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Abstract
African Americans remain an underrepresented demographic in hospice care because
they underutilize the service at disproportionate rates compared to the total population.
The research problem addressed African American perceptions of the microsystem,
mesosystem, exosystem, macrosystem, and chronosystem factors that impacted their
perceptions and utilization of hospice. The purpose of this generic qualitative study was
to explore African American caregivers’ perceptions of environment-related factors that
affected their utilization of hospice care. Data were collected from semistructured
interviews with 10 African American family caregivers aged 18 and over, with at least 2
years of experience as hospice caregivers. Findings from coding and thematic analysis
yielded five themes and three subthemes: (a) early messages with three subthemes (death
and dying, did not talk about it, and guilt and resistance), (b) communication by the
medical team, (c) attitudes that impact perceptions, (d) cultural messages, and (e) barriers
to utilization. Findings confirmed that African American caregivers’ perceptions and
utilization of hospice are influenced by environmental factors. Findings may inform new
interventions that could enhance hospice accessibility and appeal to the African

American community.
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Chapter 1: Introduction to the Study

In the United States, African American individuals and their families have
underutilized hospice care since the service’s inception. African Americans underutilize
hospice services at disproportionate rates compared to their Caucasian counterparts. The
African American community’s lack of participation and utilization of hospice services
has been at the center of several studies (Bridges, 2017; Starr et al., 2021; Vaughan &
Kofmehl, 2020; Worster et al., 2018). Prior research focused on the barriers African
Americans faced in accessing and utilizing hospice care, such as mistrust of the medical
system, lack of knowledge, and misunderstanding of the hospice philosophy that this
demographic equates to giving up (Starr et al., 2021).

As early as 2005, the National Academy of Medicine (National Academy of
Medicine, 2002, as cited in Bridges, 2017) reported that African Americans are sicker,
die earlier, and have a lower quality of health despite having comparable socioeconomic
status, age, and comorbidities as Caucasians. African Americans have experienced
ongoing health disparities due to inadequate access to curative and preventable health,
including end-of-life (EOL) care. The underutilization of hospice by African Americans
can be tied to the history of slavery, medical exploitation through experimentation, and
ongoing racism that have contributed to the mistrust of the health care system, which had
contributed to persistent health disparities and the underutilization of hospice (Elbaum,
2020; Siler et al., 2021; Starr et al., 2021).

The National Hospice and Palliative Care Organization (NHPCO, 2018) released

demographic information indicating that of the hospice patients served in 2018, less than



9% of hospice enrollees were African American. This report from NHPCO further
documented the existence of racial differences in hospice use for EOL. Rizzuto and
Aldridge (2018) contend that at EOL, African Americans have a higher intensity of
aggressive care, incur higher healthcare spending, and are less likely to enroll in EOL
services such as hospice. Researchers have identified disparities and barriers within the
African American community that have contributed to the ongoing underuse of hospice
services (Bazargan & Bazargan-Hejazi, S., 2020; Gardner et al., 2018; Rizzuto &
Aldridge, 2018; Siler et al., 2021; Starr et al., 2021).

One reason hospice care is underutilized among African Americans is the
persistent health disparities that exist in marginalized groups such as African Americans
in the United States. Researchers have identified disparities and barriers within the
African American community that have contributed to the ongoing underuse of hospice
services (Akdeniz et al., 2021; Bazargan & Bazargan-Hejarzi, S., 2020; Gardner et al.,
2018; Rizzuto & Aldridge, 2018; Siler et al., 2021; Starr et al., 2021). African Americans
face historical, cultural, and spiritual barriers that contribute to ongoing disparities in
EOL health care (Rhodes et al., 2016). Those historical events, such as the legacy of
slavery, Jim Crow laws, racial profiling, the killing of Blacks by law enforcement,
disproportionate numbers of incarcerations, and the number of African Americans who
suffered or died during the coronavirus pandemic have contributed to the ongoing loss of
trust in the United States medical institutions (Elbaum, 2020; Rhodes et al., 2016). From
a cultural and spiritual perspective, the hospice philosophy conflicts with the attitudes,

beliefs, and traditions related to medical care, the role of family caregivers, and decision



making in the African American community (Akdeniz et al., 2021; Bazargan &
Bazargan-Hejazi, S., 2020). NHPCO has recognized these barriers and continues to make
efforts to increase African American participation in hospice care.

In this study, I aimed to understand how African American caregivers perceive
ecological factors related to hospice utilization. Understanding how these environmental
factors relate to hospice utilization was crucial because it could help hospice providers
and clinicians identify and understand the factors that influence African Americans’
perception and subsequent use of hospice. The social implications of this study may
positively impact policy and clinical changes regarding how hospice care is presented and
recommended to the African American community. Improved hospice service and
delivery may increase hospice utilization and decrease health disparities for the African
American community at the EOL.

In Chapter 1, | present the study’s background, problem statement, purpose,
research question, and theoretical framework. I also identify the nature of the study,
definitions, assumptions, and scope and delimitations. | will conclude with a discussion
of the limitations and significance of the study.

Background

The NHPCO introduced several educational initiatives and partnerships such as
partnering with the African American spiritual community to provide education regarding
hospice services (Rhodes et al., 2016; Siler et al., 2021). The NHPCO African American
Outreach Guide (2008) provides guidelines regarding the education of clinical staff on

the existence of health disparities and EOL issues that are specific to the African
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American community. This guide also discusses how health disparities have contributed
to African Americans’ underutilization of hospice services. The guide briefly outlines
how the history of health experiments, such as the Tuskegee syphilis experiment,
contributes to African Americans’ mistrust of health care.

In an effort to study the disease process of syphilis, the treatment, and cure for the
disease were withheld from African Americans, resulting in those African Americans
dying painful deaths during the Tuskegee syphilis experiment (Davies et al., 2019;
Hanchate et al., 2009; Hughes & Vernon, 2020; Kelley et al., 2011; J. Park, 2017). More
recent examples of mistrust of health care by African Americans are evidenced by the
widespread belief among African Americans that HIVV/AIDS was created to destroy the
African American community (Bogart et al., 2019). The NHPCO sought to improve the
African American community’s hospice and palliative care utilization. However, the
NHPCO’s efforts to explore diversity and increase access to and participation of this
demographic in these services have fallen short. African Americans continue to utilize
hospice at far lower rates than their White counterparts despite the increased effort and
opportunities to do so (Aronowitz et al., 2020; Dillon & Basu, 2016b).

Hospice is considered palliative medicine because it provides comfort or
palliation of symptoms at the EOL. The palliative and hospice movement emerged to
offer patients autonomy regarding the care they will receive and as an alternative to
patients dying in the hospital (Elbaum, 2020; Metzger, 2023; Miccinesi et al., 2019;
Wang et al., 2019). However, with the intended benefits of hospice, African Americans

continue to underutilize the services. The continued underutilization of hospice care by



African Americans impedes this population’s access to EOL care that can reduce the
burden of terminal illness symptoms and enhance the quality of life (Bazargan et al.,
2021; Bazargan & Bazargan-Hejazi, S.,2020; Haines et al., 2018; Paredes et al., 2021).
The results of the current study may reveal how African Americans view hospice, thereby
enabling service delivery to be implemented or changed in response. My study findings
may also lead to policy and clinical practice changes to increase the African American
community’s use of hospice, resulting in community and societal transformation
regarding hospice as an option for EOL care.
Problem Statement

Healthcare disparities in the African American community are persistent. For
instance, African Americans are less likely than White Americans to receive timely
referrals to hospice (Bazargan & Bazargan-Hejazi, S., 2020; Hughes & Vernon, 2020;
Manja et al., 2019). T. Park et al. (2023) affirmed that African Americans experience
systemic undertreatment and underassessment as patients in hospice care. Hospice
referrals are made when a person is deemed to be at the EOL; however, data indicated
that the odds of hospice use near the EOL are lower for African Americans than other
demographics (Bazargan & Bazargan-Hejazi, S., 2020; Hughes & Vernon, 2020; T. Park
et al., 2023; Starr et al., 2021). This is evidenced by African Americans accounting for
less than 9% of all hospice admissions, compared to their White counterparts who
accounted for more than 80% of the hospice population (NHPCO, 2018). These
disparities also exist at the EOL. For EOL care, the hospice program is ideal for those

suffering from a terminal condition (Rhodes et al., 2016; Spencer et al., 2020; Townsend
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et al., 2017). Moreover, the participation rate in hospice care has not changed much over
the years because African Americans have not been able to navigate the barriers to
accessing hospice care (Rhodes et al., 2016; Spencer et al., 2020; Townsend et al., 2017).
African Americans underutilize hospice and palliative care despite the benefits of
utilizing the services.

Palliative care is a model of care that supports individuals diagnosed with a
chronic illness and is also considered a service that could facilitate a gradual transition to
hospice. The dichotomy between the palliative care program and hospice care and when
to convert from one to the other can be an anxiety-provoking process for African
Americans (Hall, 2018; Lee et al., 2020; Spencer et al., 2020; Wang et al., 2019). The
barrier is due to African Americans being more likely to negatively perceive hospice care
than their White counterparts (Lee et al., 2020; Townsend et al., 2017; Worster et al.,
2018). African American conversion to hospice care from a palliative care program often
falls in the category of acceptance or refusal. Their decision making on whether to use
hospice is complicated by their understanding or perception of EOL services such as
hospice care (Bridges, 2017; Lee et al., 2020; Worster et al., 2018). Since hospice was
introduced in the 1970s as a model of care to provide patients with autonomy regarding
death and dying, African Americans have underused hospice care despite initiatives to
increase African American participation in this program (Hall, 2018; Hyatt, 2019; Lee et
al., 2020; Spencer et al., 2020).

The NHPCO (2018) reported an average yearly hospice participation rate by

African Americans of approximately 9% of the 1.55 million patients served. In contrast,
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African Americans comprise about 14% of the United States population (NHPCO, 2018).

Despite the many initiatives and education programs by rural and urban hospices and the
NHPCOQO’s efforts to increase African American utilization of hospice services, the
African American community remains underserved by hospice programs in the United
States. Early referral and enrollment in palliative care have been a way to increase
hospice enrollment; however, this effort has not been successful in the African American
community. According to researchers, palliative care is considered a service that can
facilitate a gradual transition to hospice (Hendricks et al., 2019; lyer et al., 2019; Lee et
al., 2020; Spencer et al., 2020). There has been research on hospice, palliative care, and
African Americans. However, minimal research explored African Americans’
perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem factors affecting their hospice care utilization (Wang et al., 2019).
Exploring African American caregivers’ perceptions of hospice care was intended to fill
the literature gap and advance hospice care utilization while decreasing the African
American community’s health disparities at the EOL.
Purpose of the Study

The purpose of this generic qualitative study was to explore African American
caregivers’ perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem factors that affect their utilization of hospice care. Because hospice
providers explore ways to increase African American participation in hospice services,
this generic qualitative study provided a deeper understanding of how service delivery

impacts how African Americans perceive hospice services. Utilizing the five system



levels (microsystem, mesosystem, exosystem, macrosystem, chronosystem) outlined in

Bronfenbrenner’s (1977) ecological systems theory provided insight into how African

American caregivers perceive hospice based on their interactions with their environment.
Research Question

How do microsystem, mesosystem, exosystem, macrosystem, and chronosystem
factors relate to how hospice is perceived and utilized among African American
caregivers?

Theoretical Framework

The theory that framed this generic qualitative study was Bronfenbrenner’s
ecological systems theory (EST; Bronfenbrenner, 1977; Pask et al., 2018). The theory
views individuals throughout their lifespan through five system levels: microsystem,
mesosystem, exosystem, macrosystem, and chronosystem. In EST, the individual is at the
center of these five environmental systems.

The microsystem is described as the innermost environmental layer, which is the
activities and interactions of the individual’s immediate surroundings, such as their
immediate family members or caregivers (Bronfenbrenner, 1977; Chandran et al., 2016;
Pask et al., 2018). At the microlevel, parents and family caregivers are responsible for the
physical care of the child (patient) while working with service providers (Didericksen et
al., 2019; Limbers & Skipper, 2014; Silver et al., 1998; Vermaes et al., 2012). The
intimate relationships established at this microsystem level set the foundation for how
individuals interact and communicate with others. These interactions, particularly

between individuals and their family caregivers, extend beyond the family unit and
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influence other areas such as hospice care (Bronfenbrenner, 1977; Chandran et al., 2016;
W. D. Jones, 2021; Manski, 2018; Pask et al., 2018). Moving to the second layer, the
mesosystem, we see the interconnection between the multiple microsystems, such as
caregivers and the healthcare team (Bronfenbrenner, 1977; Chandran et al., 2016; W. D.
Jones, 2021; Manski, 2018; Pask et al., 2018). Also described at this level are the
interactions between the patient and family caregivers, including how they communicate
regarding caregiving tasks and hospice care. The two systems interact to influence the
individual’s development and perceptions (Bronfenbrenner, 1977; Drakenberg &
Malmgren, 2013; Lekganyane & Manganyi, 2023; Manski, 2018; Navarro & Tudge,
2023; Pask et al., 2018).

The third level is the exosystem, which includes the systems or services that the
individual does not have a cause or effect on, such as the structure of the palliative care or
hospice interdisciplinary team, the credentialing of the hospice agency, or the availability
of hospice care in the individual’s community (Bronfenbrenner, 1977; Chandran et al.,
2016; W. D. Jones, 2021; Pask et al., 2018). Although hospice is delivered chiefly in the
home setting, of the 2019 beneficiaries of hospice care, African Americans accounted for
8.2% of hospice patients in the United States (NHPCO, 2020; T. Park et al., 2023; U.S.
Census Bureau, 2022). In other words, the individual is not actively participating at this
level but is being indirectly affected. The macrosystem is the fourth layer, which is where
cultural context, attitudes, beliefs, and norms impact the individual (Bronfenbrenner,
1977; Chandran et al., 2016; W. D. Jones, 2021; Pask et al., 2018). The issues of poverty,

inequality, and cultural practices that contribute to perceptions of hospice can also be



10
explored in the macrosystem (Lekganyane & Manganyi, 2023). The fifth level is the

chronosystem, which impacts all other levels because this is where life events, historical
events, and life transitions impact the individual (Bronfenbrenner, 1977; Chandran et al.,
2016; W. D. Jones, 2021; Pask et al., 2018). The changes in the individual’s environment
over time occur at this level. Family caregivers’ experience of adverse health outcomes
due to the physical and emotional burden of providing care at the EOL to a loved one and
managing other responsibilities is one example of life transitions that can occur at this
level (Cohen et al., 2017; Im et al., 2019; Reblin et al., 2023).

Caregivers are crucial to hospice care despite minimal research exploring the
perceptions of ecological or environmental factors that impact African American
caregivers’ utilization of hospice services (Luth & Pristavec, 2020). These caregiver
perceptions may provide insight into their utilization of hospice. The five system levels
identified through EST allow for an understanding of how the environment influences
African American caregivers’ perceptions.

According to EST, attitudes and beliefs can influence behavior (Pask et al., 2018).
Therefore, EST was used to explore African American caregivers’ perceptions of the five
system-level factors that affect their utilization of hospice care. Bronfenbrenner’s EST
provides a theoretical framework to explore how an individual’s social environment
influences their behavior, attitudes, and perceptions. Using EST as a conceptual
framework demonstrated that the environment has the most decisive influence and impact

on the individual.
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All ecological system levels influence the individual and were explored in the
current study. The EST provided a framework to examine the phenomenon of African
American caregivers’ perceptions of the microsystem, mesosystem, exosystem,
macrosystem, and chronosystem factors that affect their utilization of hospice care (see
Pask et al., 2018). EST has been used in studies to contextualize the impact of the
environment on vulnerable individuals, such as African Americans or caregivers of
African American patients (Chandran et al., 2016; Manski, 2018; Pask et al., 2018).
Viewing African American caregivers’ attitudes and perceptions through the EST
framework provided some understanding of how this demographic’s perception of
hospice care is shaped.

Nature of the Study

In this study, a generic qualitative approach was employed. A generic qualitative
approach was selected because it has no specific allegiance to a prescribed methodology.
The generic qualitative approach is interpretive, can stand alone as the researcher’s
approach, and allows a rich descriptive inquiry of the phenomenon under investigation
(Kahlke, 2018; Patton, 2015). This approach includes in-depth semistructured
interviewing, field notes, and document analysis to understand how participants interpret,
construct, and make meaning of their world and experiences (Kahlke, 2018; Patton,
2015). The data were obtained through a Zoom videoconferencing platform using
semistructured interviews with open-ended questions, which were conducted in the
participants’ chosen environment. The choice to use Zoom for this qualitative study

offered convenience, flexibility, cost-effectiveness, and unique features such as screen
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sharing and video recording that are suitable for conducting qualitative research (see
Archibald et al., 2019; Oliffe et al., 2021). The recruited participants self-identified as
African American, were over the age of 18, spoke English, and were currently or had
previously served in the past two years as a family caregiver to an African American
hospice patient. According to the Diagnostic and Statistical Manual of Mental Disorders
(American Psychiatric Association, 2013, as cited in Aschieri et al., 2021), 2 years is
sufficient time for an individual to process transition or loss while at the same time
allowing for a vivid recollection of events.

