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Abstract
Background and purpose: Diverse populations are less likely to engage in end-of-life-careplanning. This literature review examined research on end-of-life planning interventions for
diverse patient populations.
Methods: This systematic search included Academic Search Complete, Cochrane, CINAHL,
and PubMed databases. Results were limited to peer-reviewed articles published in English
between 2015 to 2019.
Conclusions: Each intervention was effective at increasing advance care planning (ACP)
engagement. Community-based programs are costlier. PREPARE used less resources. If diverse
populations are specifically targeted, ACP engagement increases.
Implications for practice: Healthcare institutions and practitioners should employ targeted
interventions for ACP engagement of diverse groups.
Keywords: end-of-life-care planning, diverse patients, advance directive, advance care planning,
ACP interventions
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Advance Care Planning Interventions for Racially and Ethnically Diverse Populations:
A Literature Review
Introduction
As the U.S. geriatric population continues to increase and becomes more diverse,
advance health care planning needs to be prioritized by the healthcare system in a culturally
sensitive manner. By 2050 there will be an estimated 33 million African American, Hispanic,
Asian, American Indian or Alaskan Natives age 65 years and older. This will be nearly 40% of
the population for this age group (Ortman, Velkoff & Hogan, 2014). Nurse practitioners are
increasingly at the frontline of primary and geriatric care for diverse and underserved
populations, making this topic ever more significant for the NP workforce. The purpose of this
paper is to review current literature regarding interventions aimed at increasing end-of-life-careplanning engagement and advanced directives for diverse and vulnerable patient populations.
The National Consensus Project for Quality Palliative Care has identified culturally
sensitive end-of-life-care planning as a U.S. national priority (National Consensus Project for
Quality Palliative Care, 2018). Unfortunately, the majority of individuals do not have an advance
directive. Only one third of sick adults in the United States has completed an advance directive,
indicating a significant lack of attention to end-of-life-care-planning (Reuters, 2017). Further, it
is well documented that diverse populations are less likely to both engage in end-of-life-care
planning and have an advance directive, when compared to Caucasian groups (Pecanac,
Repenshek, Tennenbaum, & Hammes, 2014). One study found that only 18% of diverse patients
had completed an advance directive compared to 34% of Caucasian participants (Rao, et al.,
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2014). Health care providers are also less likely to engage in end-of-life discussions with diverse
patients according to the research (Kulkarni, 2011).
Hong, Yi, Johnson, and Adamek (2018) in an attempt to identify challenges and
promotors of advance care planning (ACP), conducted a systematic review of the current
literature surrounding advance care planning among ethnic and racial minorities in the U.S. Their
review identified the following four categories of facilitators and barriers to advance care
planning: 1) socio-demographic factors, 2) health status, literacy, and experiences, 3) cultural
values, and 4) spirituality (Hong et al., 2018). Socio-demographic factors influencing ACP
engagement are age, income, and education. In regards to health status, the literature shows the
more ill an individual, the more likely there is for ACP engagement (Hong et al., 2018). Ethnic
and racially diverse groups more often report low health literacy about ACP in addition to how to
complete an advance health directive (Hong et al., 2018). Acculturation and family-centered
decision making tend to have a stronger influence on ACP engagement in diverse populations,
which is also the case for spirituality and religion (Hong et al., 2018). The results of their review
also indicate that when a targeted intervention regarding advance care planning is implemented,
then engagement in end-of-life-planning improves for diverse groups (Hong et al., 2018).
Methodology
The systematic literature search for this article was conducted between February 2018
and April 2019, and the following databases were searched: Cochrane, CINAHL, Academic
Search Complete, and PubMed. Search terms included end-of-life-care-planning, advance care
planning interventions, advance health directives, advance care planning programs, diverse
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patient populations, and minority. The author also reviewed several reference lists from advance
care planning research articles.
This literature review included peer-reviewed, primary research articles that were written
in English and conducted in the United States, were published within the past five years, and had
an intervention specifically directed toward diverse ethnic and racial groups residing in the
United States. Several articles reported research regarding lack of ACP engagement in diverse
groups. However, if they did not examine a specific intervention aimed at diverse groups and
ACP engagement they were excluded. Articles were included if advance directive completion
was not specifically examined. This is due to the fact that completing an advance directive (AD)
is actually quite cumbersome and is only one entity of ACP engagement on the ACP spectrum.
