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Abstract

Many studies evidence the rewards and challenges involved in providing care
for family members at the end-of-life. Some studies have suggested tlthifargnces
that may exist in caregiving might be related to how families of diverdegbaunds
assess the caregiving experience. Such research indicates that Afrieacans
appear to appraise the caregiving task differently than other care@uetsresearch
also suggests that African American caregivers’ faith and theiragiig or spirituality
attribute to the different appraisal.

One of the criticisms germane to end-of-life research is that some siodies
make clear distinctions or define fully religion and spirituality. Furtreaw, $tudies
have examined the role of religion and spirituality and their influencesardléy
African American caregivers’ care decisions for family membpmoaching the end
of their lives using caregivers’ voices. This study aims to address tiseseate gaps by
examining caregivers’ narratives disclosing themes relevant to uswolgirsg how
African American caregivers talk about, understand, and utilize religion dugjtsi
as resources in end-of-life caregiving.

This current study is part of a larger qualitative study conducted by Dr. Willia
Turner (2004) that sought to understand end-of-life caregivers’ decision-making
processes in African American families. The research paradigm e iy
interpretive science utilizing a phenomenological methodological appredthin-
depth interviews were held with caregivers to understand the caregiverahtbibe

processes of decision-making germane to the care of an ill or deceaggadrfamber.



i
The data was collected through the use of an active interview method. A

reflective approach was used to allow participants to explore emotional, sattiadal,
and systemic factors relevant to their experiences of caregiving aistbdenaking.
For this study, thematic analysis was employed to examine and to idemtifgthe
patterns, and behaviors to describe how African American caregiversegqeer
religion and spirituality as resources in end-of-life care.

The results of this study are categorized into three major themes: (a) how
African American caregivers “lived” their religion or spirituajifyp) how African
American caregivers utilize religion or spirituality resources; aptd@gw African
American caregivers use theological understandings as a resource.

The results of the analysis suggest that religion and spirituality cantbe bot
positive and negative resources for African Americans caregivers caritogyé€d ones
who are facing the end of their lives. While many caregivers reportataty church,
prayer, their spirituality, and reliance on the church community to be helpful, ngt eve
caregiver reported the use of these religious resources or reportedithailiration
of religious resources, including the use of clergy, to be helpful. This studysrepbyt
about the people who were interviewed, and is not necessarily the experience of all
African Americans.

In understanding caregiving within the context of the African American family
the power of cultural mandates and religious and spiritual beliefs were found to be
important variables to consider. Examining the lived experience of careggve
essential and assessing caregivers’ theological understandinggiohredpirituality,

concepts of life and death, and their theological understanding of care &l.critic
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CHAPTER ONE

Attending church, praying, and reading the Bible have been among the many
religious and spiritual activities engaged in by African Americans gshidnee
negotiated their lived experiences in America. In times of hardships arg] itri&s
been their faith that has assisted African Americans in “making a way aatvwdy.”

The current era finds many baby boomers caring for their children and for thezitar
Growing disparities in positive health outcomes for African Americans ihakere
likely for African Americans to be sicker, to need care, and to die fastet and a
younger age; the question thereby is raised as to the role of religion atdky as
resources for African American families in caregiving situations.

A mounting interest in end-of-life issues has seen increasing numbers of
researchers investigating how families make care decisions (Araiaég&t, 1997;
Byock, Norris, Curtis, & Patrick, 2001; Hudson, Aranda, Krisjanson, 2004; Leichtentritt
& Rettig, 2001; Poorman, 1994). Coupled with the growing understanding of health
disparities in minority populations, end-of-life concerns in African Anagriiamilies
have led some researchers to undertake the task of uncovering how Africanafimeric
families make decisions about how to care for family members (Born, et al., 2004;
Connell & Gibson, 1997; Cort, 2004; Crawley, Payne, Bolden, Payne, Washington, &
Williams, 2000; Pierce, 2001;Turner, Wallace, Anderson, & Byrd, 2004). A culturally
sensitive understanding of African American care decisions includes catsidef
the importance of religion and spirituality in the care decision process. Thysistud

designed to explore this phenomenon.



Purpose of the Study

A few years ago, Turner, et al. (2004) conducted research to examine African
American family decision-making at the end-of-life. The study induate exploration
of the role of religiosity and spirituality in the decision-making proces$bgs present
study’s purpose is to examine the participants’ narratives from Turneriststestpose
themes relevant to the understanding of how African American family menaliers t
about, understand, and utilize religion or spirituality as a resource in caregfivingot
the intent to suggest that narratives reported here are normative fori@dinAf
Americans but it is the intent of this study to share the stories and the expeoé¢tite
African American individuals interviewed.

Significance of the Problem

Historically, African American families care for loved ones at the eddeof
rather than use nursing homes or other palliative care facilities for supporbéviy,
1997). In other words, African American families have traditionally ascribdeto t
cultural precept “to care for their own” rather than place their faméynbers in
alternative care facilities especially at the end-of-life (Wirl}hd997). However,
unlike in the past, African American families today rely on varied combingif
support that include formal services as well as the family to care fdy faa@mbers
(Roschelle, 1997). In addition, some African Americans are saying that theg w
prefer to die in the hospital rather than at home (Neubauer & Hamilton, 1990). These
shifting trends in ideologies beg the question of what other traditional norms have
changed and what new norms, if any, are relevant to religion and spiritnahtsigan

American families providing care.
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Ward and Carney (1994) describe “caring” as a transitional process that begins

with resistance to the inevitability of the caregiver role and ends with tjugescence
to it. In other words, family members come to know that part of their respatysinit
obligation is to care for other family members and so they assume cardgsksg
Eventually, the task may become second nature and part of the caregiverisedaily

Yet providing care is not always easy. Studies abound on the phenomenon of
caregiving burden (Beach, Schultz, Yee, & Jackson, 2000; Connell & Gibson, 1997;
Pruchno & Resch 1989; Schulz & Beach, 1999). Many of these studies evidence the
challenges involved in providing care for loved ones. Some of these studies have also
suggested that any differences that may exist in caregiving migalabed to how
families of diverse backgrounds assess the caregiving experience (Cox, 1689a; P
Debanne, Namazi, & Wykle, 2002;Wykle & Segal, 1991). Such research indicates that
African Americans appear to appraise the caregiving task differentiyothar
caregivers (Cox, 1999a; Picot, et al., 2002). The Cox (1995a) study that examined
caregivers’ experience with dementia patients found that African Aaerecaregivers
appraised patient-related problems as less stressful. Reported vamataregiving
burdens as well as rewards were related to caregivers’ subjectiveeagpsras well as
to the amount and type of social support received (Goldstein, Concato, Fried, Kasl,
Johnson-Hurzeler & Bradley, 2004). Caregivers’ spirituality was repostadaajor
factor and means of social support that mitigated the burden of caregiving for som
African American caregivers (Born, et al., 2004; Smerglia, Deimling, &28a1988;

Wykle & Segal, 1991).
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Religiosity and Spirituality as Resources for African American Families at th@&nd
Life

Spirituality and religiosity are already known to be important variables t
consider in the study of African American family life. Even with the commaiefbel
among social scientists (Billingsley, 1992; Boyd-Franklin, 1999; Brasheaish&rk,
1996; Lincoln & Mamiya, 1990) that religion and spirituality are the meanshiighw
African American families cope, to make general statements thabAfAmericans are
spiritual or that religion is important to African Americans does not capture the
intricacy in understanding the role of religion and spirituality within thecAfr
American context.

Religiosity and spirituality are multifaceted constructs. The construct of
religiosity is a complex phenomenon that includes behaviors, attitudes, values, beliefs
feelings, and experiences (Taylor, Mattis, & Chatters, 1999). Taylor andehatt
(1991) suggest that there are various dimensions of religiosity that can beedxpect
operate in unigue ways with respect to outcomes such as social support and personal
adjustment. “Distinctions between different dimensions of religiosity,$ Jaylor and
Chatters (1991) “provide the specificity in delineating the functional attskartd
consequences of various forms of religious involvement” (pp.103-4).

The construct of spirituality is also complex with varied definitions. Clemmons
(1991) understands spirituality as the internal ongoing quest for self-knowledge that
includes recognition of a higher power’s presence. Paris (1995) definesadipyris
“the animating and integrative power that constitutes the principal frameaniing for

individuals and their collective experiences” (p. 22). Mattis (1997) definesusiint
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as an individual’'s belief in the sacred and transcendent nature of life mahifeate

sense of connectedness with others - humans, the spirit, and God.

Often the construct of spirituality is defined in relationship to religiosity.
developing a further understanding of the concept of spirituality, Mattis (20Qd#sts
that spirituality and religiosity are not the same but rather distinct amthppig
experiences. Elkins and colleague (1988) also suggest “although religion provides a
framework for the expression of spirituality, spirituality is more basiao,tprior to, and
different from traditional expressions of religiosity” (p. 7).

One of the criticisms germane to research studies on end-of-life has been that
some researchers have not clearly made the distinctions nor fully defirmahgtricts
of religion and spirituality in their studies (Flannelly, Weaver, & Costa, 2004theéur
few studies have examined the role of religion and spirituality and theieirdés
relevant to African American caregivers who are making decisions abouy famil
members approaching the end of their lives. This study will address thessi giae
literature.

Research Question & Paradigm

The primary research question addressed in this study is:

What are the roles and functions of religion and spirituality in the lives rafakf
Americans who are caring for family members at the end-of-life? f&ai, this

study will focus on the articulated religiosity expressed by the panitsijgd this study
and will uncover cues in understanding their spirituality. This study will damme
how these reported functions of religiosity and spirituality might be understoaanis te

of the distinctive areas of religiosity and spirituality to the extent tbese up in the
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interviews. The research paradigm for the present study is primagtpiative science

utilizing a phenomenological methodological approach.
Interpretive Science - Phenomenological Methodology

A phenomenological method was employed in interviewing the participants of
this study. According to Kvale (1996), a phenomenological perspective includes a focus
on the life world, openness to the experiences of the subjects, a primacy of precise
description, and a search for essential meanings in the description. Thetlgeal is
description of the experiences and an understanding of the meaning of the egperienc

This phenomenological approach attempts to understand people's perceptions,
perspectives and understanding of a particular situation (Leedy & Ormrod, 20f¥.). Li
experiences are examined in an effort to give the experiences meaning and
understanding (Lipscomb, 2003). By looking at multiple perspectives of the same life
situation, the researcher can collect data and make generalizations hbabtitev
experience is like for those who have experienced the same situation (Lipscomb, 2003)
A phenomenological study attempts to answer the question: “What is it like to
experience the particular phenomenon?” (Leedy & Ormrod, 2001, p. 153).

The phenomenological researcher collects data almost exclusively by
interviewing a selected sample of people who have experienced the samenmecur
Questions are developed to probe the feelings, thoughts, concerns, or woredsoelat
the life event. Lengthy interviews are then conducted with extensive notas take
this study, an interview guide was developed by the principal investigators$oofe

William Turner and the interviewer, Beverly Wallace (see appendix A).
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In phenomenological studies, the interviews often resemble conversattbns wi

the research subject doing most of the talking and the interviewer probing for more
information (Lipscomb, 2003). The researcher is careful to keep the focus on the
research issues, avoiding influence on the participant in any way. The wtarige
also free to follow the lead of the interviewee to probe their lived experiences.

The researcher in this study is African American. She is also an ordained
Lutheran pastor with several years of experience as a hospital chaplapadte
experiences of being with and assisting families with life decisions pir tes
position of being culturally aware of some of the dynamics and nuances that are
particular to the population under study. Such knowledge and expertise is potentially
beneficial in articulating and suggesting interpretations of the findings.

The task of analysis follows the data collection process. Analysis begins when
one separates relevant information from that which is irrelevant so as toegestao$
what is being said. Common themes and issues are identified and categorized into
"meaning units" (Lipscomb, 2003). The researcher examines the meaning units
carefully in an attempt to identify convergent and divergent perspectivesrazene
theories are developed from the common themes and issues. Conclusions are drawn
based on the key themes identified that give a general description of the phenosnenon a
represented from the research participants’ perspectives (Lipscomb, 2003).

There are several advantages to utilizing a phenomenological researcltlapproa
First, a phenomenological approach identifies deep issues and expressesiie déeli
participants. With such an approach, one can determine key themes or issues

experienced or perceived by a group in a given situation. Second, a phenomenological
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approach can expose taken-for-granted assumptions or can challengaithgusiatnd

bring valuable insights into the life issues being researched by empbhabiei

participants’ personal perspectives. Finally, a phenomenological resggmadach can
guestion old assumptions about life experiences from the perspective of those who have
experienced it firsthand.

This phenomenological approach was chosen because it allowed for an
examination of how African American family members experience the phenomena of
caregiving and the process of deciding how to care for ill family membesaimalysis
of religion and spirituality taps only a fraction of the phenomenology of the people
interviewed. This analysis, however, allows for the exploration of this phenomenon as

participants explain their lived experience of caring for an ill famigmher.



CHAPTER TWO
Review of the Literature
This chapter begins with a review of literature relevant to religion and
spirituality as used in the study of African American family life. A coshgnsive
literature search of various databases (Psycolnfo 1998-2007, the Family Studie
Database 1970-2007, and BioMed) resulted in a vast amount of literature on religion
and spirituality. As such, only a brief review of current trends and what is known about
religion and spirituality as it relates to African American familé be presented
here. A literature review relevant to end-of-life caregiving in thécAfr American
community will follow. Literature germane to caregivers’ expergsnia general and
then literature specifically applicable to ethnic communities and those books, book
chapters, and articles related to African American caregiegperiences will then be
reviewed. How studies of end-of-life in the African American community hage be
conducted, specifically the methodologies employed will also be examined. This
chapter will conclude with a review of available literature that has ieveahthe role
and function of religion and spirituality for African American who are carindaiorily
members at the end-of-life.
Current Trends Relevant to Religion and Spirituality and the African American Family
Religion and spirituality have always been important concepts to consider in
understanding African American family life (Billingsley, 1992; Boyafklin, 1999;
Brashears & Roberts, 1996; Lincoln & Mamiya, 1990). Consideration of these

concepts help to explain how African American families have historically beéd t
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faith and belief in God to assist them in dealing with the many adversitiekdkey

faced in being Black in America (Billingsley, 1992; Lincoln & Mami$890).

This section reviews research that examines African American religtbn a
spirituality. The following aspects of religion and spiritualitylwe explored: a) how
the terms religion and spirituality are defined in the literature, b) whigsoes, and c)
the characteristics of religiosity and spirituality relevant to thecAfr American family
context.

How Religion Has Been Defined

A review of the literature reveals that the concept of religion has beemditiliz
and understood in a variety of ways. Lincoln and Mamiya (1990) define religion as
essentially a subjective experience. From their perspective, the expesgrersonal
and viewed from the standpoint of the individual. Carlson, Kilpatrick, Becker, and
Killer (2002) define religion as “the formal institutional context for spiritudiefeand
practices” (p.157). Here the understanding is that religion is the place whéteabkpi
beliefs and practices can take shape. Lunn (2003) defines one’s religobiing
related to or manifesting faithful devotion to owns acknowledged ultimate reality
deity. Mattis, Taylor, and Chatters (2000) define religiosity in terms of ithaali
constructs: organizational, non-organizational, and subjective religiosity.

Organizational religiosity refers to behaviors that occur within a chrontext,
mosque, or other religious setting. Such behaviors include church attendance,
membership, or participation in church groups. Non-organizational religiosiestili
religious practices that are tied more to a person’s traditional undersgjaridire

importance of their faith (Taylor, Mattis, & Chatters, 1999). Such behaviors occur
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outside of a formal religious setting (Taylor, et al., 1999). Non-organizatidigabséy

is less social in nature and instead emphasizes individual faith practicekngc
private devotional practices, reading religious materials, watchingemihg to
religious programs, praying, and requesting prayer (Taylor & Chatters, 1991).
Subjective religiosity is defined as an attitudinal measure of religimadviement and
is measured by such questions as perceived importance of religion, the ralgiamisel
beliefs in the individual’s daily life, and the individual’s perceptions of beingioeisy
(Chatters, Levin, & Taylor, 1992; Levin, 1997). McAdoo (1995) further defines
subjective religiosity as a person’s religious orientation.

Who'’s Religious?

Researchers have uncovered several predictors of who's religious and the
amount of their religious participation within the African American conteghder is
the strongest and most consistent demographic predictor of religious participation
(Levin & Taylor, 1993; Levin, Taylor & Chatters, 1995; Mattis, 2001; McAdoo, 1995;
Taylor & Chatters, 1991). African American women are more religious andipaté
in religious activities more often then African American men (Levin &3igy1993;
Levin, et al, 1994; Mattis, 2001; McAdoo, 1995; Taylor & Chatters, 1991). Older
African American women are also reported to have higher levels oorgigi
involvement (Levin, Taylor & Chatters, 2004; Mattis, 2001; McAdoo, 1995).

Age, marital status, socio-economic status and regional differencethare
additional considerations (Chatters, Levin, & Taylor, 1992; Levin, Taylor & Qkatte
2004; Mattis, 2001; McAdoo, 1995; Taylor, 1988b, 1986; Taylor & Chatters, 1991).

Married individuals, for example, report higher levels of church attendance and
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membership (Taylor, 1988b, 1986), and African American individuals with higher

socio-economic status are found to have higher levels of religious participation than
their poorer and unmarried counterparts (Taylor & Chatters, 1991). Pershrigghier
levels of education and income are also more likely to be religiously affiliaéggomal
differences show African Americans who live in the southern part of the coepust r
higher religiosity than individuals living in the northeast (Chatters, et32)1 These
demographic findings indicate that African Americans are diverse inl¢vels of
religious involvement.

Characteristics of Religiosity and Spirituality

Characteristics of religiosity and spirituality consider how religior spiritual
individuals are, how often people attend religious services, what religious twapiri
activities individuals engage in, and how often they pray. Characteristicsgidseii
and spirituality also consider the function that religion and spirituality perfonis. T
section reviews literature relevant to these characteristics. Asgladligiosity will be
organized around the concepts of organizational, non-organizational, and subjective
religiosity.

Organizational ReligiosityCurrent research indicates that a large proportion of
the African American community attend worship services on a regular(basisr,
Chatters, & Levin, 2004). Based on the National Survey of Black Americans and other
national probability samples, about two-thirds of the African Americans reqairthey
are church members. More than 40% report that they attend church at least oaeke a we

and 70% of African Americans indicate that they attend religious servesg tnes a
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month (Taylor et al., 2004). Elderly African Americans report higher lefetburch

attendance and participation than younger African Americans (Taylor, 2084).

Non-Organizational ReligiosityNon-organizational religiosity refers to
behaviors that may involve private devotional practices, reading religiousatste
watching or listening to religious programs, praying, and requesting priegof, et
al., 1999). Prayer was found to be the primary activity in which African Americans
engage (Johnson, Elbert-Avila, & Tulsky, 2005; Taylor & Chatters, 1991). Taylor and
Chatters (1991) found that nine out of ten individuals indicated they prayed nearly
everyday. About 48% of those who never attended religious services also indiaated t
they prayed everyday (Taylor & Chatters, 1991). Older African Ameriwwans found
to pray on a more frequent basis than their younger counterparts, women prayed more
than men, and widowed persons prayed less often than married respondents (Taylor &
Chatters, 1991; Taylor, et al., 2004).

African Americans read religious material and listen to and view oekgi
programs. Taylor and colleagues (2004) noted that 44% of African Americans reported
reading religious books on a daily basis. In one study, older persons with polbr healt
were more likely to view and listen to religious programs than their healthier
counterparts (Taylor & Chatters, 1991). African Americans with higher &dneh
levels were less likely to engage in this activity (Taylor & Chajt#991). However,
the relationship between educational levels and reading religious matarial$
regionally. Chatters, Levin and Taylor (1992) found a positive association with
southerners’ levels of education and the reading of religious material. Monstap

was found among respondents who resided in other regions. It was also found that non-
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organizational behaviors were important outlets for religious expression feidunals

in poor health (Taylor & Chatters 1991).

