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care programs, goals of care conversation guides, and
training methods for clinicians, all of which are based

on the cultural values of African Americans.

Part I: Health Disparities in Palliative Care

Palliative Care

Patients facing life-threatening illness often experi-
ence unnecessary and preventable suffering including
extreme and prolonged pain, psychological distress
and poor communication with healthcare profession-
als,! resulting in tremendous strain on patients and
caregivers.? Unmet needs in the physical, psychoso-
cial and spiritual domains are common.? As a result,
the last few weeks and months of life, and that of
their loved ones, may be additionally burdened with

for minority patients.”” The National Consensus Proj-
ect'6 stresses the need to emphasize cultural aspects of
care, especially during serious illness, the dying pro-
cess, at time of death, and post-death. And yet, despite
this, and regardless of the call for an urgent need for
research that emphasizes cultural preferences of differ-
ent groups,” to date our study™ is the first of its kind in
palliative care. Historically and until today, palliative
and end-of-life care has been rooted in White, middle
class cultural and religious values,"? with its very dif-
ferent frame of reference, value system and life expe-
rience compared with that of many African Ameri-
cans.?° Middle-class Whites, primarily belonging to an
individualistic culture, emphasize individual choice,
while African Americans, who belong to a collectivist

In Part I of this article, we describe the egregious disparities that
African Americans experience at end of life, and in Part IT we illustrate
how implementing CBPR methods can be used to develop palliative care
programs, goals of care conversation guides, and training methods for
clinicians, all of which are based on the cultural values of African Americans.

physical, emotional, and spiritual suffering. Pallia-
tive care programs, interdisciplinary care focused on
relief of pain and other symptoms in support of best
possible quality of life for patients with serious ill-
ness and their caregivers, has been shown to reduce
distressing symptoms,* alleviate suffering, improve
doctor-patient communication and satisfaction with
care,” improve caregiver satisfaction, and enhance
the efficiency and effectiveness of hospital services,®
as well as to be associated with hospital cost savings.”
Consultations by palliative care experts on patients in
hospital, often results in successfully identified unrec-
ognized symptoms and unmet problems,? and have
been associated with lower use of intensive care units
(ICUs),® lower likelihood of dying in ICU, ™ lower costs
of care,”" and improvement in care processes, includ-
ing opioid prescribing and documenting patient goals

for care.:2

Role of Culture in Serious Illness

Culture profoundly shapes how people make mean-
ing of their illness, suffering and dying, and strongly
influences their responses to diagnosis illness, and
their preferences for treatment.”> Consequently, con-
sideration of culture needs to be an essential aspect of
palliative care.”* A lack of acknowledgment and rec-
ognition of cultural differences may compromise care

RACE AND ETHNICITY ®* SUMMER 2021

culture (cultures that emphasize the needs and goals
of the group), value group support, and family-cen-
tered decision making.?! Seventy-nine percent of Afri-
can Americans are Christian,2? and 83% of African
Americans report absolute certainty in their belief in
God (compared with 62% of whites).2? Faith, spiritual
beliefs, and the guidance of a spiritual leader,>* as well
as hope?’ and belief in God’s healing power?¢ are cen-
tral to religious African Americans, especially in cop-
ing with illness and in making treatment decisions.27
Within this spiritual belief, life or death decision lies
in the hands of God, and a miracle is always possible;
therefore, the continuation of care, even that which
healthcare professionals consider “aggressive care,” is
considered life-preserving care. Is it any wonder that,
despite its proven effectiveness, African Americans
under-utilize palliative and hospice care??® This is also
compounded by a history of slavery, racism, and medi-
cal experimentation and exploitation,?® with ongoing
systemic racism in our healthcare systems?° that has,
justifiably, left a legacy of mistrust of the healthcare
system in the African American community.?' Yet,
instead of focusing on adapting palliative care prac-
tice to meet our African American patients’ cultural
values, the field has primarily concentrated efforts on
attempting to make African Americans accept pallia-
tive care and hospice as is. The same efforts to force
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acceptance has focused on urging African Ameri-
cans to discuss Advance Care Planning and complete
Advanced Care Directives outside of culturally appro-
priate norms.

