--hunger, health 
disparities, education.

Estimated time spent on outreach varied widely across 
hospices, from 3 to 650 hours per month. Almost all 
hospices mentioned education as being a component 
of their outreach. About one- third of the hospices 
conduct their outreach across various media channels, 
translated in languages most commonly used within 
their services areas. About one- half of the hospices 
partner with other organisations such as non- profit aid 
groups and community cultural centres to help reach 
their outreach goals.

Many hospices said that although obtaining refer-
rals is certainly a benefit of their outreach efforts, their 
main initiative is to build trust among diverse commu-
nities and foster long- term relationships with commu-
nity members. Multiple participants emphasised the 
significance of consistency in building trust. One 
hospice expanded on this, explaining how outreach 

can negatively impact trust when it is performed once 
without follow- up in the following weeks.

We want them to trust us first and see that we care, 
before going straight into hospice education.
Don’t pop in and pop out; anyone who is doing this 
work needs to be consistent.

Over half of the hospices interviewed stated they 
want to do more outreach specifically to racial/ethnic 
minority groups. A few even noted that this inter-
view would spur them on to have internal or external 
conversations about outreach strategies. Several 
hospices mentioned wanting to reach more of their 
communities’ black population through outreach.

We want to better serve our African American 
community and are looking for advice related to 
this.

Committees
One- third of the hospices have established committees 
that focus on diversity, equity and inclusion. Another 
one- third, either recently (within the past 3 months), 
formed a committee or plan to soon. The final one- 
third do not have a committee nor intentions to estab-
lish one in the near future.

The majority of those with newly formed inclusion 
committees cited recent current events highlighting 
racial/ethnic minority group disparities within the US 
healthcare system as an impetus for establishing them. 
Another recently formed diversity committee resulted 
from employees requesting its establishment after a 
well- received focus on CCT. Multiple hospice leaders 
expressed a desire to make sure the committees were 
effective in promoting and facilitating a more inclu-
sive environment for staff and patients and simply not 
a ‘check off the box’ step. The leaders acknowledged 
that these committees have a significant task ahead of 
them.

It will be hard to change systemic processes that have 
been in place that have promoted these disparities 
over the years.

Of the one- third with established inclusion commit-
tees, there was unanimous agreement that the commit-
tees’ benefits outweighed the costs. All committees 
had staff as members (usually volunteers), with many 
also including members from their board or other 
areas of a hospice’s hospital system. Meetings ranged 
from every 2 weeks to every other month with one 
committee meeting on an ‘as- needed basis.’ Specific 
actions included reviewing online material, marketing 
material, and all other communications from a diver-
sity lens, reviewing patient and staff demographics, 
and strategising about inclusion goals and activi-
ties. Costs associated with committees were noted as 
minimal across all hospices. The benefits from having 
such committees included reported increased inclusion 
rates (found by hospices comparing their racial/ethnic 
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minority individuals enrolment data before and after 
committee formation for those hospices that collected 
such data), a safe place for staff (especially racial/
ethnic minority employees) to share ideas/concerns, 
and increased accountability for both inclusionary 
human resource practices and making sure inclusion 
remains a priority for the organisation.

Gives employees a voice, particularly minority 
employees.
Allows a place to strategize on ways to be more 
inclusive, hold each other accountable, set goals.

DISCUSSION
Our results suggest that hospices have a desire to 
improve racial/ethnic minority group inclusion for 
end- of- life care patients and families, and can play an 
important role in reducing the existing disparities in 
end- of- life care. We found that tailoring strategies to 
the local population and helping the community meet 
needs that extend beyond end- of- life care may be espe-
cially effective approaches in establishing trust with 
community groups, the local population, and patients 
and their families. Using a community- level approach 
and addressing the social determinants of health is in 
line with the key strategies led by the US Department 
of Health and Human Services’ Office of Minority 
Health to reduce racial/ethnic disparities in health and 
healthcare, in general.14 Another key finding of the 
study was that hospices were not that focused on the 
costs of inclusionary strategies and usually believed the 
benefits resulting from these strategies outweighed the 
costs.