Subjective Religiositysubjective religiosity is defined as the attitudinal measure
of religious involvement (Levin, 1997). In the Taylor and Chatters study (1991), a
majority of African Americans still considered themselves religiougheérer not they
attended church. Taylor (1988) found that more than 40% of respondents who had no
religious affiliation and over half of those who never attended religious esrvic
indicated that they were either very religious or fairly religious. Mdnmespondents
were found to demonstrate higher levels of subjective religiosity, as did women and
older African Americans (Taylor, 1988b). African Americans also indic&iathey
would often seek spiritual comfort and support when confronted with problems
regardless of whether they attended worship services (Taylor, Ché&tlezgin, 1995).
This was especially the case for individuals with lower income levels andrioar
Americans living in rural areas (Rosen, 1982). Yet a more recent studygMatti
Mitchell, Grayman, Zapata, & Taylor, 2007) found that this was not neces$aritase
with requests for support from clergy, such requests depended on the nature of the
support needed.

Spirituality in the African American Communi§pirituality has also been
understood in a variety of ways. According to Powell and colleagues (Powellb§haha
& Thoresen, 2003), spirituality overlaps religion but is also distinctive fromaalig
Clemmons (1991) understands spirituality as the internal ongoing quest for self-
knowledge that includes recognition of a higher power’s presence. According to Kaut

(2002), spirituality may be viewed as a gestalt — the summation of diverstsaside
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that collectively give meaning to one’s existence. Spirituality esdi@althy and active

investment in life and provides the resources through which one can respond to
infirmity, physical decline, and approaching death. Bowen-Reid and Harrell (2002)
suggest that spirituality represents “the divine expression and beliefgtier lpower
that governs one’s existence” (p. 21), while Mattis (2000), understands spiriasatity
“individual’s belief in the sacred and transcendent nature of life manifesteskimsa of
connectedness with others, humans, spirit, and God” (p. 118).

From a theological perspective, Bridges (2001) defines spirituality as the
foundation of African American culture, their religion, and their struggle fodnee
She suggests that spirituality informs African American worldview - Aiican
Americans do what they do. However, Paris (1995), another African American
theologian, believes just the opposite. He believes that it is African Aanstic
worldview or cosmology that informs African Americans’ spirituality. sAgigested by
Powell and colleagues, studies with clear distinctions in the constructs deglnee
(Powell, et al, 2003, p. 50).

Research has shown that spirituality is important for the role that it plays i
allowing people to experience connectedness (Pierce, 2001). Healthy spintslits
in a sense of belonging, acceptance, respect, well-being, and inner peaee, 2Pi@t).
Research has also shown that African Americans’ spirituality sas/asuffer between
racism and stress-related health outcomes (Bowen-Reid & Harrell, 2002)s Mat
(2001) found that African American women’s spirituality, more specificallyiritsial
surrender” - that of turning things over to a higher power - assisted wittaAfric

American women’s meaning-making and coping with life situations. Thigusdir
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surrender required women to confront and relinquish their limitations. This spiritual

surrender however enabled women to “gain the insight, protection and guidance needed
to envision and achieve outcomes that they would not have been able to see or achieve
on their own” (p. 11).

Religiosity and Spirituality as Sources for Informal Social Support

The above review illustrates that regardless of whether individuals consider
themselves religious or spiritual, both constructs perform functions for individuals
living their lives. Religious behaviors such as attending church, for examplejgeovi
means for informal social support. Powell and colleagues (2003) found that regular
church attendance encouraged meaningful social roles that provided a sense of self
worth and purpose through the act of helping. Taylor and Chatters (1988) found that
non-involvement excluded individuals from the traditional spiritual, social, and
supportive functions of the church. Religiosity therefore appears to improve people’s
opportunity to receive support especially when they either attend church filggquent
are official members of a congregation (Taylor & Chatters, 1988).

Pierce (2001) understands that spirituality plays an important role in connecting
people. As a component of well-being based on values of commitment, love, and
affection, spirituality is also believed to reduce the perceived stredsfafiens of
caring and is an important reason given as to why, particularly with AfAcaerican
families, members assume the caring role. Archbold (1995) suggests thatlgpiistua
composed of formal Christian beliefs and the secular value of care for one’s own and
suggests that one’s spirituality is an important reason for African Ameaaaityf

members’ provision of care. This study explores these assumptions.
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Review of the Literature on End-of-Life Studies

This section includes a review of the literature on end-of-life studies. The
section begins with a general overview of studies and follows with a reviewdod st
relevant to end-of-life in ethnic communities, end-of-life studies speoifilse African
American community, and a review of the research methodologies used in studies on
end-of-life germane to the African American context.

Studies about End-of-Life - General

The literature in the area of end-of-life issues has been growirdjlgi8dne
term itself has been conceptualized in a number of ways and there appears to be no one
definition of this construct. Studies often consider the plight of aging and elderly
members of families and communities (Cicirelli, 2000; Connell, & Gibson, 1997;
Dilworth-Anderson, Williams, & Cooper, 1999; Lawton, Rajagopal, Brody, & Kleban,
1992; Miller, Randolph, Kauffman, Dargan, & Banks, 2000; Tan, Lui, Eng, Jha, &
Covinsky, 2003; Wimberly, 1997). Additional research has also explored the young
whose life expectancies might be shortened due to illness (Rainer & M¢cMQ0Y;
Williams, 2004). End-of-life studies have also been examined in terms of family
members with chronic or terminal illnesses (Turner-Musa, Leider, SimrRerss,
Kimmel, & Holder, 1999). The National Cancer Policy Board (2003) has defined end of
life as “the period of time during which an individual copes with declining health fr
an ultimately terminal iliness, from a serious though perhaps chronic illnessiothie
frailties associated with advanced age even if death is not clearlypanth{p. 23).

The impact of illnesses and the nature of care, as they impact individuals and

families, have been examined in several research studies (Carten & FE9®@ihyy,
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Goode, & Haley, 2001; Rainer & McMurry, 2002). These investigations include

examining barriers to optimum care for individuals and families (Krakauemn€re&

Fox, 2002; Winston, Leshner, Kramer, & Allen, 2005). Studies have also examined
caregivers’ psychological, social, and health problems (Owen, Goode, & Haley, 2001;
Redinbaugh, et al., 2003). Changes in the interactions between the care recipient and the
caregiver have also been researched in the study of end-of life issues Ra

McMurry, 2002).

Additional research has also included uncovering the values and decisions of
how care is provided for loved ones who are elderly or ill (Leichtentritt & gR&A001;
Turner, et al., 2004). Studies of decisions about how to sustain life and decisions about
life-sustaining treatments (Baker, 2000; Poorman, 1994) have also provided irdarmati
on end-of-life care. More recently, studies are being generated to look at hovelapde
competency in the provision of end-of-life care (Christ, 2005; Conner, Egan, Kwilosz,
Larson, & Reese, 2002; Mitchell, Bennett, & Manfrin-Ledet, 2006; Stein & Sherman,
2005).

Studies about End-of-life in Ethnic Communities

A growing number of studies examine various aspects relevant to race and
ethnicity issues in the context of end-of-life care. A variety of aréegamt to ethnic
communities and end-of-life have been researched. Researchers have situtied at
toward life-sustaining technologies (Born et al., 2004), attitudes toward patient
autonomy (Martin-Combs & Bayne — Smith, 2000), physician-patient communication,
(Hudson, Aranda & Kristjanson, 2004), alternative decision making alternatives

(Carten, & Fennoy, 1997; Waters, 2001), dying on one’s own terms (Becker, 2002), and
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barriers to optimum care for minority patients (Krakauer, Crenner, & Fox, 2002).

Connell and Gibson (1997), for example, in their decade review of studies examined the
impact of race, culture and ethnicity on the dementia caregiving expeaeddeund
that non-White caregivers were less likely to be a spouse, reported loelsrdé
caregiver stress, burden and depression, and were more likely to use copeggestrat
that included faith or such religious practices as prayer. Kwak and H&2€{5)(
literature review where race or ethnicity was examined to uncover svkiabwn about
diversity in research on end of life decision-making found that differences Imetwee
groups existed. They suggest that variations within groups were related talcultur
values, demographic characteristics, level of acculturation, and knowledge af end
life treatment options. All of these studies indicate that there are diffsém the way
that ethnic communities understand and experience end-of-life issues.

Werth and his colleagues’ (2002) examination of cultural diversity influence on
end-of-life care and care decisions offers guidelines for culturatigisve end-of-life
care that include considering sociopolitical and historical factors thaemde beliefs
about iliness, health care, and death; determining the locus of decision making;
assessing patients and families’ religious beliefs, and focusing on mgainiciuding
the idea of hope and how hope is maintained. Kwak and Haley (2005) suggest that that
there is still limited evidence to guide the development of culturallytsensi
approaches. There is therefore a need, as noted by several researeldey(Cr
Marshall, Lo, & Loenig, 2002; Kagawa-Singer & Blackhall, 2001; Kwak & Haley
2005; Werth, et al., 2002), for further attention to be paid to cultural issues in order to

provide strategies for effective end-of-life care.
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Studies about End-of-Life in the African American Community

African American families are one ethnic community that has been exd@mine
regarding end-of-life issues. Such studies have examined how aging riaenilgers
are cared for (Barrett, 2001), how African Americans are living with terniinakses
(Carten & Fennoy, 1997; Williams, 2004), and how coping strategies are employed in
end-of-life planning and care decisions (Owen, Goode & Haley, 2001; Turner, et al.,
2004; Waters, 2001; Winston, et al., 2005).

Owen, Goode, and Haley (2001) for example, found that African American
caregivers of family members with Alzheimer’s disease werdiledg than European-
American caregivers to make decisions to withhold treatment when theg faemhber
was approaching the end of life, were less likely to have their family nratieom a
nursing care facility, were less accepting of their relative’s deathalso perceived the
loss as great.

Several studies have focused on African Americans’ mistrust of hospice and in
the use of hospice (Cort, 2004; Reese, Abern, Nair, O’Faire & Warren, 1999; Winston,
et al., 2005). Additional studies on cultural differences in the end of life experience, for
example, noted barriers to African Americans’ consideration of hospicéotare
terminally ill patients (Connell & Gibson, 1997; Crawley, et al., 2000). Decision-
making differences between family-based versus individually-basegiviage
decisions was noted. The barriers also included differences in how Africancanser
embrace death where embracing hospice would mean acceptance of death. Afric

Americans would therefore choose not to use hospice.
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Born and her colleagues’ (2004) study of African American and Latino &shili

knowledge, attitudes and beliefs about end-of-life care also noted that Afmecancan
families’ low use of hospice care was due primarily to limited awaresfdssspice,
lack of trust in the health care system, and also due to health care costsitbattheir
use.

Two recent articles examine attitudes toward palliative care. Cyamle her
colleagues (2000), in their article “The Initiative to Improve Paliaand End-of-Life
Care in the African American Community”, summarize various to barriers to goed end
of-life care. Historical memories of the unfair treatment of Africaneficans in
medical institutions, unequal access to hospice and palliative care facilitie
socioeconomic factors, and varied views about death and dying including incompatible
goals of palliative care where African Americans may view death afefisgfas not
to be avoided but to be endured as part of their spiritual commitment are barriers to
palliative care. Winston and colleagues (2005) also highlighted these compatieg val
and understandings. Their research indicated that while African Amerivédreta
preferred to provide care for their loved ones, the families also desired aforeans
reducing caregiving burden and would have been receptive to palliative ¢are if i
included relief caregivers, emphasis on family consensus, and an appreciation of
families’ spirituality. These contrasting views warrant further ingasibn.

Quantitative and Qualitative End of Life Studies

Research on end-of-life issues included both quantitative and qualitative

methodologies. Andershed (2006) conducted a systematic literature reviewioasela

or caregivers in end-of-life care. Of the 94 studies she examined, 59 weretigaalita
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studies and the remaining 39 were quantitative studies. Only twenty-four ofidiesst

were published in the United States (11 qualitative and 13 quantitative).

In line with the distribution of U.S. published studies, Andershed’s review found
that the majority of studies that have examined end-of-life in the Africarriéame
community have also used primarily quantitative methods, with a growing number
employing qualitative methodologies (Pierce, 2001; Waters, 2001; Williams, 2004).
The gqualitative-methods studies used focus groups, individual interviews, and
observations as means of collecting data. Waters (2001) conducted focus groups to
understand end-of-life care planning and decision-making. She found focus groups to be
helpful for obtaining information relevant to African American beliefs thetitk
decisions on end-of-life care and planning. Reese and colleagues (1999) used a mixed
method approach in their study of African Americans’ access to hospice. gadigi
action research project engaged community members in their researcheactiitft
the hopes of using the knowledge for change in service approaches. The study’s
gualitative portion of the study consisted of interviews with six African Araaric
pastors to obtain information about African Americans families’ beliefs abaiit
utilization of hospice care. They found both approaches useful in framing theehesear
guestions and for gathering additional information about the community’s limited
hospice use.

Williams (2004) conducted in-depth interviews with 33 low-income, terminally
ill cancer patients, 23 of whom were African American. She explored hownthynll
individuals interpreted and made meaning of dying poor at an early age. Williams’

grounded theory approach enabled individuals to interpret their own life events, to
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construct meaning from everyday experience, and to obtain information about patients

own end-of-life experiences. These studies illustrate that qualitatitedwdogies are
an effective means of obtaining rich sources of information relevant to the stedg-of
of-life care in the African American family and community. Yet, as chbtg Sinclair
and her colleagues (2006), in their review of the literature on palliative cang,oh
these qualitative studies suffer from methodological issues and poor desigesisTher
need, they suggest, for more rigorous studies of the phenomena.
Studies on Caregivers

A number of studies examined caregivers’ roles relevant to end-of-lifesiss
Studies focused on caregivers’ general well-being and coping, and caregresss’ s
and care burden (Aranda & Knight, 1997; Stull, Kosloski, & Keacher, 1994; Roscoe,
Osman & Haley, 2006; Wetle, Shield, Teno, Miller & Welsch, 2005). Andershed (2006)

in her review of the literature, places caregivers’ studies into two pricaéegories —

the caregivers’ “situation” and the caregivers’ “needs”. Most of tharekdas

highlighted the caregivers’ “situation”.

The caregivers “situation” can be defined in terms of how caregivers function
with the caregiving role. This includes role mastery and role burden.usazad
Folkman’s (1984) transactional stress and coping model acknowledges that family
dynamics and family members’ unique responses to caregiving affedly fiaembers’
psychological response to the caregiving situation. Much of the research irethisaa
informed our knowledge regarding the experience of caregiving.

Several researchers have examined caregivers’ role mastery (Cox, 1995a;

Lawton, et al., 1992) and the quality of the caregiver-care receiver®nslaip
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(Cicirelli, 2000). Braithwaithe (2000), for example, found that those caregivgrohi

psychiatric symptoms were likely to have a more dysfunctional and less loving
relationship with the care receiver. Researchers have also examinedatasref
caregiving (Kinney & Stephens, 1989; Lazarus & Folkman, 1984; Picot, et al., 1997).
Kinney and Stephens (1989) proposed that there are “uplifts” in the caring experienc
that may prevent caregiving stress from dominating the caregivers’ life

Other researchers have examined factors associated with caregiwar.burd
Goldstein and colleagues (2004) found that the caregiver’s feelings and perceptions of
burdens, caregivers’ social support system, and caregivers’ restitigties were
important considerations. They found, for example, that young caregiverssédicay
were not prepared for the responsibility, expressed increased feelingsleh bur
Highly emotional caregivers, caregivers in poor health or with low masterioa
self-esteem appear to struggle in their caregiving tasks and were unatiliegcocial
support. Caregivers’ restricted personal and social activities also lect¢ased
caregiving burden. Caregivers with high task demands felt less positive abduit]if
interestingly enough, were not necessarily likely to complain of burden orikedseto
manifest psychiatric symptoms (Goldstein, et al, 2004).

Increased severity of the patient’s illness, poor caregivers’ healtl, Imuted
social networks, and the gender of the caregiver - specifically bemrajde were
found to be associated with increased caregiving burden (Braithwaite, 2000; Pruchno,
1989; Sulik, 2007; Zariet, 1980). Braithwaite’s study (2000) suggested that cesegive

resiliency was associated with less burden. She found that caregivelswvit
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resilience did not have the personal resources necessary for adaptingstdbsiul

caregiving situation.

Caregivers’ “situations” can also be defined in terms of nature of thgi\ciaige
situation. Researchers have studied caregivers caring for a chronicaynber
(Haley, Allen, Reynolds, Chen, Chen, & Gallagher-Thompson, 2002; Hudson, et al,
2004; Lawton, et al., 1992; Miltiades & Pruchno, 2002; Owen, et al, 2001; Peterson,
Sterling & Weeks, 1997; Pierce, 2001). Hudson and his colleagues (2004) found that
caregivers’ circumstances and feelings of burdens also impacted edle.and her
colleagues (2005) examined family perspectives of end-of-life cpexierces in
nursing homes. They found that family members had to be vigilant because of the lack
of attention dying family members were receiving in nursing homes dilmengnd-of-
life period. This lack of attention added additional stress on caregivers. Saweral
studies also looked at caregivers for terminally ill family membeosd&tein, et al.,
2004; Hudson, et al., 2004). These studies reported similar findings. Caregivers’
interpretation of situational events is critical for providing stress remucti

The second category of caregivers study focuses on caregivers’ rieesiso
and her colleagues (2006) examined cargivers’ needs in the Terri Schiavo’s case
Families provide the majority of care for chronically ill individuals, thus efrlife
caregiving and decision making are among the most stressful events inlii@nihey
suggest (p. 151). Families’ provide care because of their sense of attachutbwera, c
expectations, and a preference for avoiding institutional care. Hospiceveasetiey,

report show high rates of depression, low life satisfaction, and poor health. (p. 151).

Families need emotional and practical support when making life and deatlomebisi
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their loved ones. Caregivers’ needs are often overlooked. However, a few studies have

examined caregivers’ needs.

Andershed’s (2006) review of end-of-life literature found that caregiversisnee
included the assurance that their family member received high-qualitgrodtéat the
patient’s wishes were respected (Andershed, 2006). Hudson'’s study (2004) echoed
Andershed’s and found that caregivers do not want to put their needs before the
patient’s. This finding might suggest some unarticulated caregiving needs.

Research on caregivers’ needs has also highlighted the significanceabf soci
networks, and caregiver’s physical and psychological health. Waldrop and her
colleagues (2005) examining caregivers’ transition to end of life carggsirggest
that resources such as religion, and faith practices as well as social suggort
extremely important. Waldrop (2006) in a separate study found that friends’ social
support were often derived from faith communities suggesting again that sociaksuppor
is a core element of end-of-life care.

Studies on Caregivers in the African American Context

Increasing number of studies have examined caregiving within the African
American family context. Some studies have suggested that there arendié®eim who
African American caregivers are and how African American caregmxerience their
caregiving roles (Connell & Gibson, 1997; Braithwaite, 2000; White, Townsend, &
Stephens, 2000; Sarkisian & Gerstel, 2004). Studies have found that African American
caregivers are more likely to be an adult child, another family membefriend, and
are less likely to be a spouse (Connell & Gibson, 1997). Caregivers are also nipre like

to be cared for by a member of their extended family (Peek, 2000). Africaricamer
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caregivers appear to appraise their situation as more rewarding, sgittress, and

fewer depressive symptoms (Braithwaite, 2000; Connell & Gibson, 1997; White, et al.,
2000), and higher levels of overall coping mastery than white caregiveesy/(ldahl.,
2002). The study by White and colleagues (2000), for example, found that African
American women reported less stress and reported more role rewards vilgfocaa
mother or mother-in-law.