A thematic analysis with inductive coding was used because it was an accessible
and theoretically flexible way to analyze qualitative data (see Braun & Clark, 2006).
Inductive coding is data driven, does not place the data into predetermined categories,
and puts aside any previous understanding of the data (Percy et al., 2015). Inductive data
analysis was utilized to look for common patterns and identify codes, categories, and
themes to help answer the research question. As the researcher, | read and reread the
transcripts and identified repeated codes, themes, and insights that were synthesized to
interpret the meaning or implications of African American caregivers’ perception of
hospice (see Percy et al., 2015). Carcary (2020) indicated that data analysis co-occurring
with data collection is typical of qualitative research.

Definitions

Advance directive: A written document that specifies the type of medical

treatment or care executed by an individual when they are not able to communicate their

wishes (Wienclaw, 2021).
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Culture: A socially shared way of life in which meaning and behavior are defined
for a group (Wienclaw, 2021).

Disparate/disparities /disparity: The difference in outcomes that people
experience based on their race or ethnicity (Harp & Bunting, 2020).

Disproportionality: The larger or smaller representation of a group within the
same group’s representation in the general population (Harp & Bunting, 2020).

Do not resuscitate: An advance directive that indicates that the individual is not to
be resuscitated when their heart or breathing stops (Wienclaw, 2021).

End of life (EOL): A time when individuals are considered to be in the last 6
months of life due to advanced or terminal stages of their disease process (De Souza et
al., 2020).

Ethics: The difference between right and wrong (Wienclaw, 2021).

Family caregiver: An identified family member or friend who provides medical
care and assistance with activities of daily living to individuals with medical needs or
limitations (Irani et al., 2021; L. Pearlin et al., 1990).

Hospice: A medical service provided to individuals and their families who are
diagnosed with a terminal illness and have a 6-month or less prognosis and are no longer
receiving life-prolonging or curative treatment (Rine, 2018).

Minority: The proportion of individuals of the nondominant culture (Rine, 2018).

Quality of life: An individual or family member’s perception of their position in

life, or the individual’s sense of well-being (Wienclaw, 2021).
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Palliative care: A service provided to individuals and their families who are
experiencing a chronic illness with the goal of relieving symptoms. Palliative care is not
restricted to individuals who are at EOL (Rine, 2018).

Patient surrogate: A person who serves as a formal or informal caregiver or
medical proxy to make care decisions for individuals who have lost their capacity to
make decisions for themselves due to a deteriorating medical condition (De Souza et al.,
2020).

Assumptions

A generic qualitative approach guided this study. Qualitative research provides
researchers with an explanation, clarification, and elaboration of meaning from various
aspects of the human experience or phenomenon (Creswell & Poth, 2018; Lincoln &
Denzin, 2007; Kahlke, 2018). Qualitative research is a cyclical process that begins with
an interest or a question. Ravitch and Carl (2019) contended that qualitative research is
recursive, where each step informs the next step, thereby using all its components. The
participants’ attitudes, perspectives, and experiences were explored through
semistructured interviews.

This study was based on two assumptions. The first assumption was that several
factors influence African Americans’ decisions to utilize hospice services or not. The
second assumption was that African Americans do not come from the same environment.
Therefore, their perceptions of the ecological or environmental factors related to hospice

utilization are different.
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Scope and Delimitations

The scope of this study was African American caregivers’ perceptions of the
microsystem, mesosystem, exosystem, macrosystem, and chronosystem factors that affect
their use of hospice. Exploration of African American caregivers’ perceptions of hospice
through EST’s five system-level factors may help advance hospice care in the African
American community, thereby decreasing health disparities at the EOL for this
community. The current study participants had to meet race, age, and current or previous
hospice caregiving requirements to qualify for this study.

The targeted participant population self-identified as African American, were over
the age of 18, spoke English, and were currently serving or had previously served as a
family caregiver of an African American hospice patient within the past 2 years. The
rationale for targeting African American caregivers as study participants was because of
the history of disparities African Americans face in health care, particularly at EOL (Hall,
2018; Noh & Schroepfer, 2022). The current study excluded participants under the age of
18 because participants had to be at least 18 years of age to consent. The participants
were of a specific demographic who had disproportionately underutilized hospice care
and could offer a deeper understanding of the perceptions of hospice care that have
contributed to underutilization. The United States was selected as the focus area of the
study due to its historical artifacts of slavery, segregation, discrimination,
marginalization, and the disparities suffered by African Americans that have contributed

to distrust of the health care system (see Elbaum, 2020; Hall, 2018).
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The recruitment of participants was limited to individuals with hospice family
caregiver experience. This study did not include the perspectives of other ethnic or racial
groups or demographics because their experiences may have been different from the
chosen demographic. If other scholars can transfer the results to different contexts or
settings, it will indicate the transferability of this study (Creswell & Creswell, 2018). As
the researcher, | described the contexts and assumptions in detail to ensure the potential
for transferability of this study.

Limitations

African American caregivers’ perceptions of hospice could be a direct result of
distrust of the medical system due to a history of racial discrimination, marginalization,
and oppression. Therefore, recruiting enough information-rich African American
participants for this study could have been challenging. Barrett et al. (2017) examined
barriers recruiters encountered when recruiting and enrolling study participants who are
African Americans. According to Barrett et al. (2017), African American participants
often fear the guinea pig syndrome or the fear of misconception through enrollment or
participation in research studies. Other barriers identified included mistrust that is based
on historical and current medical abuse, lack of understanding of the research purpose
and its process, and the influence of social and familial relations that serve as gatekeepers
and stigma (Barrett et al., 2017).

Another limitation of the current study was its exclusivity to African American
family caregivers living in the southern region of the United States, which could have

presented some biases. Hospice and palliative care are not exclusive to the African
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American demographic in the South. This study was exploratory and based on
semistructured interviews. Therefore, the findings are representative of the African
American family caregivers interviewed and are not generalized to the experiences of the
entire African American population. This study was restricted to those serving or those
who had previously served as a family caregiver of a hospice patient. The results may not
be transferrable to other ethnic groups outside of the targeted population. Recruiting
African American participants who had served as formal or informal family caregivers
and had experience with hospice could have been difficult. The discussion of death in the
African American community could have been a difficult conversation to have. In the
African American community, hospice is often synonymous with death, a conversation
participants may have wanted to avoid (see Dillon & Basu, 2016a; Dressler et al., 2021,
Siler et al., 2021).

Study participants were also asked to set aside time (60—90 minutes) for an
interview that may have competed with other priorities. Participants may have also had
some mistrust and skepticism about the purpose of the study and what would be done
with the information collected (see Barrett et al., 2017; Graves & Sheldon, 2017; J. Park,
2017). Therefore, how the interview would be conducted was taken into consideration.
The interviews were conducted via Zoom videoconferencing in the participant’s chosen
environment.

Significance of the Study
The significance of this qualitative research is that it fills a gap in the literature.

Findings may also contribute to positive social change within the social work profession.
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This study offers social workers and other clinical professionals insight into how the
African American community perceives hospice, which may improve social work
advocacy, education, and clinical practice approaches when engaging with this
community about hospice care. Findings may contribute to improved perceptions and
utilization of hospice by African Americans (see Im et al., 2019; Pask et al., 2018;
Spencer et al., 2020). This research may also increase social workers’ understanding of
the cultural, historical, and environmental factors that impact African American
caregivers’ perceptions and utilization of hospice services (see Hall, 2018). The current
study may provide social workers with tools to communicate the benefits of hospice care
while dispelling negative perceptions or barriers that have impacted African American
utilization. The findings of this study may effect positive social change by educating
readers about the underutilization of hospice services in the African American
community. Findings may also affect how hospice care is presented and delivered to the
African American community and may reduce health disparities at EOL for African
Americans.
Summary

Chapter 1 provided the background for this generic qualitative study. I presented a
few of the challenges and health disparities faced by African Americans that contributed
to their underutilization of hospice services. | defined terms that influenced the scope of
this study. In addition, I introduced information on African American caregivers’
perceptions of ecological factors related to hospice utilization. Bronfenbrenner’s EST

was used to ground this study on African American caregivers’ perceptions of the
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microsystem, mesosystem, macrosystem, exosystem, and chronosystem factors that affect
their hospice utilization. Chapter 1 also included the scope of the problem, the study’s
significance, and the nature of the study.

In Chapter 2, I link the literature to the current generic qualitative study’s
methodology to explore African American caregivers’ perception of the ecological
factors that affect their hospice utilization. | provide a detailed description of
Bronfenbrenner’s EST. Additionally; | conducted a review of the literature on the key

variables related to the study topic.
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Chapter 2: Literature Review

The purpose of this generic qualitative study was to explore African American
caregivers’ perceptions of the microsystem, mesosystem, macrosystem, exosystem, and
chronosystem factors that affect their utilization of hospice care. The health care African
Americans receive at EOL, as well as how African Americans perceive EOL care, differs
from the care and perceptions of other demographics (Bridges, 2017; Dillon & Basu,
2016b; Rhodes et al., 2016). African Americans underutilize EOL care such as hospice
care at disproportionate rates compared to the total population. African Americans’ lack
of participation and utilization of hospice services has been at the center of several
studies over the years (Bridges, 2017; Dillion & Basu, 2016a; Starr et al., 2021).

Chapter 2 includes sections describing the strategy used for the literature review,
information on the theoretical framework used to guide this study, and a thorough review
of the relevant literature. The literature review establishes the problem’s relevance by
discussing hospice care within the identified demographic, including the disparities and
barriers to hospice use that have contributed to how African Americans perceive hospice.
The efforts made to improve African Americans’ perceptions of hospice and increase
utilization, and the role of caregivers, are also reviewed. The literature related to the
theoretical framework’s core concepts is also reviewed.

Literature Search Strategy

The Walden University Library was the primary resource in my literature review

search strategy. The search findings generated a variety of results depending on the

combination of keywords. Most of the search results addressed the general hospice care
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philosophy and barriers that contribute to underutilization by African Americans. The
initial databases that were searched for relevant literature on the topic included
MEDLINE/PubMed, SAGE Journals, APA PsycINFO, Social Work Abstract, Scholar
Works, and Google Scholar. The searches were limited to peer-reviewed scholarly
articles published from 2017 onward. The keywords used were social work, hospice, end-
of-life, healthcare services, palliative care, African Americans, and perspectives. The
keyword social work was placed in Box 1. When | started typing hospice in Box 2, other
terms were suggested, such as hospice or palliative care, end of life, or terminal care;
11,780 results were yielded. Next, Box 3 was added with the keywords African
American, Black, race, racial, or diversity, and 281 results were yielded. Finally, Box 4
was added with the keywords perceptions or attitudes, and 534 results were presented.
All of the results were significant because they demonstrated the literature available on
the topic.

Further literature review searches were conducted on the theoretical framework
using the key term Bronfenbrenner’s ecological systems theory. The peer-reviewed
articles of significance to the research were reviewed in the theoretical framework section
of the literature review. After reviewing the theoretical framework literature, | completed
multiple searches using the core concept keywords and African American or black
perceptions and attitudes. Along with the articles being peer-reviewed, they were also
limited to publication dates in the past 5 years (2017 to 2022). The Academic Search
Complete, MEDLINE, CINAHL PLUS with full text, APA PsycINFO, GreenFILE,

ERIC, SocINDEX with full text, Complementary INDEX, and Google Scholar databases
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were used to search for literature relevant to the theoretical framework. The following
section presents the theoretical framework of Bronfenbrenner’s EST.
Theoretical Foundation

Bronfenbrenner’s EST (Pask et al., 2018) was the theoretical framework for this
study. EST was developed by Bronfenbrenner in 1977 and views human development
through individuals’ continuous transactions with their environment. Bronfenbrenner
argued that human development is best understood when an individual is examined
through five system levels: microsystem, mesosystem, exosystem, macrosystem, and
chronosystem. Understanding human development through EST goes beyond what is
directly observed (Navarro & Tudge, 2023; W. D. Jones, 2021).

EST is derived from the biological sciences’ view of ecology or environment and
how an individual interacts with their environment by identifying multiple levels of
influence ranging from individual factors to community influences (Rejeski & Fanning,
2019). Bronfenbrenner developed EST in response to an inadequate psychological
response to human development (W. D. Jones, 2021). Bronfenbrenner was also critical of
previous psychosocial research, which Bronfenbrenner thought focused too much on the
individual and not enough on the impact of the environment on the individual’s
development. In response to this, Bronfenbrenner developed the concept of five system
levels (microsystem, mesosystem, exosystem, macrosystem, and chronosystem)
describing the interactions and social networks of the individual at the center

(Bronfenbrenner, 1977; Chandran et al., 2016; W. D. Jones, 2021; Pask et al., 2018).
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Bronfenbrenner described the concept of each system level in which an individual
interacts as follows. The microsystem is the individual’s immediate environment, such as
their family and peers (Bronfenbrenner, 1977; Chandran et al., 2016; Pask et al., 2018).
This system includes the individual’s family and home environment (Bronfenbrenner,
1977; Chandran et al., 2016; Pask et al., 2018). The second level is the mesosystem,
which is the level at which the individual connects and interacts with their neighborhood,
school, office, or social groups (Bronfenbrenner, 1977; Pask et al., 2018). The exosystem
is the third level and consists of the individual’s external or indirect environment, which
includes their neighborhood, family, or parental friends (Bronfenbrenner, 1977; Pask et
al., 2018). The fourth level is the macrosystem, which comprises the culture, values, and
heritage that influence and define the individual (Bronfenbrenner, 1977; Pask et al.,
2018). The fifth level is the chronosystem, in which the life transitional events that have
impacted the individual over time take place (Bronfenbrenner, 1977; Pask et al., 2018).
Exploring the impact of each system on the individual provided an understanding of how
ecological factors shape perceptions and attitudes related to hospice.

EST provided a holistic approach to understanding perceptions, attitudes, and
behaviors regarding health, including hospice or EOL care. The hospice philosophy of
providing holistic care at EOL coincides with EST utilizing five system levels to
holistically understand the individuals. Pask et al. (2018) demonstrated this when they
conducted a qualitative study using semistructured interviews to examine the complexity
of palliative care through the lens of 65 stakeholders including patients, caregivers, and

professionals. EST was used to frame how a patient dealing with advanced illness
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interacts with their environment, accepting and capturing the complexity and benefits of
the services. Pask et al. (2018) found that hospice care is a complex level of care that
goes beyond the patient, and that complexity is based on the patient’s interactions with
their family, how they perceive the services, and how the services are delivered.

EST examines an individual through a holistic lens, and hospice care promotes
patient-centered care or whole-person care, attending to the patient’s emotional,
psychosocial, and spiritual aspects of death and caregiving (Pask et al., 2018; Pederson &
Emmers-Somer, 2012). Through the EST lens, Stahl et al. (2017) examined how
practitioners and care providers handled patients’ intimacy and sexuality at EOL. EST
was chosen as the theoretical foundation for this study because it allowed the individual
to be viewed holistically through multiple systems levels that influence intimacy and
sexuality at EOL. Family care providers were chosen for this study due to their ethical
responsibility to ensure all needs of the patient are met. Stahl et al. (2017) concluded that
an individual’s functions are impacted by their psychosocial resources and environment.
In the current study, EST provided a lens through which an individual’s environment
could be analyzed to determine whether their perceptions affected their utilization of
services such as hospice care.

| adopted the theory to examine African American caregivers’ perceptions of
ecological factors related to hospice utilization. | used EST as a framework to understand
the connection between internal family patterns that influence attitudes and perceptions
(see Bronfenbrenner, 1977; Pask et al., 2018; Scherrens et al., 2018). A person’s

perception is shaped by their heritage, culture, family, religion, environment, and
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vulnerabilities, which can also be examined through EST’s five system levels
(Bronfenbrenner, 1977; Pask et al., 2018). Luth and Pristavec (2020) contended that
caregivers’ perceptions of their experiences can positively or negatively shape how they
evaluate, access, and utilize EOL care for their loved ones. In general, caring for a family
member is a challenging task that can affect the deepest fabric of kinship relations
(Cohen et al., 2017; Goldblatt et al., 2019; Kumar et al., 2020). When medical providers
have insight into family caregivers’ experiences, this enhances the understanding of how
these caregivers’ perceptions are formulated around hospice utilization.