Whether related to language services, outreach, 
training or committees, it was an underlying theme that 
hospices tailor their inclusion strategies to the commu-
nities they serve. This is in line with an international 
review of qualitative research on the hospice and palli-
ative care experiences of patients from non- Western 
and minority cultural backgrounds. The review empha-
sised the importance of hospices addressing commu-
nication, perception of hospice and cultural beliefs in 
ways that are specific to local minority populations.15 
In the USA, race and ethnicity correlates with residen-
tial areas,16 making specific languages and cultures 
more prevalent in certain communities. With limited 
time and resources to devote to CCT, it makes sense 
to focus on staff developing a better understanding of 
those cultures in need of services within the community. 
This theme is consistent with past research describing 
how individual hospices have engaged in training to 
learn about local cultures and traditions as they relate 
to death and palliative care.14 17 Additionally, hospices 
can engage their chaplains to conduct training if they 
have knowledge to share about the specific spiritual 
beliefs and practices surrounding death for local racial/
ethnic groups.

Staff diversity can contribute to a welcoming atmo-
sphere for racial/ethnic minorit groups particularly 
when staff members are of the same race and ethnicity 
as patients.18 One method for achieving such diversity 
is by hiring members of local racial/ethnic communi-
ties. These individuals have an understanding of the 
specific language and culture and also have ties to the 
local community which can be beneficial for outreach 
initiatives.

One aspect for hospices to keep in mind when 
tailoring their inclusion strategies for local racial/ethnic 
populations is not to neglect the black population. 
Often, the emphasis is placed only on language trans-
lation and learning about the different connotations of 
words such as ‘hospice’ in other languages. This was 
highlighted in one of our interviews with a hospice that 
has received commendations for its work in improving 
access within Hispanic and Asian communities, largely 
due to addressing the language barriers. This hospice 
highlighted that they have yet to improve inclusion 
rates for the black English- speaking community, citing 
that the barriers extending beyond language have been 
harder to overcome. Understanding and addressing 
barriers to hospice related to values, cultural beliefs 
and monetary concerns, to name a few, for the black 
population is necessary to improve the disparities 
between black and white hospice utilisation.8 19

Organisations can engage in outreach to dissemi-
nate information to their target population and better 
deliver services.20 The hospices in this study discussed 
ways in which they went ‘above and beyond’ in 
outreach to their local communities. Several hospices 
addressed the social determinants of health in their 
community and for the families they serve. One reason 
for this social services- oriented outreach approach 
may be that hospice leaders often have a background 
in social work and experience working at other social 
services organisations.21 This holistic focus on patients 
and their families' needs went hand- in- hand with 
hospices building an overall sense of trust and good-
will within the communities they serve.

Overall, the costs of inclusionary strategies were 
not a primary focus for the hospices in this study, and 
hospices expressed that the benefits of inclusion efforts 
outweighed the costs. The value of inclusion efforts 
was particularly noted when it came to hiring bilingual 
staff members. Multiple hospices had calculated the 
costs and benefits of hiring bilingual staff and reported 
that the extra costs paid for themselves in a relatively 
short time period. In several instances, the hospice 
leaders did not know the costs of their inclusionary 
measures, which in some cases, was due to cost absorp-
tion by a larger health system owner. The participation 
of more non- profit hospices (63.6%) versus for- profit 
hospices may also be a factor in the hospices showing 
a lack of concern about costs because non- profits 
are not expected to provide a return on investment 
to shareholders. This finding may suggest that, when 
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approaching hospice leaders, inclusionary advocates 
and programme designers should stress the potential 
benefits of inclusionary policies and programmes over 
addressing cost barriers.

The hunger to do more to improve racial/ethnic inclu-
sion evident in the majority of interviews likely reflects 
industry trends and the events affecting our society in 
2020, namely COVID-19 and the race- related inter-
national dialogue following George Floyd’s death in 
Minnesota. Serving racial/ethnic minority groups is 
also at the forefront during the COVID-19 pandemic 
as these populations have experienced higher hospital-
isation and death rates than non- Hispanic white popu-
lation.22 Additionally, the numerous media stories 
related to racial issues and heightened awareness 
about equity create an ideal time to address dispari-
ties in hospice utilisation among racial/ethnic minority 
groups.