However, a number of other studies found no differences in the amount of stress
experienced by African American caregivers in comparison to Europearicamer
caregivers (Cox, 1993; Young & Kahana, 1995; Wood & Parham, 1990). Young and
Kahana (1995), for example, suggest that factors such as caregivers’ age, hours spent
providing care, and the care recipient’s physical condition eliminate amy oa&thnic
differences. Sarkisian and Gerstel (2005) suggest that family stractdineot ethnic
differences that account for differential responses to stress. Severakstearchers
suggest it is the caregiver’s values and religiosity that mediates teeedifes in how
African American caregivers handle their caregiving roles (Aran#aight, 1997;
Dilworth-Anderson & Anderson, 1994; Picot et al., 1997; Segall & Wykle, 1988).

Many of the studies appear to be comparative in nature. Additional studies are needed
to look specifically at the caregiving roles, situations, and needs.
Studies Relevant to Religion and Spirituality and End-of-Life Care in the African
American Community

With much of the research highlighting the importance of religion and

spirituality, the nature of these constructs as it relates to Africagridan caregivers’

situations, needs further examination. This section will note studies relevatigiion
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and spirituality and end-of-life care and then studies specificallymiitia African

American community.

In a decade review of literature published in three palliative care jouomes
hundred and fifty-five articles addressed religion or spirituality to sonsmext
(Flannelly, et al., 2004). About 30 of the articles (20.2%) were research amiitled 2
studies including religion or spirituality as the primary focus of the iryatstin. Many
of the studies published examined religion and spirituality as resources for caghing w
the care of ill or terminally ill individuals (see review by Powell, et al., 2003)

Lunn (2003) describes the role of spiritual resources in end-of-life care.
Although spiritual care can be done in the context of religious faith and ritual, it is not
synonymous with religious faith, doctrine, or beliefs, she suggests. She ardgues tha
spiritual resources provide one with the principles and tools needed to deal with
conditions and challenges of everyday life. Spiritual resources for Chsissia@ says,
may include prayer, regular bible reading, receiving Holy Communion, and
participation in a faith community.

Other studies have examined the roles of religion and spirituality as tlewinf
coping strategies (Kaut, 2002; Miltiades & Pruchno, 2002; Moritz, et al., 2006; Picot, et
al., 1997; Pierce, 2001; Sinclair, Perieira, & Raffin, 2006; Sprung, et al., 2007; Thune-
Boyle, 2006). Sinclair and his colleagues (2006) conducted a review of theutgera
related to spirituality within the palliative care field. They found 58 aditheat fit their
inclusion criteria. Six themes emerged from the literature review imgutie effects of
religion in palliative care. Of the 58 articles, three studies focused on thufzart

theme and found that strong religious convictions and belief in an afterlife were
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associated with less anxiety and acceptance of death. The studies also found tha

religious belief had a substantial positive correlation to life satisfactvhile religious
activity was correlated significantly to life satisfaction and happindssréview also
focused on spirituality as it impacted the patient and not necessarily tgeveare

Thune-Boyle and colleagues (2006) examined whether religious and spiritual
coping strategies affected illness adjustment in cancer patients.duvel/that
religious/spiritual coping might serve multiple functions in long-term adjeistrio
cancer. Seven studies of the seventeen they examined found some evidence for the
beneficial effect of religious coping. One study, however, found religious caplvg t
detrimental in a sub-sample of their population. Three studies found religious amping t
be harmful and seven found non-significant results. Thune-Boyle and colleagues als
noted that many of the studies suffered from serious methodological problems,
especially in the manner in which religious coping was conceptualized and ndeasure
Sprung and colleagues (2007) examined physician’s religiosity on enf@-detisions
in a European setting and noted that there were significant differences askotiat
religion, religious affiliation, and culture.

Several studies explored the role of religion and spirituality in regardiit@aa
American families’ end-of-life issues (Branch, Torke, & Brown-Haotl2007;
Johnson, Elbert-Avila, Tulsky, 2005; McClain, Rosenfeld, & Breitbart, 2002; Martin-
Combs & Payne-Smith, 2002; Owen, Goode, & Haley, 2001; Reese, et al., 1999;
Waters, 2001). Johnson, Elbert-Avila, and Tulsky (2005) conducted a review of the
literature on the influence of African Americans’ spiritual beliefs andtjmes

preferences. They reviewed thirteen articles addressing spiritudsitsgexific to end-
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of-life decisions. Common themes included the belief that only God has the power to

decide life and death and a belief in divine intervention or miracles. Additionaéshem
included prohibitions against physician-assisted death, including advancevdggecti
and the importance of spiritual beliefs as a source of comfort, guidance and.support
They suggested that spiritual beliefs strongly guide many African idarex as they
cope with iliness. Moreover, these studies document the importance of spirfrality
some African Americans in making decisions about end-of-life care.

Branch and his colleagues (2007) also reported the importance of spirituality in
African Americans’ end-of life experiences. While Branch and colleadicenot
define specifically define what they meant by spirituality, they did findgreater, faith
in God’s plan, and a sense of an ultimate connection to God helped patients tolerate
their situation.

Wallace (2004) reviewed several studies for their conceptualization and
measurement of religion and spirituality as it related to end-of-eareh on African
American family life. The review revealed that religion and spirityabn be
categorized in terms of its essential nature as cultural resiliencheaindftects can
shape African American values and cultural expression, and as it relatesailiéad
care can impact decision-making.

McClain, Rosenfeld, and Breitbart (2002), for example, examined terminally ill
cancer patients’ end-of-life despair. They found that spiritual wellgb®i@ant finding
meaning in one’s life and that spiritual well-being protected against desyhir
hopelessness for those patients where death was imminent. Owen, Goode, and Haley

(2001) explored care for family members with Alzheimer’'s disease aotiomato
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death. They did not directly define the terms of religion or spirituality butunegs

instead the concepts in terms of participants’ utilization of clergy pershag. T
reported that African Americans were less likely than whites to seely @ssistance.

Martin-Combs and Bayne-Smith (2000) conceptualized religion in terms of non-
organizational religiosity. They investigated which non-institutional practoel
beliefs contributed to quality of life satisfaction, and they found that prayer and
watching religious programs aided in positive quality-of-life for dyimgifamembers.
Reese and colleagues (1999) researched African American fantleessato and use
of hospice. They defined religion in terms of the historical importanceigiorein
African American family life. Their study found that participants prayedfmiracle
rather than accepted terminality. Acceptance of terminality was seefaek of faith.
Reese and colleagues also reported that African Americans’ spiyitaadit
involvement with a trusted family member, friend, or pastor helped mitigate their
decisions to end life in cases of terminal illnesses.

McClain, Rosenfeld, and Breitbart (2003) found that spiritual well-being was a
strong correlate of end-of-life despair. A positive view of the ultimatenmgand
purpose for one’s life was found to buffer the effect of depression and the desire for
hastening death for those patients who were terminally ill. McClain and heaguodie
also found that although many patients turned to organized religion, others reported
obtaining support through their spiritual beliefs outside of the context of organized
religion.

Waters (2001) looked at end-of-life planning, care choices, and decision-

making. Using the terms religion and spirituality interchangeably, she found that
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religion and end-of life care planning were paradoxically related. &hwlfthat while

the participants of the study believed in fatalism and divine intervention andtlead lit
faith in health institutions, they also chose and desired aggressive nieghitalent.
Studies Relevant to Religion and Spirituality and African American Caregivers

Only a few studies have examined the role of religion and spiritualityargl¢o
African American caregivers (Miltiades & Pruchno, 2002; Picot, et al., 199teRie
2001). These few studies found that religiosity serves as a positive coping réspurce
African American caregivers.

Miltiades and Pruchno (2002) examined the effects of religious coping for
maternal caregivers of adults with developmental disabilities. MiltiadddPruchno
conceptualized religion in terms of “religious coping”, as an “uplift,” an inesource
that helped caregivers frame caregiving in a positive light. However, tlsraav
consideration of religion as a burden or additional obligatory responsibility. The
study’s results showed that mothers expressed higher levels of religious, ting
there was also a positive relationship between African American motkkgsdus
coping and care giving burden. African American mothers reportedly had podthr hea
and experienced higher levels of burden. In addition, the study found that religious
coping did not reduce African American mothers’ caregiving burdens.

Picot and colleagues (1997) also examined the role of religion and its effects on
caregivers’ appraisal of their situation. Comfort received from prayer foled,
mediated the relationship between perceived rewards and race. Like Mi#tratles
Pruchno (2002), Picot and colleagues found that African American caregivernsgerce

that they received more rewards from their caregiving roles than tiv@p&an
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American counterparts. But they also found that caregiver’'s educagwehhhade the

difference. African Americans with more education, for example, apprtiséed
caregiving role as less rewarding. A limitation of the study was thedl@jious

indicators did not function as mediators in the same way. Picot and her colleagues
suggested that separate analysis of religiosity indicators should haveobdented.

In addition, while the study used a mixed-method approach, the study did not report
gualitative findings.

Pierce’s study (2001) qualitatively examined the construct of spirtumfit
exploring the lived experiences of African American caring for familynimers with
strokes. Uncovering eight caring expressions of spirituality, Piercd tiodée
spirituality represented a “complex process in constant motion betwesgivesis and
their environment within the caring situation” (Pierce, p. 344). Spiritualitythes
impetus for some caregivers’ caring actions. In that study, caregpaituality was
reflected in how they lived, whereby caregivers accepted life as iwhiéesthey
simultaneously hoped for whatever would happen in the future.

These few studies reflect the significance of and the importancegbreind
spirituality in the lives of African American caregivers. These studieswered
positive aspects of religion and spirituality for caregivers and looked feomeavhy
religion and spirituality were important and would be a stress deterrentress Isuffer
(Picot, et al., 1997). Yet the studies did not explore the full spectrum of emotions and
lived experiences of caregivers’ experiences, both positive and negative sroferm
religion or spirituality. This proposed study will be unique because it will exeahow

African American caregivers - in the position of making care decisidahe &nd-of-life
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- utilize religion and spirituality in their lives. The present study hopesrteegaew

and perhaps complementary theories using a qualitative research methodology
regarding religion and spirituality of African American caregivearing for family

members at the end-of-life.
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CHAPTER 3

Method

This study used a qualitative phenomenological research methodology.
According to Kvale (1996), a phenomenological perspective includes a focus oe the lif
world, an openness to the experiences of the subjects, a primacy of preciggioescri
and a search for the essential meanings in the description. The goals of #ichrese
methodology include the description of lived experiences and a meaningful
understanding of human experiences.

This study is part of a larger qualitative study that sought to understand end-of-
life caregivers’ decision-making processes in African Americanli@nThe larger
study conducted by Dr. William Turner sought to understand end-of-life carggive
decision-making processes in African American families. Three soofcgant money
to Dr. Turner supported the project: (1) The University of Minnesota Agricultural
Experiment Station, (2) The University of Minnesota Graduate School Grantjn-Ali
and (3) The University of Minnesota President’s Multicultural ResearchtGra

The author of this dissertation, who also worked as principal investigator’s
research assistant, administered all measures and conducted all but one of the
interviews. Two other research assistants, Jared Anderson and Carolyn 8yrd, al
worked on this project.

Fifty in-depth interviews were held with caregivers regarding tioée and the
processes of decision-making germane to the care of an ill or deceaggadrfamber.
Descriptive information about the caregivers can be found in Appendix B. Audio-taped

and transcribed interview data were analyzed. A doctoral student tradgtrbe
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majority of the interviews. The graduate student had extensive experience skthé ta

transcribing recorded data. Three undergraduate students also assistedribitrgnsc
several tapes. The graduate student checked undergraduate students’ icarsstoipt
accuracy. The interviewer reviewed all transcriptions to ensure that theente
details and nuances were captured accurately. The transcriptionsogeteand
examined for themes that emerged from the interviews. Themes relevdigitsitg
and spirituality are the focus of this dissertation.

Research Procedures

Research procedures include the recruitment procedures, criteria foloimatus
the study, and the interview procedures followed.
Recruitment

Participants for the study were recruited from three regions of the UnétsS
the Northeast Region (New York City); the Southeast Region (Atlanta, Geamgdia,
two cities in North Carolina); and the Midwest Region (Minneapolis - St. Paul,
Minnesota, and Chicago, lllinois). These areas were chosen in order to obtairsa diver
sample in the African American community. The western part of the United S$tades
not included due to funding limitations. Regional differences will not be examined in
this current study.

Participants were recruited through contacts in various churches or communit
organizations located in the target cities. Names of potential participartgiwven to
the interviewer. Participants were contacted by phone to schedule timesaasifpta
the interviews. Potential participants were given a brief explanation offuithe &t the

initial contact; a more detailed explanation was provided at the interview. At the



37
interview, the interviewees were informed about the nature of the study amdiwen

a written consent form to sign (Appendix C). Participants were then asked to sign a
form indicating their awareness that they would be mailed $25.00 for their paiticipa
in the study.
Confidentiality

Participants were assured of confidentiality when asked to read and signtconse
forms. The principal investigator, his research assistant, and a graduatg sthd
assisted with the transcription were the only individuals with access to theente
tapes. All names were either altered during the transcription processtedd€lely
pseudonyms are used in this dissertation, with no disclosure of the participanty.identi
After transcription, all tapes were placed in a locked file in the principasiigetor’s
office and will be destroyed after five years.
Criteria for Inclusion in the Study

Participants that were included in the study self-identified themsedu&iiaan
Americans who had cared or who were currently caring for a terminatyrilly
member. Participants were not of any particular religious background butteatitbair
faith tradition and denomination at the time of the interview.
The Participants

All participants that completed the interviews and the surveys were catsider
the sample of this current study. The total sample size was 50. Nine parsicygzat
male and forty-one were female. More detail information about the sample cambe f

in the results section in Table 1.
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Qualitative Design

Interviews

Most interviews were held in the participants’ homes. Several intervieves we
held in the classroom spaces of the church participants attended, the business offic
where the participants worked, or at a location that was most convenient and
comfortable for them. All of the interviews, with the exception of an elderlyamom
who needed assistance with reading the consent form, were done without thegpresen
of others. The participants were then asked for permission to proceed with the
interview, and all gave it. Most interviews took at least ninety minutes.

Interview Procedures

The data was collected through the use of an active interview method (Holstein
& Gubruim, 1995).

The ApproachA reflective approach was used in the interview process to allow
participants to explore emotional, social, cultural, and systemic factevameto their
experiences of caregiving and decision-making.

The interview procedures followed the order of rapport-building, briefing,
asking questions, and debriefing. This process was followed with all participants
Answers to questions on the interview schedule, although not necessarily obtained in
the schedule’s order were still all captured.

A relationship between the interviewer and the participant was first esiadhli
in order to help set the participant at ease. The interviewer recognizecethi reeate
a warm and comfortable environment that encouraged participants to shaié the f

range of their emotions as they told their stories. This rapport-building sesties to
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establish trust with the interviewer and the research process, and was &toehipy

asking questions such as “how are you doing today?” or connecting statements such a
“I really like your home.” It was deemed important that the interviewerflihe same
ethnic background as the participant to assist in the creation of this atmog3jtere
philosophy is extremely important when working with African American gigeints as

it is important to help the participant feel comfortable with the reseaidheing the
researcher be of the same ethnic background can help with this.

The interviewer, an African American doctoral candidate in Family Social
Science, is an ordained pastor and the author of this dissertation. As a hospighchapl
she has had considerable experience in interviewing and talking with African
Americans about grief and end-of-life issues.

Interview Content and Questions

A copy of the interview schedule is included in the appendix (Appendix A).
Demographic information was obtained in the interview process. The participanets w
asked personal information about themselves including age, educational level, and the
number of years living in the city in which they resided. They were asked about other
household members and others who they considered close family members.

The interviewer then prompted the participants to tell the story of the family
member who was the focus of the interview - the person for whom they had or were
currently providing care. Because of the topic’s sensitive nature, partiparg
reminded throughout the interview that they need not answer any questions or that they

could stop at any time if the interview became too uncomfortable.
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The nature of the illness was part of the story. Details of the decision-making

processes were obtained. Content areas included the cause of illness or dgatredail
activities, family involvement in the care, family-of-origin questionsvate to
learning to care, negotiation of the health care system, negotiation with trenicesur
industry, questions of perceptions of racism and discrimination, projection of future
care for self, and perceptions of the major issue of care-giving decisikingrin the
African American family and community. Information regarding participareligious
practices and issues related to participants’ spirituality were alamebtin the
interview. Questions asked to garner this information included: “How did youiorelig
or spiritual practice assist you in your decision making process?” and “Youomezht
that you attend church. Tell me how the church supported you and your family in all of
this?”
Quantitative Design

A survey packet was given to the participants for completion at the end of the
interview. The packet consisted of a demographic coversheet, the 10-itdémoaliost
for Care Survey; and Bonner and Ferran's 25-item Black Caregivers i faysicians
Scale. The Justification for Care Survey and the Black Caregivers iifiakysicians
Scale will not be discussed in this dissertation.

Data Analysis

Thematic Analysis

Thematic analysis was the primary technique employed to examine thechese
guestion. Thematic analysis focuses on identifying themes and patternagilini

/or behaviors (Aronson, 1994). Data is sorted into thematic categories. Itay ‘@ w
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seeing, as well as a process for coding qualitative information”, accacdBygne

(2001). This process of thematic analysis was used to describe how African America
caregivers experience religion and spirituality as resources infdifd-care.

Thematic analysis of data involves compiling answers to each interview
guestion from all respondents and identifying categories for the responsesTdie
transcribed text is approached with a formal categorical system in mind: how
respondents are reporting on issues of religiosity or spirituality as thexy foara
family member at the end-of-life. Themes are uncovered as the narate/eead and
re-read.

The first stage in this analysis aims to gain a sense of the whole stag,(Kv
1996, p. 194). Understanding participants’ stories is necessary. All of the iwervie
transcripts were read in order to get a full sense of participantstinesta

Identifying meaning units is the second stage of this process. The “natural
meaning” units as expressed by the participants are determined by thelhresea
(Kvale, 1996, p. 194). Notes were taken and significant aspects of the interview were
highlighted so that important elements of the story could be realized.

Significant thematic units are uncovered during the data analysis. As quoted by
Fereday and Muir-Cochran (2006), “themes are a pattern in the information that at a
minimum describes and organizes the possible observations and at a maximum
interprets aspects of the phenomenon” (p. 4). The responses are then thematized as
understood by the researcher (Kvale, 1996) with minor themes clustered under

categories of major themes.



42
Finally, the meaning units are synthesized. Themes are organized to heflect t

experiences’ meanings and essences and to create a narrative descripgon of
experience. In this study, the narrative is of the caregivers lived expesiand the role
and function of religion and spirituality in caring for a family member at tigdeoé life.

Validity and Reliability
Throughout the entire process, the research is validated and reliability

established. Reliability pertains to the consistency of the research (K98 and is

used to counteract haphazard subjectivity (Kvale, 1996), though, as Kvale suggests, it
might also counteract creative innovations and variability. Reliability is swgaport

this study by consultation with qualitative research experts who provided an

independent assessment of the data presented.