Advance Care Directives and Advance Care Planning
Advance Care Planning (ACP) aims to help ensure that
people receive medical care consistent with their val-
ues, goals, and preferences during serious and chronic
illness.?2 ACP is also an umbrella process under which
various elements, such as Goals of Care conversations,
and legal documents such as an Advance Directive,
a living will, and a Power of Attorney reside. Goals
of Care conversations are discussions about progno-
sis, treatment risks and benefits, and planning for
intensity/type of care.?? These tend to be reserved for
people with serious illness or nearing end of life and
are sometimes referred to as end-of -life conversa-
tions. Rates of providers conducting ACP conversa-
tions have increased?* with the reimbursement from
Centers for Medicare and Medicaid Services,?s and
Palliative Care and physicians in acute care setting3®
conduct the highest proportion of ACP discussions.
Some studies indicate that patients who have partici-
pated in ACP or Goals of Care conversations are more
likely to receive care that is less aggressive,3” more in
keeping with their goals,?® additional and earlier hos-
pice care,? and to experience more satisfaction with
care.* Advance Care Planning is also associated with
reduced distress*' and depression, and higher quality
of'life at end of life for caregivers.*? Despite the fervent
national push towards obtaining Advance Directive
documentation, now even more so due to COVID,*3
concerns about this process’s efficacy and benefit have
been raised. Several studies have demonstrated the
failure of Advance Directives alone to facilitate goal
concordant care,** indicating this may not be the
magic bullet that it was espoused to be. In his recent
editorial, Morrison*’ claims our push toward Advance
Directives have been a failure as the ideal envisioned,
i.e., that patients’ stated wishes are honored by clini-
cians, is not the reality.*

Consistent evidence suggests that African Ameri-
cans are less likely to participate in ACP than White
Americans?” with substantially lower Advance Direc-
tive completion rates among African Americans.*
Several studies have examined the complex barriers to
ACP completion among African Americans, yet gaps
still remain in understanding these factors, as well as
in finding culturally appropriate methods to improve
ACP among African Americans.* In a systematic
review of studies focusing on barriers in the African
American community to completing ACP,5° a com-
bination of personal, interpersonal, and system-level
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factors, including the strong influence of the history
of slavery and racism in the US, were found to have
shaped the beliefs and attitudes of African Americans
about end-of-life planning, which in turn influence
completion of Advance Care Directives. African Amer-
icans are more likely to pursue informal planning
than to document their care preferences formally. The
widespread perceptions among African Americans
that communication with the medical team is often
poor, and the impact of family and clinician actions on
end-of-life outcomes,?! led Sanders et al. (2016) to rec-
ommend that future research focus on theory-driven
approaches to engage faith and family in ACP and
Goals of Care discussions to improve receipt of goal-
concordant care meaningfully.’2 The need to develop
culturally sensitive, tailored approaches to ACP
has been emphasized by both the Institute of Medi-
cine Report on Dying® and the National Consensus
Project.>*

Disparities in End-of-Life Care of African Americans
One of the most egregious realities is the finding that
even when African Americans have their preferences
for end-of-life care recorded in their medical charts,
they are less likely than whites to have their prefer-
ences followed.”* Additionally, clinicians are less likely
to document Goals of Care discussions with African
American (and Hispanic) patients and families,*® an
indication of unconscious bias or perhaps even overt
racism.

There is yet another harsh reality in end-of-life
care for African Americans. In addition to the belief
in hope and miracles described earlier, studies have
found that African Americans preferred more life-sus-
taining measures than whites.5” This includes venti-
lator support, ICU nasogastric tube feeding, and ICU
admissions. Yet emphasis is placed by medical provid-
ers on the “aggressiveness” of such care (since physi-
ologically, the person is not likely to return to health)
and the healthcare system’s cost. Healthcare providers
practice within their own culture,’® and often disre-
gard or dismiss the strong belief in hope and a miracle
that is integral to 80% of African Americans, and such
families are often labeled as “being in denial.” Instead
of considering such care as life-preserving until a mir-
acle occurs or God decides the loved one’s fate, family
members are often encouraged by healthcare provid-
ers to cease such care, which is considered “aggressive”
and costly. These conversations usually occur with cli-
nicians who are not palliative care trained and could
potentially leave the family wondering if the medical
system doesn’t want a positive outcome for their loved
ones. Families of all ethnicities and cultures want their
loved ones to die in the way that fits with the goals