Chandran et al. (2016) used EST as a framework to explore caregiver experiences
and described those experiences within the five system levels of EST. In the
microsystem, the caregivers reported challenging interactions with the medical providers
(Chandran et al., 2016; Edwards, 2020). The interactions between the patient and medical
providers and their impact on the caregiver can be explored further in the mesosystem
(Chandran et al., 2016; Edwards, 2020; Thacker & Blueford, 2018). The lack of control
of scheduling with the staff was cited in the exosystem. The impact of local culture on
service development and delivery can be evaluated in the macrosystem. Finally, it is in
the chronosystem where influences that impact perceptions are examined. Using EST as a
framework for this qualitative study allowed the caregiver experience to be
contextualized through their interactions within personal and professional systems
(Chandran et al., 2016; Edwards, 2020; Stahl et al., 2018; Stewart et al., 2018; Thacker &

Blueford, 2018).
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Bronfenbrenner (1977) developed EST to be applicable in examining issues
within racial, ethnic, and minority communities. The EST theory is thus applicable when
recruiting African Americans for research studies. The EST theory was applied by
Graves and Sheldon (2017) as they recruited African American children, adolescents, and
their families for their study on pediatric research. EST was well suited for this research
because individuals were viewed as influencing or being influenced directly and
indirectly by a series of social systems. Graves and Sheldon (2017) begin their research
by discussing how an individual’s interaction within the microsystem simultaneously
overlaps with the other system it influences or is influenced by while highlighting the
difficulty of recruiting African Americans for studies. By using EST to frame this study,
Graves and Sheldon (2017) concede to Bronfenbrenner’s premise that EST’s
multisystemic model can provide an understanding of the barriers faced when trying to
recruit African Americans for health-related research. (Bronfenbrenner, 1977). The
findings from the study by Graves and Sheldon (2017) support EST’s relevance to
research regarding minority groups, but the theory can also be relevant to the caregivers
of those minority groups.

African Americans, as a minority community, have vulnerabilities that can be
examined through the EST lens. Jones (2021) noted that African Americans in the United
States are already biologically vulnerable due to socioeconomic factors, inadequate
healthcare access, and inadequate healthcare service. The COVID pandemic exposed
those vulnerabilities even more. In 2021, Jones conducted a study that included an in-

depth examination of all five system levels within EST as he examined African
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Americans and their hesitancy of the COVID-19 vaccine. The author concluded that the
microsystem, which consists of initial family and peer relationships, profoundly
influences a child’s susceptibility and perception of social and medical encounters,
services, and other systems (Jones, 2021).

EST could provide a conceptual framework for how external systems impact the
individual. Opara (2017) used EST to explore ecological barriers and facilitators to HIV
communication between African American parents and their daughters. Ecological
influences such as parental beliefs, knowledge, and communication about sex and HIV
impact their daughters’ perceptions and attitudes regarding safe sexual behavior. All five
ecological system levels, microsystem, mesosystem, macrosystem, exosystem, and
chronosystem, were incorporated and examined along with their parental influence on
their daughters around safe sex. EST essentially provided a lens through which multiple
systems impacting the African American adolescent female and the families are
highlighted and contextualized as part of the bigger picture (Opara, 2017). Phelps and
Sperry (2020) provided another example of external systems’ impact on the individual.
EST was utilized to understand parents’ behaviors and perceptions as factors that
promote or hinder their child’s educational success. EST allowed for a deeper
examination of the child as an individual from multiple levels.

The theoretical lens of Bronfenbrenner’s EST allowed for research that supported
African American caregivers to share their perceptions of the ecological factors related to
hospice utilization. EST enabled the study participants to share their experiences and

perceptions as caregivers from a multi-system level as part of their environment. EST’s
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microsystem, mesosystem, exosystem, macrosystem, and chronosystem-related factors
provided insight into how African American caregivers perceived and utilized hospice
care. EST offered a framework for examining variables that contribute to a problem.
Based on the abovementioned premises, EST was the most appropriate to frame this
qualitative study.

The above literature supported the application of EST and contributed to the
examination of African American caregivers’ perception of ecological factors related to
their utilization of hospice. EST considers how the environment impacts the individual
and how the individual impacts the environment, thus providing a framework for social
workers to view individuals through a holistic lens. EST allowed for examining and
considering the different layered environments in and around the individual.

Literature Review Related to Key Variables
African Americans’ Vulnerability and Health Disparities

The African American community has experienced health disparities that have
been persistent from birth to death (Bridges, 2017; Spencer et al., 2020). This
demographic is also vulnerable as they have suffered a history of racism and poverty,
including unequal knowledge and access to medical care, including EOL care. Hospice
enrollment disparities among this demographic are alarming. African Americans
disproportionately die in hospitals instead of at home, are subjected to more extended
periods of uncontrolled pain, and receive futile, aggressive life-sustaining treatments
(Chuang et al., 2022; Hovland & Fuller, 2022; De Souza et al., 2020). A randomized field

study on managing lung cancer was conducted with ninety-six oncologists and primary
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care physicians. Moreover, the American Association of Hospice and Palliative Medicine
guided research and found that African American patients were 95% less likely to have
opioids prescribed for lung cancer by an oncologist than their Caucasian counterparts
(Aronowitz et al., 2020; De Souza et al., 2020; Knoebel et al., 2021;). African American
pain was under-rated twice as much when compared to other demographics (Aronowitz et
al., 2020; McCleskey & Cain, 2019). This study affirmed the ongoing disparities in
healthcare experienced by African Americans.

In 2018, the NHPCO reported that 8.2% of African Americans utilized hospice
services compared to 82.5% of Caucasians (NHPCO, 2020). By 2020, African American
participation in hospice had decreased by 5.3%, despite some gains in enrollment
(NHPCO, 2022). Those statistics are alarming because African Americans have the
highest mortality rate for most cancers in the United States compared to other ethnic
groups (American Cancer Society, 2020). Statics show that African American women die
of cancer at 3.1% compared to Caucasian females at 2.6% (American Cancer Society,
2020). Additionally, African American males die of prostate cancer at a rate of 3.1%
compared to their Caucasian counterparts (American Cancer Society, 2020).

These vulnerabilities and health disparities experienced by the African American
demographic do not end when patients enter hospice care for end-of-life (EOL) services.
Providers have been reluctant to discuss end-of-life issues, including hospice as an option
for care (J. C. Johnson et al., 2020; Manja et al., 2019; McCleskey & Cain, 2019). The
absence of clear and supportive physician communication has also contributed to

bereaved family members of African American patients reporting dissatisfaction with



30
end-of-life care (Chuang et al., 2022; J.C. Johnson et al., 2020; Jones et al., 2021; Kumar

et al., 2020). The lack of understanding by primary care physicians was cited in previous
studies by African American caregivers as a reason hospice is not chosen for care (Dillon
& Basu, 2016b; Jones et al., 2021; Walshe et al., 2021).

Many African Americans cultural beliefs and practices, learned stereotypes and
traditions have shaped their thoughts about hospice care (Cain & McClesky, 2019;
Collins et al., 2021; Park et al., 2023). In an integrative review of 24 articles to synthesize
clinical knowledge regarding the cultural perspectives of end-of-life and advanced care
planning among African Americans impacted by demographic variables such as mistrust
of the healthcare system, low healthcare literacy, strong spiritual and faith beliefs, lack of
autonomy, and the importance of family and communal decision-making (Chuang et al.,
2022; Collins et al., 2018; Han et al., 2019; Soroka et al., 2018; Stacey et al., 2020 ). This
study’s authors found that implementing advanced care planning encouraged and
promoted family-centered care. However, culture remained a barrier to the use or non-use
of hospice services. Inquiry into study participants’ cultural beliefs, practices,
stereotypes, and traditions as part of the ecological factors that have shaped their attitudes
and perceptions of hospice were pertinent to this study.

In previous studies, authors asserted that despite the rapid increases in
marginalized minority populations, which include African Americans, hospice and end-
of-life services are underutilized due to interpersonal factors such as the hospice
philosophy’s conflict with a patient’s spiritual and moral beliefs, education, and health

literacy (Bullock, 2011; Haines et al., 2018; Hall, 2018; J.C. Johnson et al., 2016; Jones
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et al., 2021). Interpersonal, community, and historical factors, such as a history of racial
injustices and disparities, contribute to African Americans’ ongoing hesitation to use
hospice services; African Americans will generally choose more curative treatments
(Hall, 2018; Jones et al., 2021; Kumar et al., 2020).

A qualitative study was conducted where several stakeholders were interviewed
regarding barriers and disparities to quality end-of-life care among diverse populations
(Dressler et al., 2021). Three themes emerged from the interviews: language barriers,
structural barriers, and communication barriers (Dressler et al., 2021; Ulrich et al., 2021).
The researchers concluded that language is a barrier and poses a unique challenge to EOL
and has been consistently identified across several pieces of research. Previous research
found that the lack of awareness of hospice was a contributor to health disparities at the
end of life and the underuse of hospice at EOL (Bridges, 2017; Noh et al., 2022; Star et
al., 2021; Vaughan & Kofmehl, 2020; Worster et al., 2018). Research findings also show
that the southern rural region of the US has limited awareness of hospice care due to
previously identified barriers (Cruz-Oliver et al., 2020; Dressler et al., 2021; Noh et al.,
2022). 1 inquired about barriers that contributed to the delay or decline in hospice use
with the participants of this study. Thus, when there was an understanding of the barriers
to hospice use, insights were gained into how hospice is perceived. Literature that
examines racial disparities is further explored in this review of literature.

A study was conducted by Gardner et al. (2018) to determine what the peer-
reviewed, empirical literature says in explanation of the racial disparities that are widely

known to exist among communities of color being underserved by palliative care
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programs. Gardner et al. (2018) argue the lack of an evidence-based model of care for
people living with chronic and advanced illnesses by people of color and other
marginalized populations resulted in a public health concern. The researchers conducted a
systemic scoping review to synthesize literature to document inequalities, identify
barriers to access and utilization, and make recommendations for the next steps in
reducing racial and ethnic disparities in palliative and hospice use among African
Americans. The researchers searched 2000 different databases using consistent search
terms. One thousand one hundred thirty-one articles were found and reviewed, 119 were
excluded, and in the end, only 22 ended up being included in the analysis.

As a result of the scoping review, the authors found disparities in consultations
and referrals for the studied services that resulted in disparate use and access (Gardner et
al., 2018). The authors also found social and environmental barriers such as limited
finances, lack of insurance, cultural preferences, location constraints, fear of the
unknown, and perceived discrimination that led to the lack of palliative and end-of-life
care services use or the services’ inaccessibility to people of color (Gardner et al., 2018;
Noh et al., 2022). This study demonstrated the need to understand the empirically known
barriers that result in disparities in end-of-life care use. | utilized these barriers in my
study to keep me aware of what I may have encountered with my research participants.

Acknowledging the vulnerabilities and disparities of the target population was
essential to this research. African Americans have experienced difficulty accessing
medical services, such as hospice, generally due to barriers such as mistrust of the

healthcare system, which contributes to ongoing health disparities among this population
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(Amofa et al., 2022; Rizzuto & Aldridge, 2018; Scharff et al., 2010; Siler et al., 2021;

Worster et al., 2018). The literature regarding health disparities experienced by the
African American community continues to provide evidence for the need to research the
contributors to how African American caregivers perceive hospice. This study helped
frame how and why this demographic perceives medical services like hospice.

Election of hospice services can be helpful for caregivers as it effectively helps
prepare for the death of a loved one, which they are often unprepared for (Breen et al.,
2018; Hovland & Fuller, 2022; Kehl, 2015). Once enrolled in hospice care, patients have
the choice to use, end, or revoke those services at any time and for any reason (Hyatt,
2019; Mor & Teno, 2016). Revocation of those services essentially ends the access to
clinical and interdisciplinary team care and support. This lack of access can also
contribute to the ongoing health disparities of an already vulnerable population.
Palliative to Hospice

Hospice care was birthed out of the palliative or “comfort” movement started in
1967 by Dame Cicely Saunders, who is also credited as the founder of the modern
hospice. In the 1970s, oncologist Dr. Balfour Mount coined the term “palliative care” to
distinguish it from hospice (lyer et al., 2019; Miccinesi et al., 2019; Mor & Teno, 2016).
Palliative care offers many benefits that focus on maintaining an individual’s comfort and
can serve as a bridge from cure to comfort and from chronic care support to hospice care.
Hospice and palliative care are often mentioned interchangeably, but they are two
different models of care. Hospice serves individuals at the end of life, while palliative

care serves individuals with chronic illnesses. Palliative care has long been considered
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the prelude to hospice care and is also considered a service that may facilitate a gradual
transition to hospice (Spencer et al., 2020; Wang et al., 2019).

Like palliative care, hospice’s theoretical and foundational principles are rooted
within biomedical ethics and support the values of patient preservation: justice,
autonomy, and dignity (Lee et al., 2020). A study was conducted on the perceptions of
South Asian immigrants. Palliative care was highlighted as a service that could
potentially improve patients’ and families’ quality of life by relieving physical symptoms,
reducing social isolation, and healthcare utilization when introduced early in the disease
process (Dosani et al., 2020; lyer et al., 2019). The most distinguishing feature of this
study demonstrated that when palliative care is done successfully, the perception of
hospice is improved (Dosani et al., 2020; lyer et al., 2019). Despite palliative care
potentially being a bridge to hospice, African Americans have infrequently realized the
benefits of hospice or palliative care. Within the African American community, palliative
care can be an option for continued care at the end of life when hospice has not been an
option, primarily due to negative perceptions of the services by African Americans
(Spencer et al., 2020; Wang et al., 2019; Worster et al., 2018).

Hospice

Hospice began as a social movement that evolved from ancient societies where
death was considered a process that could not be helped to later be called the disease of
old age, to an individualized process (Mor & Teno, 2016). The introduction of hospice
care in the United States was a response to the death and dying movement (Miccinesi et

al., 2019). Simultaneously, healthcare was experiencing a significant shift from medical
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paternalism by the medical professionals to individual autonomy or the patient’s right to
choose care and self-determination, particularly at the end of life (Dressler et al., 2021,
Miccinesi et al., 2019; Mor & Teno, 2016).

Hospice as an end-of-life care model became a permanent part of the Hospice
Medicare Benefit in 1985 (Mor & Teno, 2016). The National Hospice and Palliative Care
Organization (NHPCO, 2018) described hospice as a model of care that provides medical
care, comfort through pain and symptom management to improve quality of life, and
emotional and spiritual support to individuals and their caregivers facing a life-limiting
illness. According to the National Association of Social Workers (NASW, 2021),
“hospice focus is on caring, not curing” of the patient (p. 11). Hospice is described as a
model of care that is deemed ideal for those suffering from a terminal illness (Dressler et
al., 2021; Hyatt, 2019; NASW, 2021; NHPCO, 2018; Spencer et al., 2020). Hospice is
generally associated with the end of life but “is a specialized type of palliative care for
patients with a terminal illness” (Bazargan et al., 2021, p. 689; Spencer et al., 2020). An
individual facing a life-limiting or terminal condition with a life expectancy of six
months or less meets hospice eligibility criteria (NASW, 2021; NHPCO, 2008; NHPCO,
2018). Hospice services are covered primarily under Medicare, Medicaid, and most
insurances, and care is provided wherever the patient considers home, including a private
residence, long-term care facilities such as skilled nursing facilities, and senior
communities that offer independent living assisted living and memory care facilities.

Hospice is considered a specialized type of palliative care that focuses on

improving the quality of life for patients and their families (Gardner et al., 2018).
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Hospice programs utilize multi-disciplinary, multi-dimensional care to provide comfort
through services ranging from pain and symptom management to spiritual and
bereavement care and volunteer support (Bazargan et al., 2021). Townsend et al. (2017)
state that the interprofessional hospice team provides end-of-life care alongside the
patient and their family (p. 32). Hospice is a comprehensive care model provided by a
multi-disciplinary healthcare team, including physicians, registered nurses, spiritual
counselors, and social workers. A benefit of hospice is pain and symptom management
relief for individuals experiencing a terminal condition (Bazargan et al., 2021). The
hospice philosophy supports the alleviation of suffering, forgoes heroic measures,
promotes the concept of the patient and family, emotional and spiritual support, and
emphasizes comfort throughout the dying process (NHPCO, 2008; Mor & Teno, 2016
Townsend et al., 2017).

In contrast to the concepts and definitions of hospice care mentioned above,
African Americans often perceive and equate hospice to near death. From the inception
of hospice to its modern form, the African American community had not garnered the full
knowledge of hospice as a care model or an option for care at end-of-life despite its
benefits (Bazargan et al., 2021; De Souza et al., 2020; Dressler et al., 2021). Bazargan et
al. (2021) argued that in some instances, African Americans with life-limiting illnesses
and their caregivers may not even be aware of the option of hospice care.

Perceptions, Barriers, and Utilization of Hospice
Hospice and palliative care are often mentioned in the same breath despite the two

being different models of care. African Americans are more likely than their Caucasian
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counterparts to negatively perceive hospice due to cultural, religious, and spiritual
barriers and mistrust of the health system. Those negative perceptions then become
barriers to hospice use. Dosani et al. (2020) further said that public perception and
definitional issues have also attributed to the initial perceptions that “hospice” is
synonymous with end-of-life or when death is imminent. In minority communities, the
mention of hospice or palliative care is met with shock and fear as it is associated with
death (Dillon & Basu, 2016a; Hyatt, 2019; Rhodes et al., 2016).