Validation is the degree to which a method investigates what it is intended to
investigate and the extent to which observations reflect the phenomena of interes
(Sullivan, 2001). Validation is a process for developing sounder interpretations of
observations. Miles and Huberman (1994) emphasize that there are no rules for
establishing the validity of qualitative research, but validity is built iméorésearch
process with continual checks on the credibility, plausibility, and trustworthofdake
findings. To validate, therefore, is to check. The researcher adopts a orticak on
the analysis, states explicitly his or her perspective on the subject stattied, and
identifies the controls applied to counter selective perceptions and biased iatenpse
(Kvale, 1996). In qualitative research, validity is related to the quality dértbeledge
produced in the research study and to how one obtains the information from which

suppositions are made (Kvale, 1996). In this study, care was taken in how the questions
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were posed to the participants, in how the interviews were transcribed, and in the

interpretation of the findings. In addition, references will be made back todtsdite
in order to make inferences about the validity of the narratives allowingottyetat
“stand with merit” as is part of the process of thematic analysis (Aronson,. 1994)
Quantitative Analysis

Quantitative analysis was also conducted. The quantitative analysis includes
basic descriptive statistics including the respondents’ gender, age, educational
attainment, mean and modal income, relationship to the care recipient, length of
caregiving responsibility, denominations and faith traditions representee|lass the

caregiving recipients’ gender, age, and type and duration of illness.
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CHAPTER FOUR

Results
Participants’ Demographic Characteristics

The participants’ demographic characteristics can be found in Table 1. Of the
fifty participants, forty-three were women and seven were men. Sulgegesd in age
between twenty and eighty, with a mean age of fifty-six. One individual did noatedic
her age. Sixteen of the participants were single, and sixteen werednB&rgieteen of
the respondents were divorced, widowed or were widowers.

Two caregivers had less than a high school education and eight had either high
school diploma or one year of college education. Ten respondents had at least two years
of college and another fourteen had either a bachelor’'s degree or someegraduat
education. Two caregivers held a master’s degree and one caregiver hadgtess-ma
education. Another five caregivers had Ph.Ds and another five of the respondents
reportedly held a technical degree. Information on the educational level obftihee
respondents is missing. All of the names of the participants have been changed for
reporting their comments.

Twenty-one of the respondents were caring for their mothers and eight were
caring for their fathers. Of the remaining twenty-nine caregiversyéspondents cared
for a daughter and two respondents cared for a son. Six other participants cared for a
sister with one caregiver responsible for her brother’s care. Four responef@rted
that they cared for a husband and one reported caring for his wife. One other respondent

cared for an aunt and another for her cousin. Two caregivers reported cathegjrfor
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mother-in-law and grandmother respectively, while another respondent iddicate

she cared for both her mother and her father.

Forty—one caregivers in this study indicated that they attended church. Almost
all caregivers said that they were Christians with one participant noatimd) the faith
tradition to which they adhered. Participants were primarily Baptist@eran (12)
or non-denominational (10). Other denominational affiliations reported included Church
of God in Christ/Church of God (3), African Methodist Episcopal/African Methodist
Episcopal Zion or Christian Methodist Episcopal, (2), Presbyterian (2) anddUnite
Methodist (1). Nine participants reported no denominational affiliation.

Respondents also noted the faith traditions they practiced during their formative
years. Several caregivers talked about how they explored other faith tradgiomd as
the importance of attending church. Brief examples of caregivers’ fadtions are
noting here using pseudonyms of the respondents. Maurice, who talked about his
caretaking experience with his mother, said that he and his family wexd dalsovah’s
Witness. Doris, who cared for her father, reported that though she grew up Baptist, she
explored the Buddhist tradition. Sheila, who had cared for her sick and aging mother,
attended an Episcopal church in her formative years. Grace, who also cdred for
mother, said that she grew up with a strong Baptist background and joined a non-
denominational congregation while in college. She indicated that attending cragch w
an essential part of her life.

| grew up with a strong Baptist influence. During my college yearsdrhea

part of the Church of Christ, that’'s a non-denominational New Testament based

Christianity. 1 was converted probably around the age of eighteen. I'mlgctual
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attending that church, the first Church of Christ that | ever attended back in 1978.

Still an active member there, and my husband also attend with me and it's a very

central part of our life.

Will, who made care arrangements for his father with the assistance of imgssiblso
talked about his family members exploring other faith traditions:
When | was a kid | was going to everyone’s church and going to temple and my
late uncle, the one that was always in trouble, when he was in jail one of the
times he you know, became a Muslim and so | got to learn about that. And at
one point | was looking at the Ba’hai faith and so | kind of was eclectic (laughs)
|. Ecumenical? R. Yeah.
Yvonne, who helped her mother make care decisions for her grandmother, did not
attend church on a regular basis. Yet for her, attending a “black church” paant:
| think we (attended) one other church, Ray’s friend from college... They're
black, they’re African American... The church that they got married in it's not
a black church, but they’re blacks that go there, but it's not a black church, no.

... All this new, new age, that just, that just, didn’t do it for me.



Table 1

Demographic Characteristics of Participants

N
Gender
Male 7
Female 43

Marital Status
Single 16
Married 16
Divorced 7
Widow/Widower 11

Age Distribution
20’s
30’s
40’'s
50’s
60’s
70’s
80’s
Missing Data

wW w

WO R RO

Education

Less than High School 2
High School 7
Some College 11
Technical School 3
Bachelor's Degree 12
Some Graduate School 2
Master’s Degree 1
Graduate or

Profess. Degree 4
Ph.D 5
Missing information 3

Person Cared For
Mother 2
Father 8
Sister 6
Husband 4
Son 2
Daughter 2
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Brother 1
Grandmother 1
Mother-in-law 1
Mother & Father 1
Wife 1
Aunt 1
Cousin 1

Gender of Person Cared For
Male 16
Female 34

Attend Church

Yes 41

No 9
Faith

Christian 49

Missing Information 1

Denomination

AME/AME Zion/CME 2
Baptist 8
Church of God/

God in Christ 3
Jehovah Witness 2
Lutheran 12
Presbyterian 2
United Methodist 1
Non-denominational 10
Not Applicable 9
Missing Data 1

The Care Arrangements
Information obtained from interviews revealed various care arrangeriiabts.
2 shows the distribution. Family members primarily provided care in a home setting
Sixty-four percent of the caregivers (n = 32) cared for their relatitreeanfirmed
individuals’ residence or at the home of the caregiver. This finding was not s\gpris

as there is the expectation that African Americans care for their\®mberly, 1997).
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Thirty—six percent (n = 18) of family members were cared for in nursing iomather

care facilities. Three caregivers who cared initially for theiriffamember at home

eventually had to place their loved one in an alternative care facility.

Table 2
Distribution of Care Arrangements
Care at Home 32
Care in Care Facility 18
Change in Care Arrangements 3

The Care Decision
Participants expressed a variety of feelings expressed about theasi@nde
However, many respondents did not report on the role strain or stress typically noted in
caregiving research. Many caregivers reported that they werghdlinith the
caregiving role. Ms. Conners, who cared for her bedridden husband, found it a pleasure
to attend to her husband’s needs at home:
I think it’s a joy for you to be able to (provide care). It's a joy if yoalbde to
do it because you can pray with them, sing with them and enjoy the time...
Having God in your heart will make things possible and one would not need to
place a loved one in a nursing home.
There were however, a number of caregivers who had difficulties in the carirggroc
Fourteen of the caregivers reportedly struggled with care decisions andeanents.
One caregiver, Cynthia, who cared for her husband at home before his death, made the
following observations about care arrangements:
You do what you need to do...you, just do. | know that it had its impact on

me...l know the feeling of being overwhelmed; the physical; you recognize
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sense of depression setting in. And perhaps this is the way | dealt with things all

my life is that you just keep on going. You don’t have time to sit around and

analyze it and well “how am | feeling today.” (laughter) You just keep on going

but in the process you're losing something. It's the strain or whatever. It's
impacting you.
Another caregiver, Alice said this:

During the course of the time | was caring for my mother, | went throughod |

emotional upheaval. For one, because I'm an only child; two, because my

mother and | didn’t get along very well. We always had a very strained kind of
relationship. When | had to move over here (to stay with her mother) it didn’t sit
well with me. | actually started to drink (laughs).
An issue for some of the caregivers was whether or not to place their loved one
in a care facility. Rose, for example, whose mother asked her to place her img nursi
home, still struggled with the decision.
She kept asking me to put her in a home. And | didn’t want to. | really had that
feeling that that's just shoving your family away and not taking respongiipilit
caring for your elders by putting them in the nursing home. And so, | really
refused to do it. She spoke to the Pastor that we had at the time who began
saying, “Your mother really wants to go and she really should go. And you have
to let go.”

For some caregivers, nursing home care was not an option. Will, a caregiver for his

father, replied to the question of the choice to place his father in a care faditity

manner:
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No that was never an option. It really never was even a possi(bility)- ... | mean

maybe some families would have done that see, but it just never was an option

because one, we felt we had the capacity to maintain him at home. Two, he

wanted to be at home. He wanted to be on his own and at home. Three, the

doctors didn't feel that that was really needed. They said if anythingmyght

want to think about hospice. And some of us felt strongly that yeah we should

do that but some of us didn’t even feel that was something they wanted to do.
These diverse responses indicate that while most caregivers adhered to thatidea t
African American caregivers care for their own, not everyone had that araicade
that decision. The care decision for most caregivers - whether to givat ¢emae or to
place the loved one in an out-of-home care facility - was not an easy one. Whetber t
were struggles in the care decision or joy in caring for family mesnbaligious and
spiritual resources, did, however impact how caregivers were sustained during the
caregiving process.

The Roles and Functions of Religion and Spirituality

Themes from the interviews relevant to the roles and functions of religion and
spirituality for African Americans caring for family membetdlae end-of-life were
coded primarily into three categories: (a) how African American canegiireed”
their religion or spirituality; (b) how caregivers utilized religion or ispality as a
resource; and (c) how caregivers’ theological understandings was a reSpeciéic

sub-themes emerged in each of the categories.
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The Lived Experiences

Caregivers’ lived experiences included the religious experiences and the
messages they received in their family of origin about religion and spiytuBte use
of religious and theological language and the employment of Christiandregditti their
everyday life were additional elements in this grouping. One could infer sugtrinéls
in some cases, but in many of the cases, the impact of the experiences was spoken.
Family of Origin Religious Experiences
A majority of participants were influenced by Christian values in their dtiua
years. Thirty-five caregivers indicated that they grew up attending chithrak.most
respondents had some religious background that may have served as a resource for
family care decisions and for providing care.
Patrice, for example, who cared for her dying mother, recounted how important
going to church was for her mother’s life as well as her own life duringahlgryears:
My mom was always there. There was no outlet for her. Except she would go to
church on Sunday and sometimes she wouldn’t go, but she would always send us.
And so | felt that - really feel like she made a great deposit in our liveéée really

didn’t realize how much that had an impact in our life when we grew up.

Another caregiver, Paul, who said he attended church as a child, also expressed how
significant it was for him:
The spiritual activity in our home was very important. (Mom) was a real etickl
for the community, for the family, and God and the local church.
Despite not adhering to any particular faith tradition, Yvonne said that her mother a

grandmother’s spirituality was also a part of her formative years:
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She was a ... | wouldn’t say a devout Catholic, but kind of the, kind of Catholic

where she believed very strongly (and yet) she would be out all night the night
before. That was just part of life, part of her outlook on life. Just had fun and
drank and cursed (laughter). Then you went to church (laughing). You went to
mass. ...
One caregiver, Martha, who cared for her mother, said that it was in attendinigy churc
that she learned to care and gained the stamina to do whatever she had to do:
... I have worked in church all my life and (so) | know that you can do all
things through Christ who strengthens you. You can do the impossible. You can
do whatever your mind tells you that can do. So...if you dedicate yourself,
somehow or another He will give you the means to do it.
Paul, who cared for his mother, also talked about learning to care in the church and its
impact in the decision making process. When asked how the caregiving arrangements

for his mother were arrived at, Paul replied,

It came about by early training. Our father taught us how to handle things,
watching him, his example and then our spiritual background.
Even for those who did not now attend church, the values and influences from their
early years were still present. Sheila, who was caring for her mother ase vather
was ill too, said this about her parents’ influence:
...all the values and that my mother and father had instilled in us as far as to
how to live right, take care of yourself, what's right, what's wrong (infleeinc

her).
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Alice, who reported not attending church during her early years, appeared toestruggl

the most. Alice talked candidly about the difficulties of caregiving; theseuifés

were not typically voiced by other caregivers. She described the task irofatsns

“ugliness” and its “Hell".
So I moved in and from that point on my aunties proceeded to make my life hell
because nothing I did was right. ... And that was just the first of a multitude of,
uh, ugliness that | had to deal with during the caretaking of my mother. | mean it
was, it was.....it was a great deal of hell for me for the most part in deatimg w
taking care of my (parents) because you know what they were saying to me was
“Well you know your father is, is, is just laying there in the bed, he doesn’t need
much help. Your mother’s rolling around here with her eyes open.

Alice felt she served no real purpose. But she did believe that the caregivimgsole

her responsibility. In her words, it was her destiny and a legacy that she wghold.

It could therefore be said that religion and spirituality were thereaf@givers to use

and learn from, even for those individuals who fell away from the church.

Christian Traditions and Institution

Christian traditions were also part of some respondents’ lived experiences.

Sixteen individuals talked about some sort of Christian ritual or practice in reapunti

their caregiving experiences. Christian traditions included celebrati@igibus

holidays, religious rituals such as house blessings, and the use of Christinesfacil

including Christian counseling resources. Godparents appeared to be an important part

of some caregivers’ belief and support system. One caregiver, Pamelarfplex

talked about her dying cousin having godparents to help take care of her cousin’s
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surviving four year old daughter. Sharon, who continues to care for her mother with

Alzheimer’s disease, spoke of having her pastor bless her house. She also talked about
using Christian counseling and looking for a Christian care facility fomuo¢her. At
least ten caregivers made reference to a religious holiday in tellimgtbei. The
mention of religious holidays as a point of reference might suggest that thesta6
traditions were important.
Use of Religious and Theological Language

The majority of the respondents in this study used spiritual, religious, or
theological language in recounting their care stories. A list of religiodisheeological
terms used can be found on Table 3. Forty-five of the fifty caregivers usedsedmné
religious terminology during the interview. Such terms included: “God is Good,” “Oh,
my God,” “Higher power,” “Peace,” “The Lord....,” “My Lord,” “Thank you Jesus,”
“My prayer,” “God has blessed,” “Predestined”, and “Holy Spirit”, and “Thamk y
Jesus”. Participants also employed language about God'’s faithfulness, thepowe
God, and God’s awareness of their situation. Participants also used religious and
theological idioms to support care and caring, with the language of thanksgiving
expressed often. The use of the terms “spirit” and “Holy Spirit” were absth us
frequently. One might surmise from the ease by which religious and theolspgeadh

was used that this language was part of respondents’ everyday lives.



Table 3

Religious and Theological Terms Used
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All things work together for good
Amen
Asked the Lord for help

By the grace of God
Can’t beat God giving*

Faith
Felt the Spirit of God

God has a way of working things out
God has blessed...

God is able

God is good all the time

God knows

God rest her soul

God spoke to her heart

God will make a way

My God

| can do all things through Christ...

Lord
Oh Lord
Oh my God

Open up to God’s spirit

Thank God
Thank you Jesus

The Holy Spirit

The Lord put her there
The Lord worked it out
The Spirit of the Lord ...

What ever you sow, you're going to reap**

With the help of the Lord
With the help of God
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Utilization of Religion or Spirituality as Resources

The second thematic category is the utilization of religion or spirituaity a
resource. According to resource theory, a resource is “any commodity,ahateri
symbolic, that is transmitted through interpersonal behavior and is availabheezsa
for positive or negative needs-satisfaction” (Foa & Foa, 1974, p. 34). Here | define
resources as that which is available to provide needs satisfaction. Caragitess
study described religion and spirituality as resources. The satisfactieeds,rboth
positive and negative, was examined.

Three major themes with several sub-themes emerged during thisiquoély
religion and spirituality. The Church as a resource was the first thesagsas in this
category. The second major theme was that of the utilization of the church community
as a resource. The use of religious or spiritual practices as resoascggewhird theme
uncovered.

The Church as a Resource
The Church as a resource included attendance at a place of worship and any
changes in church attendance.

Attendance at a Place of Worships noted above, the majority of caregivers
grew up attending church. Church-going appeared also to be an activity ofeereqgi
even during the period of caregiving. Of the fifty caregivers, only three rejpoote
attending church on a regular basis. Five caregivers reported going to churachamore
once a week. Nancy, for example, who cared for her dying grandmother, talked about

the relief she found when she attended church multiple times during the week:
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On Wednesday night, there was a church around the corner from my house that |

had been to a couple of times, but they had a service on Wednesday. So | would

go there every Wednesday. ... And even on Monday night they had an hour

prayer service and | would go there ... And then my church, we have a Thursday
night (service), | would go out to church but it really helped (be)cause normally

| may go to church like twice a week, once a week. But | found (laughter) | had

to go to church. And that's what people don'’t realize. You have to have that

outlet. You have to go to church. You have to take the time to be in God'’s
presence, you know, just so your spirit is being filled so you’re not getting
depressed or, anything like that.
Renita, who cared for her sick and aging mother, also reported her own need to attend
and be active in her church. Renita said that her nerves were bad, but her attamtlance a
active participation in the life of her church helped her.

But not all caregivers who went to church attended there for support. At least
one respondent said she went for a variety of other reasons other than personal support.
Eve said the following:

| don’t come to the church for support. | come to the church for fellowship,

praise, worship, (and) a word from God. That's what | come for.
Yet the majority of caregivers utilized the church as a supportive resource.

Change in Church Attendandéwould be expected that with the responsibility
of the caregiving task, there might be some change in the amount of time caregiver
would have available to attend church. This was not necessarily the case. Mest of

respondents did not report a change in their church participation.



59
Several of the caregivers could attend church because they had other family

members available to assist them with caretaking task. Martha, who cahexd f

mother, said that she was able to attend church on Sundays and talked about the ability
to engage in other activities because she received her extended family s\émlper

When asked if she wished her siblings would assist her more she responded:

No, | had two brothers and then, and a sister, two and | had to work and she (her

sister) couldn’t hardly work. They all help, you know. She (her mother) really

didn’t tie me down, because | did my bowling (laughter). My brother wasn’t
working so Tuesday morning he would come down and keep her and I'd go
bowling and on Thursday he’d come down and keep her and I'd go bowling ...
and on Sunday we went to church.

For eight caregivers, however, there was some change during the caregiving
period. Tasha, a 21-year old who took care of her father while she attended college
full-time, seemed to be too overloaded to attend church as often as she desired.

| don’t really go because Sunday’s my day ....1 would usually get back....I don’t

know like maybe 3 or 4 (o’clock), and after that would go work out and do like

just my catch up time, because usually | don’t do my homework. (when she’s
caring for her father in his home).
At least three caregivers noted that they had difficulty attending churcér@n days.
Carrie, in talking about her husband’s care and death, recollected her resgogrse t
mother’s death and the changes in her church attendance after that death:
| did not go to church that Mother’s day, the next Mother’s day, or the next

Mother’s day. For three years | did not go to church because it was realjy heav
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at that time. ‘Cause Mother’s day always were bad, but | didn't feel that,

because | still had a mother. But after she left, it just too much, | can’t do them
(holidays).
Still others talked about not attending because of their anger or becausaiit wa
powerful reminder of the loss. Pamela, for example, who lost her cousin, said she didn’t
attend church as frequently as she had in the past because she was angog.with G
| know during the care giving | wasn’t going to church as often. There was a
time |1 was very mad at God for allowing this person to be sick when she’s never
done anything wrong to anyone.
Lynette, who lost her mother, reported that while she attended church pelyodival
did not go regularly. She reported that she did not like going back to her family’s home
church because it was such a powerful reminder of her loss:
Lynette: | go, but I don’t go on a regular basis like | should or like I could. |
don’t know, since | lost my dad, | kind of just can't take it.
Interviewer: You can’t take church?
Lynette: Not going to “our” church”. ....As far as my church, the church where
my mom and dad and both of us all used to go, it’s kind of, it is kind of hard
when you go and don’t see them. | don't go.
Not all caregivers whose attendance changed decreased the amount ofttime tha
they attended church. One respondent’s caregiving experience had just theeopposit
effect. Mary reported how the death of her father and the illness of her mothggdchar

her to attend even more often:
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When my dad passed, | didn’t really go to church very much. 1 really didn’t go

because | wasn't moved by the services. | didn’'t have a regular church that |

went to but | would go to church every now and again. But | realized at that

point, when my dad died because it was so sudden that life is not promised and
really the next second.... | had been to a funeral before but it really hit me how
things can change in an instant. But when my mom had her stroke and was able
to come home, | started going to church regularly. (I. Because?) Because | jus
feel like | needed some other type of strength or source of strength and that |
needed to get my life right (laughing) because things do happen so quick. I've
always believed in a higher being, in a higher power, but that | really needed to

get myself together. And I'm still probably not together but I'm hoping that I'm

more on the right path of being together from a spiritual point.
The Church Community as a Resource

Another theme identified in this analysis was the idea of the church community
as a resource. Pastoral support, both positive and negative, the availabilityhafrttte ¢
family for support, and the use of other spiritual advisors with both positive and
negative experiences, were some of the ideas expressed.