Our study suggests one best practice for hospices 
that are just starting to employ inclusion strategies 
would be to form a committee focused on this area. 
All but one of the hospices in this study that reported 
successful inclusionary approaches had a committee 
focused on improving success in this area. Taking the 
low- cost step of forming a committee can provide 
accountability and a knowledge base for current and 
future needs related to serving minority populations.

Hospices alone cannot eliminate the racial/ethnic 
hospice utilisation disparity. Federal policies aimed at 
promoting hospice training for medical students and 
increasing hospice care reimbursement to primary care 
providers may provide increased access not only to 
racial/ethnic minority groups but also to other under-
served groups (eg, rural, low- income). Additionally, 
policies and programmes focused on providing educa-
tion and benefits for community- based palliative care 
may help patients and families in need of comfort 
care receive these benefits earlier on in their disease 
trajectory.

Our study had both strengths and limitations. A 
strength of this study is the access it provides to hospice 
leaders’ viewpoints and experiences regarding racial/
ethnic minority group inclusion strategies. Further-
more, hospices of varying sizes and types across the 
USA were included in the study, increasing its rele-
vance beyond just one category of hospice. However, 
one limitation may be that the majority of hospices 
in the study (81.8%) were in urban (vs rural) areas, 
decreasing its relevance to rural areas. Another limita-
tion of the study is the high likelihood of selection bias. 
The respondents were hospice leaders who responded 
to our email invitation inquiring about being inter-
viewed about racial/ethnic minority hospice inclusion 
and, thus, more likely interested in this topic. While the 
majority of respondents had intentionally incorporated 
minority group inclusion strategies with varying levels 
of perceived success, three respondents mentioned 
they have not done any work in this area but wanted 

to learn more. Additionally, the data are dependent on 
hospice leaders’ self- reported information. There is a 
possibility that the respondents answered in ways they 
thought would please the interviewer and describe 
their hospice in the best light. Future investigation of 
the perspectives of hospice staff members may provide 
more insights into hospice inclusion issues.

This study provides new insights into hospices’ 
experiences with improving racial/ethnic inclusion. 
These data can help hospices understand strategies 
that may be useful in educating racial/ethnic commu-
nity members about hospice and providing an environ-
ment within hospice care that is welcoming to all.

Contributors MCH and EV conceived and supervised the study. 
EV, MCH and MK performed data collection. MB- R and MK 
coded the data. All authors contributed to the data analysis and 
article writing. MCH and EV are responsible for the overall 
content as guarantors.

Funding This research was supported in part by the Northern 
Illinois University Division of Research and Innovative 
Partnerships.

Competing interests None declared.

Patient consent for publication Not required.

Ethics approval The Institutional Review Boards (IRBs) for 
both Seattle University and Northern Illinois University 
determined the study to be exempt from IRB review in 
accordance with federal regulation criteria.

Provenance and peer review Not commissioned; externally 
peer reviewed.

Data availability statement To ensure privacy of interviewees, 
no data are available.

Open access This is an open access article distributed in 
accordance with the Creative Commons Attribution Non 
Commercial (CC BY- NC 4.0) license, which permits others 
to distribute, remix, adapt, build upon this work non- 
commercially, and license their derivative works on different 
terms, provided the original work is properly cited, appropriate 
credit is given, any changes made indicated, and the use is non- 
commercial. See: http:// creativecommons. org/ licenses/ by- nc/ 4. 
0/.

ORCID iD
M Courtney Hughes http:// orcid. org/ 0000- 0002- 8699- 5701

REFERENCES
 1 Evans CJ, Ison L, Ellis- Smith C, et al. Service delivery models 

to maximize quality of life for older people at the end of life: a 
rapid review. Milbank Q 2019;97:113–75.