Previous research supports that there are racial, ethnic, and cultural differences in
African American perceptions and use of both palliative and hospice services. Rhodes et
al. (2016) examined perceptions of diverse samples of African Americans around
advanced care planning, hospice, and palliative care to inform more culturally sensitive
interventions that will educate and promote awareness of these options for care. The
researchers conducted semi-constructed interviews and focus groups with African
Americans with personal and professional experience and exposure to end-of-life care.
After an in-depth qualitative analysis and thematic saturation were achieved, several
themes emerged. Rhodes et al. (2016) found from the emerged themes that the
participants found benefits and barriers in completing advance care planning and
palliative care and hospice enrollment, which included lack of knowledge, fear that the
services will hasten death or facilitate inferior or inadequate care and conflict with faith
and religious beliefs.

Along with having poor perceptions of hospice, barriers to African Americans’

use of hospice care services were closely examined. The most consistent barriers in
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previous research were social, spiritual, religious, cultural, ethical, and legal. Lee et al.
(2020) described African American social barriers as socio-economic challenges such as
the location of one’s physical dwelling or neighborhood, language, education, lack of
transportation, and financial resources as barriers to accessing basic healthcare and end-
of-life care such as hospice care. African Americans are more likely than their Caucasian
counterparts to be informed by their spiritual or religious beliefs on how they will cope
with their illness, including the treatments they decide to take. In that aspect, spirituality
and religion can be a barrier (Lee et al., 2020). Participation in hospice programs could be
seen as a lack of faith and an acceptance of death (Lee et al., 2020). Instead, praying and
believing that one would be healed is more acceptable within the African American
culture and community.

Culture is a set of beliefs, practices, perceptions, and attitudes that provide
meaning to unexpected or adverse events such as illness or death (Lee et al., 2020). From
a cultural aspect, African Americans lack knowledge about palliative and hospice
services, how and where they are delivered, the treatment options, and how they are
culturally relevant to their perceptions and beliefs can be seen as a barrier (Hovland &
Fuller, 2022; Lee et al., 2020). African Americans’ ethical and legal barriers to hospice
use are rooted in this demographic’s history of healthcare discrimination and racism
(Hovland & Fuller, 2022; Lee et al., 2020). The African American community has the
historical artifacts of slavery, Jim Crow, the civil rights movement, the Black Lives

Matter movement, and the racial and health disparities suffered by the COVID-19
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pandemic. Each of these events and periods has impacted hospice utilization by the
African American community.
Efforts to Overcome Barriers and Utilization

Reviewing previous literature regarding the efforts made to increase the African
American community’s access and utilization that would ultimately improve its
perception of these services is essential in determining what has worked and what has
not. Addressing each level of the multi-layered barriers that could increase participation
by African Americans is critical to reducing disparities (Dressler et al., 2021; W. D Jones,
2021; Opara et al., 2017). Townsend et al. (2017) conducted a study to determine if a
partnership between hospices and African American churches to disseminate education
about hospice could improve African Americans’ knowledge, perceptions, and
utilization. The researchers conducted focus group discussions at two predominantly
African American churches. Although six themes emerged from the discussion, the top
two consistent themes were a lack of knowledge about hospice services and spiritual
beliefs (Siler et al., 2021; Townsend et al., 2017; Vaughan & Kofmehl, 2020). The study
concluded that hospices partnering with African American churches could support
educating the African American community about the benefits. The study’s findings were
essential to my research as they reminded me that spirituality should be considered part
of the ecological factors that can impact perceptions of hospice.

To overcome barriers and utilization of hospice services by African Americans,
both the National Association of Social Workers (2021) and the National Hospice and

Palliative Care Organization (2008) defined cultural competence to encourage
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professional development in this area. The NHPCO developed a cultural competence
committee to address any challenges hospice professionals face. The Centers for
Medicare and Medicaid Services (CMMS) also require agencies providing palliative and
hospice services to demonstrate their efforts toward competence (Reese et al., 2016).
Caregivers have served as essential navigators in health care (Im et al., 2019; Irani et al.,
2021; Soroka et al., 2018; Walshe et al., 2021).
Caregivers

Nationally, 53 million adults are caregivers to individuals with chronic illnesses
(Hebdon et al., 2022). The NHPCO (2018) reports that approximately 57% of hospice
patients receive care in their homes from family caregivers who are not formally trained
to provide this care. Family caregiving is a family member or friend who provides care
and activities to individuals with medical needs (Han et al., 2019; Irani et al., 2021,
Kumar et al., 2020; Pearlin et al., 1990; Walshe et al., 2021). Just as African Americans
are underrepresented in hospice care, caregivers are an underrepresented group often
referred to as the “invisible workforce,” often taken on the burden of caregiving for other
individuals, which was most evident during the COVID-19 pandemic (Green et al., 2022;
Irani et al., 2021; W. D. Jones, 2021). Russell et al. (2023) conducted qualitative research
using semi-structured interviews to explore how the COVID-19 pandemic affected
caregivers’ experiences, whom he described as a “second set of eyes” in accessing home
health care. The results of this study indicated that caregivers faced societal and
institutional barriers to accessing home health services that were already present, but the

COVID-19 pandemic created additional challenges. The societal and institutional
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difficulties experienced by caregivers, in general, can be more challenging for African
American caregivers.
African American Caregivers

The African American culture consists of a network of care where, through
generations, family members embrace caregiving to demonstrate dignity and respect for
those suffering from illness. African American caregivers spent more hours performing
caregiving duties than their Caucasian counterparts. Glueckauf et al. (2022) evaluated
both quantitative and qualitative outcomes of the African American Alzheimer’s
Caregiver Training and Support Project 2 (ACTS 2) to assess caregiver depression,
health status, the severity of caregiving, and self-care problems pre-and post-intervention.

African Americans have also been found to be a part of a hidden healthcare
workforce, spending time providing direct assistance in more strenuous tasks, such as
lifting and bathing, more often than their counterparts (Glueckauf et al., 2022; Hendricks
et al., 2019). African caregivers also help manage and monitor symptoms, provide
transportation, and coordinate care and communication with certified healthcare
providers; all while providing emotional and spiritual support. Caregivers are the primary
information seekers regarding patient care and services and therefore there are benefits to
tailoring interventions to the sociocultural preferences and spiritual values outlined by
caregivers. The findings from Glueckauf et al., (2022) and Hendricks et al. (2019) are
significant because they highlight the importance of understanding the unique role of

African American caregivers and the importance of assessing their needs and those they
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provide care for. It is the caregivers who ask questions about the patient’s care and
inquire about services more often than the patient.

Overall, African American caregivers experience higher levels of intensity than
their counterparts, performing a minimum of 28.5 hours or more of activities of daily
living as part of caregiving for a loved one (Cohen et al., 2019). As documented in a
meta-analysis study by Cohen et al. (2019), African American family caregivers also
experience a life transition whereby their lives are permanently altered when their family
members are diagnosed with a serious or terminal illness. Yet, when faced with having to
care for their loved ones facing a serious or terminal illness, African American caregivers
will decline palliative and hospice services despite meeting the criteria for eligibility
(Hall, 2018). Lee et al. (2020), discerned the reluctance of African American caregivers
to participate in end-of-life care services such as palliative or hospice care for their loved
one is due to the perception that it will require relinquishing their caregiving role. In the
African American community, the interdependence of the caregivers is emphasized more
than patient autonomy. When discussing end-of-life issues, the protection of their family
from the idea of their death is a major factor identified by African American elders

(De Souza et al., 2020). However, those parents trust that their family will make the right
decisions for their end-of-life care when needed.

De Souza et al. (2020) claim that “care decision-making can refer to decisions
made by people for themselves or made by proxy decision-makers” when they do not
have the capacity to make those decisions or when no family members are available (p.

34). In providing culturally sensitive palliative and hospice care to the African American
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community, the interdisciplinary team should respect the caregiver’s values, beliefs,
traditions, and role. According to Hendricks et al. (2019), caregiving can also be done
informally by patient surrogates. Patient surrogates can also be family caregivers
providing various caregiving support such as monitoring and managing symptoms,
transportation, coordination of care, communication with healthcare providers, and
spiritual and emotional support. Therefore, family surrogates can offer an account of
patient experiences and perceptions of hospice care programs just as formal family
caregivers (De Souza et al., 2020; Hendricks et al., 2019). When family caregivers are
not available, surrogates can fill that role (Hendricks et al., 2019). Just as caregiver roles
and responsibilities are essential to hospice patients, social work responsibilities in
hospice are important, but multifaceted and are discussed in the next section.
Significance of the Study to Social Work

Social workers are key providers of services at the end of life and are considered
integral members of the hospice interdisciplinary team. In the United States, social work
in hospice is a mandatory requirement by Medicare to address the psychosocial needs of
the patient, their family, and their caregiver (Marmo & Berkman, 2020). Social workers
in hospice are trained in end-of-life care and expression of compassion around illness,
dying, and grief. Social workers also offer clinical counseling and support, including
assessment of needs, comfort, referral to community resources, and assistance with end-
of-life planning with the patient and family. The partnership between the National
Association of Social Work (NASW) and the National Hospice and Palliative Care

Organization (NHPCO) offers a foundation for social workers to provide end-of-life care
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to patients while maintaining their right to autonomy and self-determination. As African
Americans continue underutilizing hospice care, social workers as frontline clinical
providers are at the forefront of bridging the gap between hospice organizations and the
African American community (Hyatt, 2019).
Summary and Conclusions

In Chapter 2, I conducted a review of the existing literature that provided an
overview of several studies that focused on perceptions, barriers and hospice utilization,
African American caregivers, and social work and hospice. In this chapter, literature was
reviewed that addressed the theoretical foundation, vulnerability, and health disparities
experienced by African Americans in hospice and palliative care. The existing literature
established the need to explore African American caregivers’ perceptions of the
microsystem, mesosystem, exosystem, macrosystem, and chronosystem-related factors
that affect their utilization of hospice care (Pask et al., 2018; Wang et al., 2019). By
exploring African American caregivers’ perception of hospice, this study can help to
advance hospice utilization in the African American community and decrease health
disparities at end-of-life for this demographic. In Chapter 3, | will discuss the research
methodology, design, and how qualitative interviews were used to explore this

phenomenon.
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Chapter 3: Research Method

The purpose of the qualitative study was to explore African American caregivers’
perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem factors that affected their utilization of hospice care. The African American
population’s lack of participation in hospice has been at the center of several studies
(Bridges, 2017; Lee et al., 2020; Pask et al.,2018; Worster et al., 2018). Extensive
searches of the literature returned no studies of African American perceptions of the five
system-level-related factors that affect this population’s utilization of hospice care,
thereby indicating a gap in the literature. In Chapter 3, the research question, research
design, rationale, my role as the researcher, methodology, rationale for participant
selection, instrumentation, and procedures are discussed. The plan for how the data were
analyzed, issues of trustworthiness, and ethical procedures for this study are also
discussed.

Research Design and Rationale

The research question that guided this study was the following: How do the
microsystem, mesosystem, exosystem, macrosystem, and chronosystem factors relate to
how hospice is perceived and utilized among African American caregivers? A generic
qualitative approach was the most effective method for answering the research question
because this design allowed for the exploration of human phenomena without any
methodological constraints (see Creswell & Creswell, 2018; Ravitch & Carl, 2019). |
sought to explore African American caregivers’ perceptions of the microsystem,

mesosystem, exosystem, macrosystem, and chronosystem factors that affected their
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utilization of hospice care. Qualitative research has often been used by researchers to
prioritize the voices of the participants (Creswell & Poth, 2018), which made it a natural
fit for the current study.

A researcher’s in-depth conceptualization of a population’s experience that was
overlooked in scholarly literature is challenging to capture through numerical analysis
(Gau & Paoline, 2017; Hall et al., 2018). The basis of qualitative research is the
incorporation of human subject observation and firsthand interpretation of the social
world (Ravitch & Carl, 2019). Additionally, Creswell and Poth (2018) declared that the
qualitative approach to research is applicable when obtaining an in-depth understanding
of an individual or a group’s experience with a phenomenon without reasoning.
Qualitative research examines how an individual or group experiences an event.
Qualitative research allows the researcher to capture and be sensitive to the experiences
that impacted the participants’ perceptions that could not be articulated by numerical data
and allows for an in-depth investigation into an individual or group’s reality regarding a
phenomenon.

There are four assumptions or philosophical underpinnings that inform qualitative
research and that inform the current study. The researcher’s ontology is their
understanding of reality (Ravitch & Carl, 2019). The researcher’s epistemological
assumption focuses on how knowledge is viewed or acquired regarding the studied
phenomenon. The axiological assumption refers to the role of the observer, their biases,

and values demonstrated during the research. The last assumption, methodology, is the
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researcher’s process and approach to collecting data. It is from these assumptions that the
researcher can develop a framework for research.
Role of the Researcher

Researchers who use a generic qualitative design approach their studies from a
reflexive viewpoint in which personal experiences are recognized as an influence on the
research process and outcomes (Green, 2022; J. L. Johnson et al., 2020; Peterson, 2019).
Quialitative researchers must ensure that biases do not produce weak conclusions or
unaddressed problems to avoid undermining the study’s validity. When researchers
practice reflexivity, it allows them to remain objective and intentional when analyzing
methods and procedures. Reflexivity serves as a level of accountability for the
researcher. According to Creswell and Creswell (2018), a researcher can manage biases
through reflective journaling, reviewing findings with participants, and acknowledging
the limitations and assumptions of the study. An interpretative approach is also used by
generic qualitative researchers to gather iterative data, conduct thematic analysis, and
provide descriptions of the participants’ subjective perspectives (Green, 2022; Peterson,
2019; Ravitch & Carl, 2019).

I was the main instrument used in the current qualitative study. My role as the
researcher was to recruit, select, and interview participants (see Ravitch & Carl, 2019).
Also, | managed the transcripts and completed the analysis and interpretation of the
collected textual data for the study. After selecting the participants, | scheduled and
conducted the interviews for each participant. I reviewed the informed consent form and

answered any questions or concerns expressed by the participants before each interview.
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Additionally, I ensured there were no issues regarding my personal or professional
relationship to this study. Also, | was prepared to manage any issues that developed or
arose during or following the completion of the study (see Ravitch & Carl, 2019).

The participants were assured that their privacy and identity would be maintained,
respected, and protected as an important part of the interview process. Patton (2015)
recommended that researchers provide participants with complete disclosure. As the
researcher, | ensured the participants understood the study’s purpose, procedures (who,
what, why, where), and how their identity and data would be handled and kept
confidential. The potential benefits and risks of participating in the research were also
discussed. A debriefing was conducted with participants.

Researchers who use a generic qualitative research approach conduct their
studies from a reflexive viewpoint in which personal experiences are recognized as an
influence on the research process and outcomes (Green, 2022; J. L. Johnson et al., 2020;
Peterson, 2019). Qualitative researchers must ensure that biases do not produce weak
conclusions or unaddressed problems to avoid undermining the study’s validity.
Moreover, when researchers practice reflexivity, it allows them to remain objective and
intentional when analyzing methods and procedures. Reflexivity serves as a level of
accountability for the researcher.

My extensive experience in hospice and palliative care provided me with a
unique lens through which | viewed the underuse of hospice services by African
American caregivers. Because | recognized the potential for inherent biases stemming

from my background, | employed a rigorous process of reflexivity, as recommended by
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Ravitch and Carl (2019), to assess my identity and subjectivity critically throughout the

research process. The facilitation of this self-examination, coupled with methodological
safeguards such as member checking, helped me ensure the validity of my research
findings (see Corlett & Mavin, 2018). By bridging my personal experience and insights
and using the theoretical framework of EST to frame this study, my goal was to reveal
the five system-related factors that influence African American caregivers’ perception
and utilization of hospice. A goal of this research was to contribute to a better
understanding of these perspectives that would be informative for new interventions that
could enhance hospice accessibility and appeal to the African American community.
Sanjari et al. (2014) suggested that research studies are sensitive. The
researcher’s role is to mitigate bias when collecting data from study participants. | did
not know the participants as friends, family members, or professional colleagues. | was a
hospice and palliative care social worker; however, | did not recruit any participants
through my place of employment, avoiding any conflicts of interest and power
relationships. | also used reflexivity, which was identified by Ravitch and Carl (2019) as
a conscious effort to assess identity and subjectivity throughout the research process.
Creswell and Creswell (2018) pointed out that validity is ensured when there are
accurate findings, according to the researcher, participants, and readers. To ensure
reliability, 1 took steps to maintain ethical standards. | described the research process,
reviewed the transcribed interviews, and detailed the research approach so that other

researchers could replicate the study. There were no financial interests attached to this
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study. However, participants were emailed an electronic $20 Amazon gift card for their
time.
Methodology

| used purposive sampling in this generic qualitative study, which allowed me to
focus on participants with specific experiences and characteristics (see Creswell & Poth,
2018; Kahlke, 2018). Purposive sampling is appropriate for generic qualitative research
as a way to ensure the collected data is aligned with the research questions (Kahlke,
2018). The current study aimed to understand each participant’s experience, thereby
indicating the need for purposive sampling.
Participant Selection Logic

The participants recruited for this study were individuals who were unknown to
the researcher, who attested and identified themselves as African American, spoke
English, were over the age of eighteen, and had present or previous experience as a
designated family caregiver of a hospice patient within the last two years. A family
caregiver was an identified family member or friend who provided care and assistance
with activities of daily living to individuals with medical needs or limitations (Irani et al.,
2021; Pearlin et al., 1990). The participants could offer a deeper understanding of the
phenomenon: perceptions of hospice care. Since 1995, the internet has been used as a
method of recruitment and data transmission (Gupta, 2017). Social media platforms such
as Facebook, Instagram, and LinkedIn were appropriate platforms to recruit participants

(Gupta, 2017). The participants were recruited through social media platforms and groups
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centered on bereavement, caregiving, and caregivers with permission from group
administrators.