Pastoral SupportPastoral support describes the availability of and the
perceived helpfulness or ambivalence of support offered to the caregiverstdmg pa
Pastors’ roles during times of caregiving are described here alondgheiitiilization of
other religious leaders during the caregiving period.

It appears that pastors were not readily available as a resource tpveae

Twenty-two respondents, less than half of those interviewed, reported thegtbeyed
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religious or spiritual support in caring for their family member by thaestqrs.

However, when pastors were available, caregivers mentioned the usefuliess of t
pastoral presence. Seventeen individuals indicated that this was the case. Two
caregivers reported that their pastor was somewhat helpful. A little moréetha
percent - six of the fifty respondents - said that they did not receive awygbastpport
or that their pastor was not helpful.

Sharon talked about how her pastor, who himself had cancer, was there for her,
during the time she cared for her parents and even earlier in the pasatiaiship.

She reported that her pastor had prepared her for coping with the death of hemi@ther
the care of her mother:

Just a wonderful guy, a wonderful guy. ....The good thing about my pastor who
passed away is that unbeknownst to me, he prepared me for a lot of stuff in our
talks. ... In our conversations, he would say stuff to me that just made such a
difference to me. Even when, when he (the pastor) was diagnosed with cancer,
he and | used to e-mail each other. ... So he knew everything that was going on
in my life. When my dad was diagnosed with cancer, he was on the phone with
me, praying with me. Just, you know, just there. (I) always told him that he was
my cornerstone. He was the one that kinda held me up, together. ...

Some caregivers held ambivalent feelings about the availability of gastora
support or feared that the clergyperson would not be supportive. At least four caregivers
expressed these concerns about clergy support. Renita felt that the pastosarss pre
simply because it was obligatory. She reported how her mother’s pastor kn@weto ¢

because she (Renita) would have been angry if he had not:
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(My mother’s pastor) moved to a different church during my mother’s illness.

But he had come, you know. Before he left | was getting — well, | wag tead

call him because he hadn't gotten here. But | guess he must have felt me

coming. So then he came.

At least three caregivers believed that their ministers would not be resptmsheir

need for support. The fear may have come less from their own experience than from
others’ situational accounts. Channelle, for example, who cared for her mother before
her death, discussed the experience of a friend whose pastor was not present during the
time of the friend’s mother dying:

So this person (the pastor) ... | know you got kids and you got wife, but how can

you just not come by, you know it’s like you gotta make time.

While many of the respondents reported positive or even ambivalent experiences
with clergypersons, at least three caregivers reported negative pasppart. Barbara,
whose mother was placed in a care facility, talked about an incident with her pastor
during the time of her mother’s stay in a nursing home. She felt the pastor was not a
supportive as he could have been:

Pastor M. was (supportive) when he found out. ... because he had his father and

he knew how it was to care. He’s an only child, so because of that we were kind

of close there for a while and he could relate to that. (But) when Pastor first
came, he got caught up in this “my daughter just won’t do a thing for me.” Now
at one time, | think there was another person in the church that told him that my
mother just needed me to love her. | think that was (hame of church member)

because she’s got a lot to say about a lot of things. I think she told him that my
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friend Mary feels that if her daughter loved her, she would be (cared for) ... and

he (the Pastor) looked at me and (said) people need love and so and so needs
love and maybe there’s someone here who need§f@aator appears to be
preaching to the respondent while mother is in attendance at chanchl just
looked around and looked at my mother wondering, and she was sitting up there
like she didn't hear. I think about this (and) that his (the pastor’s) father has
died, you know. 1 said, “Has he forgotten?”
While the reports are the perspective of the respondent, the sense of non-support
might add to the burden of care, leaving some caregivers feeling as @réhalpne.

Another caregiver, Bernice, who was responsible for her mother’s care késb tal

about her Pastor not being considerate:

Pastor was not really supportive. It was like he was shocked. He’s the one that
asked me. And | said “yes, she’s, she’s, she passed away two weeks ago”. And
(he) didn’t even realize that she was gone.
Yet even when a clergyperson was not always helpful, there was still atrfesggbe
office of the pastor. Channelle told a story about how her mother made plans to have
her pastor preside over her funeral, even when he was not very helpful or positive in
another family emergency:
There was a pastor of this church... he’s not there anymore. But he did
something that she (her mother) didn’t approve of the way he treated one of her
grandson. And | mean my mom is not one to just (say), nobody in my family
don’t do any wrong. But what he said was kind of inappropriate. Regardless of

that she (her mother) still listed him. She wrote out her program for the service
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what she wanted and gave him that due respect. So I'm saying, like seétall rig

no he ain’t doing my service cause we have a, we have a pastor in our family he

does all of our weddings and funerals. So we knew he was going to do the

eulogy and she could’ve had him (the pastor) not do it all.

The Role of the Pastors during times of Caregivitestors performed several
roles for families during the caregiving process. When clergypersongvesent, they
were providing pastoral support visits to participants’ loved ones and to the famdily, a
when the death occurred, pastors also presided over funerals and helped family
members make the funeral arrangements. Pastors enacted thesecrolghen the
caregiver or family member was not active in church. One caregiver, Y viatied
about how her grandmother used the service of the pastor although she considered
herself spiritual, but not very religious. Like Channelle’s mother, Yvonne’s
grandmother made plans to have a clergyperson preside over her funeral:

(Grandmother) wanted the priest to give the eulogy and all that to perform the

service you know, so that was taken care of.

Other Religious or Spiritual Leaders€ongregational pastors were only one
source of support during end-of-life care moments. Other religious and spe#dats$
were utilized as resources for care as well. Seven respondents mentioneelythat t
received support from a pastor or clergyperson other than their own. Eleven ofythe fift
caregivers reported that they talked to some other church leader aboutrdggiicg
decision.

Chaplains were one source of support especially when non-home care was

provided. Chaplains provided support for the sick family member and for the caregiver.



66
Channelle talked about using the hospital chaplain when she was coping with the

sickness and death of her mother:
| remember going to the chaplain in the hospital just not being able to accept this
reality.
A hospice chaplain went to see Nancy and her family in their home:
We had a chaplain that came out on Mondays during the day that would minister
to her (grandmother). Most of the times when he came (grandmother) was kind
of sleeping. He probably ministered to me more than he ministered to her
(laughs) which is fine.
Caregivers used other individuals - including spiritual advisors, family mepdryer
friends - who could provide spiritual support during caregiving. Channelle talked about
her use of a spiritual advisor to guide her decisions:
There’s a letter where | had to write some questions to God and then Joe (a
pastor) was kind of a spiritual advisor for me at that time and so he talked to me
about fasting and gave some scripture and so forth.
For at least one caregiver, a family member provided spiritual support in lieu of a
religious figure. Sharon talked about using her husband, who was of another faith
tradition, to assist her in her time of uncertainty:
He has a very calming spirit about him. My husband is a Muslim. He’s not a
practicing Muslim, but he was raised Muslim.
The Church Family
Members of the church, often called the “church family,” also played a role in

supporting caregivers and care recipients. While the majority of garsglid not
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comment on congregational support, fourteen of the fifty caregivers mentioned that

their church family was helpful. When asked if her mother’s church was thererfor h
mom and her, Renita responded:

“Yeah, well, ... | guess to the extent that they were there for communion, once a

month. There were a few in the church they came once a month for the

communion.
Barbara also reported that when it came to caring for her father, hetsfatngrch
family was very supportive despite the negative experience that she had witmher ow
pastor:

(My father) had a good church. People loved my father and he was fortunate to

have people come see him from the church. They would come over and dress

him, the deacon board, and take him to church and bring him back.
Performance of these roles, whether individuals were connected to a faith copronunit
not, did help give support to caregivers during this critical time.

Yet one caregiver who was a pastor himself, and who was not a recipient of any
pastoral support, believed that it was not the role of the pastor alone to provide care f
the family at the end of life. John believed that the pastor’s role and the church’s
responsibility were to connect families and also believed that the padttreachurch
sometimes assumed too much of the family’s responsibility:

There’s always a first cousin or a third cousin or a distant cousin, and | think

churches can do a better job of putting people in touch with their relatives. And |

don’t think that it should be, just because somebody can benefit economically

from the demise of a relative, but | think that if they, if you, can connect people,
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they might even find that they like the person or they can learn a lot about

themselves from this kind old person. Since I've been at this church, I've had

three people who've asked me to be the executor of their estates and | have in

each case found a distant relative, one was even in Germany, to connect the
person with... And those three people actually fulfilled what I thought should be

their responsibility. And they actually befriended one another as kind of a

mutuality.

Supportive Church Member€aregivers did report that church members were
supportive and used as a resource. Select members from within the church family
appeared to be helpful to some respondents. When asked if the church helped out,
Lynette replied,

“Oh yeah, the church, the pastor, and everyone. They would come here on

Sundays. ... Yeah they would come here on Sundays to see her and everything.

She always had company. Everyone loved her, so she always had company...

The pastor and his children, everybody just loved her.

Greta said:

Like | said, her church friends would come over. They would visit and we

would let them have prayer, and then they would come out and talk to me

separate(ly).

Non-supportive Church MembeWhile several respondents reported having
positive experiences with church members, this was not necessarily thercase f

number of caregivers. Barbara remarked on how members of her church were not
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supportive at all. She recounted the story of how her mother convinced church

members of her mistreatment:
If people would come (they would say) “oh you are going to hell the way you
treat your mother.” And | got to where | didn’t even come to church.
And she (her mother) even gave pastor the impression that | was neglecting her,
(that) I didn’t want to be bothered and | didn’t care about her in her old age, and
| didn’t want to do anything for her.
Barbara also talked about how church members and friends criticized her ¢bpibe
of placement:
She and her doctor got together and she wanted to go to (a particular nursing
home). And so | didn’t have anything to do with that (but) a lot of people, and
there were a lot of people calling me talking about “Well | see you yipai
her in the home”, and | did not put her anywhere.
Renita also recalled that the members of her mother’s church were not as sa@sorti
they could have been in caring for her mother.
A couple of them kept in contact with her. And also picked up little things that
they thought she needed like lotion and stuff like that. | don’t know if it was as
much as they could have, but at least there were some that were there.
While her mother’s church members were not as attentive as she thought they should
have been, Renita mentioned that the members of her own church were helpful. Support
therefore appeared to be offered by the care recipients’ church membeysthad b

caregivers’ church family.
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Religious or Spiritual Practices as Resources

Several religious behaviors and practices were used as resourced to assis
caregiver: praying, reading religious material, listening to mligimusic, fasting, and
testifying and anointing sick family members and places where sigk/farambers
rested.

Prayer. A majority of respondents, forty-two out of fifty, used prayer as a
coping mechanism. Only one respondent mentioned that she had difficulty praying.
Table 4 indicates to whom and with whom caregivers prayed, who prayed, and prayer
themes.

Caregivers prayed to God, prayed with God as well as with friends, and prayed
for family members. Caregivers reported that family, friends, pastais;laurch
members prayed for them. Prayer themes included prayers for and about pagateeci
situations, decisions to terminate care, and prayers for mindset to adsistewit
caregiving role. One caregiver prayed for their own end-of-life sitmathat of having

a long life and a short death.
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Table 4.
Prayer Themes

To and with Whom Prayer Took Place Themes of Prayer

Prayed to God Prayed about the family member’s
Situation

Prayed with God Prayed about the decision to terminate ljfe

Prayed for Family Member Prayed that nothing on her mind would e
unpleasant

Other Family Members Prayed Prayed for a long life and a short death

Prayers of Friends Prayed her way through

Prayed with Friends Prayed for faith

Prayers of Church Members

Pastors Prayed

Support of Those Who Prayed

Sharon, whose father died of cancer while she also cared for her mother, said:
| did a lot of praying while | was dealing with my dad’s health.

Barbara, who struggled with placing her mother in a nursing home said:
If it weren't for prayer, | guess | don’t know what I'd do.

Patrice, who cared for her father said:
| would take off that time to pray with my dad, to encourage my father and my
mother as well. And | would pray for my father, cast those spirits off and tell
him there are certain things you got to maintain in prayer and through your

relationship with God and having communion (and) conversation with God.
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Many respondents mentioned praying with families or friends. Paul, whose mother die

of cancer said this:
We prayed together and talked. Two weeks later she (his sister) died.
We (the family) prayed for the release of mom’s spirit...
Patrice prayed with friends:
| had friends come over and we would have prayer every morning in the house,
driving out the spirit of death.
For some families, the sick or the dying person would also instruct the family itohow
pray from their hospital room. Channelle told this story:
| remember being in there once and | said to my brothers and sisters... dsaid y
know it says where two or more are gathered... We need to agree but we need to
be silent. Now | thought, we were kind of like outside the door, | thought she
(her sick mother) was happily sleeping or whatever. She was awake andsshe w
like, “what you need to pray is for God’s will”.
Paul, who had to make a decision to terminate care for his mother, also reported how his
mother instructed him and his siblings from her bedside to pray. The family was not in
agreement on the decision to cease using mechanical life support.
We called a family meeting on that Sunday after the communion and after
talking to mom, mom said that she was ready to go. We were praying for a
miracle and a healing and she told us, stop closing the door... let the door be
open. You all keep closing the door. | want to go through the door. And we

understood, as long as we prayed, the door would close.
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It was rare that a caregiver reported not engaging in prayer. Yetspundent

did not pray. Yvonne, who cared for her grandmother from afar, said that she did not

engage in prayer although other family members did pray.

My mother was very religious and | think that she did, she prayed and | gave her all
of my support... She really thought about it (the care decision) and prayed and all of
that and then the next time she called me after that she told me, she saidhéy | let
go.” So ...., they just took the machines off so it was really after all it wgs weny

calm and very peaceful.

In conclusion, prayer was an important and powerful resource utilized by
caregivers. As one caregiver, Sharon said, it is the power of prayer timagkel
caregivers through:

My prayer is that when | don’t understand, give me faith. Just help me to realize

that you (God) are in control of this; that | don’t have to be worried about

anything.

Fasting, Testifying, and Anointingihree other religious practices used by at
least two participants were that of fasting, testifying, and anointing. Finaseces and
rituals, while not mentioned by the majority of the caregivers, still deavfenction for
these few.

Channelle talked about how she fasted, stopped eating, and only consumed
liquids in order that she could concentrate on God and have God’s will be done in the

case of her dying mother:
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I'm like, ok | have been fasting, | have been fasting up until this time and | don’t

know how many, it might have been twenty days, thirty days, whatever, on
liquids thinking that that would.... that was my way of dealing with it
Greta, who also talked about caring for her dying mother, and who was hexself al
living with cancer - talked about testifying, giving a public statement ingioes
service setting - about her illness:
| have testified about my illness and how | feel God has healed me. Because in
my church we speak on healing and | feel that I'm healed; that God healed
me....
Nancy mentioned performing the ritual of anointing, using oil that had been prayed over
and was considered holy, as part of her spiritual tradition of healing:
... lused to go in her room every night and | would anoint the room and | would
pray over her.
These religious practices and rituals seem to give these few casegpwee comfort
and some support.
Use of Religious Material
Religious material was not a resource utilized by the majority of ivansg
Twenty-one respondents (less than fifty percent of the respondents) mentioned the use
of religious material to assist them during caregiving. This was an unediecteg.
It was assumed that more caregivers would rely on religious materialsthoh Bible
as other literature has suggested. Further exploration of this phenomenon msedarra
When caregivers used religious material, they most often reported using the

Bible as a resource. Caregivers also utilized teachings from the Bibleabidhguage,
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and recitation of scripture even when the Bible itself was not mentioned. Additional

material included other religious writing, such as meditation books and scholarly

theology books.
Bible, Biblical Teachings, and Scripture as Resourdesligious material was

an important resource for close to fifty percent of the caregivers. Twepgnéents

said that they used the Bible as well as other media for support. Lynettearigplex

said she read the Bible and watched religious television programs:
| read the Bible. I look at a lot of church programs that come on TV. 1 like to
look at those. | pray every day and night.

Several of these respondents used lessons from the Bible that were taughtandhem

recalled during the crisis period. Several respondents did not necessarilyad&ible

but instead used scriptural references. Paul’'s mother’s biblical teachiamgshim.
It was my mother. ...at the death of my father when he died, I just felt like God
was punishing me by taking my father. So mom sat down and told me, she said,
“son, we do things backward. We are supposed to cry when a newborn child is
born...” I didn’t know anything about the word in the Bible at that time. She
said, we are supposed to cry when a newborn baby is born but when one dies in
the Lord, we are supposed to rejoice. And | remember those words and |
remember saying that over and over at different funerals and all that. That's
what sustained me.

Pamela used a biblical character to describe the aunt who cared for her cousin:
She (aunt) had the patience of Job because there were times when | wanted to

strangle Taylor (her cousin for whom she was caring).
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The majority of these caregivers also reported that the use of religioeisainaas

helpful, though a few caregivers indicated that use of scripture, espégialthers,
was not helpful at all. This was the case for at least one caregiver. Toiesgspture
by others made Barbara feel guilty about her decision to have her motheriplace
care facility:

People always want to bring up, Honor thy father and thy mother. I've had that

thrown in my face so many times. Honor thy father and thy mother. But there

is also a place in the Bible says “chickens don't lay up the hens, hens lay up the
chicken and it had something to do with provisions being made. ...” For God’s
sake, don’t bring the Bible into it. You know, you feel bad enough no matter
how much you do for your people. It's never enough. You are going to always
feel guilty. You can be perfect and you will always feel guilty.

Use of Other Written Religious Resourckdeast three caregivers used other
written religious resources, such as meditation books or theological writingspto hel
them cope. Mary, who cared for her mother who suffered a stroke, mentioned reading
“Healing Remedies from the Bible.Mary also said she used a book of meditation that
her mom had introduced to her. She was able to quote references from one of the books:

My mom used to meditate in the morning and she had read this bbkd..

