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Introduction
The National Academy of Medicine recognizes 
advance care planning (ACP) as a key facilitator of 
high-quality end-of-life (EOL) care.1 ACP refers 
to a health care decision process that includes dis-
cussing and planning care for the end of life in the 
event one is unable to communicate care prefer-
ences at the time.2 Informal ACP may involve a 
conversation with a family member or loved one 
about EOL care preferences. Formal ACP 
includes completion of legal documents, such as 
an advance directive (AD), in which an individual 
identifies preferences for EOL treatments and 
designates a durable power of attorney for health 
care.2 ACP is positively associated with a better 

quality death,3,4 higher rates of hospice use,5,6 
lower medical expenditures,6,7 and less emotional 
distress for bereaved family members.4

Patients who participate in ACP are more likely to 
receive care that is less aggressive, to enroll in hos-
pice care, and to experience greater satisfaction 
with care.3,7,8 Yet studies show that Black Americans 
are less likely to participate in ACP than non-
Hispanic Whites.9–12 Evidence suggests numerous 
reasons for this disparity, including distrust result-
ing from experiences of discrimination in a medical 
setting,9,13–18 cultural values and spiritual beliefs 
that conflict with ACP,9,11,15,17,19–22 and lack of 
understanding or clarity regarding ACP.9,13,22
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There is a need to present the concept and prac-
tices of ACP in clear, innovative, culturally rele-
vant ways to reach underserved Black communities. 
Faith organizations offer an avenue for developing 
and disseminating ACP education within the 
Black community. Christian churches in the 
United States serving predominantly African 
American congregations are the African Methodist 
Episcopal and African Methodist Episcopal Zion 
Churches, the National Baptist Convention of 
America, and the Church of God in Christ, but 
also there are Black congregations within the 
largely White Southern Baptist Convention, and 
mainline Protestant and Roman Catholic 
churches; together they share an identity as the 
Black Church.23 The Black Church has long been 
a source of empowerment, social change, and a 
central organization for social justice movements, 
with pastors and other faith leaders playing 
respected and influential roles in many areas of 
community life,24 including EOL care.25 Faith-
based, community-engaged ACP education pro-
grams have the potential to align these health care 
priorities with the faith organization’s belief sys-
tem and may prove successful in increasing adop-
tion of ACP by Black Americans.

This article seeks to identify the factors that could 
influence uptake of ACP in primarily Black faith 
organizations where these resources are under-
used. In this article, we briefly review what is 
known about the WHY behind the pattern of 
underuse. We then identify articles that describe 
and evaluate ACP education programs that have 
been developed for Black Churches in local con-
texts and conduct a thematic content analysis on 
the characteristics of these programs. We then 
apply these themes to a set of programs developed 
nationally for increasing ACP in faith communities 
in general, to make them more aligned with the 
specific concerns and beliefs of Black Americans.

Background
The underuse of ACP by Black Americans has 
been a concern to bioethicists, palliative care pro-
viders, and others dedicated to improving care for 
patients at the end of life. Dozens of studies have 
been conducted to better understand factors pro-
ducing this disparity between Black and non-His-
panic White Americans. This pattern is strongly 
related to other types of racial health disparities. In 
a special issue of the Journal of Palliative Medicine 
(2016) devoted to palliative and EOL care for 
African Americans, the editor writes, ‘the first step 

is recognizing, acknowledging, and respecting the 
inequity, disrespect, and disregard our African 
Americans patients have experienced’26 (p. 124).

In a systematic integrated review in that special 
issue of the factors impacting ACP use among 
African Americans, Sanders and colleagues27 
identified 38 quantitative and 14 qualitative stud-
ies, most of which focused specifically on racial 
differences in the completion of ADs, living wills, 
do-not-resuscitate orders, health care proxies, 
and durable powers of attorney for health care. 
Quantitative studies were observational, with the 
majority finding that African Americans preferred 
more life-sustaining treatment (LST) and were 
less likely than Whites to undertake ACP. 
Qualitative studies, usually of focus groups, had 
their quoted material analyzed for themes. The 
authors note that ‘Religion was almost universally 
a source of both strength and motivation to pur-
sue LST (life-sustaining treatment)’; other prom-
inent themes more common to Blacks than 
Whites were distrust of medical care and discom-
fort discussing death27 (p. 218). The authors con-
clude that the history of systemic racism in the 
United States has resulted in these patterns of 
mistrust and that considerable efforts to improve 
communication are required to improve this dis-
parity in the quality of care. More recent studies 
support these findings. Rhodes and colleagues22 
conducted focus groups and interviews with 
African American health care providers, clergy, 
patients, and community members; along with 
lack of knowledge and medical mistrust, religion 
was again perceived as a barrier, in that use of 
ACP such as ADs ‘... takes something away from 
God’ (p. 512). Overall, there is great consistency 
in the literature on the racial disparities in ACP, 
and religion is central to these discussions.