Advance care planning programs and minority groups yielded the largest number of
articles from CINAHL with 77, but after review only one qualified for this literature review.
Academic Search Complete had a return of 312 articles, five of which were included. PubMed
had 104 articles, and after removal of duplicate articles, two were included. Cochrane did not
provide any systematic reviews on ACP interventions targeting diverse groups. This exhaustive
search yielded 11 articles that can be grouped into two categories related to advance care
planning interventions: community focused programs and institutional based interventions. All
of the evidence in this review was critically appraised with the John Hopkins Research Evidence
Appraisal Tool. The results are displayed in Appendix A.
Results
Community Focused Advanced Care Planning Interventions
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Huang et al. (2016) reported about the discrepancies in end-of-life planning among
African Americans specifically from the southern U.S. Similar to Hong et al. (2018) they
recognize this population has multiple co-morbidities in addition to low health literacy, making
them a particularly vulnerable population. Huang et al. further acknowledges the lack of research
regarding palliative care and African Americans.
Huang et al. (2016) conducted a mixed-method randomized control trial examining the
Thinking Ahead Project (TAP). TAP is a single-session, ninety-minute intervention that employs
motivational interviewing, Respecting Choices ACP facilitation program, The First Steps ACP
protocol, and a revised advanced directive (AD) form that is written at a fifth-grade literacy level
(Huang et al., 2016). The study population consisted of 30 community dwelling African
Americans of which 15 were randomized to the intervention group and 15 were part of the
control group. The control group received educational materials on AD and were asked to review
the material on their own. A larger majority of the intervention group, 86.7%, reported feeling
“very much” prepared to make decisions regarding end-of-life care, while only 66.7% of those in
the control group reported the same level of preparedness (Huang et al., 2016). Finally, the
revised form was well received by both groups, and 100% of both groups reported an increase in
their intention to complete an AD (Huang et al., 2016).
Pecanac, Repenshek, Tennenbaum, and Hammes (2014) similarly utilized the Respecting
Choices model of AD planning. Pecanac, et al. conducted a study with a retrospective chart
review design to evaluate the Respecting Choices program with a racially diverse population.
Developed in La Crosse County Wisconsin, the Respecting Choices program’s effectiveness was
initially tested with a mostly Caucasian population. Respecting Choices is a program with
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several components including AD patient education materials for the community, AD facilitators
working in all healthcare institutions within the community, standardization of policies regarding
documentation and maintaining ADs, and performance improvement methods for each
intervention (Pecanac et al., 2014).
With a study sample of the medical records of 732 deceased patients from 2005 to 2010,
the authors examined what was written in an AD versus the actual treatment received (Pecanac et
al., 2014). Upon chart review, the authors found a significant increase in advance directives for
racially diverse patients, 25.8% to 38.4% with a p value of 0.011. However, there was not a
statistically significant increase for the white population with a 46.7% to 47.3% change (Pecanac
et al., 2014). This would indicate the Respecting Choices program has a potentially larger impact
on racially diverse populations, although the specifics of the diverse population were not given in
terms of exact breakdown of race and ethnicity.
Wilson, Kottke, and Schettle (2014) sought to increase ADs throughout the Minneapolis
metropolitan area. Recognizing the success of the Respecting Choices program implemented in
La Crosse, Wisconsin, the researchers sought to increase ACP documentation within a more
complex and diverse population. Honoring Choices Minnesota (HCM) was therefore created by
recruiting all healthcare systems within the Minneapolis metropolitan area.
According to Wilson et al. (2014), HCM consisted of three phases of implementation.
Phase I, which included strategy and planning involved a three-year process of forming
committees from various backgrounds including social workers, clinicians, and healthcare
administration. Phase II was implementation of HCM. Several interventions were accomplished
including the design of a website, online newsletter for health organizations, development of
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seven pilot teams, a conference giving the opportunity to share experiences with HCM, and
televised documentaries of ACP experiences on a local public television station. Phase III
consisted of refinement and dissemination of the HCM plan. Six other communities across the
nation adopted the HCM model. As of 2013, eight large metropolitan healthcare systems have
implemented the HCM program. These efforts resulted in AD documentation rates ranging from
15.1% to 31.7%, reported from seven systems utilizing HCM (Wilson, 2014).