The data was collected through qualitative interviewing, using Zoom
teleconferencing. The semi-structured interviews with open-ended questions allowed the
researcher to use the interview as a research instrument to organize and guide the
interview with specific questions that each participant was asked. In qualitative research,
there is no definitive number for a sample size. Instead, saturation was how sample sizes
were determined, particularly in purposeful sampling (Guest et al., 2020). Guest et al.
(2020) described data saturation as the most effective way to determine sample size in
qualitative research. However, Hennink and Kaiser (2022) suggested that a qualitative
research study’s smallest justifiable sample size was 10-15 or until thematic saturation
was met. Thematic saturation refers to the point in data collection and analysis when new
incoming data contributes no further information to address the research problem (Guest
et al., 2020). In this study, | obtained 10 participants, and data saturation occurred after 8
participants. This aligned with Calderon et al. (2006) who pointed out that saturation was
completed when no new theoretical insights were gained from the new data collected.
Instrumentation

As the researcher, | was the primary instrument used in this study. I also used
Zoom teleconferencing to conduct semi-structured, open-ended interviews and a
researcher-produced interview guide as additional instruments for this study. Patton
(2015) described qualitative interviewing as an in-depth inquiry where the interviewer

gained entry into an interviewee’s experiences and perceptions. A general interview
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guide added structure and flexibility to the qualitative interview by ensuring time was
allotted for questions to be asked and answered and to ensure specific concepts were
addressed. The interview questions were pre-constructed, but the flexibility of the
approach allowed questions to be changed or added based on the interviewee’s responses.
The goal of interviewing was for the researcher or interviewer to gather data about the
experiences of others and the meaning they made of that experience (Seidman, 2006).

Based on the above premise, an interview guide that listed specific concept areas
for further exploration or probing was developed by the researcher (Patton, 2015) (See
Appendix C). An interview guide was developed to conduct semi-structured interviews
that consisted of specific information sought from all participants (Draganova, 2015:
Merriam, 2019). For this study, the interview guide was developed in alignment with the
research purpose, and research question and addressed issues that were explored during
the participant interviews and based on the literature review. To help guide the
development of my interview questions, | reviewed past studies by Hyatt (2019),
McCleskey and Cain (2019), and Stacey et al., (2020) that were similar to my topic to
examine the interview questions used. To further enhance the interview guide, | also
sought the guidance of an expert hospice community liaison, who is also a licensed
clinical social worker and has worked primarily with African American communities and
African American faith communities for 15 years. She endorsed the interview questions. |
felt the questions allowed the research participants to share their perceptions of the

ecological factors related to their hospice utilization. J. L. Johnson et al. (2020) affirmed
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that the choice of interview questions could be stimulated by all the factors
aforementioned.

The interview questions were developed based on the phenomenon of interest and
the data needed to answer the research question. Each interview began with an
introductory statement about me (the researcher), information about the research, and the
participants’ rights as outlined in the informed consent were reinforced. Basic
demographic questions were asked to get background information, build trust, and warm
up the participants before asking more in-depth or core questions about their knowledge,
feelings, opinions/perceptions, and experience with the phenomenon (Patton, 2015;
Ravitch & Carl, 2019). Then finally, questions to wrap up the interview were asked. The
interview questions were crafted based on the theory and existing literature.

Data Sources

The qualitative interviews occurred in the participant’s natural environment, and
data points were obtained through Zoom teleconferencing. The researcher produced and
incorporated an interview guide of questions that addressed African American caregivers’
perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem-related factors that affected their utilization of hospice services. Guest et
al. (2020) suggested that a typical sample size in qualitative research was 10-15
participants. In my study, my goal was to recruit 10-12 participants and, | recruited 10
participants, and it is significant to note that data saturation was achieved at eight
participants. To gain an understanding of how African American caregivers’

microsystem, mesosystem, exosystem, macrosystem, and chronosystem-related factors
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affected their perceptions of hospice, the participant population self-identified as African
American, were over the age of 18, spoke English, and had served as a family caregiver
of a hospice patient within the last two years.

Procedures for Recruitment, Participation, and Data Collection

The method of data collection chosen was qualitative interviews using semi-
structured, open-ended questions that were consistent with the theoretical framework of
Bronfenbrenner’s ecological systems theory. As previously stated, the qualitative
interviews were conducted via a Zoom videoconferencing platform as the data collection
method. The interviewees chose the location to be interviewed, thus creating a
comfortable environment for answering questions about the phenomenon (Novick,
2008). The interviews were recorded with the participants’ permission. In instances
where the participants declined to be recorded, | took detailed notes of the participants’
verbal and non-verbal responses. Although the interviews did not occur face-to-face,
videoconferencing allowed the participants to share rich and in-depth information about
their experiences with the phenomenon (Fletcher, 2021; Novick, 2008; Oliffe et al.,
2021).

As someone who worked as a medical social worker in hospice and palliative
care, | posted information about my study on social media (i.e., Facebook, LinkedIn, and
Instagram) to recruit study participants. As the researcher, | was the primary instrument
used in the research and the primary recruiter of participants. The recruitment of
participants was not limited to any zip code, but the focus was on recruiting participants

from the southeastern region of the United States.
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Potential research participants were able to contact me via telephone or email, as
listed on the flyer. | conducted a pre-screening interview to ensure the participants met
the eligibility requirements for participation in the study before the interview. This was in
addition to the participants initially attesting to their eligibility during the initial contact
or communication.

The interviews occurred in an environment chosen by the participants, and data
points were obtained through a Zoom videoconferencing platform. The researcher
incorporated an interview protocol for questions related to African American caregivers’
perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem-related factors that affected their utilization of hospice services. Thus, |
sought participation from African American caregivers to understand how microsystem,
mesosystem, exosystem, macrosystem, and chronosystem-related factors affected their
perceptions of hospice. The participant population self-identified as African American,
were over the age of 18, spoke English, and had served as a family caregiver of a hospice
patient within the last two years. A family caregiver is an identified family member or
friend who provides experiences and assistance with activities of daily living to
individuals with medical needs or limitations (Irani et al., 2021; Pearlin et al., 1990).
Study participants were excluded if they did not meet the inclusion criteria.

Data Analysis Plan

The qualitative interviews were conducted via Zoom videoconference, and the

participant’s verbal and non-verbal responses were recorded, hand-coded, and analyzed

by me as the researcher. The study participant’s identity and privacy were protected by
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using pseudonyms to classify and identify the participants and their information during
data analysis.

A thematic analysis that utilizes inductive coding was chosen. Inductive coding is
data-driven and does not place the data into pre-determined categories, and the researcher
puts aside any pre-understanding about the data (Percy et al., 2015). | read and reread the
transcripts and identified repeated codes, themes, and insights that were synthesized
together, then compositely, to interpret the meaning or implications around African
American caregivers’ perceptions of ecological factors related to hospice utilization
(Percy et al., 2015; Wang et al., 2019).

Inductive data analysis was used to look for common patterns to identify codes,
categories, and themes to help me answer the research question. Data analysis occurred
simultaneously with data collection, which is typical for qualitative research (Carcary,
2020; Castleberry & Nolen, 2018). The first step of data analysis was individually hand-
coding the retrieved data from the telephonic and virtual interviews, allowing the
identification of each interviewee’s codes. The second step of data analysis was
categorization, where the codes were then grouped into categories. The categories were
based on the shared relationship and meaning presented from coding (Ravitch & Carl,
2019). Categories condensed the codes into ideas about the phenomenon. In the final step
in data analysis, the categories were examined and then re-examined to identify themes.
Themes emerge from phrases that explain what or why something is happening based on

the relationship among the concepts. The relationships between the categories generated
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themes that the researcher then used to explain the study’s findings, thus answering the
research question (Castleberry & Nolen, 2018; Rubin & Rubin, 2012).

Along with manually identifying the themes that emerged from my research, |
used the qualitative data analysis software (QDA), NVivo, as a way to organize, manage,
and re-configure data loaded to be analyzed (Saldana, 2016). NVivo allowed me, the
researcher, to view and work with large amounts of data. Electronic coding can be a
measure of validity in my research. Additionally, NVivo was used concurrently with a
summative coding table for organizing codes and themes throughout the interview
process. The more interviews that were conducted for the research, the more the use of
NVivo software allowed for the storage and organization of those interviews.

Issues of Trustworthiness

Qualitative research does not use numerical data and was therefore viewed as
lower quality than quantitative research. Qualitative researchers had to ensure their
research was trustworthy and academically sound (Korstjens & Moser, 2018; Ravitch &
Carl, 2019). The trustworthiness of qualitative research was achieved through credibility,
transferability, confirmability, and dependability (Korstjens & Moser, 2018; Ravitch &
Carl, 2019). Trustworthiness ensured the qualitative research findings would be accepted
because they were based on credible analysis methods, which were thoroughly explained
during this process.

Credibility in research involves the confidence that the researcher’s
interpretations of the participant’s views were well-represented. Those views were then

recognized by others who shared the same experiences (Korstjens & Moser, 2018). The
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completion of a member check was a way of validating trustworthiness and credibility in
my research.

Transferability is the generalizability of the research. Transferability was met
when the research results had meaning that could be applied to other individuals and
groups not participating in the study (Korstjens & Moser, 2018). The researcher
demonstrated transferability in research by providing a detailed description of the data
and context, giving the audience enough information to compare the data (Ravitch &
Carl, 2019). | provided detailed writing, descriptions, and examples of the data and
context throughout the research that could be used for comparison. A log of all research
activities and memos was used to develop a research journal and document data
collection and analysis procedures. The journal entries and transcribed interviews are
accessible to anyone who wishes to view them.

Confirmability in qualitative research is when the researcher demonstrates that the
data represents the views and experiences of the research participants and not those of the
researcher (Korstjens & Moser, 2018). Researchers strived to have confirmable data that
was neutral and free from biases. Confirmability was achieved by reporting how the
participant’s quotes depicted the emergence of themes, conclusions, and interpretations
were established (Korstjens & Moser, 2018). As the researcher and primary instrument
for this qualitative research, | was aware of the challenges and positionality issues, such
as biases and limitations that could impact the analysis (Ravitch & Carl, 2019). | was
open to being challenged and scrutinized by others to allow for confirmability. As the

researcher, | was tasked with ensuring the results represented the participants’
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experiences and perceptions and not those of the researcher to control confirmability
(Ravitch & Carl, 2019). The interviews were conducted objectively and reflexively
through journalling to check and acknowledge biases and protect the integrity of the
research results.

My experiences in the field of hospice lent itself to potential biases in this study
(Meyer & Willis, 2019). To mitigate biases, | reflected on my experiences and current
position in hospice and palliative care to identify my attitudes and beliefs that could
contribute to any biases in this study. A reflective journal was used as a mechanism to
manage those biases during the interviews, transcription, and data analysis process that
was separate from the data (Meyer & Willis, 2019).

Dependability is the consistency and reliability of the data and research findings.
Dependability is achieved when another researcher can replicate a study with similar
participants, with similar conditions, and agree with each stage of the research process
(Ravitch & Carl, 2019). Dependability is demonstrated when the researcher has argued
for how data was collected and is consistent with the argument (Ravitch & Carl, 2019).
Having a solid research design is key to achieving dependability. Dependability in this
research was achieved by articulating a rationale for my data collection choices and plan
that aligned with the research question.

Ethical Procedures

To ensure this study’s research participants’ human rights were protected and

ethical obligations were upheld, | sought and received Walden University Institutional

Review Board (IRB number 11-20-23-1042761) approval before beginning my research.
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A researcher can run into ethical dilemmas due to qualitative research methods’ unique
and personal nature. The first effort a researcher can make in preparing for those
challenges and minimizing harm to the participants is by respecting the participants’
individual experiences. Patton (2015) recommends that a researcher provide full
disclosure to all research participants to minimize risks. The full disclosure included
written informed consent, facilitating a mutual understanding of the research between the
interviewer and study participant. The informed consent provided clear documentation
outlining the study’s rationale or purpose, data collection procedures, inclusion/exclusion
criteria, and any professional limits to confidentiality (i.e., duty to report), as outlined in
the NASW Code of Ethics. The participants were informed that their personal
information would not be shared outside the nature of this study, my dissertation
committee, and the Walden University IRB. Also, | informed the participants how their
data would be secured throughout the study and disposed of five years after the study is
completed and final approval is obtained per Walden University guidelines.

The participants were informed that their participation in the study was voluntary,
and they had the right to withdraw or terminate their participation at any time. The
potential benefits and risks of participating in the research were also shared and discussed
with each participant. Additionally, the research participants were assured of
confidentiality, and their identity will be protected as an essential part of the interview
process. Furthermore, the participant’s identity would be protected by using pseudonyms
to classify and identify the participants and their information during the coding and data

analysis process to ensure confidentiality.
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As previously mentioned, to ensure the participants’ human rights were protected
and ethical obligations were upheld, | sought and obtained IRB approval through
Walden’s Institutional Review Board before beginning my research. As a licensed
clinical social worker, |1 am ethically and professionally bound to uphold the ethical
standards set forth by the National Association of Social Workers Code of Ethics
(NASW, 2021). These ethical standards included doing no harm, maintaining
confidentiality, and duty to report. As a hospice and palliative care social worker, |
recruited outside my place of employment to prevent coercion and biases. If any
additional ethical issues had arisen throughout the research process, | would have
presented this to my dissertation committee and the Walden University IRB for a
thorough review. Per Walden University’s guidelines, upon completion of this study and
after the study is published and confirmed, | will destroy all materials related to the study
after five years.

Summary

The chosen research design and the rationale for utilizing a generic qualitative
approach were presented in Chapter 3. In this chapter, | have included a description of the
generic qualitative methodology and how this approach would answer the research
question. I discussed how the methodology selected appropriately supported this study’s
research question, purpose, and theoretical framework. | provided a thorough explanation
of the role of the researcher, issues of trustworthiness, and ethical considerations. The
overall descriptive nature of Chapter 3 supported the rationale for utilizing a generic

qualitative design to gain a deeper understanding and exploration of African American
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caregivers’ perceptions of the microsystem, mesosystem, exosystem, macrosystem, and
chronosystem-related factors that affected their utilization of hospice care (Pask et al.,
2018; Wang et al., 2019). In Chapter 4, | presented the current study’s procedures to

include the research findings.
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Chapter 4: Results

The purpose of this qualitative study was to explore African American
perceptions of microsystem, mesosystem, exosystem, macrosystem, and chronosystem
factors that affected their utilization of hospice care. In previous studies, researchers had
provided evidence of the African American community’s lack of participation and
utilization of hospice services (Bridges, 2017; Starr et al., 2021; Vaughan & Kofmehl,
2020; Worster et al., 2018). The theoretical framework, Bronfenbrenner’s EST, guided
the current study and provided insight and a deeper understanding of how African
American caregivers perceived hospice based on their interactions with their environment
utilizing five system levels. Understanding the impact of each system on the individual
revealed how ecological factors shaped perceptions and attitudes that impacted hospice
utilization. The research question that guided this study was the following: How do
microsystem, mesosystem, exosystem, macrosystem, and chronosystem factors relate to
how hospice is perceived and utilized among African American caregivers?

In this chapter, | provided a detailed overview of the data collection process
including the research setting, a summary of participant demographics, and methods used
to collect and analyze the data. This is followed by a discussion of trustworthiness,
results, and answers to the research question. Additionally, | provided detailed study
findings.

Setting
The interviews took place remotely via Zoom video teleconferencing and by

telephone. The participants chose where they participated in the interviews. | conducted
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the interviews from my home office when no one was at home to ensure there was no
breach of confidentiality and there were no distractions. A total of 10 participants
volunteered to be a part of the study: nine interviews took place via Zoom, and one
interview took place over the phone due to technical issues. The interviews lasted for an
average of 37 minutes. Each interview was recorded and transcribed utilizing the
transcription feature within the Zoom program. A small digital recorder was utilized as a
backup in case of technical issues. Zoom was used to record and transcribe the
interviews, which required data cleanup. | completed data cleanup by reviewing each
transcript to ensure participants’ verbal accounts of their experiences matched what was
transcribed by Zoom. | corrected any mistakes to ensure validity. There were no partner
organizations for this study.
Demographics

This qualitative study involved using a purposive sampling technique, which
allowed me to focus on participants with specific experiences and characteristics (see
Creswell & Poth, 2018; Kahlke, 2018). The participants for this qualitative study
consisted of 10 individuals who identified as an African American family caregiver of a
current or previous hospice patient. All participants volunteered to be interviewed and
met the inclusion criteria, including self-identifying as African American, speaking
English, being age 18 or over, and having present or previous experience as a designated
family caregiver of a hospice patient within the last two years. | obtained demographic
and background information related to caregiver experiences from each participant before

each interview to ensure the participants met the inclusion criteria. There was a total of
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10 participants; all were African American, two were male, and eight were female.
Participants ranged in age from 27 to 70 years. The average length of time participants
served as family caregivers was 3.2 years, and 7.2 months as hospice caregivers (see
Table 1).