There is both a need and a desire for church-
based EOL care education. Hendricks Sloan and 
colleagues conducted a cross-sectional survey of 
parishioners at two large Black Baptist churches 
to determine parishioner beliefs about EOL care 
and potential desire for faith-based ACP. The 
authors found that the majority (93%) of African 
American parishioners would welcome a church-
based program focused on improving EOL care 
education.28

A parallel study to our own is that of Campbell 
and colleagues,29 who conducted a literature 
review of faith-based health initiatives and identi-
fied 13 studies representing a wide range of 
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health promotion programs including nutrition, 
physical activity, smoking cessation, and screen-
ing in primarily African American churches. 
Based on this review, the authors identify over-
arching themes that lend to successful church-
based health promotion. Our aim for this study is 
to replicate this approach for initiatives focused 
specifically on ACP and to directly apply our 
findings to frequently used faith-based ACP pro-
grams and materials.

Methods

Data collection
We conducted a literature search to identify peer-
reviewed empirical papers on ACP education pro-
grams in Black faith institutions using the electronic 
databases ProQuest and Google Scholar. We used 
the following keywords: ‘health education’, 
‘African American’, ‘faith-based’, ‘education pro-
gram’, ‘community-based’, ‘race’, and ‘church’. 
We included studies written in English and pub-
lished between 2000 and 2019. The initial search 
yielded 497 ProQuest and 644 Google Scholar 
results. We then removed duplicates and elimi-
nated dissertations, chapters, and other non-peer-
reviewed papers. This resulted in a set of 65 papers 
for which we retrieved full texts, applying the fol-
lowing criteria for inclusion in the final sample:

1.	 Studies of faith-based programs for ACP 
education initiatives;

2.	 Studies that included African American 
faith institutions in the United States;

3.	 Studies that addressed program success 
and barriers.

After applying the inclusion criteria, we identified 
five articles for the literature review. See Figure 1 
for a flow chart of the literature review process.

Data analysis
To identify the key mechanisms that facilitate 
ACP uptake and sustainability within Black faith 
organizations, we identified and hand-coded key 
themes in these studies. We first compiled data as 
direct text and associated written memos using 
tables in Microsoft Word. For the thematic analy-
sis, we coded in an iterative process in which 
themes were initially identified using an inductive 
process and subsequently re-coded as new themes 
emerged from the data. Using open and axial 
coding allowed us to flesh out conceptual dimen-
sions and to discover and account for patterns 
and variation in the data.30 Selective coding then 
allowed us to winnow out emerging second-order 
themes rooted in the data. Henceforth, we refer 
to the results of axial and selective coding as first-
order and second-order themes, respectively.

Figure 1.  Flow chart of literature review process.
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Findings from review of studies: derivation 
of themes
Table 1 displays the characteristics of the five 
studies we identified. They were published from 
2003 to 2018. The ACP education programs 
reported on were implemented in African 
American faith communities in various parts of 
the United States, in various Christian, primarily 
Protestant, denominations. The content of the 
programs was created by local teams committed 

to increasing the use of ACP in these communi-
ties. The studies reported positive responses to 
the programs, including completion of ADs by 
substantial numbers of those participating.

We identified 33 first-order themes as important 
to successful implementation of ACP programs in 
Black faith institutions, either as facilitating char-
acteristics or as barriers to overcome. Many of 
these were related to each other and selective 

Table 1.  Five studies of advance care planning programs in Black faith communities.
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coding resulted in nine second-order themes that 
include building capacity within the faith-based 
organization, using existing ministries to establish 
ACP initiatives, encouraging continuous involve-
ment of pastors and lay leaders, exhibiting cultural 
competency, working within a spiritual/Biblical 
context, addressing health disparities, building 
trust, using technology in a way that makes sense 
for members of the faith community, and foster-
ing sustainability throughout implementation of 
initiatives. Barriers to successful ACP program 
implementation include organizational challenges, 
reluctance to discuss death and dying, lack of 
information or clarity regarding ACP, lack of trust 
and experiences of discrimination, and values and 
beliefs that conflict with ACP.