 2 Teno JM, Clarridge BR, Casey V, et al. Family perspectives on 
end- of- life care at the last place of care. JAMA 2004;291:88.

 3 NHPCO. Hospice care overview for professionals. Available: 
https://www. nhpco. org/ hospice- care- overview/ [Accessed 24 
Aug 2020].

 4 NHPCO. NHPCO facts and figures: 2018 edition. Available: 
https:// 39k5 cm1a 9u19 68hg 74aj3x51- wpengine. netdna- ssl. 
com/ wp- content/ uploads/ 2019/ 07/ 2018_ NHPCO_ Facts_ 
Figures. pdf [Accessed 23, Aug 2020].

 5 Haines KL, Jung HS, Zens T, et al. Barriers to hospice care in 
trauma patients: the disparities in end- of- life care. Am J Hosp 
Palliat Care 2018;35:1081–4.

 6 Hardy D, Chan W, Liu C- C, et al. Racial disparities in the 
use of hospice services according to geographic residence and 
socioeconomic status in an elderly cohort with nonsmall cell 
lung cancer. Cancer 2011;117:1506–15.

copyright.
 on M

ay 23, 2023 by guest. P
rotected by

http://spcare.bm
j.com

/
B

M
J S

upport P
alliat C

are: first published as 10.1136/bm
jspcare-2020-002680 on 11 F

ebruary 2021. D
ow

nloaded from
 

http://creativecommons.org/licenses/by-nc/4.0/
http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0002-8699-5701
http://dx.doi.org/10.1111/1468-0009.12373
http://dx.doi.org/10.1001/jama.291.1.88
https://www.nhpco.org/hospice-care-overview/
https://39k5cm1a9u1968hg74aj3x51-wpengine.netdna-ssl.com/wp-content/uploads/2019/07/2018_NHPCO_Facts_Figures.pdf
https://39k5cm1a9u1968hg74aj3x51-wpengine.netdna-ssl.com/wp-content/uploads/2019/07/2018_NHPCO_Facts_Figures.pdf
https://39k5cm1a9u1968hg74aj3x51-wpengine.netdna-ssl.com/wp-content/uploads/2019/07/2018_NHPCO_Facts_Figures.pdf
http://dx.doi.org/10.1177/1049909117753377
http://dx.doi.org/10.1177/1049909117753377
http://dx.doi.org/10.1002/cncr.25669
http://spcare.bmj.com/


7Hughes MC, et al. BMJ Supportive & Palliative Care 2021;0:1–7. doi:10.1136/bmjspcare-2020-002680

Original research

 7 Evans N, Meñaca A, Andrew EVW, et al. Systematic review of 
the primary research on minority ethnic groups and end- of- 
life care from the United Kingdom. J Pain Symptom Manage 
2012;43:261–86.

 8 Johnson KS. Racial and ethnic disparities in palliative care. J 
Palliat Med 2013;16:1329–34.

 9 Givler A, Bhatt H, Maani- Fogelman P. The importance of 
cultural competence in pain and palliative care. StatPearls, 
2020.

 10 Johnson KS, Payne R, Kuchibhatla MN. What are hospice 
providers in the Carolinas doing to reach African Americans in 
their service area? J Palliat Med 2016;19:183–9.

 11 Hughes MC, Vernon E. “We are here to assist all individuals 
who need hospice services”: Hospices’ perspectives on 
improving access and inclusion for racial/ethnic minorities. 
Gerontol Geriatr Med 2020;6:1–7.

 12 National hospice locator. hospice analytics. Available: http://
www. nati onal hosp icea nalytics. com [Accessed 2 Jun 2020].

 13 Kerr C, Nixon A, Wild D. Assessing and demonstrating data 
saturation in qualitative inquiry supporting patient- reported 
outcomes research. Expert Rev Pharmacoecon Outcomes Res 
2010;10:269–81.

 14 Jackson CS, Gracia JN. Addressing health and health- care 
disparities: the role of a diverse workforce and the social 
determinants of health. Public Health Rep 2014;129 Suppl 
2:57–61.