Power.... | purchased this book myself to start reading and meditation and it

was an evening meditation and a morning meditation that she would read every

morning. And so when | would go to the hospital, | took my book... It starts

“Every morning is a fresh beginning, everyday is a world made new. Today is a

new day. Today is my world made new. I've lived all my life up to this moment
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to come to this day. This moment, this day is as good as moment in eternity. |

shall make of this day, every moment of this day a heaven on earth. This is my
day of opportunity.” | would continue to read this to her because | just felt like
that was important to do.
John, a pastor, who cared for his dying father, did not limit his reading to the Bible but
read all sorts of books and materials:
I’'m a voracious reader and | think that just moving words and concepts through
my head a lot helps me process stuff. | have to read theology every week for
sermons... and that involves just a wide realm of stuff, books, magazines. ... |
listen to sermons. Actually | buy sermon collections and listen to them.
Religious Recorded Media as Resourddg use of religious recordings and
music was noted by five of the caregivers. Channelle said that she purchagedsreli
tapes and music. Barbara said that she played church hymns on the piano for her
husband (and for herself). Patrice said that music and watching gospel programs
television helped her and her infirmed father as well:
He (Dad) did the best that he could from the standpoint of him being at home,
listening to gospel on the TV and buying gospel tapes. You know the Bible
tapes and all that. And God did make a big turn around in my father.
For Ms. Conners, who cared for her husband, watching religious programs on television
was especially helpful because she was unable to get out and attend church.
My son gave me this DirecTV and they have church. They have a religious
station and you can get all those people all day on Sunday. And | go from one

(program) to the other.
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Music was an important resource helping Nancy through her difficult time in the

pending death of her grandmother:
| just got in the car and | drove to the mall parking lot and | just sat there. | put
on some praise music. | just cried and | kept saying you know, but thank you
God. Thank you God because the joy of the Lord is my strength.
Nancy also talked about a special ritual where she would get away in heahdme
listen to music and also mentioned engaging in something called a praise party:
| do something, it's called Tub Time. | have tub time when | get in the bathtub
with my praise music (laughs) and I just let God minister to me and Aogy.
just kind of like, “Okay kids. Mommy has to go take a bath now, so you all can’t
come in here...”
She continued:
(We had) a praise party and we started singing praises to God, I'm like, just
gotta praise you Lord. So we just sang praises to God....
While it appears that religious material was a resource for some cdribgvers, use of
the Bible, biblical teachings, religious media and music was not the norm for the
majority of the caregivers.
Theological Understandings as Resources
A final category not often explored in the field of social sciences is the
examination of how theological understandings influence and support individuals. This
study explored African American caregivers’ use of theological underatandi
Theological understanding is the way in which participants expressed their cohcept

who God is and how God functions. The caregivers’ relationship with the divine is also
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considered as part of this theological understanding. Five themes were uncovered i

this analysis. The themes include (1) faith and trust, (2) the importance of God, (3)
“Soul Theology,” an African American cultural understanding of how God functions
inclusive of other cultural and folk beliefs (4) philosophies and theologies of sickness,
of death and dying and of caring and (5) theodicy questions.
Faith and Trust

The ideas of faith and trust in God were prominent themes expressed by thirty-
five participants. Faith is defined as the belief in a higher power or tted imethe

power of that that higher being possesses. Trust is the belief that a higher@od)er (

will take care of matters and that one could depend on God to do so.

Sarah who cared for her sister and other family members, stated that faéth hel
her enact her caregiving role:

Yeah. My faith, and ... | have so many nice friends and telephone calls and you

know in my church ... But the most of it is my life with the Lord. And so He’s

carried me through all this, and blessed me and so if | had to do it all over again

I'd do it again, | sure would.

Ruth’s faith was the only thing that kept her going while she cared for her sister:
That'’s the only thing | have going for me. My faith. | do believe that...I just
asked the Lord to guide me and to let me know when I'm doing the right thing.
...It seems like the good Lord says, “You do what you know you're supposed to
do... and I'll bless you.” See, that’s how I live.

Faith and the belief that situations would turn out the way they were suppose to

sustained more than a few of the respondents. “I just trust that everythitg \aill
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, said Greta, who talked about caring for her mother who eventually died in a

right...’
nursing home. Charolette, who cared for both her son and her husband, said it this way:
| am because He is and | don’t even know how to explain (laughs), | just know
that if 1 didn’t have faith, | would not exist or | would be in a mental institution,
if 1 did make it.
Faith also assisted some caregivers during the caregiving proceatman
death was occurring. Bernice’s faith, for example, prepared her and hefosisier
mother’s death:
We have always been a church going people. And it helped me to know that as |
tried to read to her and to talk to her that this is not the end and we have to
prepare ourselves for the final end. So my faith came in there very strong
because | could be blaming the nurses, (saying) “Oh you give her pain med, it
didn’t help, give her something more”.
Some caregivers emphasized trust in God’s use of other people. This was the
case for one caregiver, Patrice, who trusted the social worker who aksistathily.
There was a social worker from the hospital that really invested time into my
mom and looking at her assets, showing her the best route to go that (dad’s) care
would be paid for and that (mom) could live where she wouldn’t be struggling.
So that is what she did because he gets a monthly check for social security. And
so the social worker worked with her and | prayed with her and told her, | said,
“You know, God sometimes intervenes in ways that we can't see.

Expressing “God”



81
Many caregivers spoke of “God.” Eighteen respondents mentioned God as they

narrated their caregiving experiences. Caregivers talked about who Gautivais i

life; the importance of God; how God functioned for them; and how God assisted them,
sustained them, and was present with them in the caring for a loved one. Caagovers
talked about how God was with them when their loved one was dying. Many caregivers
also noted the importance of simply knowing God. As Eve, who cared for her mother
with breast cancer, said, God was everything to her.

Several caregivers spoke of God in terms of their relationship with God.
Bernice, a nurse, whose mother was diagnosed also with cancer and who died four
months after the diagnosis, said this about who God was to her:

| think about a song that says “He’ll be your mother, He’'ll be your father”. You

know. He is my family...“He’s the doctor in the sick room, He’s the lawyer in

the courtroom”.
Caregivers talked about how importance of God enabled them to handle difficult
situations. Rita, for example, who cared for several siblings including thevgisier
was the subject of the interview, mentioned God’s importance in her famig/’s lif

When facing any challenges they (the family) could not control, then it was

always God.

Many caregivers spoke of God in terms of what God did and what God would do for
them in the caregiving process. Nancy, whose mother died only a month before the
interview, talked about being sustained by God:

When we first started this interview, we were talking about my parents and all

the other people that had died in my family over the past three years. So just the
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fact that I'm not insane now is to the glory of God (laughter). Becaus# it ju

helped me through everything that I've been through and with my
grandmother’s death was probably a little easier for me because I've been
through so many other things ... God had to get me through that, | don’'t have
that type of strength where | could go through that on my own, and not go
insane. God had to get me through that.
Ms. Conners, an eighty-year old woman who cared alone for her bedridden husband
explained how God provided her with the strength to give care:
If you have it in your heart, God will make it possible. We don’t have to stick
our loved ones in the nursing home and let them stay there and die and forget
that they’ve done anything for us.
Joelle struggled with the caregiving task. She cared for her son that haddstficide
attempt related brain injury while he was in jail. Yet she spoke about the impaofance
having God in her life:
| have so many struggles. Andre (the son for whom she cares), my work, myself
working with the kind of family system | came from...I think....that...we better
know God, we better have some God (laughter). We better have some God in
our life. We better have something to hold onto and believe in, in order to be
able to get up and make it on a daily basis.
Sharon, expressed a similar sentiment:
God forbid anybody gets into a position where they have siblings or extended

family and they (siblings or family) don’t support them. That's more reason to
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draw closer to God because that’ the only way that you're going to see it though

cause you can actually go crazy.

At least one caregiver bespoke God’s power in the decision making process: Valjean,
whose mother received hospice care, suggested that the care decision wasddad’

So they (family members) would be in the room talking about things that

shouldn’t be talked about like, where they’re going to get the money from and

this, this, and this; the insurance and (whether) can they do this and can they do
that. | was trying to educate them on what kind of accounts and this, this, and
the other cause | didn’'t want to make them think, we dropped the ball. No we
didn’t drop the ball. This is God’s work.

Embracing God changed at least one respondent view about her own desire for
care placement. Patrice said:

| wouldn’t put that burden on my children... 1 would go into a nursing home.

My views have changed because of God.. ... My life belonged to God and that

I'm in His care.

Ms. Gertrude, an elderly woman paid for her sister’s care at her sister’s
residence. She eventually had to move her sister into a personal caredteilitgmily
members began to steal from her sister. Ms. Gertrude advised knowing and using God
when one has problems:

My advice might not be right. | can give you my opinion, but | don't tell you to

go on that. Better go take it to--too big for me, hon. Take it up there (laugher).

They'll tell you in a minute. ...girls aren't acting right, | say, honexe gito the
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man upstairs. He'll straighten it out for you. If you're sincere to Himl, bée'l

sincere to you.

Soul Theology and Other Cultural Beliefs

African American caregivers in this study also used their own cultural
theological understanding, Soul Theology, as they recalled their caregkpegences.
Soul theology is a set of spiritual core beliefs held by African Ameridatuplift,
heal, and empower during life challenges (Cooper-Lewter & Mitchell, 1991).
Caregivers used these core beliefs and other embedded cultural religiazgEtp
support them in making sense of and working through the tasks of caring for a family
member dying or at the end of life.

Sharon’s use of soul theology, for example, helped her maintain a positive
attitude even during challenging times. She holds the belief that nothing couldryyp wr
because God would provide an alternate way out of any situation:

| know you hear these clichés, “When a door closes, a window opens.” | said

what | say is that nothing in my life has ever gone wrong. Nothing... when |

look back at the outcomes of everything that has happened, I'm who | am today.

So nothing ever goes wrong.

Joyce also struggled with her family over decision-making mattersrédeagings

helped her understand how God would help her face adversities: “God don't like
ugly,” meaning that God would handle situations when individuals were treated poorly,
and “Nothing never goes over the devil's back that don’t come back and buckle,”
meaning that bad and evil will not prevail. Greta and Maurice used the term figtandi

in the gap” to explain how God would assist them fulfilling unmet needs during the
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caregiving task. Bernice mentioned how she hoped to handle her own care at the end of

her life:
| hope that when my time comes, | can keep my eyes above and my hands on
His hands.

Thus Bernice used a typical black theological statement of her trust in God.

Folk beliefs also manifest in cultural and soul theologies and mythologies.
Yvonne, who assisted in the decision making for the care of her grandmother talked
about how her mother used folk beliefs to help make sense of the loss of Yvonne’s
grandmother:

We have this really weird picture of the girls. It's just one of the flukes of a

camera, a shadow in the camera or so | believe, so | think, but my mother and

sister, they were both here. | think it must have been just my sister holding the
babies and then they’re looking off like that both of them are, they're distracted.

They're looking, and then there’s this wisp of something like the light is shining

through and making a shadow or something ....and so they’re both looking over

that way and so my mother (says), “See, see! (laughter) That’'s your
grandmother.”

Soul theology, grounded in African Americans’ lived experiences included
biblical teachings that were sometimes reframed to illustratgigars’ own unique
understanding of how God functioned. “Everything you do in secret, God will bless
you openly,” was voiced by Bernice, who apparently meant that God would appreciat
and perhaps even reward noble acts especially when one would not act to obtain

attention. “He’s binding her to soul care,” and “prayer makes a way out of no way,” w
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said by Patrice, seemingly meaning that prayer works and God will tekefdhings.

The rewording of and reworking of these cultural theological understandingdguiovi

comfort and understanding.

Embedded Theology as Cultural Mandates for Care

Embedded theology is often deep-rooted in the psyche and suggests ways of
handling difficult questions. These embedded (and often unconscious) theological
beliefs are assumed to be normative values held by all and are often takearak cul
mandates — expected ways of thinking frequently supported by interpretation of
scripture and often reinforced by the community. Half of the respondents stutis
(twenty-five) expressed this theological understanding to uphold their way ofrttpinki
about their situation.

Myrna, a seventy-year old woman, provided at-home care for her husband for
three years until his death. Like so many other African Americans, Myg@ the
following saying about responses to birth and death:

The Bible says you ought to cry and weep at the coming in; rejoice at the going

out.
At least three caregivers expressed the cultural belief that one nesgosi&od.
Many African Americans adhere to belief. Pamela embraced this luefaefd the
death of her family member. When asked why her cousin had to die, Pamela’s response
was,

“It's not your place to ask why. Everything happens for a reason.”
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Another caregiver, Chanelle, also expressed this belief that God should never be

challenged: “I never questioned (or) say, God why are you doing this kind of thing”.
Embedded theology and cultural mandates can also explain why caregivers care
Some caregivers believed that they were expected to provide care. Bondie care
for her sister at her sister’s end-of-life. Bonnie and her sister'sisswielren bore
primary decision-making power. Growing up, Bonnie attended church and was taught
that someone had to be responsible and had to do the right thing. She said that she cared
because she didn’'t want to disgrace her parents. These religious beligfigdcimuc
cultural mandates, undergird some caregivers’ sense of their caregiligagiob.
These beliefs might make it easy for some individuals and families, gyamgédence
to the caregiving role. Yet the belief may also make it difficult for otleeveér away
from this cultural mandate to assume the caregiving role.
Philosophies and Theologies of Sickness and Death and Dying
Caregivers - whether their understandings of God derived from traditional
Christian religious influences, from African American Soul Theology, frorhezided
cultural mandates, or from a combination of these - expressed both philosogndally
theologically their thoughts about sickness, death, the theodicy question, and their
theology of care. These philosophies and/or theologies also appeared to be grasped and
used as resources to sustain caregivers as they cared for their loved loaendidf-
life. A specific question about their philosophy of sickness and death and dying was
asked of each of the caregivers.
Philosophies of Sicknessaregivers had their own understandings or theologies

of sickness. Renee believed that sickness was normative and part of life. \@hesa
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mother and father both were recovering at home, believed that sickness was

unavoidable:
| don’t know, | mean | know a lot of people who eat healthy, take care of
themselves, get sick. | know people who live, don't give a doggone about
nothing, eat all the fried foods, eat all the stuff you’re not supposed to do and
nothing ever happens to (them). I kind of just think if it's going to happen to
you, it’s going to happen to you ...
Doris, who at one time was a Buddhist and who was caring for her father had another
view of illness:
| think sickness is frustration of life. When you are frustrated and you're not
being
free, then the sickness come.
Will cared for his father with his siblings assistance of siblings. Will hisd t
understanding of ilinesses:
| think it was, that came out of my training that says you know, if somebody has
an iliness, a chronic illness, the first thing you need to do is make a place for the
illness. The iliness has to be real. It can’t be a hot potato that every body passe
to the next person and you can’t just ignore it. You have to make a place for the
illness. And this illness (speaking of his father’s iliness) was very real.
Theodore suggested that some illnesses might be related to issues of rabaiaityt et
Well in terms of diabetes, like | say maybe a racial climate, not insdsoak,
not in all cases, but just a pattern that I'm starting to notice, cause s§ijllite

goes back to diet.
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As noted earlier, some caregivers believed that everything happened for a

reason; this sentiment revealed beliefs about illness as well. Yet a fevduadsvi

rejected such beliefs. Myrna was one. She rejected the idea that sin wasshef

sickness, and instead ascribed to a different philosophy of sickness:
We think if you’re sick you sinned. That concept is at least more than 2,000 year
old. Sickness may be the universe renewing itself.

Patrice also rejected the sin-based concept of iliness:
Christ created me to live abundant life. And in speaking that, that word became
living in my heart and God changed my heart because all those ailments that my
dad had: arthritis, bursitis, back ache, head ache, all that, | had that too, before |
became a born again Christian. And then when | learned my rights as a
Christian, as a child of God, | said, | have to reject that type of thinking.

These understandings appeared to help caregivers make sense of why tti@nésve

were ill and of the need for their caregiving roles.
Philosophies and Theologies of Death and Dy®eyeral caregivers responded

to the question about their understanding of death and dying. As they recounted their

caregiving experiences, caregivers had various perspectives on the topice Herni

example, said this about death:
| understand death as an event, an inevitable end. We’re not here forever.
Unfortunately some of us are taken away at a very young age before we
accomplish what we want to. That is unfortunate, but death, | feel that's
something that my view towards will not change when it comes, I'll be réady.

go to sleep or | don’'t wake up or, | hope | don’t suffer.
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Renee, whose mother was actively dying of breast cancer at the timerdéthew,

said this about death:
Death is something that | know we all have to pass through. It's hard when you
lose a loved one. It's hard when you lose a friend, much less someone who'’s so
close to you. But that's something that’s inevitable. We all have to go there. And
we will grieve with crying. We will have our sad moments, but there is a lot of
good times that we can reflect on and say well you know we did this together
and this was like that, and that sorta helps.
Doris, the former Buddhist, believed that humans are on earth for a reason:
| feel you’re here on a mission and when your mission is complete and when
you’ve done everything you’'ve came to do, you move to the next level, the next
door or the next. | don’t think it's a continuation,... life and death, it's one.
Channelle’s discussion of death focused on who was in charge of death. For her, the
timing of sickness and death was not humanity’s decision; it was God’s.
| wasn’t about to accept how they, Hospice, could tell you what time it was.
Nancy shared a similar sentiment:
| know my God and I'm like, only you know the time or the hour. It's not up for
us to determine when somebody’s going to die.
Bonnie also shared how she embraced death and prepared for her sister’s fend-of-li
| don’t grieve about them leaving me because | know that they're in a better
place. So | don't really sit and worry that they’re no longer with me. When He
(God) gets ready He’s going to send for us. No matter which way it goes, som

of us are going to go just suddenly, some of us are going to suffer and some of
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us...so, | always prepare my mind to deal with these kinds of things, | never

know which way, whether its me, (or) one of mine.
The Theodicy Question
Even with their faith and trust, soul theology and their theology of sickness and
death, some caregivers still wrestled with the theodicy question: why daksliGw
suffering? Caregivers’ questioned death and dying issues; they alsoqeestow
God functioned in the care of family members. At least two caregivers wéreademt
about whether to maintain the cultural belief that one does not question God. Chanelle
said she adhered to the belief that God knew what time it was. But she also confesse
that she had questions about her mother’s illness and death and how God dealt with
people’s suffering. She said that she had to write down some of her thoughts so that she
could ask the questions:
| didn’t know how to deal with this. It's like | couldn’t figure it out and | wrote
down some questions. ... Part of “the word” where you gotta suffer, and | guess
| wasn’t finding consolation or buying that. It’s like | know you gotta suffer, but
how do you bear this. So | accepted it - to a certain point....
Wrestling with the question and obtaining permission to ask the question (whether or
not the inquiry was resolved) appeared to support at least one caregiver. Barshie fel
could raise the theodicy question because her pastor helped her:
| have a little nephew that is (mentally) slow. | don’t know what is wronly wit
him, the mental capacity. But he said to pastor, “Why...why did my
grandmother die.” “If God loved her, why did he take her?” And everybody got

quiet. Everybody got quiet because this child is only eight or nine, but he asked
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the question. So pastor said, “Don’t get upset. He has the right to ask the

guestion. So pastor tried to explain to him and said, “Oh, what make you sure
that she’s going to heaven?” So pastor started to explain to him, because
everybody got upset with the way he was asking the pastor, he said, “No, let it
be, let it be. He has a right to know.” Pastor tried to explain to him as much as
he could so that this child could understand where his grandmother was going.

Bonnie, who had been in conflict with her sister a few years before helssiath,

simultaneously held this divergent sentiment:
Sometimes we have to accept things even though we don't like it, we don’t
agree with it. | just feel like, | tell people this, “don’t keep talking about ‘Oh
she’s gone. Why did God pick this person away from me?’ You got to think
about the good times you had with this person. Think about the good things that
happened. Not that the person has left you physically. They're no longer with
you. That’s one thing, because spiritually they’re always here.

Philosophies and Theologies of Care
Finally, several caregivers expressed their spiritual understandingecdrug

the caregiving role. Some caregivers found caring to be a positive experietezstAt

one caregiver believed that there were some present or future benkéisdhted for

their ill family member. Donnella, whose mother received home care, sgdrdss

sentiment: “I knew that God was going to give me something else.”

Two other caregivers described their task of caring as either a “lgéssia “calling.”