Many of the second-order themes are related to 
each other but also distinct. We have organized 
them visually in Figure 2 in a manner that repre-
sents their overlapping content. Engaging faith 
leadership in ACP education initiatives is related 
to using existing resources, for example, and use 
of existing ministries, programs, and resources 
helps to build capacity. In the final column of 
Table 1, we have indicated which themes were 
present in the reports of each of the five ACP pro-
grams. As can be seen, no single theme was pre-
sent in the accounts of all programs, but several, 
including engaging faith leadership, building 
capacity, and emphasizing the Biblical/spiritual 
context of the material, were present for most. In 
what follows we describe these overlapping 
themes and the studies that exemplified them.

Build capacity and foster sustainability: seek 
support from faith leadership, invest in existing 
resources, and provide technical assistance
Religious community leaders serve as the key 
interface between religious organizations and 
public health professionals and agencies. Because 
faith leaders are familiar with key personnel, pro-
cedures, and lay members of the religious organi-
zation, they can help the initiative get off the 
ground and encourage wider member participa-
tion and commitment. Partnering with five pri-
marily African American churches in the 
Philadelphia region, Johnson and colleagues31 
worked with faith communities to develop a lead-
ership education program for pastors, ministry 
leaders, and other church leaders; establish a 
training program for lay companions; and distrib-
ute education materials about EOL decision-
making. Using a church-based health promotion 

model, Johnson and colleagues found that head 
pastors were critical for project start-up and 
implementation, and the most successful lay-
companion training program was headed by a 
pastor who regularly attended leadership educa-
tion and lay-companion training sessions.

According to Johnson and colleagues, church lead-
ers were important because they represented the 
traditional organizational structure and authority 
of the churches, and their advocacy and endorse-
ment was influential in garnering acceptance by 
congregants. Church leaders helped dispel dissent 
among congregation members and promoted con-
gregational buy-in by presenting ACP program 
information to their congregants during church 
services, introducing members of the academic 
team to key leaders in the church, scheduling EOL 
decision-making presentations during church ser-
vices, authorizing messaging in announcements 
and church bulletins, encouraging congregants to 
volunteer for lay-companion training, and partici-
pating in general problem solving.31

In addition to support and guidance from pastors 
and other faith leaders, investment in the existing 
ministries, programs, and resources of the faith 
organization may help build capacity and ensure 
long-term sustainability of faith-based ACP pro-
grams. Evaluations of faith-based health educa-
tion initiatives have shown that using and 
enhancing existing resources is overwhelmingly 
preferred by members of faith organizations to ini-
tiatives delivered by outside experts.29,32 This pat-
tern holds true for ACP education initiatives. 
Successful implementation and long-term sustain-
ability of faith-based ACP education hinges on 
investment in members of the faith organization. 
Johnson and colleagues31 found that embracing 
the traditions, structures, and policies of the 
church lends to successful implementation and 
sustainability of EOL education. The research 
team judged success in terms of capacity to create 
and maintain all levels of the program. The two 
most successful church/public health partnerships 
designated church liaisons to serve as ambassa-
dors, coordinators, and planners of the initiative; 
trained church leadership and existing ministry to 
advocate for the partnership; trained lay members 
to act as companions to church members with life-
limiting illness; and engaged the general congrega-
tion via presentations on the overall project.31

ACP education efforts can capitalize on the 
strengths of the volunteer base in the churches, 
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who are often women and those who have a previ-
ous health care background.33 Allying with existing 
care teams and ministries also provides a channel 
through which members of the religious commu-
nity and public health professionals can share 
knowledge and work together within a trustworthy 
and familiar environment. In a pilot study to pro-
mote ACP in primarily African American faith 
organizations, Bullock9 collected interview and 
focus group data from 102 African Americans aged 

55 years or older from churches in southeastern 
North Carolina. Interviewees all participated in an 
ACP education program developed by a collabora-
tion between Truth in Youth and Family Services 
(TIY) and local churches. Bullock found that while 
74% of participants believed the program was effec-
tive, most participants said they would not have 
been amenable to receiving the information or talk-
ing openly about EOL decisions if the church had 
not supported the program.9

Figure 2.  Characteristics of faith-based ACP programs.
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Evidence shows there is a need for technical assis-
tance in implementing and sustaining faith-based 
ACP programs.33 Providing technical assis-
tance—in the form of workshops, education, and 
training—increases the capacity of faith-based 
organizations to administer sustainable efforts 
within their communities.31 Regular workshops 
can provide a forum in which members of the 
faith community can share intervention successes, 
challenges, and effective strategies. Johnson and 
colleagues31 found that during monthly support-
group meetings, lay companions shared visit 
experiences and received feedback and support 
from other attendees.