JOURNAL OF LAW, MEDICINE & ETHICS

The Journal of Law, Medicine & Ethics, 49 (2021): 222-230. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.32 Published online by Cambridge University Press


https://doi.org/10.1017/jme.2021.32

Elk and Gazaway

of the patient and family, a term labeled “goal-concor-
dant care.” When African American families continue
to argue for their loved one’s right to receive such care,
they are labeled as “difficult,” and the care their loved
one receives is often not concordant with their cul-
tural values and beliefs. This is evidenced in the con-
sistent rating of quality of care more poorly by African
American family members than white family mem-
bers. Bereaved African American family members also
often report regret about their decisions for end-of-
life care for their loved ones.? Goal-concordant care
is considered high-quality care and is based on good
communication between the clinician and patient and
family. Failure to achieve this is considered a medical
error.%! Yet until an important paper by Sanders et al.,
2018, consensus was not reached on how to measure
clinician communication, goal concordant care, or

caregiver assessments of goal concordance.®?

Further disparities in palliative and end-of-life care
have been widely observed,% including in the manage-
ment of pain and symptoms.6* At least two review arti-
cles highlighting inequalities have been conducted.
Both concluded that pain and symptom research is in
its early stages, lacking methodological and theoreti-
cal consistency, which focuses on the description of
disparities and not on strategies and interventions to

address health equity.

Part I1. A Path Towards Health Equity Using
Community Based Participatory Research

Community Based Participatory Research

Community Based Participatory Research (CBPR)is a
form of action research, a process of action by a com-
munity to solve a significant problem that includes
identification, strategy development, implementa-
tion (action), and then evaluation of the outcome.5¢
CBPR is based on a collaborative partnership between
community members and academia as a way to find-
ing a solution to an unjust problem¢” that affects the
community. The aim is to combine community input
with action and thus achieve social change to achieve
health equity. CBPR is a widely used public health
and preventive method approach that repeatedly
has been proven to reduce health disparities®® and
results in demonstrable positive health outcomes.%
CBPR is seen as a social justice method because at its
core; it is a power-sharing partnership with the com-
munity.” This method builds on the strength of the
community, and the community owns the process:
community members are involved in all aspects of
decision-making, knowledge generation, and the dis-
semination of findings, and it is the responsibility of
the researchers to provide ongoing feedback on study
steps and outcomes to the community. Yet CBPR has
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not been used much in medicine in the US, primarily
due to two reasons. First, a tension has been reported
between a dominant scientific paradigm that consid-
ers academics’ expertise to be most important versus
an egalitarian CBPR paradigm.” Second, dominant
scientific standard considers randomized controlled
trials (RCT) as the gold standard for testing efficacy
of clinical and community intervention. Yet RCT has
overlooked the concept of external validity, which
includes the need to involve community members in
designing and implementing research that is appro-
priate for their diverse populations and settings.”

Despite it not being used as a tool to improve medi-
cal care, CBPR has been recommended as a promising
strategy for palliative care research, as it aligns with
stakeholders’ priorities as a means to deliver commu-
nity appropriate care to underserved communities.”
In this next section, we illustrate how implementing
CBPR methods can be used to develop: (1) Culturally
based palliative care programs, (2) Training programs
for palliative care clinicians in caring for African
Americans with a serious illness and their family in
a culturally appropriate way. (3) A community-based
solution to a persistent problem in palliative care, the
lack of a culturally based goals of care conversation
guide. Each is discussed in turn.