Bernice said that she was born to care:
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It's like an ingrown thing, or inborn thing in me to care for people. And | look

around my family and | try to see who needs whatever. By helping others the
Lord has helped me too.
Pamela recounted how she explained her caregiving role to her boyfriend:
This woman (her cousin) would do the same for me. I've known her all my life,
so, if | can make her time on this earth easier, | will do it. And there’s nothing
you or anyone else can do about it. If it were you, | would do the same thing. If
it was your mother, 1 would do the same thing.”
She went on to say:
“There is no such thing as caring too much. You do what you can. And | don't
think there is anything wrong with that.”
Myrna, who assisted in the care and care decision of her father, said thatshagha
that it was her duty to care:
One of the things that my dad felt was part of his Christian duty was if a man
asked for help regardless of who he was, to help him.
Mrs. Conners, the 80-year old woman who cared diligently for her husband even as she
appeared too frail to do so, described her theology of care in terms of loving one
another:
| don’t believe Jesus put us here to just love us, but if we love one another like
He said, you will, even when the times get bad, ... You have to make sure that
you know Jesus. Because if you love one another you will, love covers a
multitude of sins. If you feel in your heart that you love this person and you

want the best care for him then you got to want to. ...Having God in your heart
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will make things possible and one would not need to place a loved one in a

nursing home.
When Doris was asked about her theology of care and who would take care of her, she
replied (even using some soul theology):
Who’s gonna take care of me? God knows and that’s it! | don’t know and | don’t
worry about it. But | know what goes around comes around and | don’t think I'll
have a problem.
These philosophical and theological understandings appear to support
caregivers. While the caregivers were intentionally asked takattctheir
understandings of sickness, death, and dying, expressions of soul theology and
understanding of care were forthcoming without probing. Philosophical and theblogica
understandings, and retreat from the religious and cultural mandate to not questjon G

helped to give meaning to and for the caregiving experience.
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CHAPTER FIVE

Discussion

This discussion interprets the study’s results. The results will be used to
formulate an understanding of religion and spirituality’s role in end-efedregiving in
African American families. Implications for practice will be offégreMethodological
limitations and suggestions for future research will follow.

Summary of Findings

This study examined African American caregivers’ narratives to uncover
thematic understandings of how African American family members talk about,
understand, and utilize religion or spirituality as resources to care forilg faember
at the end-of-life.

The results of the analysis suggest that religion and spirituality cantbe bot
positive and negative resources for African Americans caregivers caritogyé€d ones
who are facing the end of their lives. The results of the analysis further stiggjan
researching the experiences of African American caregivers, the pbadtural
mandates and religious and spiritual beliefs are important variables to colmsider.
addition, providing support for African American caregivers, assessiegicars’
theological understandings is critical.

The fifty participants in this study resided in different parts of the country
although regional differences were not examined. The majority of the partgipare
women as it is typical for women to provide family caregiving. These ivarsgvere
also primarily single. An equal number of caregivers possessed a high schowiladipl

some college education, or post-master’s degrees. It appears thatripis s skewed
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toward a highly educated representation of the African American community. This

sample offers a different perspective on caregiving and contributes valuablied&gew
to the field.

The study revealed a number of experiences and themes. Similar to other
studies on ethnic caregivers (Connell and Gibson, 1997; Sarkisian & Gerstel, 2004), the
majority of the respondents provided care for a family member other than a spouse.
Sixty percent of this study’s participants cared for their parents. & guenber of
caregivers in this study reported attending church and all identified asti@ts
although one caregiver reported being influenced by the Buddhist tradition.

Other research has indicated that reported variations in caregiving bundens a
rewards are found to be related to caregivers’ subjective experiences andnouné a
and type of social support the caregiver received (Goldstein, et al., 2004). The studi
suggested that African Americans reported less caregiving role gBaldstein, et al.,
2004). In this study, the majority of the caregivers did not openly report on cagegivin
stress, but numerous respondents struggled with their caregiving roles. Asemieeca
reported, caring was expected; it was her destiny and a role others expadie
uphold. This finding might suggest that caregiving strain or burden might be ndtigate
by the expectation that one is expected to care. This expectation to caaksonbg
fostered by cultural support and religious beliefs. Thus, caregiversositigand
spirituality must be considered.

Caregivers’ religion and spirituality appeared in most cases to dwgrces upon
which caregivers drew. African American family members’ narratatgout religion or

spirituality as a caregiving resource fell into three thematic oateg (a) how African
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American caregivers “lived” their religion or spirituality; (b) howridéan American

caregivers used religion or spirituality as a resource; and (c) hovaAfAimericans
used theological understanding as a resource.

How African American caregivers “lived” their religion or spirituahtas the
first category uncovered and examined. These intangible spiritual scolpidad the
caregivers’ religious experiences in their family of origin andvéteee in their early
experience. The family is the principal agent of religious socializdtienetore it
would be expected that early religious experiences and socialization would be a
resource individuals and families would draw upon in times of crisis. Church attendanc
in formative years and recalling other important childhood lessons provided cultural
capital upon which caregivers drew for support. However, not all caregivers who
attended church during childhood continued their religious participation as an adult.

Caregivers appeared to live out their spirituality as shown in their utiizafi
customs, rituals, and Christian traditions. Their religiosity incorporatee th@ritual
experiences and other functional aspects of religiosity. While it apiedneligious
background was not a necessary prerequisite for coping successfully withethigingr
challenges caregiving, attending church was helpful.

Caregivers’ religious backgrounds, for many of the respondents who attended
church, also appeared to be a resource used as they cared for a family nesambes
end-of-life. One would expect a decline in church attendance once one assumed
caregiving responsibility. However, not all caregivers reported thaivigsso. For
some of the caregivers, church attendance increased. Other availableniemibers

enabled caregivers to attend religious services. When there was not the support,
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caregivers did not attend church and instead used television as a means to connect with

their religiosity.

Some caregivers decreased their church attendance. Several cardigindesla
church less often as a result of their anger with God about their loved oneissituat
Family members’ death also caused some caregivers to move away fram chur
Church, therefore, was a place of solace for some caregivers, but wagpldse of
painful memories for others, especially around holidays or other days of reamembr
of the loved one.

An earlier study suggested that African Americans indicated that they ofte
sought spiritual comfort and support when confronted with problems regardless of
church attendance (Taylor et al., 1995). Yet at least two studies (Mattis2@03@|
Owen, Goode, & Haley, 2001) suggested that African American do not necessarily seek
clergy support. This latter finding was also one of the discoveries of thisicstuely.

Less than half of the caregivers reported obtaining clergy support. Casetgjiyerot
seek clergy assistance or were ambivalent or fearful about the slémggtworthiness.
Caregivers felt that pastors could not be sought out to as a resource. It could have been

the case that caregivers knew that clergy could not provide what they needed.

However, this study also found that caregivers who used clergy received helpful
support. Caregivers apparently respected clergypersons. As noted by onerareg
even when a clergyperson was not supportive, there was still a respect fdicthefof
clergy. This observation would suggest that clergy would be respected irnespéct

the clergy’s helpfulness.
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Most caregivers did not use the church community as a resource. However,

caregivers did sometimes remark that they received support both from the care
recipient’s church community but more often than not from the caregiver’shchurc
family. This finding validates prior research that suggests that carégwdvement
with a faith community, a trusted friend or clergyperson reduces caréyixazn
(Mattis, el al., 2007; Powell, et al, 2003; Taylor and Chatters, 1988).

This study’s findings indicate also that caregivers engaged in religiociscpsa
including praying, and to a less degree, fasting, testifying, and anointimgiviAs
was expected, prayer was a prominent religious activity. What is strikiegshinat
caregivers found comfort from prayer but not necessarily from church attendarse
suggests that perhaps religious caregivers embrace non-organized teligasi
readily.

Reading the Bible and other religious material, and listening to music also
helped caregivers to cope. Interestingly, however, less than fiftymercearegivers
expressed reliance on the use of the Bible. It might be that not all casagpeet the
Bible prior to caregiving; and perhaps those who reportedly reliance on the Biple ma
have already relied on this holy text prior to the time of caregiving. Few sindfes
social sciences have examined fully this religious activity.

Although the majority of the caregivers did not report utilizing the Bible, many
caregivers did use lessons from scriptures. Some respondents found scriptute helpf
Yet for other caregivers, scripture lessons were not very helpful. Peoplegyuot

scripture criticized at least two caregivers for their care decisienptBe in these
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instances proved not to be a resource for these caregivers. Consideratiorssfi€his i

should be taken seriously.

Theological understanding - the ways in which participants express their
understanding of who God is and how God functions - was the third category
uncovered. Social science research on religion and spirituality often tisal@ough
examination of theological understanding. This study helps fill this researchieid.
discussion of African American theological writings to the family fieltljlevit is not a
family field framework, is important for understanding religion and spiritpadit
African American family. The family field can accommodate thesengsti

Themes in this category of theological understanding included faith and trust, as
well as the importance of God. Folk beliefs and “Soul Theology,” an African Aameric
cultural understanding of how God functions, were additional themes. Philosophies and
theologies of sickness, of death and dying, theodicy questions, and philosophies or
theologies of caring were also expressed as caregivers’ copingissate

God was very important to the majority of the participants, Caregivers talked
about God, the power of God, and how God assisted them in the caring task.
Caregivers’ faith in God proved to be a reliable resource. Caregiverd netire on
their faith than on others’ support.

African American caregivers used Soul Theology, as a caregiving cesour
Embedded Soul Theology, often deeply rooted in the psyche or unconscious, provided
direction and suggested ways of handling difficult questions, including the catkto ca
and death and dying. These theological beliefs were often taken as cultudait@sa

supported by scriptural interpretation and community reinforcement. Caregsenl
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these theological understandings as a positive resource, as a guide, or inssances,

as a mandate for care. In any case, Soul Theology and other theologicatandiegs
could be seen as positive or negative resources.
Implications

Findings from this study have implications for family scholars, for the
consideration of research methodologies, and for theory development. This study also
has implications for clergy, scholars of religion, pastoral care scholagregations,
chaplains, hospice workers, and caregivers.
Implications for Family Scholars

Taken-for-granted assumptions are challenged with a phenomenological
approach. These challenges bring valuable insights and perhaps pose new theoretica
perspectives about family life issues. Such is the case of this study.

Implications for the Study of African American Family Lifés said that
African Americans are religious. In the literature on caregivingiwithe African
American family context, consistently it has been indicated that earsgitilize
religion and spirituality to assist them in coping while engaging in their ivarggask.
This study supports these theories but also adds nuances in understanding how and in
what ways caregivers indeed use their religiosity and spirituality.

Factors embedded in African American family values and reflected inrthiky fa
system are critical to understanding theories about the African Ameaioaly f
(Staples, 1976). Collectivism, for example, is an ideological construct asdoitite
ethnic families. Collectivism is the belief that all members of theljaane to work

together for the good of the entire family. Families with collectivisiologies take on
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a different approach to caregiving (Killian and Ganong, 2002). It is believed that

members of the family will take care of their family members based ord#dukgy

and collectivist family values. African American culture frequentigrsssumed to

adhere to this collectivism ideology and emphasize informal support systeens (Le

Peek, & Coward, 1998). The complex ways in which collectivism ideology is lived out

in the experience of end-of-life care is something this study offersexXdraination of

the lived experiences of African American family members, and in thisAfasan

American caregivers, in uncovering more explicitly those facts emteddamily

values is important. As such, this study adds to the corpus of research in understanding
African American family life.

Familial and Filial Obligations.This study has major implications for social
scientists in examining familial and filial responsibility expeota, filial piety, and
obligations. Lee, Peek, and Coward (1998) defines filial responsibility exjpestas
the extent to which members are expected to provide assistance to their egng pa
and to give priority to parental needs over their own (p. 1003). Ganong and Colemen
(2005) in their study define filial piety as individual’s sense of respongibgita moral
duty and normative beliefs (p.1003). Both of these constructs may have been
functioning in the minds of the caregivers in this current study.

It has been assumed that African Americans have higher filial rebgiysi
expectations than do European Americans. Yet the study by Lee and his colleagues
(1998) suggest that there is no consensus regarding racial differences in filia
responsibility and expectations. Killian and Ganong (2002) in examining filial

expectations define normative obligations as the assumption that helps froyn famil
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members is available, appropriate, and non-problematic. This is the position cgmmonl

held by researchers on African American family life. While an in-deptmaedion of
differences between caregivers (by age or geographicallydoyatvas not conducted
in this current study, it could be said that for some caregivers’ filialotapens and
responsibility may be an issue in some cases.

Within the history of African American family life, there has also beenoagt
reliance on kin and fictive kin for support (Washington, Bickel-Swenson, and Stephen,
2008; Williams and Dilworth-Anderson, 2002) and a substantial degree of commitment
to norms of filial responsibility. Washington and colleagues (Washington,2808)
suggest that attachment to norms of filial responsibility within the Africarercan
family and community continue to remain strong but there is considerableosariati
based on personal characteristics and family background (p. 676). This study supports
this premise.

Killian and Ganong (2002) in their study found that ideological beliefs were
better predictors of normative obligations. This current study adds credendkaio Ki
and Ganongs’ theory and would suggest that filial responsibility and felt bbtiga
within the context of the African American family with cultural and religiadeologies
is complex.

Perhaps, ambivalence is a more useful organization concept for understanding
intergenerational relations and filial obligations as suggested by Luestuh®illemer
(1998). In their study, Luescher and Pillemer suggest that feelings ohsésifity and

filial obligation are for the most part complicated by “norms of behaviod “aorms of

solidarity” (p.418-420). “Norms of behavior” imply a degree of social consensus about
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the content of the norm and the required degree to adherence to it specifyingiaigropr

behavior (Rossi & Rossi, 1990). These rules state how individuals in certain social
positions are obligated to think or act. “Norms of solidarity” implies that indivedual
should give close family members whatever help they need without concemrefarra
on investment. Yet family members and how they are supported in their roles as
caregivers are often times ambiguous, and ambivalent feelings of obligation and
responsibility, | surmise, often arises.

An ambivalence approach encourages the investigation of conflict between
norms (Lueschner and Pillemer, 1998). Conflicts between norms are found toresult i
feelings of ambivalence, which in turn impact psychological well-beirngedisas
impact decisions that are made to relieve the ambivalence (copiregsat It might
be that normalizing the ambivalence may assist caregivers in believirigahags of
uncertainties are okay. Applied to this current study, normative ambivalendeenady
assistance to African American caregivers, giving them the freenlmto feel the
varied emotions about their caregiving responsibility as it relates toriesd cultural,
religious, and spiritual values to care. Further examination of this conceptamted.

Social Network and Social Support Thedrkis study also has implications for
social network and social support theories. Earlier research on caregixgesiences
highlighted the significance of social networks, caregivers’ health, and thetipbtor
improved psychological states through a sense of purpose and belonging. Faegxam
Washington and her colleagues (2008) suggest that there are key factaratififaite
to the under-use of formal care by members of the African American conymilingse

factors include but are not limited to personal or cultural and spiritual values, and
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concern about burdening family. These variables are also found to be mitigationg fac

in perceived reward or burden of care. While this current study does not examine
caregivers’ psychological health, the significance of select aspttie caregivers’
social network and their psychological status can be gleaned from this study.

In this study, the social network included not only biological family members,
but members of the extended family that includes the church family. Hishprita
African American church family provided unprecedented support. Yet the role of the
church family as a system of support appears to be changing. The research by
Washington and her colleagues (2008) raises the question of whether social support
assumed to be in place is actually functioning as assumed within the AfricamcAm
context. The findings of this study also suggest that social support within tharAfric
American family may indeed be functioning not as formerly assumed. Caregivbis
study, for example, did not always call upon clergy or the church family for support.
While some members of the church family offered comfort and support for the
caregivers, there also appeared to be a concern for some caregiveravailtiglity of
a clergyperson. Further examination of the changing role of clergy and chuoities$
in African American communities might lead to a better understanding @fl sogport
and social network theory as it relates to the African American familgxbrithis
study therefore has implications for theories of coping, stress, as welk dsirden and
mastery.

Family Stress and Social Exchange Thedhile not all of the African
American caregivers in this study readily expressed stress ornailg sturely African

Americans experience caregiving stress. Understanding how Africancame
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caregivers experience stress and burden in the caregiving expeaeragdcto the

understanding of coping within the African American family context.

Information gleaned from this study’s examination of the African Acaeri
caregiving experiences included caregivers’ mastery of the garggesponsibility,
more specifically, caregivers willingness to utilize and to ask for supploig study
therefore has implications for the concept of role mastery. One respondeststutlyi
noted that a major issue in the African American family is the issue of asking fo
support. African Americans, particularly African American women ofteegimve a
hard time asking for help. To fully understand how African American caregivers
“master” the role of caregiving, or more importantly, if “masteryd isrucial concept to
consider, African American caregivers willingness to request support igstsng® be
examined further.

Thiede-Call, Finch, Huck, and Kane (1999) using a social exchange theory
perspective suggest that caregiving burden is affected by the context in keéhich t
exchange occurs. They suggest that burden is an outcome of the ongoing exchange
relationship between the care receiver and the caregiver. They stugtiestthat when
caregivers feel they have no one to confide in or to help them understand what is
happening to them, these feelings affect the context of the caregivimanepec
relationship. Caregivers then find their responsibilities more stressfulderfiall and
her colleague (1999) suggest that support from others could diminish the caregivers’
perceptions of burden. While this hypothesis was not tested, sentimentsd-@pdthnie

study do suggest that in fact Thiede-Call and her colleagues assumptions vadig.b
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Using Thiede-Call and her colleagues’ (1999) exchange theory to assisgatigrs,

clergy, and the church community in understanding that the care recededing$ of
support might affect the caregiving experience (the context in which tharge
occurs and the interpersonal dynamics in the exchange relationship), could pdssibly a
assist in the alleviation of some of the burden and stress experienceddiyerare
Further examination and testing of this intervention strategy could advarnmeiltting
of exchange theory as well as assist in understanding better caregiving bnedsn, s
and mastery.

Theories of Religious CopinBedefining religious coping is another implication
of this study. It might be the case that one’s spirituality and love andiafféot the
care recipient might reduce or eliminate role strain. However, in thig,ghig is not
clearly evidenced. Miltiades and Pruchno (2002) found that religious coping did not
reduce African American mothers care giving burdens. The results of tresitcsiudy
seem to build upon Miltiades and Pruchno’s study. Some caregivers, as noted earlier,
expressed struggles with the caregiving task. Other caregivers did nay. litenthe
case that caregivers’ willingness to express any strain is bounded byptheiakty.
Therefore, one might want to consider the relationship between one’s adcoiba
need for support, one’s willingness to request support, one’s spirituality, and the
cultural context of caregivers as it relates to role mastery.

Religion and Spirituality Theory Developmeniis study also has implications
for religion and spirituality theory development. One of the criticisms efreh
studies on end-of-life has been that some researchers have not made clear the

distinctions nor have defined fully the constructs of religion and spiritualéyielly,
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et al., 2004). Caregivers in this study also made little distinction betweentees

terms. This might suggests that while specificity might be helpful for ¢tieal or
theological discussions of religion and spirituality, African Americaegaers do not
generally draw the distinction in everyday thought. Findings do suggest howetver, tha
non-organizational religiosity more aptly describe African Americahgiosity. More
in-depth examination of non-organizational religiosity is warranted.

African Americans caregivers lived out their spirituality. They lived out thei
spirituality with customs, rituals, and Christian traditions. Their relitjioscluded
these spiritual experiences and church attendance. African Ameriebgigsity and
spirituality are powerful. Cultural imperatives are important as Wwe#tddition, family
of origin messages about religious practices and beliefs affects ane{gving
experience and one’s approach to the caregiving responsibility. Continued focus on
these and other cultural and theological influences will lead to improved understanding
of African Americans’ caregiving experience.