Faith leaders often have high interest in promot-
ing the health of their memberships but may lack 
the specific knowledge as to the best way to 
achieve it.34 In a longitudinal study with four 
annual cycles of ACP program implementation, 
evaluation, and revision across 17 faith communi-
ties, Medvene and colleagues34 found that while 
parish nurses wanted to work with congregants to 
increase knowledge about and engagement in 
ACP, they lacked the expertise. Training parish 
nurses in motivational interviewing techniques 
and information concerning positive and negative 
beliefs about the consequences of signing ADs 
helped nurses overcome lack of ACP expertise 
and successfully facilitate ACP discussions.

Offering formal training to faith leaders and lay 
members provides these members with the tools 
to successfully organize and manage the initiative 
and to act as liaisons between the religious organ-
ization, academic institution, public health 
agency, and the larger faith community.31,33 
Identifying existing human resources within the 
congregation and providing training in planning, 
implementation, evaluation, and administrative 
duties embeds the skills and knowledge generated 
through partnerships between religious organiza-
tions and academic/public health institutions 
within the church community and fosters long-
term sustainability.35 In addition, fostering a 
sense of ownership of the faith-based health initi-
ative ensures wider program participation and 
distribution.29

Potential challenges to program implementation 
and sustainability include scheduling conflicts and 
time constraints.33 It may be difficult to schedule 
workshops or meetings when the church’s calen-
dar is full. Also, competing priorities may reduce 
participation and pose a challenge to maintaining 

a sufficient volunteer base. Interview and focus 
group data from faith leaders and congregants 
across six churches in the Mid-Atlantic United 
States revealed that leaders in the faith organiza-
tion may find time constraints particularly chal-
lenging.33 Church leaders often commit to 
multiple initiatives, and burnout was cited as a 
common problem. Diffusing responsibility across 
lay members of the church who are strongly com-
mitted to the initiative can help reduce burnout 
and ensure program sustainability.

Cultural and spiritual concordance
At its inception, the ACP education initiative 
should take into account the mission, belief sys-
tem, values, and cultural norms of the faith organ-
ization. Public health professionals and agencies 
working with religious organizations must demon-
strate respect for the organization’s values and 
customs and take care not to dismiss or disregard 
the importance of spiritual beliefs. Incorporating 
spirituality and compassion into education efforts 
and respecting these core values of the organiza-
tion can help foster trust between health profes-
sionals, agencies, and faith communities.9,32

Focus group and interview data suggest that faith 
and spirituality are relevant factors when making 
EOL care decisions.9 One way to ensure that the 
spiritual and cultural values of the faith organiza-
tion guide ACP program design and implementa-
tion is by involving faith leaders in the design of 
all materials. Faith leaders can provide scriptural 
context and references for all program informa-
tion.31 Evidence suggests that lay members and 
leadership alike respond more favorably to infor-
mation that does not seek to change core beliefs, 
and members of the faith-based organization may 
respond better to messages that include spiritual 
and Biblical references rather than biomedical 
expert recommendations.29,36

Program messages and materials should also be 
presented in a culturally congruent context as 
many Black Americans may have values and beliefs 
that conflict with ACP.9 A “good death”—defined 
in the research literature as a death that is free from 
avoidable distress and suffering for patients, fami-
lies, and caregivers—may not find congruence 
with the beliefs and values of Black Americans. 
This conceptualization of death may conflict with 
cultural beliefs and attitudes about fighting to the 
end, not giving up hope, believing in a higher 
power, and not planning for the unknown.9
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In addition, an individualistic approach to ACP 
may not align with values of many older Black 
Americans who value a more collectivist approach 
to EOL decision-making that includes family and 
other loved ones in the decision-making pro-
cess.9,37,38 Many Black Americans prefer an 
informed, family-directed approach to EOL 
care.39 Black Americans, in contrast to Whites, 
are less likely to engage in written forms of ACP 
and more likely to rely on a family-centered 
approach to planning for the end of life.20 Because 
Black Americans culturally value informal sup-
port networks, health care professionals should be 
encouraged to involve community leaders, fami-
lies, and friends in communication about ACP.9

Address racialized health inequities in order to 
build trust: do not ignore the pernicious effects 
of past and present racism
Leaders within the faith organization can link 
health disparities and health equity, and both can 
be presented in a spiritual context. In a series of 
leadership development seminars designed to 
engage faith leaders in a sustainable partnership to 
increase community participation in preventive 
HIV vaccine clinical research and to improve 
access to and utilization of HIV/AIDS prevention 
services, the most highly rated sessions were those 
focused on the social determinants of health.40 In 
a 2009 focus group study of clergy and lay mem-
bers, one member articulated the connection 
between health behavior and health equity through 
the expression of God’s love as a catalyst for rais-
ing self-esteem and, consequently, taking steps to 
care for oneself and receive care from others.36 
Focus group participants identified the religious 
organization as a good setting in which to have 
conversations about health disparities and experi-
ences of discrimination. In every focus group, par-
ticipants discussed experiences of discrimination 
and mistreatment by the health care system.36