Sun et al. (2017) recognized the lack of end-of-life-care planning among Asian
Americans. They designed a single group pre- and post-intervention design implementing a
culturally-tailored education intervention. Study participants were recruited through their
churches by way of announcements and telephone calls. Inclusion criteria were self-identifying
as Chinese or Vietnamese and age 35 or older. Exclusion criteria were involvement with the
project and prior completion of an AD. Program development involved nine individual
interviews with church leaders and participating church members. The following was concluded
regarding intervention content: (a) materials should be language-concordant; (b) health
professionals should deliver messages; (c) sessions should be focused on patient rights to reduce
the stigma associated with AD, and (d) enough time (4 weeks) should be provided between
sessions to allow discussion between participants and family members.
Two educational sessions, 4 weeks apart, were conducted within four churches, two
Chinese Protestant and two Vietnamese Catholic churches. The first session was a “spirituallybased endorsement of AD” by a church official and AD explanation by a physician (Sun et al.,
2017). The second education session focused on AD explanation and completion. Pre- and postintervention questionnaires were completed, and the primary outcomes were completion of an
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AD and having an in-depth proxy conversation about AD (Sun et al., 2017). Descriptive statistics
were computed for all measures. By three months post-intervention 71.8% of participants had
completed an AD and 25% had a proxy conversation (Sun et al., 2017).
Nedjat-Haiem et al. (2017) examined the feasibility and satisfaction with a communitybased ACP intervention in southern New Mexico, targeting older Latinos. They conducted a
prospective, pretest/post-test, two group, randomized, community-based pilot project.
Acknowledging their research was part of a bigger research project, the authors sought to
evaluate the feasibility and satisfaction with the ACP-1 Plan. Study participants were recruited
with methods from a sociocultural framework. Inclusion criteria were Latino/Hispanic living in
southern New Mexico, age greater than 50, and having one or more chronic illnesses. A total of
104 subjects were enrolled. Participants were randomly assigned to usual care or treatment
intervention group. The usual care group was given general advance directive education about
ACPs and ADs. The treatment group received motivational interviewing counseling and clientcentered supportive care regarding ACP engagement. The qualitative data indicated overall
satisfaction with ACP-1 and feasibility of recruitment and the intervention (Nedjat-Haiem et al.,
2017).
Institution Based Advanced Care Planning Interventions
Bonner et al. (2014), conducted a pilot study examining an advance care treatment plan
(ACT-Plan) with African American dementia caregivers. Their group-based education
intervention was conducted within five adult day care centers located in an urban setting. A two
group, pre- and posttest design was utilized. Sixty-eight African American caregivers of relatives
with dementia participated in one of two groups: a four-week ACT-Plan condition (n=35) or an
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attention control condition focused on health promotion topics including hypertension, diabetes,
exercise, and advance directives (n=33; Bonner et al., 2014). Randomization of participants did
not occur.
Using a standard training protocol, each group session was conducted by an advance
practice nurse. Using descriptive statistics, primary outcomes measured were knowledge about
dementia, knowledge about cardiopulmonary resuscitation (CPR), mechanical ventilation (MV),
tube feeding (TF), and self-efficacy on decisions made for CPR, MV, and TF. The authors
concluded that knowledge of dementia and self-efficacy were increased for the ACT-Plan group.
Comfort with knowledge of CPR, MV, and TF decreased in the ACT-Plan group, but remained
unchanged in the attention control, suggesting more knowledge about these topics could make
caregivers more uncomfortable about making decisions regarding these interventions (Bonner et
al., 2014). Finally, there was a significant decrease in the decision to use CPR, MV, and TF in
the ACT-Plan group, but not in the attention control group.
Song et al. (2016) conducted a secondary data analysis from a randomized control trial
comparing an ACP intervention, Sharing Patient’s Illness Representations to Increase Trust
(SPIRIT), to usual care. Specifically, they examined dyad congruence on goals of care, surrogate
decision-making confidence, a combination of the two, and patient decisional conflict (Song et
al., 2016). Another comparison was made between the results of African Americans and
Caucasians. Patients were recruited from 20 dialysis centers in eight counties in North Carolina.