 15 Herbstsomer RA, Stahl ST. Cross- Cultural experiences of 
hospice and palliative care services: a thematic analysis. Omega 
2020;20:0030222820904205.

 16 Kramer MR, Hogue CR. Is segregation bad for your health? 
Epidemiol Rev 2009;31:178–94.

 17 Boucher NA, Johnson KS. Cultivating cultural competence: 
how are hospice staff being educated to engage racially 
and ethnically diverse patients? Am J Hosp Palliat Care 
2021;38:1–6.

 18 Handtke O, Schilgen B, Mösko M. Culturally competent 
healthcare – a scoping review of strategies implemented in 
healthcare organizations and a model of culturally competent 
healthcare provision. PLoS One 2019;14:e0219971–24.

 19 Hughes MC, Vernon E. Closing the gap in hospice utilization 
for the minority Medicare population. Gerontol Geriatr Med 
2019;5:233372141985566–8.

 20 Center for Community Health and Development at the 
University of Kansas. Section 7: developing and increasing 
access to health and community services. community tool box. 
Available: https:// ctb. ku. edu/ en/ table- of- contents/ implement/ 
improving- services/ access- health- and- community- services/ main 
[Accessed 4 Aug 2020].

 21 Pekarske M, Davis C. Innovators series: A conversation with 
Carla Davis, CEO of Heart of Hospice LLC [audio podcast] 
Hospice insights: The law and beyond, 2020. Available: 
https:// hospicelawinsights. simplecast. com/ episodes/ innovators- 
series- a- conversation- with- carla- davis- ceo- of- heart- of- hospice- 
llc [Accessed 26 Jul 2020].

 22 Centers for Disease Control and Prevention. Health disparities: 
race and Hispanic origin, 2020. Available: https://www. cdc. 
gov/ nchs/ nvss/ vsrr/ covid19/ health_ disparities. htm [Accessed 24 
Aug 2020].

copyright.
 on M

ay 23, 2023 by guest. P
rotected by

http://spcare.bm
j.com

/
B

M
J S

upport P
alliat C

are: first published as 10.1136/bm
jspcare-2020-002680 on 11 F

ebruary 2021. D
ow

nloaded from
 

http://dx.doi.org/10.1016/j.jpainsymman.2011.04.012
http://dx.doi.org/10.1089/jpm.2013.9468
http://dx.doi.org/10.1089/jpm.2013.9468
http://dx.doi.org/10.1089/jpm.2015.0438
http://dx.doi.org/10.1177/2333721420920414
http://www.nationalhospiceanalytics.com
http://www.nationalhospiceanalytics.com
http://dx.doi.org/10.1586/erp.10.30
http://dx.doi.org/10.1177/00333549141291S211
http://dx.doi.org/10.1177/0030222820904205
http://dx.doi.org/10.1093/epirev/mxp001
http://dx.doi.org/10.1177/1049909120946729
http://dx.doi.org/10.1371/journal.pone.0219971
http://dx.doi.org/10.1177/2333721419855667
https://ctb.ku.edu/en/table-of-contents/implement/improving-services/access-health-and-community-services/main
https://ctb.ku.edu/en/table-of-contents/implement/improving-services/access-health-and-community-services/main
https://hospicelawinsights.simplecast.com/episodes/innovators-series-a-conversation-with-carla-davis-ceo-of-heart-of-hospice-llc
https://hospicelawinsights.simplecast.com/episodes/innovators-series-a-conversation-with-carla-davis-ceo-of-heart-of-hospice-llc
https://hospicelawinsights.simplecast.com/episodes/innovators-series-a-conversation-with-carla-davis-ceo-of-heart-of-hospice-llc
https://www.cdc.gov/nchs/nvss/vsrr/covid19/health_disparities.htm
https://www.cdc.gov/nchs/nvss/vsrr/covid19/health_disparities.htm
http://spcare.bmj.com/

	US hospices’ approach to racial/ethnic minority inclusion: a qualitative study
	Abstract
	Background
	Methods
	Results
	Language and diversity
	Cultural competency training
	Outreach
	Committees

	Discussion
	References