Proactively addressing health inequities can help 
identify and resolve misconceptions about pallia-
tive and hospice care.15 In a series of interviews 
with a diverse sample of Black Americans, partici-
pants expressed concern that completion of an AD 
or other similar document would mean that health 
care providers would no longer provide adequate 
care.22 Distrust of the health care system and expe-
riences of racialized discrimination may lead Black 
Americans to fear exploitation and conclude that 
an AD will hasten death.17 It is important for pro-
fessionals working with members of the Black 

community to anticipate that Black patients and 
their family members have very likely experienced 
racialized discrimination in a health care setting 
and that such experiences may directly create 
reluctance to engage in ACP.41,42

According to Bullock,9 narrative data obtained 
from older Black Americans demystifies the small 
percentage of Black participants who complete 
written ADs. Many participants voiced concern 
that health care professionals would not honor 
their expressed wishes at the end of life. Seventy-
nine percent of participants expressed the belief 
that God will decide if and when you die, and 
65% of participants viewed the withholding or 
withdrawal of life support as premature.9

Mistrust of medical institutions and professionals 
may pose a challenge to participation in health 
initiatives and collaborations between public 
health professionals and faith organizations. 
Underlying beliefs about the health care system 
and the racism and discrimination experienced by 
Black Americans over a lifetime permeate cultural 
beliefs and values about death and dying and 
frame decision-making about EOL care.19 Public 
health professionals must remain mindful of the 
factors that erode collaborative trust and work 
toward actively building a relationship with the 
communities with which they hope to partner. 
Establishing contact with leaders within the reli-
gious organization during the planning stage and 
using community-based participatory research 
principles may help foster a sense of partnership.

In a study using focus groups of Black Americans, 
participants expressed concern that the Black 
community may be suspicious of health officials 
who only wanted to talk about death and dying.17 
To help build trust in a group who are wary of 
health care professionals and institutions, profes-
sionals should work with community liaisons who 
live and actively engage in the Black community. 
Informal support networks may be the trusted 
mode of providing and receiving information for 
Black Americans.9

Technology has a (limited) role
Email and text messages offer a promising avenue 
for electronic communication with church mem-
bers, but lack of Internet access may limit com-
munication for many, particularly older members. 
Evidence suggests that older members of a con-
gregation may prefer more personal contact and 
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may need to rely on younger family members to 
help bridge the digital divide.33 Financial barriers 
may also impact communication for people who 
do not have access to computers, Internet access, 
or smart phones. This suggests that while tech-
nology may play an important role in dissemina-
tion of information, the best mode of 
communication may involve a hybrid model in 
which direct human contact is supplemented with 
technology.33

Programs that facilitate ACP literacy may help 
increase ACP participation among Black 
Americans. Unclear language commonly used in 
verbal and written communication about ACP 
may result in greater disparities in the completion 
rates of advance care documents, but these barri-
ers may be overcome through interactive com-
puter programs such as Making Your Wishes 
Known: Planning Your Medical Future (MYWK). 
MYWK is a computer-based decision aid that 
uses audio-visual materials and plain language to 
explain medical decisions. It allows users to reflect 
on various clinical scenarios and helps them make 
informed decisions about treatment preferences. 
In a pilot study exploring the use of MYWK 
among a group of Black adults, Markham and 
colleagues38 found that this program can be an 
effective tool for ACP and may help overcome 
some barriers to ACP among Black Americans.

Overall, our qualitative analysis of the themes pre-
sent in the five studies we identified as models for 
ACP in faith communities emphasizes the Black 
Church as a potential site of opportunity for 
improving quality of care at the end of life. But 
such programs can be successful only if they start 
from a position of respect for the unique values 
and concerns of Black Americans and recognition 
of the suffering the Black community has experi-
enced due to racism in general and in health care 
settings in particular. Building strong partnerships 
with the Black faith community is contingent on 
ensuring that leadership for the program is placed 
solidly in the hands of trusted faith leaders.