Table 1

Participant Demographics

Participant Gender Age Family caregiver Hospice caregiver
Adam Male 54 5 years 1 week

Bren Female 62 3 years 1 yr./current
Cori Female 60 3 years 1 month

Dee Female 62 3 years 7 days

Elle Female 70 4 years 1 week

Faye Female 47 2 years 8 months

Gia Female 46 5 years 6 months
Hope Female 27 3 years 3 mths./current
Issa Female 49 1.5 years 1.5 yrs.

John Male 41 3 years 2 yrs.

Adam is a 54-year-old African American male who served as a family caregiver
for his father for 5 years. His father was a hospice patient for 1 week and died in May
2022. Adam resides in North Carolina.

Bren is a 62-year-old African American female who is caring for her mother, who
has been a hospice patient for just over 1 year. Bren has been the primary family

caregiver for her mother for the past 3 years. Bren resides in Virginia.
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Cori is a 60-year-old African American female who was a family caregiver for
her mother for three years. She died in January 2023. Her mother was a hospice patient
for one month. Cori resides in North Carolina.

Dee is a 62-year-old African American female who was a family caregiver for her
mother for three years. Her mother was a hospice patient for seven days and died in
February 2022. Dee resides in South Carolina.

Elle is a 70-year-old African American female who was a family caregiver for her
mother for four years. Her mother was a hospice patient for one week before passing
away in November 2022. Elle resides in South Carolina.

Faye is a 47-year-old African American female. She was a family caregiver for
her father for two years. Her father was a hospice patient for eight months before passing
away in April 2022. Faye resides in South Carolina.

Gia is a 46-year-old African American female. She was a family caregiver for her
mother for five years. Her mother was a hospice patient for six months before passing
away in June 2022. Gia resides in North Carolina.

Hope is a 27-year-old African American female. She is a current family caregiver
for her great-grandmother. She has been a family caregiver for three years and a hospice
caregiver for the past two months. Hope resides in South Carolina.

Issa is a 49-year-old African American female who was a family caregiver for
her mother for a year and a half, and she was also a hospice caregiver during that time.

Her mother died in August 2022. Issa resides in South Carolina.
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John is a 41-year-old African American male who is currently a family caregiver
for his uncle. He was a family caregiver for three years. He has been a hospice caregiver
for his uncle for the past two years. John resides in North Carolina.

Data Collection

Data collection for this generic qualitative study began after receiving Walden
University IRB approval. The data collection procedures aligned with the recruitment
method that was discussed in Chapter 3. To begin the recruitment process, | created a
flyer and posted it on social media. Participants were recruited via LinkedIn, Instagram,
and Facebook, which focused on bereavement, caregiving, and caregivers after | received
permission from site administrators when needed. | received emails and texts from 25
potential participants. However, only 16 met the eligibility criteria, and only 10 followed
through with interviews. Three participants returned informed consent forms and met
eligibility criteria but did not follow through with interviews. Additionally, three
participants met eligibility criteria, returned informed consent forms, and scheduled
interviews, but did not show up for scheduled interviews and did not respond when |
attempted to contact them for follow-up. Participants who did not meet eligibility criteria
included paid professional caregivers for patients in long-term care facilities or their
homes. Those participants were excluded from the study.

Individuals who were interested in the study contacted me via email or text. All
eligible participants were emailed informed consent forms to review. After participants
reviewed consent forms, they responded to emails with the words “I consent,” and their

availability was requested. When participants responded to emails, interviews were
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scheduled based on the availability of the participants. Interviews took place took place
between November 30 and December 17, 2023. The interviews were scheduled for 60 to
90 minutes; however, on average they lasted 37 minutes. The length of the interviews
depended on the level of detail of answers provided by participants. Despite some
interviews being short in length, data were sufficient due to the depth of the data shared.
Interviews were recorded via Zoom, which produced transcripts, videos, and audio of the
interviews. After | conducted a transcript cleanup, member checking was completed to
ensure validity (see Creswell & Creswell, 2018). All ten participants were emailed a copy
of their cleaned transcripts to review and verify their responses for accuracy. Six
participants responded to emails and endorsed the accuracy of their transcripts. The other
four participants did not follow through with a response.

Semi-structured interviews with open-ended questions and a researcher-produced
interview guide were used. The interview guide was developed in alignment with the
research purpose and research question and allowed for structure and flexibility during
qualitative interviews (Patton, 2015). The interview questions were pre-constructed, but
the flexibility of the approach allowed questions to be changed or added based on the
interviewee’s responses with the goal of gathering data about the experiences and the
meaning the participants made of those experiences (Merriam, 2019; Patton, 2015,
Seidman, 2006).

No variation in data collection or unusual circumstances occurred as compared to
the plan that was presented in Chapter 3. In addition to recording participant interviews

and cleaning transcripts to ensure validity, | developed field notes to record observed
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behavioral and physical responses as well as moments of silence. | was able to capture
participant’s experiences during interviews.
Data Analysis

The data were collected from each participant through a pre-interview
questionnaire and semi-structured interviews that used open-ended questions. | created an
interview guide that was utilized throughout each participant interview. The pre-
interview was conducted before the recorded interviews, and the background information
provided by each participant was used to ensure they met the eligibility criteria, to build
rapport, and to prepare the participants for a discussion of their caregiver experiences. As
a way to interpret participant responses, a qualitative data coding technique was applied.
Thematic data saturation was achieved after conducting ten semi-structured interviews.

The Zoom transcript was available within minutes after each interview. The data
was carefully prepared by reviewing each transcript generated by Zoom to ensure
accuracy. The audio recordings were reviewed simultaneously with the transcript
repeatedly and carefully to ensure the final transcript reflected each participant’s verbal
account of their caregiver experience. To answer the research question, data analysis
occurred simultaneously with the collection of the data, which is typical of qualitative
research (Carcary, 2020). | individually hand-coded the retrieved data from the
interviews, allowing the identification of the initial codes. Initial codes were identified
from the semi-structured interviews. The related codes were then grouped into categories
based on their shared relationship or meaning (Elliot, 2018; Ravitch & Carl, 2019). The

categories condensed the codes into ideas about the phenomenon. The categories were
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then examined and re-examined to identify themes. The themes emerged from phrases
that explain what or why something is happening based on the relationship among the
concepts. The emerging themes conveyed meanings from the data that related to the
study’s research question: How do microsystem, mesosystem, exosystem, macrosystem,
and chronosystem-related factors relate to how hospice is perceived and utilized among
African American caregivers? Rubin and Rubin (2012) contended that the relationships
between categories generated themes that the researcher could then use to explain the
findings of the research and answer the research question.

Along with manually identifying codes and themes that emerged from the
interviews, the qualitative data analysis software NVivo (version 14) was used to
organize, manage, display, and store the data obtained through the qualitative interviews
(Saldana, 2016). I initially had over 49 codes. Some of those codes were too broad,
vague, or irrelevant to all participants. The remaining codes were found to be among all
or most of the participants. These codes provided and general overview of the common
meanings that were repeated in the data. | continued to search the codes for more
patterns, and then themes. The process of data collection was conducted until saturation
occurred and no new patterns or themes were revealed.

I then organized the codes into groups of related codes to form categories.
Categorization of the codes was a way to spot patterns and recognize emerging themes in
the data. The emerging themes described and answered the research question: How do
microsystem, mesosystem, exosystem, macrosystem, and chronosystem-related factors

relate to how hospice is perceived and utilized among African American caregivers?
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The emerging themes ultimately disclosed meanings from the data related to the
research question. The collected data was analyzed from the semistructured interviews
with each participant, contributing to answering the research question. The data retrieved
from the interviews was organized into 24 codes (see Table 2). Some of the codes
identified were priori codes (pre-labeled codes based on the theoretical framework)
identified from the theoretical framework (Saldana, 2016). Other codes were open codes
that were identified based on the interviews with the participants. Codes were created
from the statements made by the participants that were consistent with and relevant to the
research topic and research question.

Those codes were then grouped into categories. The categories were based on the
shared relationship and meaning presented from the codes (Elliot, 2018; Ravitch & Carl,
2019). I placed the codes into the following categories under each level: microsystem:
death & dying, did not talk about it, guilt and resistance: mesosystem told all options have
been exhausted, situation not explained: exosystem: services are not clear: macrosystem: a
place, support, and services unknown and are already in place; it is a tool, not a
destination; negative connotation, it’s for others: chronosystem thought it was for other

races, we take care of our own.
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Codes to Categories: Thematic Analysis
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Code

Category

Resistance

Death and dying

Doctors sugarcoat the situation
My family never talked about it
They kill people

We think hospice is a place
Information is not clear

Lacked understanding

Did not know what hospice was
Rushing us into hospice

Services were misleading

We were told nothing

I had to tell my friends (about hospice)
Negative connotation

It was a tool, not a destination
They have their good and bad (nurses)
Struggle with guilt

It is like giving up

My family said, “No, don’t do it”
We take care of our own

Services were for White people

Support and services were already in place

Death and dying

Hospice is a place

Services were unclear/unknown

Hospice support and services

Guilt and resistance

Hospice is for other races

I examined and re-examined the categories to identify themes. Themes conveyed

meanings from the data related to the study’s research questions, and they emerged

through thematic analysis (codes to categories, to themes and subthemes, see Table 2).

Themes answered the research question, while subthemes offered additional relevant

findings that provided more detail about that specific theme and answered the research

question (Castleberry & Nolen, 2018; Rubin & Rubin, 2012). These are the five main

themes and subthemes that emerged from the data analysis and the EST level it is

associated with:
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early messages with three subthemes: death and dying, did not talk about it,
guilt and resistance (microsystem)

communication by the medical team (mesosystem)

clarity about services (exosystem)

cultural messages that impact the utilization of hospice (macrosystem)

barriers to utilization of hospice (chronosystem)



Table 3

Thematic Analysis Process

Code Category Theme Level
Resistance Death and Early messages  Microsystem
Death and Dying dying about hospice
Hospice is a place Did not talk Subthemes:
Lacked understanding about it Death and
Struggle with guilt Guilt and dying, Didn’t
Did not know what hospice resistance talk about it,
was and Guilt and
My family never talked about resistance

it

I had to tell my friends about
it

My family said no, don’t do it
Doctors sugar-coated situation
We were told nothing

They have their good and bad
nurses

Information not clear
It was a tool, not a destination

Hospice is a place

They kill people

Lacked understanding

Has a negative connotation
It is like giving up

We take care of our own
Thought services are for
Whites

We thought services were for
whites

Supports and services were
already in place

Supports and services were
already in place

Medical status
not explained

Services were
not clear

Perceptions and
beliefs about
hospice

Perceptions that
impact the
decision to use
hospice

Communication
by the medical
team

Impact
perception and
utilization
Clarity about
services impact
perception and
utilization
Cultural
messages that
impact
perception and
utilization

Barriers to
hospice use

Mesosystem

Exosystem

Macrosystem

Chronosystem
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Evidence of Trustworthiness

In a qualitative study, trustworthiness was established when there was confidence
and credibility in the methodology and findings (Creswell & Creswell, 2018; Hadi &
Closs, 2016). The necessity of trustworthiness in qualitative research was to ensure the
results were trustworthy and useful and to maintain academic integrity (Korstjens &
Moser, 2018; Ravitch & Carl, 2019). In this qualitative research, the principles of
credibility, dependability, transferability, and confirmability were applied to ensure
trustworthiness. The criteria outlined in Chapter 3 were followed to ensure
trustworthiness in this study.

Credibility in this research was achieved when the findings were believable and
supported by evidence (Creswell & Creswell, 2018; Ravitch & Carl, 2019; Korstjens &
Moser, 2018). In the current study, each participant’s transcripts were cleaned for an
accurate account of their experiences. The cleaning allowed me to identify and correct
unintended responses reflected on the transcript. All 10 participants were emailed their
interview transcripts to review for accuracy. However, only six responded and endorsed
the accuracy of their transcript and no corrections were needed. | also developed field
notes to record the directly observed behavioral and physical responses of the
participants. The field notes enhanced the trustworthiness and credibility of the study by
providing a deeper context of the participant’s responses and account of their experience
with the phenomenon (Creswell & Creswell, 2018; Ravitch & Carl, 2019).

Dependability was the consistency and reliability of the data and research

findings. Dependability was achieved when another researcher could replicate a study
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with similar participants, under similar conditions and agree with the stages of the
research process (Creswell & Creswell, 2018; Ravitch & Carl, 2019). | used an audit trail
for this study. The rationale for the methodological practice, theoretical choice, role of
the researcher, and recruitment methods used for this study were described, which would
aid in the duplication of this study. This study’s data analysis process was also detailed.
Additionally, periodic feedback from my committee chair was utilized as a form of
dependability.

Transferability refers to the generalizability of the research (Creswell & Creswell,
2018; Korstjens & Moser, 2018; Ravitch & Carl, 2019). To ensure transferability a
detailed description of how and where interviews were conducted, along with the
inclusion criteria and description of the participants, was provided. Transferability was
demonstrated in this research by providing a detailed description of the data and context
to provide the audience with enough information to compare the data (Ravitch & Carl,
2019). Data collected from the interviews were included in this study’s analysis and
results, and notes from the interview and journal entries are available for review.

Confirmability was demonstrated when the researcher demonstrated objectivity
and neutrality when presenting the views and experiences of the research participants and
not those of the researcher (Korstjens & Moser, 2018). The interview video, audio,
transcripts, field notes, and journal entries were reviewed for confirmability. | also
strived to have confirmable data that was representative of the participant’s perceptions
and experiences which were neutral and free from my biases by reporting how the

participant’s quotes depicted the emergence of codes to categories, then to themes. As the
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primary instrument in this qualitative research, | practiced reflexivity by acknowledging
the challenges, biases, and issues of positionality as a way of protecting the integrity of
the analysis and study results (Creswell & Creswell, 2018; Ravitch & Carl, 2019). My
data collection and analysis, along with the participant’s review of their transcripts,
affirmed the trustworthiness of the data and the findings of this study (Creswell &
Creswell, 2018; Ravitch & Carl, 2019).
Results

The research question investigated was: How do microsystem, mesosystem,
exosystem, macrosystem, and chronosystem-related factors relate to how hospice is
perceived and utilized among African American caregivers? The study participants had
clear perceptions of hospice that have impacted their utilization. Five themes emerged
from the data analysis: (1) early messages, (2) communication by the medical team, (3)
attitudes that impact perception, (4) cultural messages, and (5) barriers to utilization. The
results were presented based on the themes and categorized within Bronfenbrenner’s
(1977) ecological systems theory (EST) (see Figure 1). The theory was comprised of five
levels: microsystem, mesosystem, exosystem, macrosystem, and chronosystem
(Bronfenbrenner, 1977). The EST framework allowed for some understanding of how
African American caregivers’ perceptions of hospice were shaped.

The themes were presented from the most immediate environmental system to the
most distant system. The microsystem was the individual’s immediate environment and
closest relationships (Bronfenbrenner, 1977; Chandran et al., 2016; Pask et al., 2018).

The mesosystem was those interrelationships between the environments the individual
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participated in, such as the individual’s healthcare team (Bronfenbrenner, 1977; Pask et
al., 2018). The exosystem was those social systems and services that the individual did
not have an active cause or effect on (Bronfenbrenner, 1977; Chandran et al., 2016; Pask
et al., 2018). The macrosystem is the system where cultural context, attitudes, beliefs, and
norms impact the individual (Bronfenbrenner, 1977; Chandran et al., 2016; Pask et al.,
2018). Lastly, the chronosystem was the level that impacted all the other levels, such as
life and historical events, and life transitions (Bronfenbrenner, 1977; Chandran et al.,
2016; Cohen et al., 2017; W.D. Jones, 2021; Pask et al., 2018).

Figure 1

Bronfenbrenner’s Ecological Systems Theory Model
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Theme 1: Early Messages (Microsystem)
The first theme that emerged was the early messages, which impacted the

caregivers’ perceptions of hospice. The microsystem was the innermost immediate
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environment of the individual and is where early messages could impact and shape the
development of an individual including their perceptions and attitudes. The participants
described and affirmed how early messages about hospice from family and friends
impacted their perceptions and utilization of hospice. Despite the participants’ varied
early knowledge of hospice care, those messages still seemed to impact how they
perceived and utilized the service as caregivers. The participants reported hearing those
early messages about hospice from family and friends. Those early messages included,
not knowing the signs of death, not knowing anything about hospice care at all, not
understanding hospice, when it was the end (end of life), it (hospice) was when a person
needs one-on-one care, or that it (hospice) was a place where a person goes to die. For
example, Gia reported that “early messages about hospice equaled death.” Because her
mother was the first to die in her family while under hospice care, she had no other
experiences to reference. Whereas Bren reported that she “didn’t know anything about
hospice or any signs of death,” which was similar to the messages Dee reported, “I didn’t
understand” what hospice was. Three sub-themes also emerged, death and dying, did not
talk about it, and guilt and resistance.