The SPIRIT arm participated in two sessions that discussed the participant’s prognosis and
values regarding end-of-life care. Involving a surrogate, a goals-of-care document was
completed. Session two was a review of the goals-of-care (Song et al., 2016).
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The SPIRIT intervention had a significant effect on the number of dyads congruent in
goals of care, surrogate decision-making confidence, improving preparation for end-of-life
decision making, and post-bereavement outcomes for African Americans. SPIRIT did not have a
significant effect on Caucasians for the above listed outcomes. Indicating this program may be
more aligned with African American cultural values (Song et al., 2016).
Sudore et al. (2014) developed the PREPARE Website in an attempt to “reconceptualize”
advance care planning, especially for ethnically and racially diverse groups. PREPARE is a webbased tool that was designed to teach skills required to communicate end-of-life care wishes to a
surrogate decision makers and primary care providers. There are five steps to PREPARE: 1)
choose a medical decision maker and ask them to serve in that role; 2) decide what matters most
in life for medical care; 3) decide on leeway for the surrogate decision maker; 4) communicate
wishes with surrogates, clinicians, and other family and friends; and 5) ask doctors the right
questions to make informed medical decisions. It is written at a fifth-grade level with a 14 point
or larger font. The authors tested PREPARE’s ability to engage older adults from racially and
ethnically diverse backgrounds, in ACP, via a pilot study design. Forty-three participants were
recruited of which 65% were non-white, and were asked to view PREPARE on their own within
the senior center (Sudore et al., 2014). Engagement in ACP was the primary outcome and
measured with the ACP Engagement Survey. ACP engagement was found to significantly
increase at one week after the intervention (Sudore et al., 2014).
PREPARE was further tested by Sudore et al. (2017) within primary care clinics of the
Veterans Affairs Health Care System. A randomized controlled trial was done to compare
PREPARE with an easy to read advanced directive. Participants were randomized to either
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PREPARE plus an AD or an AD alone. New ACP documentation at nine months was the
primary outcome being measured. There was a total of 414 participants and 43% were nonwhite. New ACP documentation was 25% in the AD only arm, and 35% in the PREPARE plus
AD arm. These findings suggest that PREPARE and an easy to read AD are capable of
improving ACP engagement and documentation, specifically in resource challenged clinics.
PREPARE was again tested via a single-blind, parallel-group, comparative efficacy trial
randomized at the patient level (Sudore et al., 2018). English-speaking and Spanish-speaking
older adults were randomized to PREPARE and an easy-to-read advance directive intervention
versus an easy-to-read AD alone. Outcomes evaluated were ACP documentation and
engagement. A total of 986 older adults with a chronic illness from four primary care clinics
were enrolled into the study. Similar to the RCT done at the Veterans Affairs Institution using
PREPARE, the PREPARE group in this trial had higher new documentation of ACP at 15
months and documentation of legal forms. Further, the PREPARE arm also had a larger increase
in ACP behavior change and action scores when compared to the AD-alone group.
Zapata et al. (2018) utilized the PREPARE movie version within a group visit setting,
involving a diverse group of patients from a safety-net health system. This feasibility pilot
included two 90-minute group visits that involved 22 participants viewing the PREPARE
website movie while attending an ACP group visit. The majority of participants (73%) were
nonwhite with limited health literacy. Knowledge about surrogate designation went from 46%
pre-intervention to 85% post-intervention. The authors concluded there was an increase in
surrogate designation and AD completion. Participants rated the group visits and PREPARE
program a mean score of eight on a ten-point acceptability scale. Zapata et al concluded that
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utilization of the PREPARE movie for ACP group visits for diverse adults, in the primary care
setting, is feasible.