Findings from review of national ACP 
programs: application of themes
Following the literature review on characteristics of 
programs that increase ACP capacity and owner-
ship in Black faith institutions, we reviewed five sets 
of program materials selected by the ACP/Healthy 
Living Through Faith (HLTF) project that have 
been frequently used by pastors, family caregivers, 

nurse’s aides, nurses, physicians, social workers, 
and chaplains to disseminate education and increase 
participation in ACP. These materials included  
the Education in Palliative and End-of-Life Care  
for Oncology (African American module), the 
Unbroken Circle Curriculum for congregations, the 
Compassion Sabbath Curriculum for clergy, the 
National Medical Association “Bridging the Gap” 
Medical and Spiritual Care Toolkit for clinicians, 
and the Conversation Project Guidebook “Getting 
Started Guide for Congregations.” Some details of 
these programs, along with web links to their mate-
rials, are presented in Table 2. We review these pro-
grams in the light of the themes we saw in the 
published studies.

The Education in Palliative and End-of-Life Care 
(EPEC) program began in 1997 as a general edu-
cation program for health professionals engaged in 
palliative and EOL care. Since that time the pro-
gram has expanded to develop specific curricula 
for patient populations of interest, including chil-
dren, veterans, and others. The EPEC-Oncology 
program was developed specifically for cancer 
patients, and it contained a supplement on caring 
for African Americans. Thus, while this supple-
ment to one part of the EPEC is focused on issues 
relevant to African Americans, it is specific to the 
disease of cancer. Also, the material is written for 
health professionals and intended to be used in 
health care, rather than religious settings.

The program begins from the stance that African 
Americans have different attitudes toward ACP 
than Whites. These differences are acknowledged 
to stem from communication disparities with 
health care providers, mistrust of the system, lack 
of access to care, a history of inequitable and 
sometimes unethical care, and other barriers to 
quality care. In other words, the role of providers 
of care is seen as a piece of the problem that needs 
to be addressed. Thus, there is a good representa-
tion of our themes of exhibiting cultural compe-
tency, building trust, and addressing health 
disparities. However, as the program is not 
intended for implementation in faith communi-
ties, there is no attention to building the capacity 
of these institutions or fielding their leadership 
and resources.

This program could potentially be adapted for use 
by Black faith communities by health profession-
als already in those communities—such as parish 
nurses—in order to gain the trust of congregation 
members and build community capacity. It would 
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also be helpful for any such program to address a 
wider range of EOL issues in addition to cancer, 
including Alzheimer’s disease, heart disease, dia-
betes, and so on.

The Unbroken Circle: A Toolkit for Congregations 
around Illness, End of Life, and Grief is a pro-
gram developed at Duke University. This exten-
sive “toolkit” was developed for Judeo-Christian 
congregations, to assist them in leading their own 
ACP programs. It begins with a self-assessment 
tool for faith groups to help them discern their 
capacity to address these issues, as well as identi-
fying what congregational resources are already 
available and what are needed. It provides a wide 
array of resources for congregational care, educa-
tion, and other ministries on palliative and EOL 
care, as well as legal, financial, and final arrange-
ments. It includes ideas for incorporating scrip-
ture, liturgy, and doctrinal teachings into worship, 
prayer groups, and other ministries.

This capacity-based, capacity-building approach 
was developed in 1999 by the Duke Institute on 
Care at the End of Life, in collaboration with the 

organizations Caring Connections and Project 
Compassion. Because it is an older program (one 
of the very first for lay leaders), its media resources 
could be updated. The program’s structure and 
detail are extensive and may be more in-depth 
than congregations with multiple priorities can 
fully take advantage of; at the same time the pro-
gram provides options to choose from. The pro-
gram takes a broad, ecumenical Judeo-Christian 
approach and thus is not tailored to any specific 
denominational groups or to the Black Church.

The Unbroken Circle program has strong repre-
sentation of several of our important themes. The 
program addresses cultural competency by stress-
ing a perspective-sharing approach, assuring that 
the range of participants’ wishes regarding, for 
example, ADs be treated with respect. It stresses 
employing faith leaders and assessing and utiliz-
ing existing resources, and from there, building 
capacity of the institution to lead the program in 
an autonomous and sustainable way, thereby 
building trust. Importantly, it provides guidance 
for faith leaders to set a spiritual/Biblical context 
for discussions. Its shortcoming for our purposes 

Table 2.  Review of five program materials.