In the first subtheme of death and dying five participants reported that early
messages regarding hospice equated to death and dying. These early messages were
relayed from family and friends, those individuals that are closest to the caregivers. Early
messages about death and dying as it related to hospice were conveyed by family
members by indicating to the caregiver, “The person is going to die. Don’t put her there,

they are going to Kill her. She is going to die. It’s the end. It’s over.” (Elle) Additionally,
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another participant reported, “There is no more hope; they are dying.” (Faye) These
additional quotes highlighted hospice being equated to death or dying: “Some friends
were not a fan because it (hospice) is a negative thing.” (John). Cori shared a memory of
a church member who was sent to the hospice facility and passed quickly. While Gia
reported, “I heard from friends that you go to the (hospice) facility and will pass quickly”
and that “hospice equals death.”

The second subtheme focused on: did not talk about it. At least four participants
reported that they did not hear any early messages about hospice or had no knowledge of
hospice care because it was not talked about by those close to them. This was conveyed
by a participant as follows:

Like always, it’s (hospice) the end of the road. | guess I could say in the Black

community, you didn’t hear anything about hospice years ago. It was that the

person passed at the hospital, or they passed at home.... | didn’t start hearing
about people going into hospice, you know, Black folks until I think probably
within the last 15 years. (Adam)

Additional participants expressed that, as an individual or family, “They (family)
didn’t really know anything about hospice; | had to tell them” (Hope). Whereas with
Bren, it was her family members with a medical background that she received not early
messages, but education about hospice as she indicated in this statement, “I didn’t know
the signs of death until my sister and niece, who are RNs helped me understand.” Issa

reported that “l didn’t get any early messages from family or friends” and it was only
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their experience since becoming a family caregiver, that they received messages about
hospice.

The third subtheme focused on guilt and resistance. Early messages about hospice
could be a source of emotions such as guilt and resistance when choosing to use hospice.
A participant attributed this to not knowing about hospice. This is evidenced by this
participant’s account of when hospice was being considered, “Me and my family resisted
hospice; they (family) didn’t understand what was going on. They didn’t understand we
couldn’t feed her or give her something to drink.”(Dee). Another participant, Faye
described avoiding or running away from the social worker because she did not want to
discuss hospice as she resisted the notion that her father was at the end-of-life, which was
largely based on the early messages she heard about hospice early on.

The first theme is: early messages received by the caregivers’ innermost
relationships such as their family and friends impacted how hospice was perceived and
utilized by the participant. The participants equated hospice to death and dying based
largely on the early messages received about hospice from their friends and family. On
the other hand, participants described early messages they received about hospice being
extremely limited or they received nothing at all. A few participants reported that their
family just did not talk about hospice or in the case of Bren, she reported that she was
educated by two family members who were nurses about hospice. Early messages also
contributed to emotions such as guilt and resistance when considering hospice. What |
learned about the theme of early messages is that early messages played a significant role

in shaping perceptions that impacted the use of hospice services.
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Theme 2: Communication by the Medical Team (Mesosystem)

The second theme that emerged was communication by the medical team. This
theme focused on the impact of communication by the medical team involved with the
caregivers and the family members they were caring for and the impact on how hospice
Is perceived and used. The connection, interactions, and communication between the
caregivers, patient, and medical or hospice team are also representative of EST’s second
level, the mesosystem in this theme as well.

Six participants were told by their healthcare team, which included their primary
care physician and or a medical social worker, that all care options had been exhausted
for their loved one when recommending hospice and was reported as follows: “We were
told his body was no longer responding; he needs hospice. A year before he passed, the
doctor suggested making end-of-life decisions,” (Adam), and another participant
expressed, “They told us there was nothing else they can do for her” (Cori), while another
participant shared, “The doctors told me two years before | put her in hospice that the
meds were not working. | felt they were rushing her to hospice” (Elle).

In these three experiences shared by the participants, their healthcare team had
told them there was nothing else that could be done for their loved ones; however, they
did not feel they were adequately informed of their loved one’s prognosis or declining
status. There was a participant who offered a unique perspective as a social worker and
caregiver in her statement, “As a professional, | introduced hospice, but it was my
mother’s doctor who explained to me that all medical options had been exhausted” when

hospice was recommended to her for her mother (Gia). In this case, the participant was
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more receptive and had a better perception of hospice as a caregiver, due to her
professional experience as a social worker, where she had not before. Whereas Issa
shared that “it was the SW that talked to us about hospice.” when they were questioning
why the doctor had not talked to them directly about hospice. In both cases, the
participants demonstrated that communication by their healthcare team impacted how
they perceived hospice and how they utilized the service.

There were experiences shared where the participants did not feel their loved
one’s status was at a point where hospice was needed and was not adequately explained.
At least four participants described that they were not told that their loved one may need
hospice at all. Those situations were expressed in the following quotes, “I was given a
pamphlet to read” (Bren), and “The doctor did not talk about (to me) hospice.” (Faye)
Another participant expressed, “I felt the doctor sugar coated the situation” (Hope) which
left her feeling the doctor was hiding something. In another situation it was apparent the
participant was not told definitively that their loved one would be placed into hospice
care as this participant was told, “It’s compassionate care and comfort” (John), leaving
the participant unaware of their loved one’s condition was terminal and a referral to
hospice was done, but by calling hospice by another name.

The following experiences shared by these participants highlight the importance
of communication by the healthcare team with the caregivers is just as important and
impactful on how hospice is perceived and used. Clear and effective communication
between the caregiver and the healthcare team is crucial in understanding what is going

on with their loved one’s status, all the available options, and what they should expect
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next, which means discussing hospice. The interactions between the caregiver and the
healthcare team, as described in the mesosystem of EST, ensured communication was
clear about hospice, but explained with compassion to ensure hospice was not
misunderstood or misunderstood.

Theme 3: Attitudes That Impact Perception (Exosystem)

The third theme that emerged was attitudes that impacted the perception of
hospice. This theme highlighted the caregivers’ attitudes that impacted their perception of
hospice as a result of not having a clear understanding of hospice services. Five of the 10
participants expressed feeling misled by their medical providers or felt the services
provided by their hospice provider were not clear. One participant reported, “Services
were not clear...we didn’t accept the services the first time because we didn’t want to
give up... and we thought it (hospice) was a place.” (Cori). This revelation by Cori
aligned with early perceptions about the services that also have cultural implications.
Another participant reported, “I got information after she passed about hospice...I would
have saw it as a tool or asset and not a destination.” (Dee); “I just wasn’t aware of all the
supports available.” (Issa). These two participants indicated that they were not only
unaware of hospice, but they were also unaware of the services or benefits it offers.

Another participant reported feeling misled when her mother was ordered to have
morphine when she was experiencing restlessness and pain to keep her comfortable.
However, once given the medication, the patient was never aroused again and eventually
passed away after a few days. The participant felt misled by the hospice nurse, as

indicated by her statement,” | felt like it (hospice) was misleading...we should have been
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educated on what keeping her comfortable meant.” (Elle). This participant not only felt
misled, but she also questioned if she made the right decision and experienced feelings of
guilt that she had contributed to her mother’s death. Her perception of hospice and those
lasting feelings of guilt, she stated that she is not sure if she would use hospice again. In
contrast, Hope reported, “It was the nurses (hospice) who worked with me to help me
understand hospice.” Hope did not have a clear understanding of hospice but gained an
understanding through education by the hospice nurses that was working with her. This
education by the hospice staff impacted her perception of hospice and her use of hospice
in a positive way.

This theme aligns with the third level, the exosystem, which represents those
interactions or settings that are not caused by the individual. The experiences described
by the participants demonstrated that their perceptions and future use were impacted by
interactions with their hospice nurse and the hospice agency’s policies and procedures
that were in place to manage the patient’s care. In summary, along with direct
interactions with the hospice nurse (team), the external factors of the agency’s policy and
procedures impacted how hospice was perceived and used.

Theme 4: Cultural Messages (Macrosystem)

The fourth theme that emerged from the data was cultural messages. This theme
focused on how cultural messages impacted the perceptions and use of hospice by study
participants. African Americans have uniquely different perceptions of hospice that are
culturally and trust-based, which has impacted the use or non-use of the services. Two

participants associated hospice as “a place.” The two participants indicated that this was
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what they learned or heard in their community. Both participants associated hospice with
death and reported that “Hospice is taboo in the Black community...they think he will be
dead tomorrow...people are uninformed about hospice...people think it is an added
expense or problem...and they thought it (hospice) was a place” (Adam). At least seven
of the 10 participants reported hearing negative messages from their community about
hospice. Those messages seemed to be culturally related. At least five of the 10
participants associated hospice with being a place. There was no specific message or
reason hospice was associated with this thought; however, two participants shared an
experience of knowing someone from their church or neighborhood who went to hospice
and died, and one of two participants contributed the messages they received (hospice
being a place) from their family. Dee went on to say that they did not think hospice was
for Black people. “We thought it was where folks went to die...a person in the
community was an RN, but she (the nurse) was reluctant to share about hospice” (Dee).
Strong social networks and community support are important in the African American
community; however, education by this nurse to this participant and other members of the
community may have positively impacted how hospice was perceived. However, when
hospice does not have a strong presence of use in the participant’s community, it can be
difficult to positively impact the caregivers’ perceptions. A participant reported that
hospice was hard to accept because of the perception that is in the African American
community:

We as Black people view hospice differently than other groups might do...so

having someone else come in to provide services or take care of our family
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members, it is difficult, you know. You’re still very protective and want to be

very involved in what’s going on with your family member...we generally take

care of our own. (Issa)

Bren reported, “My community didn’t know nothing.” This message was related
to the cultural messages heard about hospice. Adam reported that he and others in his
community did not hear about hospice in their community years ago, because people
would die in the hospital or at home. He feels he has heard more about hospice in the last
15 years or so. But before his experience with hospice, Adam and others in his
community always associated hospice with death.

Similarly, more than half of the participants indicated that hospice was associated
with a negative connotation. Two participants affirmed this when they reported the
messages they received from community members: “I wouldn’t use hospice, they are
going to Kill you...they will speed up the death process” (Faye), and another participant
affirmed that, “Hospice just has such a negative connotation” (Cori). Elle reported that
their perception of hospice was based on “just how my family perceives hospice, which is
based on what they heard” (Elle). For another participant, the cultural messages that they
received were described as “scary.” and also felt that hospice was associated with the
stigma of “death” in their community. The remaining two participants did not feel that
their perception of hospice was impacted by their culture.

The macrosystem examines how cultural attitudes, beliefs, and norms impact the
individual. The participants’ experiences and messages were based on cultural beliefs, or

the cultural messages some participants did not receive, impacted their perceptions. All
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the participants utilized hospice; however, their perceptions of hospice, as caregivers, are
deeply rooted in and were shaped and affected by their early and ongoing exposure to
cultural beliefs and messages.

Theme 5: Barriers to Hospice Use (Chronosystem)

The fifth theme that emerged was barriers to hospice, which resulted from
historical events or past life transitions that impacted the caregivers’ perceptions of
hospice. Those perceptions yielded by participants who perceived hospice as a service for
others or the perception that choosing hospice was like giving up can be directly related
to socio-cultural perceptions of hospice. Experiences shared by the participants regarding
their perceptions of hospice were socially, culturally, and historically influenced. One
participant reported, “I thought hospice was for White people only.” Adam shared this in
the context of not knowing anyone from his family or community having hospice care
before they passed away. Adam indicated that when persons in his family or community
passed away, they were at home or the hospital. Those family members were not in
hospice care. This led to Adam’s perception that hospice was for Caucasians, which was
also affirmed by Issa. As an African American caregiver, Issa only started hearing about
hospice 15 years ago, despite hospice becoming a part of the Medicare benefit over 40
years ago. Elle indicated that she found information about hospice services too vague.
The lack of knowledge of hospice was an event in itself that can greatly impact how
hospice is perceived and used.

Three participants reported that “we didn’t want to stop medications or the

feeding tube” as a reason for not choosing hospice. The participants felt strongly these
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interventions were keeping their loved ones alive. Gia described not being open to all the
services by hospice because they (the family) already had those supports in place, such as
spiritual support from the patient’s brother, and personal care services were being done
by her (Gia) as the family caregiver. As a social worker, she provided psychosocial
support and care coordination for her mother. Gia saw hospice as support recommended
by her doctor; however, it was her duty as a daughter and family caregiver that impacted
her full use of hospice services.

Contrastingly, other participants reported that choosing hospice was “like giving
up” (Elle) and “letting go” (Issa), while other participants described feelings of guilt and
denial (Gia). Gia reported: “I question if I made the right decisions, like giving her
morphine... | felt like | gave up and to this day, I think I killed her ... but I was listening
to the nurse...personally, | wouldn’t want to go through it (hospice) again.” Gia
described her mistrust of the hospice nurse, which recognizes past historical events of
mistrust and life transitions from child to caregiver impacted how hospice was perceived
and used.

Elle is a retired nursing home administrator and Gia is a current medical social
worker. Both have encountered and advocated for hospice for their patients in their
professional settings and for the most part perceived hospice positively. However, their
perception of hospice was based on early messages, cultural messages and beliefs,
historical events, and interactions with the hospice team impacted their perception of
hospice, which was negatively. This theme aligns with EST’s fifth level, the

chronosystem, as these participants’ perceptions of hospice evolved professionally over
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time, yet the basis of their perspectives of hospice seems to remain rooted in their family
and cultural attitudes and beliefs about hospice when experienced as family caregivers.
Summary

In this chapter, the data collection and process of analysis were reviewed. The
findings were based on interviews with 10 caregivers who identified as African
American, spoke English, were over the age of 18, and had current or prior experience as
designated family caregivers for hospice patients within the last two years. | employed a
purposive sampling strategy to select participants, recruiting them through social media
platforms centered on bereavement, caregiving, and caregivers. Each participant carefully
reviewed and signed an informed consent document. I transcribed and analyzed the
recorded responses from Zoom videoconference interviews to explore their perceptions
of microsystem, mesosystem, exosystem, macrosystem, and chronosystem-related factors
that influenced their utilization of hospice care. Examining the impact of each system on
individual caregivers provided insight into how ecological factors shaped their
perceptions and attitudes related to hospice. Additionally, participants’ attitudes and
perceptions were also influenced by their direct experiences with hospice as caregivers of
hospice patients.

The transcribed data from the interviews were reviewed for patterns, then codes
were extracted until no other patterns remained. from the patterns and codes, categories
and themes emerged. The themes allowed me to address the research question regarding
how environmental factors relate to how hospice is perceived and utilized among African

American caregivers. The five themes yielded: early messages and three subthemes:
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death and dying, did not talk about it, and guilt and resistance (microsystem),
communication by the medical team (mesosystem), attitudes that impact perception
(exosystem), cultural messages (macrosystem), and barriers to utilization (chronosystem).
The results aligned with the concepts of Bronfenbrenner’s ecological systems theory,
which will be further discussed in the next chapter. In Chapter 5, | provided a summary
of the chapter, interpretation of the findings, limitations of the study, recommendations

for further research, implications for social change, and a conclusion of the study.
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Chapter 5: Discussion, Conclusions, and Recommendations

The purpose of this study was to explore African American caregivers’
perceptions of the environment-related factors that affected their utilization of hospice
care using Bronfenbrenner’s (1977) EST as the theoretical framework. Considerable
research focused on the underutilization of hospice by African Americans (Bridges, 2017;
Starr et al., 2021; Vaughan & Kofmehl, 2020; Worster et al., 2018). Additionally,
researchers have examined caregivers’ experiences with hospice services (Dillon & Basu,
2016b; T. Park et al., 2023; Reese et al., 2016). However, a gap existed in the literature
regarding African American caregivers’ perceptions of the microsystem, mesosystem,
exosystem, macrosystem, and chronosystem factors influencing their utilization of
hospice care (T. Park et al., 2023; Pask et al., 2018; Wang et al., 2019). Therefore, |
conducted a generic qualitative study to gain insight into how African American
caregivers perceived hospice based on their interactions with their environment.

Data were collected to address this study’s research question through
semistructured interviews with 10 African American caregivers, during which they
responded to 18 interview questions. The data were analyzed, and the results confirmed
that environmental factors influenced how the participants perceived and utilized hospice.
However, the results also revealed that participants’ direct experiences with hospice
shaped their perceptions of the service. The findings of this study may prove valuable in
educating, empowering, and positively impacting how hospice care is presented and

delivered to the African American community. In this chapter, | provide an interpretation
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of the findings, discuss the limitations of the study, offer recommendations for future
research, explore implications for social change, and conclude the study.
Interpretation of the Findings

The research question that guided this study was the following: How do
microsystem, mesosystem, exosystem, macrosystem, and chronosystem factors relate to
how hospice is perceived and utilized among African American caregivers? In Chapter 4,
the analyzed data representing the perspectives and experiences of 10 African American
caregivers were used to answer the research question. From the data analysis, five main
themes and three subthemes emerged: (a) early messages with three subthemes (death
and dying, did not talk about it, and guilt and resistance), (b) communication by the
medical team, (c) attitudes that impact perceptions, (d) cultural messages, and (e) barriers
to utilization. These themes were categorized within five system levels described in
Bronfenbrenner’s (1977) EST. Extensive research had focused on the underutilization of
hospice by African Americans (Bridges, 2017; Collins et al., 2018; Dressler et al., 2021;
Hall, 2018; Lee et al., 2020; NHPCO, 2018; Rhodes et al., 2016; Spencer et al., 2020;
Starr et al., 2021; Vaughan & Kofmehl, 2020; Wang et al., 2019; Worster et al., 2018).
The participants in this study affirmed the findings from previous research on African
Americans and hospice use. In this study, 10 African American caregivers shared how
environmental factors impacted their perceptions and utilization of hospice.