Conclusion
There is a discrepancy in the rate of advanced directives completed by Caucasian groups
versus ethnically and racially diverse groups, with diverse groups having a lower rate of AD
completion (Bullock, 2011; Huang et al., 2016; Pecanac et al., 2014). Multiple programs
attempting to increase awareness, discussion, and completion of advanced directives are reported
in the literature. Within this literature review, several models were examined including TAP,
PREPARE, and HCM. TAP and HCM are models that require an abundance of financial and
people resources. Although their results are promising, limited data has been received and even
less data exists regarding diverse populations. However, the PREPARE model utilized fewer
resources, while still increasing AD documentation within the EMR, through primary care
clinics. This indicates it could be a viable option for communities and institutions with limited
resources, but needs further implementation and dissemination to validate this interpretation. In
conclusion, there is little research on ACP interventions in ethnically and racially diverse
populations, but the available studies do demonstrate improved ACP engagement and
documentation. More research on how to engage diverse patients in ACP is warranted for the
aging and increasingly diverse patient population.
Implications for practice
Meeker and Jezewski (2004;2005) report that patients prefer to discuss advance care
planning with their primary care provider, while they are in good health, and that providers
should initiate the conversation. In addition to the above, family members often serve as
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surrogates, but are typically ill prepared to be decision makers (Meeker & Jezewski, 2005).
Therefore, as the research indicates, advance care planning is optimal patient care that should be
happening sooner in one’s life and preferably within the primary care setting.
ACP continues to be a challenge for patients, their families, practitioners, communities,
and healthcare institutions. However, this literature review reveals that when ACP interventions
target diverse patient populations, there is an increase in ACP engagement. Each article provides
insight regarding the challenges of ACP and the need for more research regarding this topic.
Healthcare systems and communities need to recognize the valuable implications of ACP
engagement and how this favorably affects diverse populations. More training is needed for
practitioners to assist with ACP and healthcare institutions need to employ more targeted ACP
interventions for diverse groups that are culturally sensitive.
As the U.S. population continues to age and becomes more diverse, end-of-life-care
planning will become more pertinent to the stakeholders of ACP engagement including patients,
their families, the healthcare system and the communities they serve. Patients need assistance
with ACP as they often are not aware of end-of-life-care planning or do not understand how to
navigate ACP. This is especially true for diverse patient populations. There is ample opportunity
for healthcare institutions to strategize culturally sensitive ACP programs for the patients and
communities they serve, that is culturally appropriate. Compounding the lack of ACP
engagement in diverse populations is a lack of practitioner preparedness to have these
discussions and help guide patients through the ACP process which again is more prevalent for
groups from different cultures.
Underserved populations are receiving more aggressive medical care even though
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research indicates they prefer less aggressive treatment (Kelley, Wenger, & Sarkisian, 2010).
Diverse patient groups are dying more often in the hospital, rather than at home or on hospice
when compared to Caucasian groups. This phenomenon is not ethically sound care and there is a
critical need for ACP education for diverse patients. The Patient Self-Determination Act clearly
states ACP education should be standard care (ABA, 2013) and the Institute of Medicine has
indicated that ACP education should be integrated into daily practice (IOM, 2014). Further, the
American Nurses Association has provided a document that outlines the code of ethics for the
nursing profession, entitled “Code of Ethics for Nurses with Interpretive Statements” (ANA.org,
2018). There are nine provisions and provision one specifically states “The nurse practices with
compassion and respect for the inherent dignity, worth, and unique attributes of every person”
(ANA.org, 2018, page 1). This provision offers five guidelines and the fourth guideline is “The
right to self-determination” (nursingworld.org). In their statement, they declare a patient has the
right to “accept, refuse, or terminate treatment without deceit, undue influence, duress, coercion,
or prejudice” (ANA.org, 2018, page 2). The health care system has a moral obligation to do so
and nurse practitioners can be a primary driver in this effort.
It is imperative that healthcare practitioners and healthcare institutions prioritize end-oflife-care planning and employ effective interventions for diverse patient populations.
Additionally, focus on staff development for ACP engagement that is culturally appropriate is
also warranted as many practitioners do not feel prepared to have end-of-life-care discussions
(Solis, Mancera, & Shen, 2018). Workflow for ACP engagement is a necessary priority for
healthcare institutions as this is consistently recognized as a barrier for practitioners. With better
integration of ACP into workflow patterns, there is more likelihood of patients and providers
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general healthcare maintenance.
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