Program name Developed by Available at Designed for use by Intended audience

Education in Palliative 
and End-of-Life Care 
for Oncology (EPEC): 
Cultural Considerations 
When Caring for African 
Americans

Northwestern University 
School of Medicine 1997

https://tinyurl.com/
umuxvkp

Health 
professionals

African American 
patients

The Unbroken Circle: A 
Toolkit for Congregations 
Around Illness, End of Life, 
and Grief

Duke Institute on Care 
at the End of Life in 
collaboration with Caring 
Connections and Project 
Compassion 1999

https://www.amazon.
com/Unbroken-Circle-
Toolkit-Congregations-
Illness/dp/097967901X

Professional 
clergy, faith 
community 
nurses, and lay 
leaders

Congregations and 
faith communities 
in general

Compassion Sabbath 
Resource Kit

Midwest Bioethics Center 
and the Compassion 
Sabbath Task Force 1999

https://www.
practicalbioethics.org/

Pastors, religious 
educators

Congregation 
members and 
families

Key Topics on End-of-Life 
Care for African Americans

National Conference to 
Improve End of Life Care 
for African Americans and 
Duke Institute on Care at 
the End of Life 2004

https://tinyurl.com/
ue9ht2p

Pastors, religious 
educators in 
African American 
congregations

African American 
congregation 
members and 
families

The Conversation Project: 
Getting Started Guide for 
Congregations

The Conversation Project 
and the Institute for 
Healthcare Improvement 
2018

https://
theconversationproject.
org

Pastors, lay 
leaders

Congregations and 
faith communities 
in general

EPEC, Education in Palliative and End-of-Life Care.
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is that it does not address African American faith 
communities directly, or the context of experi-
ences of racism and mistrust that set the context 
for discussions of these topics. Nevertheless, the 
strong emphasis on capacity-building and cul-
tural competency could provide the basis for 
developing a more tailored program.

The Compassion Sabbath Resource Kit was a sim-
ilarly early program from 1999, developed by the 
Midwest Bioethics Center and the Compassion 
Sabbath Task Force. This kit contains plans for 
workshops, curricula for educational programs, 
and worship and devotional materials. Like the 
Unbroken Circle program, the materials were 
designed expressly for congregations, but the 
Compassion Sabbath materials are developed 
more specifically for Christian, Jewish, Native 
American, Islamic, and Hindu communities. They 
are also different in that they are delivered by train-
ers from the program who work with the local faith 
leaders. The full curriculum consists of six 2-h ses-
sions devoted to understanding palliative and hos-
pice care, ACP, durable power of attorney for 
health care, and do-not-resuscitate orders. The 
program culminates in having participants com-
plete an AD and promising to have a conversation 
with a loved one about their EOL preferences.

A strength of the program is that it approaches the 
concepts of “hope” and “a good death” with the 
understanding that this may mean different things 
in different communities and that a diversity of 
cultural views and values should be respected. The 
program is also very attentive to the spiritual 
context of the materials, so those themes are well-
represented. However, the program does not have 
materials that are directed at the specific issues of 
health disparities and mistrust of the health care 
system that are common contexts for African 
American faith communities. Also, the fact that 
leadership for the program comes from outside the 
congregation gives the program less ability to build 
capacity in the faith community itself and to keep 
the initiative sustainable.

Key Topics on End-of-Life Care for African 
Americans is a set of resources assembled in 2004 
for the National Conference to Improve End of 
Life Care for African Americans and the Duke 
Institute on Care at the End of Life. The many 
different resources that were assembled were 
intended for use by faith leaders and educators in 
African American congregations; many were 
derived from HIV/AIDS programs originally. 

Programs included the Palliative Training and 
Education Program (PTEP) that trained 130 pas-
tors and lay people in local churches in Harlem to 
advocate for dying patients and their families; the 
Balm of Gilead initiative that trained faith com-
munities to be centers for HIV/AIDS ministries in 
African American churches; the National Faith-
Based HIV/AIDS Training and Technical 
Assistance Center that focuses on capacity-build-
ing in African American churches; and the Five 
Wishes© program used widely in many popula-
tions that promotes the use of living wills address-
ing medical as well as emotional, spiritual, and 
personal dimensions of EOL preferences.

The starting perspective for this project was that 
racism and poverty adversely affect the quality of 
care for African Americans at the end of life and 
that the history of slavery must be taken into 
account in understanding the general mistrust of 
Black Americans toward the health care system in 
general and ACP specifically. This perspective 
places the Black Church as a central resource in 
improving care at the end of life.

Capacity-building is a common theme among the 
programs, in that most were focused on training 
faith community leaders and members to start 
ministries in their own communities. Other nota-
ble strengths were their ability to address racial 
health disparities and to build trust.

The Conversation Project: Getting Started Guide 
for Congregations was developed in 2012 by the 
Institute for Healthcare Improvement and has 
been regularly updated. The Conversation 
Project’s website is open to both individuals and 
groups to download videos and text resources that 
will jump-start “the conversation.” The program 
emphasizes a team-based approach, to “reach peo-
ple where they live, work, and pray” and recom-
mends starting with an assessment of the current 
knowledge, interest, and resources in the congre-
gation. It also recommends recruiting the lay 
members of the congregation to be leaders in the 
effort but asserts that clergy leadership is essential. 
This guide suggests the use of sacred texts and tra-
ditions for teaching in faith communities. It uses a 
perspective-sharing approach that respects differ-
ences in beliefs about death and dying.