(1) IMPLEMENTING CBPR PRINCIPLES TO DEVELOP

A CULTURALLY BASED PALLIATIVE CARE CONSULT
PROGRAM

The purpose of this study was to use CBPR methods
to develop a culturally based palliative care consult
program in partnership with rural, southern, African
Americans and white elders with serious illness, and
to assess the feasibility of its implementation at a local
hospital. The study was conducted over three phases
in Beaufort, South Carolina (January 2013-February
2016).”* We formed a partnership with a Community
Advisory Board comprised of equal numbers of white
and African American members, and they guided the
study throughout. Phase 1: Cultural values and pref-
erences were determined through ethnic/racial-based
focus groups comprising family members who had
cared for a loved one who had died in the past year.
A thematic analysis of each focus group transcript
focused on cultural values and lived experiences.
Themes between white and African Americans were
found to be either (a) Equivalent, e.g., disrespectful
treatment by patients and family by hospital physi-
cians in the past, (b) Similar but with variation, e.g.,
although religion and church were important in both
group, and pastors in both groups helped family mem-
bers when the patient was at end of life, African Amer-
icans considered the church unreservedly central to
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every aspect of life, or (¢) Divergent, e.g., African
Americans strongly believed that hope and miracles
were always a possibility and that God was the decider,
(a theme not present in the White group), as well as a
strong distrust of healthcare systems and physicians.
In Phase 2, the Community Advisory Board (which
had expanded to include several focus group mem-
bers from each ethnic/racial group), the research-
ers, a palliative care physician, and two hospital staff
worked together to create the culturally based consult
program. The researchers facilitated the process; the

with the culturally based consult. This is the first cul-
turally based palliative care intervention ever devel-
oped. This intervention’s efficacy is now being tested in
arandomized control trial? in hospitals in three rural,
Southern states (AL, M1, SC), each of which have their
own Community Advisory Board, who are involved in
the study. Four palliative care physicians who will be
implementing this culturally based consult for tele-
health were trained in these by the original Commu-
nity Advisory Board members in a two-day cultural
immersion and training in Beaufort, SC.”7 Although

By developing and implementing culturally concordant palliative care
programs, training clinicians in culturally based care, and developing
culturally based solutions to unacceptable problems such as lack of culturally
based goal-concordant care at end of life, the likelihood increases of
clinicians: (a) Gaining an in-depth understanding of, and therefore respecting
the cultural values and lived experiences of African American patients with
serious illness, (b) Changing their practice so that the cultural values of
African American patients and their families are respected and valued.

palliative care physician explained the National Con-
sensus Project for Palliative Care guidelines for a pal-
liative care consult. With this knowledge, the Com-
munity Advisory Board members proposed culturally
appropriate programmatic recommendations for their
specific ethnic/racial group, and the hospital staff
ensured these were feasible to be implemented in the
local hospital. The culturally based recommendations
were then written into two protocols, one for African
Americans and the other for white patients, and then
linked with the National Consensus Project guide-
lines. Differences between racial/ethnic group proto-
col? included: the way the palliative care physician
was to greet and form a relationship with the patient
and family, prognosis discussions (e.g., bringing God
into the sharing of prognosis with African Americans),
recognition and respect of hope and miracles in the
African American community, and acknowledgment
that African Americans take care of their loved ones
themselves. Phase 3: The palliative care physician
implemented these culturally based protocols through
telehealth in the local hospital. Enrolled patients were
African American or White patients over 65 with a
life-limiting illness who had a caregiver referred by
hospitalists. This protocol was found to be feasible to
implement, although low referral by hospitalists was
an obstacle. Caregivers were satisfied or very satisfied
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this study’s findings can only be generalizable to rural,
southern older populations, this work serves as a
model that can be replicated with other underserved
or underrepresented communities. For example, the
formation of a Community Advisory Group and the
implementation of focus groups to determine the cul-
tural values and lived experiences of other minority
communities have been replicated in several different
communities, including family members of older: (a)
Ghanaians with serious illness in Kumasi Ghana,
(b) Puerto Rico population with older loved ones with
serious illness in San Juan, Puerto Rico,” and (c) in
2021, a similar study will be implemented with family
members of older Hindu patients with a serious illness
in the US.80