Since the inception of hospice, African Americans have disproportionately
underutilized hospice services (Worster et al., 2018). Bronfenbrenner’s (1977) EST

served as the theoretical framework that guided this study viewing individuals throughout
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their lifespan through five environmental system levels: microsystem, mesosystem,
exosystem, macrosystem, and chronosystem, with the individual at the center of those
systems (see Pask et al., 2018). The premise of EST is that the social environment exerts
the strongest influence on an individual’s behaviors, attitudes, and perceptions
(Bronfenbrenner, 1977; Navarro & Tudge, 2023; Pask et al., 2018), a finding affirmed in
the current study. Additionally, this study’s findings also supported Stahl et al. (2017),
who argued that each system impacts the other. Current participants reported that early
messages from family and friends, medical providers, cultural attitudes, beliefs about
historical events, and life transitions contributed to and influenced their overall
perceptions of hospice.

The first theme, early messages, consisted of three subthemes: (a) death and
dying, (b) did not talk about it, and (c) guilt and resistance. This theme represents the
microsystem, which encompasses the caregiver’s immediate home environment, which
includes their family members and friends (Bronfenbrenner, 1977; Chandran et al., 2016;
Pask et al., 2018). The findings of this study aligned with Pask et al. (2018), who
endorsed hospice care as complex care that goes beyond the individual and is based on
the individual’s interactions with their family and impacts how hospice services are
perceived and delivered. Participants experienced the impact of early messages from their
family and friends, which shaped their perceptions of hospice. These messages varied,
with some participants equating hospice to death, fearing that hospice would hasten the
patient’s demise, and feeling a loss of hope. Additionally, participants reported that their

family or friends avoided discussing hospice due to a lack of knowledge about hospice or
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the signs of impending death. One participant described an adverse response of feelings
of guilt and resistance resulting from the early messages received from family members
about hospice. This finding corroborates W. D. Jones’s (2021) perspective that
understanding human development through EST requires looking beyond what is directly
observed, as evidenced by the emotional impact described by this participant.

The second theme, communication by the medical team, represents the second
level of EST, known as the mesosystem. The mesosystem is the level that explains the
connections or interactions between multiple microsystems, such as the caregiver and the
health care or hospice team (Bronfenbrenner, 1977; Chandran et al., 2016; Head & Bute,
2017; W. D. Jones, 2021; Pask et al., 2018). The current findings confirm the challenges
faced by family caregivers and align with Luth and Pristavec (2020), who highlighted
that caregivers’ perceptions of their experiences can positively or negatively affect their
evaluation, access, and use of EOL care for their loved ones. When participants were
informed early on by their primary care provider about the exhaustion of all medical
interventions for the patient and the need for hospice, as described by Adam, their
perception of hospice was more positive. However, when primary care providers failed to
discuss hospice with the participant regarding their loved one, the hospice experience was
more negative. For instance, Bren reported receiving a pamphlet to read about hospice
after her loved one received services, while Faye mentioned that the doctor did not talk to
her at all about hospice. John reported being told by the doctor that his loved one would
receive compassionate care and comfort but was left without understanding that this

meant hospice care.
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The third theme, attitudes that impact perceptions represent the exosystem level,
which is the third level of EST. The exosystem encompasses systems or environments
that do not have a direct cause-and-effect relationship with the individual, for instance,
the availability or quality of care, and incentives that influence the use of hospice
(Bronfenbrenner, 1977; Chandran et al., 2016; W. D. Jones, 2021; Pask et al., 2018). In
this study, participants shared how their experiences with hospice affected their
perceptions and, in some cases, their utilization of hospice. For example, Cori initially
found hospice services unclear or unacceptable, but acceptance grew over time as her
loved one’s condition declined. Elle reported feeling the services provided by hospice
were misleading, and she sensed pressure to accept the services. Adam, on the other
hand, found comfort in the calming words of the hospice representative, which helped his
family gain insight into his father’s situation. John also described the hospice team as
very professional and appreciated their regular check-ins, which provided comfort to him
as a caregiver. These findings align with Chandran et al. (2016), who argued that
caregivers’ lack of control when introduced to hospice services and their interactions with
the hospice team significantly influence how hospice is perceived and utilized. The
findings also indicated that the caregiver’s perception and utilization of hospice were
related to the quality of those interactions with the hospice team.

The fourth theme, cultural messages, represents the fourth level of EST, known as
the macrosystem. The macrosystem encompasses cultural attitudes, beliefs, and norms
that impact the caregivers (Bronfenbrenner, 1977; Chandran et al., 2016; W. D. Jones,

2021; Pask et al., 2018). In the current study, participants shared how cultural attitudes,
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beliefs, and norms impacted their perception of hospice. Issa reported that the African
American community takes care of its own and is hesitant to accept outside help. John
echoed this sentiment, stating that hospice is taboo in the African American community
due to its association with early death. Dee noted that their community (African
American) has always viewed hospice as a place where people go to die. Eight of the 10
participants expressed cultural beliefs that linked hospice with death. These findings
support the perspectives of Cain and McCleskey (2019), Collins et al. (2018), and T. Park
et al. (2023), who argued that cultural beliefs and practices, learned stereotypes, and
traditions among African Americans significantly shape their thoughts and perceptions of
hospice care.

The fifth theme identified in the data was: barriers to utilization. This theme
represents the last system level of EST, the chronosystem. The chronosystem
encompasses historical events and life transitions that impact individuals over time
(Bronfenbrenner, 1977; Chandran et al., 2016; W.D. Jones, 2021; Pask et al., 2018).
These events or transitions can affect the perceptions of or need for hospice, which can
also be considered a barrier. For instance, Adam and Issa reported their perception that
hospice was primarily “White people.” Participants indicated this in the context of not
knowing anyone from their family or community who had received hospice.
Additionally, at least two other participants (Dee and Elle) mentioned that their lack of
knowledge about hospice prevented them from utilizing the services. Some participants

described choosing hospice as akin to giving up (Elle and Gia) or letting go (Issa). These
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feelings were attributed to the necessity of relinquishing what they believed were life-
sustaining treatments to receive hospice care.

This study’s findings supported previous research that concluded the lack of
awareness about hospice is a contributor to underuse (Bridges, 2017; Noh et al., 2022;
Starr et al., 2021; Vaughan & Kofmehl, 2020; Worster et al., 2018). The findings also
align with Chuang et al. (2022), Collins et al. (2018), and Stacey et al. (2020), who
highlight that low healthcare literacy, strong spiritual and faith beliefs, and lack of
autonomy are barriers that have long contributed to use or nonuse of hospice by African
Americans. Furthermore, the findings suggest that the underuse of hospice can be directly
related to the moral and spiritual beliefs of the caregivers, contributing to the ongoing
hesitation regarding hospice use for their loved ones based on how they perceive hospice
(Kelley et al., 2011; Haines et al., 2018; Hall, 2018; J.C. Johnson et al., 2016; T. Jones et
al., 2021).

Based on the interpretations of the data in this study, African American
caregivers’ perception and utilization of hospice are impacted by their environment.
These caregivers’ perceptions were shaped by early messages received about hospice, the
way hospice was communicated to them by their medical team, their overall attitude
about hospice, cultural messages, and the life or historical events that influenced their
perceptions and utilization of this service. The theoretical framework, Bronfenbrenner’s
EST, supports the findings and provides insight into how environmental factors described

through its five system levels-microsystem, mesosystem, exosystem, macrosystem, and
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chronosystem-influenced how hospice is perceived and utilized among African American
caregivers.
Limitations of the Study

The semi-structured interviews conducted with 10 participants yielded rich data
for this study. Despite the wealth of data gathered, there were some limitations. Notably,
the strength of the study lay in the variation of experiences that influenced the
participants’ perceptions of hospice. The size of the sample (n=10) was specifically
composed of African American participants. Consequently, the findings represent
African Americans and cannot be generalized to the experiences of the entire African
American population (Hadi & Closs, 2016). The study was constrained to African
American family caregivers who currently serve or have served a hospice patient within
the past two years; therefore, the study’s results may not be transferable to other ethnic
groups.

Due to the study’s focus, purpose, and grounding in Bronfenbrenner’s ecological
systems theory, each participant provided detailed responses to the questions presented in
the interview guide. The research question was addressed using the data provided by each
participant. However, the study’s topic of hospice could have limited the recruitment of
additional participants. Previous researchers found that African Americans may fear the
“guinea pig syndrome,” which refers to the fear of misconceptions arising from
participation in research studies (Barrett et al., 2017; Scharff et al., 2010). The
participants may have been hesitant to face the stigma associated with participating in a

study about hospice due mistrust related to past and current medical abuses, as well as
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skepticism about the collected data would be used during the interviews (Amofa et al.,
2022; Barrett et al., 2017; Calderdn et al., 2006; George et al., 2014; Ighodaro et al.,
2017; Scharff et al., 2010; Smith et al., 2017). Additionally, hospice is often equated to
death in the African American community, making it a difficult conversation for
participants to engage in and one they may want to avoid (Dillon & Basu, 2016a;
Dressler et al., 2021; Siler et al., 2021). It remains unknown whether other potential
participants who viewed the recruitment flyer and decided not to participate were
challenged with discussing their grief and pain associated with end-of-life care or the
death of a loved one. The study topic itself could have limited the recruitment of more
information-rich participants. Notably, the participants did not report any trauma or
concerns about sharing their experiences.
Recommendations

Future research that includes a larger sample size could affirm or refute the
findings of this study. Additionally, more data around the areas that require further
observation or modification to better serve African American caregivers. A significant
finding in this research was how communication (or lack thereof) by the medical team
impacted the caregivers’ perception of hospice. Future research should focus on early
communication by healthcare providers regarding the impact of hospice on perceptions
and utilization among African Americans. Effective communication can introduce and
facilitate end-of-life care conversations and highlight the benefits of hospice (Im et al.,
2019). Furthermore, effective communication can better engage and better support

caregivers early in their loved one’s disease process, addressing the stigma and myths
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that act as barriers to end-of-life care conversations and the use of hospice services. (Im
et al., 2019; Reblin et al., 2023).

Several participants reported that they lacked knowledge about or had insufficient
information regarding hospice. The National Hospice and Palliative Care Organization,
in collaboration with the National Association of Social Work, collaborated on strategies
to enhance perceptions and utilization of hospice services in the African American
community (T. Jones et al., 2021; Rhodes et al.,2016; Siler et al., 2021). While hospice
enrollment did expand, African Americans continued to associate hospice with death.
However, the use of palliative care among this demographic seems to be more user-
friendly and could serve as a potential gateway into hospice (Bazargan et al., 2021).
Perhaps future researchers may want to explore whether prior palliative care enrollment
impacts caregiver perceptions and utilization of hospice, potentially improving
perceptions, and reducing health disparities at the end of life. The discovery of more
effective ways to educate and improve service delivery of hospice in the African
American community can profoundly impact how hospice is perceived and utilized.

Implications

This research holds the potential to significantly impact the field of social work
by providing an understanding of the cultural, historical, and environmental factors that
influence African Americans’ perception and utilization of hospice. Social workers and
other clinical providers can utilize this study to further explore effective tools and
insights for communicating and promoting the benefits of hospice care, by encouraging

hospice participation for this target population. Hall (2018) and Lee et al., (2020) have
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suggested that when it comes to caregiver utilization of hospice services, there is a lack of
knowledge about hospice services, how the services are delivered, treatment options, and
their cultural relevance to perceptions and beliefs. Dispelling negative perceptions and
barriers related to hospice care, which have hindered African American utilization of this
service, emerges as a critical finding from this study. Continued research on this topic has
the potential to further advance both researchers’ and practitioners’ ability to identify
effective approaches for supporting the use of hospice care by African American
caregivers’ when appropriate.

This study’s findings contribute to positive social change by bridging discussions
between the African American community, hospice stakeholders, and policymakers.
These findings are precisely the type of evidence that the NHPCO and NASW can use to
promote change in the end-of-life realm for decades to come. Moreover, the study’s
results can educate, empower, and enrich social work clinicians, enabling them to be
change agents in improving the quality of end-of-life care within the African American
community, ultimately fostering positive social change.

Conclusion

Quialitative research involves understanding how individuals or groups make
meaning or perceive their experiences. In the context of African American caregivers and
hospice utilization, this study found that environmental factors- such as early messages,
communication from medical teams, general attitudes, and cultural beliefs- significantly

influenced how caregivers perceived, engaged, and utilized hospice services. Whether
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participants received early messages about hospice from family, friends, or direct
experiences, these messages had a significant impact on their perceptions.

This study’s implications extend to practice and positive social change. Before
this research, there were no studies that explored how environmental factors impacted
African American caregivers’ perceptions and use of hospice (Pask et al., 2018). By
allowing 10 participants to share their experiences, this research elevated the voices of
African American caregivers. Shedding light on the impact of ecological factors on how
hospice is perceived and utilized, this study addresses the historical underutilization of
hospice services by African Americans. Increased awareness is imperative, and
understanding how environmental-related factors can positively influence end-of-life
services for the African American community is crucial.

This study underscores the opportunity and need to develop more literature,
programs, education, and policies that are tailored to the African American community.
These efforts can address the long-standing health disparities faced by African
Americans at the end of life. By better understanding how their environment impacts
their perceptions and utilization of services, this study greatly contributes to social work
practice and positive social change. The findings serve as a blueprint or starting point
from which African Americans can be understood through their experiences and
interactions with the layered environments that surround them and shape their attitudes,
perceptions, and utilization of services like hospice. Ultimately, this research has the

potential to impact the way this demographic lives and approaches end-of-life care.
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Appendix A: Interview Questions

Introductory Statement

First, let me thank you for agreeing to this interview. My name is Monica Lonon, and |
am a Ph.D. social work student at Walden University. The purpose of this interview is to
explore African American caregivers’ perceptions of ecological (environmental) factors
related to hospice utilization. The interview should last minimally 60 to 90 minutes.
After the interview, | will analyze your answers. The information you provided may be
included in this study, but your identity will be confidential. I will not disclose your name
and demographic information, instead, | will code that information so no one will be able
to identify you with the information you provide. You can choose to stop this interview at
any time. 1 would like to record this interview to be able to accurately transcribe, analyze
and code it later; Do | have your permission to record this interview?

Do you have any questions before we begin?

Are you ready to begin?

Is it okay if I start recording now?

Introduction/Warm-up Questions

1. What is your experience as a hospice caregiver?
2. How long were you a hospice caregiver?

3. How long have you been a caregiver?
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Core Questions

4. Tell me what you think when you hear the word “hospice.” Can you share your
earliest or first experience or message you heard about “hospice”?
5. What are some messages you’ve heard about hospice from your family, friends,
or a healthcare provider?
A. How did this early experience/knowledge of hospice impact your perception
and your willingness to use hospice?
B. How have your family, friends and community influenced your perception
and use of hospice?
C. How has the doctor, or other medical providers you encountered as a
caregiver influenced your perception and use of hospice?
D. How has your culture influenced your perception of and use of hospice
services?
E. How have life transitions (illness, death, etc.) influenced your perception and
use of hospice?
6. What were the barriers that prevented you from choosing hospice care as a
caregiver?
6a. | faced with the same decision, what would have made you choose hospice
sooner?
7. What barriers impacted the timeframe for you choosing to use hospice?
8. How did your perception change after your experience with hospice?

Wrap-up/Closing
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Thank you for a great interview. Thank you for sharing your thoughts and experiences
with me. Would you like to share any additional thoughts with me?

e | am stopping the recording now
Again, thank you for sharing your experiences with me and for participating in this
interview. | will collect additional data/information from other participants for analysis
and later debrief with one of my peers. If you have any questions or would like to review
your data, please don’t hesitate to contact me via email or telephone call. My information

is listed on the information/consents provided to you.
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Appendix B: Prescreening Guide

Participant self-identify as African American

Participant is age 18 or over

Participant speaks English

What state do you live in?

Participant is/was a family caregiver for how long?

Participant is/was a hospice caregiver; how long?

For whom?

When did family member die?
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Appendix C: Caregiver Resources

Due to the sensitive nature of the topic of caregiving and hospice, it is possible to be
emotionally triggered. If this happens, please reach out to the following resources for

counseling, referral, and resources:

1. National Care for Caregivers support line at 1-888-281-0145

2. Dial 211 for counseling resources.
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