The team-based approach, the initial assessment 
of resources, and the goal of meeting people 
where they already are exemplify the themes of 
capacity-building, employing faith clergy and lay 

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 00(0)

12	 journals.sagepub.com/home/pcr

leadership, and using existing resources, as well 
as nurturing sustainability. The recommendation 
of using sacred texts is another important theme 
that comports with the themes of successful pro-
grams for African American faith communities. 
The Conversation Project, however, has not spe-
cifically developed materials that have a starting 
point of the Black experience of health disparities 
and health care access that has been shaped by 
systemic racism.

The materials from these five sources had simi-
larities and differences. We found that while all 
of these materials include invaluable guidance 
on ACP education and dissemination, several 
have not been updated in as many as 20 years; 
almost all would benefit from incorporating the 
findings of the recent research reviewed above. 
Furthermore, these materials were often quite 
elaborate and not always as accessible, intuitive, 
or practically useful as they might be. Accessibility 
is a particular issue for those that require Internet 
access, which may be slow or nonexistent in 
rural or otherwise underserved areas. We sug-
gest that many of them could benefit from more 
condensed versions that could be meshed with 
the other priorities of a congregation or faith-
based organization. Overall, the goal remains as 
important as ever: to achieve better alignment of 
ACP education materials with the African 
American faith community, and ultimately to 
accomplish long-term implementation and suc-
cess of ACP education initiatives for all groups 
by outreach to the most underserved.

Conclusion
In this article, we have attempted to tether empir-
ical findings from recent studies of individual 
ACP education initiatives in African American 
congregations to frequently used standard ACP 
education program materials in order to achieve 
better alignment of these materials with the needs 
of the African American faith community. In 
doing so, we build upon the significant contribu-
tions of researchers in the field of health dispari-
ties research.

Content analysis of five empirical studies of ACP 
education initiatives in African American faith 
institutions revealed nine key themes related to 
program success and sustainability. Successful 
implementation and ongoing effectiveness of 
ACP programs in primarily African American 
congregations is contingent on building capacity 

and fostering sustainability by involving faith 
leadership, using existing resources and minis-
tries, exhibiting cultural competency, preserving 
a spiritual/Biblical context, addressing health dis-
parities, building trust, and selectively employing 
technology.

Evaluation of five well-known ACP education 
program materials frequently used by pastors, 
family caregivers, nurse’s aides, nurses, physi-
cians, social workers, and chaplains from a vari-
ety of religious traditions revealed a need to 
tailor these materials for use by African American 
faith communities. While these materials all 
include invaluable guidance on ACP education, 
almost all would benefit from incorporating the 
key findings of the literature reviewed above.

Ensuring equitable, goal-concordant care at the 
end of life is one way to reduce patient and family 
distress during life’s most vulnerable moments. A 
dignified death is one that aligns treatment with a 
patient’s goals and values. To be considered goal-
concordant, care must reflect the patient’s care 
preferences and objectives. While ACP offers a 
path toward successful communication and ful-
fillment of patients’ physical, emotional, and spir-
itual needs at the end of life, racialized disparities 
between Black and White Americans persist in 
EOL care planning.

The Black Church was born in slavery and has 
remained the most continuously independent, 
stable, and dominant institution in Black com-
munities for 400 years. It has been the central 
site for organizing for social justice, overcoming 
racism, and improving the lives of Black 
Americans. Working with Black faith commu-
nities to increase ACP awareness and education 
is one way to bring the goals and values of Black 
Americans into alignment with the treatment 
they receive at the end of life. Faith-based ACP 
education initiatives that are effective and sta-
ble over time may help forge the link between 
care preference and lived experience. This will 
require partnership between the faith sector 
and the health sector. As Dr Richard Payne43 
writes,

Serious engagement with the religiously minded 
majority of African Americans to promote earlier 
referral to palliative care and hospice, longer lengths 
of stay, and fewer withdrawals from hospice care 
requires partnerships between community-based 
clergy, chaplains, and hospice personnel that 
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provide ongoing conversations and education to 
engage deeply specific aspects of theology and 
religious belief. (p. 132)

There is much promise in forging those partner-
ships but they will require wise engagement and 
honest acknowledgment of the lived reality of 
Black Americans in order to achieve the goal of 
reducing the stark disparities in EOL care.
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