(2) IMPLEMENTING CBPR PRINCIPLES TO DEVELOP A
CULTURALLY BASED TRAINING MODEL FOR CLINICIANS
CARING FOR RURAL, SOUTHERN AFRICAN AMERICANS
This study aimed to partner with African American
community members to develop a culturally based
training program for clinicians who care for seriously
ill rural, southern, African American elders. Focus
groups were held with African American family mem-
bers caring for a loved one with a serious illness, and
with pastors, community leaders integral to their con-
stituents’ health and well-being.5' Several themes from

JOURNAL OF LAW, MEDICINE & ETHICS

The Journal of Law, Medicine & Ethics, 49 (2021): 222-230. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.32 Published online by Cambridge University Press


https://doi.org/10.1017/jme.2021.32

Elk and Gazaway

the focus group thematic analysis were prioritized by
the community members, and the group chose videos
as a method to convey their messages and several vid-
eos were filmed. We developed an adult-based learn-
ing training program to accompany these videos. This
is the first clinician training program in palliative care
built on the African American community’s explicit
direction. Ninety palliative care clinicians have com-
pleted the training. Data collection is ongoing, and an
article describing this study is in preparation.s? These
trainings can only be generalized to rural, southern,
African Americans. Importantly, however, they serve
as a model that can be replicated with other minority
or underserved groups.

(3) IMPLEMENTING CBPR PRINCIPLES TO DEVELOP

A CULTURALLY CONCORDANT GOALS OF CARE
CONVERSATION GUIDE

African American family members consistently rate
quality of care for their loved as poor and report lack
of goal-concordant care. Goal-concordant care is
achieved through effective communication between
patients and families and clinicians. There are no
culturally based Goals of Care Conversation Guides.
We have partnered with African Americans to create
a culturally based Goals of Care Conversation Guide

Fisure |

that meets African Americans’ cultural values and
lived experiences. Palliative care clinician input will be
sought to enhance feasibility of implementation. The
first phase of this study was launched in October 2020
and an article will be written once completed.

Conclusion

A Four-Step Model to Create and Implement
Culturally Concordant and Socially Justice Focused
Palliative Care Programs

In Part IT of this paper, we have demonstrated a
four-step model (Figure 1.) that can be used as a
template to develop culturally concordant palliative
care programs, train clinicians, and develop culturally
based solutions to unacceptable inequities across

a wide variety of communities. Each of the studies
described illustrates the incomparable worth

of partnering with underserved communities,
establishing and building trust, and together
building solutions to problems that have resulted in
unconscionable injustices in the healthcare system
towards African Americans with serious illness and
their families. By developing and implementing
culturally concordant palliative care programs,
training clinicians in culturally based care, and
developing culturally based solutions to unacceptable

Creating and Implementing Culturally-Based Social Justice-focused programs in 4 steps

4. Implement this program in

Clinicians

healthcare settings

3. Train clinicians in this

culturally-based program

Educators

2. Build programs based on
what the community values

1. Listen to the voices of

Researchers

Researchers

the community
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problems such as lack of culturally based goal-
concordant care at end of life, the likelihood increases
of clinicians: (a) Gaining an in-depth understanding
of, and therefore respecting the cultural values and
lived experiences of African American patients with
serious illness, (b) Changing their practice so that the
cultural values of African American patients and their
families are respected and valued. In turn, this has
the potential to enhance African American patients
and families’ satisfaction with palliative care received
from culturally trained clinicians. Receipt of goal
concordant care by African Americans with a serious
illness has the potential to increase satisfaction with
end-of-life care and in time, by having their values
respected, to increase trust in a healthcare system
that has for so long allowed inexusable healthcare
disparities to continue. Imagine such a change across
healthcare settings across the US, changes that

not only reduce the currently abysmal healthcare
disparities but changes that over time result in health
equity for African Americans with serious illness and
their families.

Note

Dr. Elk is currently funded by the National Institute of Nursing
Research of the National Institutes of Health (Award Number
RO1NRO17181). A diversity supplement funds Dr. Gazaway to the
award mentioned above (Award Number ROINR011781-03S1).
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