The study confirms that religion and spirituality can be resources for tieaf
American caregivers in a variety of ways. Yet one cannot simply say tigaghmas
useful for African American caregivers without being specific. This isrgortant
understanding for the field of family social science. Family scholagsasiied in
African American family end-of-life issues ignore religion and syadity at their peril,
and if scholars focus only on religion and spirituality, they will also miss a lot

Implications for Research Methodologigsis study also has implications for
research methodologies. As mentioned, a limited number of studies have examined the

role and influence of religion and spirituality on African American caeagi making
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decisions about family members’ end-of-life. This study expands the literdtois

study also illustrates that qualitative methodologies are effective fainoiy rich
information relevant to the study of end-of-life care in the African Ameriamily and
community.
Implications for the Church, Clergy, Religious Scholars, and African American
Congregations

This study has implications for the institutional church, clergy, religious
scholars, and African American congregations. It is important to recognizétiiahc
attendance and the reliance on the church for support is not a given for some African
American caregivers. Church attendance was helpful for some Africancdaméamily
members, but it was painful for others. Insistence that caregivers HatsaaD duty to
care because the Bible said so was also not helpful. Thus religious practices and

theological and cultural mandates can assist and hinder coping.

Clergy could also begin to pay more attention to the nuances of family dynamics
such as relationship issues between family members. Consideration of clmanges i
religious practices, beliefs, and attitudes is critical. Changes in chtiectfdance, for
example, might indicate that the family is struggling with the loss or pendis@ias
loved one and thus is in need of pastoral support. This indicator might be one of many
considerations pastors might note in order to better support families within their
congregation and their community.

Clergy should also be aware of and understand caregivers’ ambivalence about
clergy’s availability. Implications of this study are in accord wité study by Mattis

and her colleagues (2007), who found that minister’s character, sincerity, andtskill s
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as well as African American churchgoer’s feelings of shame, are reaspsndan

Americans may not seek ministerial support. Perhaps clergy can become more
proactive to provide pastoral care even when caregivers express hegitahag. in the
suggestion by Andershed (2006), “identifying the family’s situation and their need f
support would be easier if professionals’ attitudes were characterizedpsct,
openness, and collaboration.” Such attitudes would inspire trust and security.
Findings from this study also reveal that religious scholars, speciffpatyical
theologians, as well as social scientists should further explore theblogica
understandings as a coping resource. Individuals and families, including those in thi
study, have varied degrees of understandings and interpretation of how God functions in
one’s life especially in relationship to sickness, death, and philosophies of cai&: End
life researchers (Crawley, et al, 2000; Winston, et al, 2005), for exampleinekala
African Americans’ philosophical or theological views of death and suffeniag
incompatible with the goals of palliative care in the African American gbntéany
African Americans understand death as something not to be avoided but to be endured
as part of their spiritual commitment. Implications from this study sudiggisthe
exploration of theological categories such as suffering, for example, astoodeand
embraced by African American caregivers, should be examined furthersbessed
to assist in caregivers’ meaning-making processes. In addition, eiquicvéiAfrican
American congregational members’ varied theological positions might &an that
church theologians and leaders could help members tolerate diverse theological
perspectives. The church community as a whole could therefore offer more gamiiine

more unbiased support to the family.
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Taylor and Chatters (1988) suggest that individuals’ non-involvement in the life

of the religious community would exclude family caregivers from support. Téys m

have been the case for many caregivers in this study who expressed limited suppor

from clergy or their church community. Having to assume caregiving resapsi

may have barred caregivers from receiving church family support. Tiehch

community could be educated about the needs of families caring for loved dmes at t

end of life. Connecting families back to the church, for example, could provide a

valuable resource for African American families. As one caregiyerted when

asked what she needed from the church community:
Sometimes | need somebody just to take Adrian (her son) to a barbershop and
get his hair cut. Sometimes | need someone to say come on Adrian I'll help you
pick out clothes, let’s go to church. Those are the kinds of needs | have for a
black male child who may not want to go to church with his mama. So I, | have
those kind of concrete needs. | need those things taken care of so | can do the
other things like go to the social worker, have the energy to go to the social
security office, or go to a meeting at the brain injury institute. Or eventtbgus
able to come to church and receive the word that Sunday. So most of those
things are concrete needs, not for Adrian personally, but to make room so | can

do those things for Adrian.

The church, the church family, and the many ways both can resources could be explored

even further.



112
Implications for Clinicians and Hospital and Hospice Chaplains

Results from this study have implications for clinicians and hospital and hospice
chaplains. Psychologists and clinicians (those not theologically trained) harade
more interested in bridging the gap between psychology and religion (Christ, 2005;
Conner, et al., 2002; Werth, 2002). This continued relationship would serve family’s
needs.

Implications from this study suggest that clinicians might want to exawtiag¢
religious and spiritual resources are available and useful for caregia&iag
seriously caregivers’ theological perspective when addressing difid-issues would
provide better understanding regarding how caregivers understand and makemeanin
out of their situation.

Clinicians and chaplains can be resources themselves. Chaplains were found to
be important and helpful to those caregivers who had exposure to them. Hospital and
hospice chaplains, along with clinicians, are often called upon to assist witt-éifel-
issues. They can encourage caregivers to call on their faith traditionghineh
families and their pastors for support. Continued partnering with the religious
community, especially within the context of the African American commurutyladv
help provide more resources to the African American family as it confronts the
caregiving task. Clinicians and chaplains could also be helpful and supportive of the
family’s religious and spiritual life when the pragmatic issue of faméyg@inent, for
example, is considered. As one caregiver suggested, congregational merghetsemi
more responsive if the location of care facilities, especially forlgldengregational

members was more accessible:
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One of my church members, he’s in this nursing home at Exit 50 on the Long

Island Expressway... So that is so far away, you know. And | go with my pastor
when he does the sick and shut-in. And we’re to make a date to go and see him
(a member who is sick). But by the time we drive out there to see him (and)
come back... So | think that location is very important. And | know that they
talk about this 50 mile radius of from your home and stuff like that, but I think
that you should narrow it down to within a mile or two if at all possible because
when you start thinking of people getting a certain age... and if my mother was
80, her friends are 80 or late 70’'s. And so you’re going to have them trying to
get 50 miles? It makes no sense... People coming from church on Sunday could
say, oh well, let me run by and say hello if it was maybe a mile and a half from
her church, and (if) most of the people live in the area of the church.

Chaplains and clinicians could assist the community and the church famitipiuiray

them the opportunity to assist in the care and support of dying family members.

Considerations of this and other similar factors would be helpful in discovering ways

for the church family to better support caregivers and care recipients.

Implications for African American Caregivers
This study also has implications for African American caregivers.

Acknowledging that there is no one set way to care could bring freedom andorelief t

those caregivers struggling with what must they do to provide care, is one such

implication. Ambivalence is okay. Caregivers may begin to redefine wivagahs to

care for one’s own. Caregivers can choose to care for their family meméerivate

residence or in an appropriate out-of-home care placement. Life experiéhnetm s,
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and needs would guide the decision. A new definition of care could carry with it the

elimination of stigma typically attached to appropriate out of home placement

An extension of the above implication is the possibility of redefining African
American community and coping strategies, calling on and reclaiming dlchAfr
American values and traditions while simultaneously reframing thosé@drexdthat are
not functional. African Americans caregivers report joy in caring far tbeed ones;
their religious beliefs help them cope with the caregiving task. Africanrigames also
report less caregiving role strain. Yet role strain does exist. Anrestuligy by Born
and her colleagues (2004) indicated that while African American familiesrprdfto
provide care for their loved ones, they also desired a means for reducing burden of car
and would be receptive to care if the provided care included relief caregivers. The
study’s findings also suggest that some congregational members arys@depport
can alleviate some role strain and some care burden. This suggests the need for the
African American community and the African American faith community in Qagr
to become the supportive community they have historically been known to be. But, in
addition, redefining once-helpful coping patterns, such as self-reliance, cewlaedb
African American family caregivers. These redefined coping methogist imiclude for
example, utilizing helpful community members and calling on clergy even fad¢heof
ambivalence.

Finally, caregivers may want to consider how religious and culturalitmaslit
have influenced their behaviors in that, African American caregivers would move
toward a better awareness of how one’s lived experiences, experiences of the churc

and the church community, and one’s cultural and theological perspectives influences
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their lives, behaviors, and actions. African American caregivers could alswexpbre

fully the benefits and the costs of embracing their theological and cultuiefl bel
systems. A by-product of this exploration and awareness might be that African
American caregivers could move toward a fuller and richer understandingirof t
religiosity and spirituality as it relates to their own lives and to thelyacare
experiences especially when dealing with end-of-life issues.
Limitations and Suggestions for Future Research

There are several limitations to this study. These limitations ateddtathe
research design, the sample, and researcher’s bias. Implications farepaacki
suggestions for further research will also be included here.
Limitations

One limitation of this study is related to the research design. This qualitat
piece was an exploratory study. This study was to be descriptive in nature by
highlighting the various themes expressed without necessarily explotisglity or
even correlations between variables. Further work could explore variations dgpendin
upon age, gender, or other demographic variables; it could also dig more deeply into
other factors such as the use of Bible and the ability to mitigate stress amgl copi
Cohort effects should be considered. Some older caregivers, for example, béieve it
their task to care and believe they were raised to do so. Younger caregivdezimay
caught between the cultural messages that they received about care aatityhef r
their current life circumstances. Research with select cohort intdérpnstanight garner

different findings.
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Another limitation of the study is related to the sample. The respondents in this

study are primarily Christians. Recruitment for this study was done filgrttaough
religious organizations and connections. Considerations of other religious faith
traditions of other African American caregivers might garner diffieresults.

A third limitation of this study is that of research bias. According to Vanevia
(1990), one of the challenges for those who use a phenomenological approach is for the
researcher to remain emic and to be careful to explore personal assumptiess, bias
belief, and understandings throughout the research process. While all attempts to be
unbiased were made, by nature of the fact that the researcher is also@ecsengy
some research bias must be considered. From the respondents’ perspective, knowing
that the interviewer was a clergyperson may have influenced how casegisponded
to the questions asked. It should be noted however that though some questions relevant
to religion, religious practices, and other questions related to religion artdafyi
were asked, many of the comments were unsolicited.

Suggestions For Future Research

The present study could be extended in many ways. Results of this study suggest
that the “lived experience” could be a resource used by African Americagi\cas.
Socialization and religious practices and traditions learned in cargdienative
years and carried forth into adulthood appear to be drawn up by many of the
respondents. However, the study also shows that there are some nuances within the
“lived experiences” of caregivers that illustrates the need for moregtiréexamination
of the lives of African Americans and their relationships within their faofilorigin.

At least three caregivers in this study, for example, had turbulenbredaips with
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their mothers because of postpartum depression or issues related to mothers ngt wanti

children. Future research studies might include the examination of caregivers’
relationships with their mothers to explore mother/daughter relationshiesiaty
since most caregivers are women caring for their mothers. Additioeakrchson
family dynamics might also give a fuller picture of the role of the livgzeegnce as a
resource.

Research in the area of theology and care in the African American community
also appears to be warranted. As was mentioned earlier, Ward and Carney (1994)
suggested that “caring” is a transitional process that begins wittirrggise
inevitability of the caregiver role and ends with the acquiescence to it. Suchsajgpea
be the case for a number of caregivers in this study, though it did not appear that all
caregivers resisted the task. The majority of caregivers expressed@mess of their
responsibility, an obligation to care for family members, and an assumption of the
caregiving role. Perhaps this finding speaks to why it has been traditioaadigl gtat
African American caregivers care for their own.

This care activity is also buttressed by theological understandings and
interpretation including Soul Theology and other cultural beliefs. Becauseawfric
American family members are expected to care for their own, it mayfioeikdifor
caregivers to veer away from this cultural expectation even when adherence to i
provokes stress. Examining this cultural concept more thoroughly would also give a
better understanding of how African American caregivers care. Asllg @srhaps an

even better understanding of caring for one’s own - that could include the addgpta
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of appropriate out of home placement when warranted - could be offered to the African

American community.

This study examined how theological understandings influence and support
individuals. This category is not often explored in the field of social sciencgbeF
examination of theological understandings and their use by African American
caregivers is another rich area for future research.

Additional research in the area of the church community as a resource would
also be helpful. As other research has indicated, individuals who are actively thvolve
in church community receive support (Taylor and Chatters, 1988). At least six
respondents in this study were not active in the church and did not report on any
pastoral support. Some caregivers who were active in the church still received only
limited visits from the clergy. Exploration of the nature of this pastoraldyaramic
would help parse out the meaning of these particular experiences and could perhaps
generate better pastoral care education for clergy. Exploration adgbeted utilization
of the Bible during and prior to the caregiving experience might also givitea be
understanding of the use of the Bible in the lives of African American caregiver

Finally, studies about end-of life care from the church family and ckergy
perspectives would also be helpful. Demographic information about the clergy and the
church community were not examined in this study. Three clergypersons who provided
care themselves, however, offered valuable information. Additional res@athle
caregiving experience and the role of the church from clergy’ perspeuaiogd add to

the corpus of literature.
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Conclusion

What is it like as an African American caregiver to experience the phenomenon
of caring for a family member at the end-of-life? How do religion and/ottsality
provide resources in encountering this experience? What happens when there is a
conflict between cultural norms and filial expectations and responsibilidies?does
adherence to social, cultural, or religious norms support the caregiversdlis st
raises these concerns and gives questions still to be considered. Sinae Afnierican
families are not monolithic, considerations of where families and famitgbees are
regarding their religious experiences, cultural and theological understanosportant
factors to consider.

Few studies have examined the role of religion and spirituality and their
influences relevant to African American caregivers who make decisions abuolyt fa
members approaching the end-of-life. In this study, most of the people intedview
support the notion that religion and spirituality are important to African Amenican i
dealing with difficulties like caregiving at the end of life. Yet, churchratance and
the reliance on the church for support, especially clergy support, is not a given éor som
African American caregivers. Exploration of the lived experience of namesgand
their cultural, filial expectations, and theological understands, which may govarn the
acts of care, should be explored further.

One of the criticisms germane to end-of-life research is that some siodies
make clear distinctions or define fully religion and spirituality. Thesindisons may
be important for social scientists, however African American caregilerot

generally draw the distinction in everyday thought about religion and spigtualit
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Few studies have examined the role of religion and spirituality and their

influences relevant to African American caregivers’ care decisiorfarfaty members
approaching the end of their lives using caregivers’ voices. It is importardartohied
voices. Having a focus on the voices of the caregivers can be looked atigffitizal
the perspective of the family field. Sometimes people don’t always understand the
own situation, their family dynamics, etc. but still we want to honor their vaices
take their realities seriously.

This qualitative piece was an exploratory study. Further in-depth examinations
of each theme would give richer information and nuances to the phenomenon of what
are and how the resources of religion and spirituality are in fact used bivesseg

caring for family members approaching the end of life.
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Appendix A

Interview Schedule
END OF LIFE ISSUES IN THE AFRICAN AMERICAN COMMUNITY
Your name, age, educational level, occupation.
Where were you born?
Who do you include in your family? The names, ages, occupation.
Where do they live?
Who else do you consider family?

Is there a matriarch or a patriarch in your family?

ABOUT THE PATIENT

Who is the person that is the subject of this interview? How are/were you related t
him/her?

Tell me about (the patient or person who died)? What is/was their illness? Yiaat is

the prognosis?

How long ago was the patient diagnosed with the illness? (If the person died, how long
after the diagnosis did the family member live?

What was/is like? How was life effected by racism or

discrimination? Do you feel that racism or discrimination played a p#reirlness or

the death? If so, how? What would say about his/her life?

ABOUT THE DECISION MAKING PROCESS
Tell me about the decision to care for your family member. How was tr&ateci

made? Were there other family members involved in the discussion/the decision?
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ABOUT THE FAMILY

Tell me about the family you grew up in. What was it like growing up in your home?
With the patient? Were members of your family very close? Do you remempe
special times that were very important to you and/or your extended famityyou
have any rituals? What were some of the lessons/values that were taughataly

your siblings in your family?

ABOUT THE HEALTH CARE PROFESSION

Tell me about your experience with the health care profession. What wereyur or
family members told about illness? Was told about his/her
prognosis? Did he/she want to know the prognosis? Were there questions that were not
answered by the doctors? How do/did you feel about the care that was given to you

family member? Do you have any unanswered or lingering questions now?

ABOUT THE CARE OF THE FAMILY MEMBER

How is it/was it to care for ?

In what ways do/did other family members assist you?
Do you feel that you get enough assistance from other members of yolyf’fAre
there/were there ways in which your family members let you down or disdegoi

you?

ABOUT ILLNESS

Tell me your views on illness. What do you see is the cause of illness?

ABOUT DEATH AND DYING

Tell me about your views on death. How do you understand death? What was your first
experience with death of a family member? How old were you? What do you
remember most about the death or the funeral? How do you understand the death (or

pending death) of ? What do/did you and talk about in regards
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to the illness and pending death? Did he/she want to remain at home or did she want to

go to the hospital?

What about extending his/her life. How did feel about that? What about
organ donation? What was view on that? In what ways do your views
differ from that of ?

ABOUT RELIGION, SPIRITUALITY AND THE CHURCH COMMUNITY
Are you involved in any faith community? What about ?

Tell me how your faith, religion helped you during this period of time.
How was your pastor involved in the caring for you and/or 's spiritual well

being? When did the pastor visit the most?
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Appendix B

Information about the Caregivers
Alice — (over 40) unemployed woman who had cared for both her mother and her father.
Father died of dementia and mother died of Pulmonary Disease and unspecified cancer.
Interviewee felt "pressured” to move in and become the caretaker. Mother éiad a y
after father died. At various times she also brought in a nurse and someone to clean the
house.
Barbara— (mid 50’s) homemaker caring for her mother with chronic depression and
panic attacks. Mother was initially placed in a personal care home and then a senior
citizen high rise. At the time of the interview, the care recipient wadimgsin a
nursing home.
Beatrice - (mid 70’s) - mother of ten, currently retired, who cared for her 45 - year old
daughter. Daughter was in a coma. Mother believed the hospital gave daughter the
wrong medication. Mother insisted on bringing daughter home and cared for her for
several weeks before daughter died. Mother had also experienced multiplendsses
family and was currently caring for her grandchildren and grandchildotuding one
grandson who was paralyzed as a result of a gunshot wound.
Benita— (over 40) - secretary who cared for her mother who died of lung cancer.
Mother was diagnosed with cancer four months before her death. Caregiver was a nurs
at the time, father took care of the mother during the day and insurance paid for a nurse
to be at the house for 2 hrs/day. When the caregiver would get off work she would go

home and take care of mother’'s medical needs. Mother died in the hospital.
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Bernice— (over 70) Retired woman who cared for her older sister who died of

complications from diabetes and hypertension. Caregiver stayed withteedsisng

the last week of her life.

Bonnie— (early 60’s) Bookkeeper who helped with cared decision for sister with liver
cancer. Sister was diagnosed three months before her death. Care reeipignthe
hospital for some time, brought home and lived three days at home.

Carrie — (mid 70’s) Woman who cared for husband. Carrie’s husband was diabetic and
had a stroke and died after being placed in care facility. Decision to place husband i
care facilities was difficult for caregiver but she felt that sheccoat care for her

husband at home.

Channelle- (50 year old) School administrator who cared for her mother who died of
ovarian cancer. Mother moved in with mother’s sister and brother-in-law. @aregi

lived out of state, but would maintained phone contact and was with mother prior to and
during her mother’s death.

Charolette— (over 60) Retired nurse who cares for her son actively dying of AIDs.
Caregiver also cared for husband who died of lung cancer.

Cynthia— (over 40) Program administrator caring for her mother with Alzheimer’s
disease. Mother still living at home. Caregiver and sister rotate everydaghe

checking on mother and making meals. Mother continues to digress and sisters are
looking into personal care homes and long-term placement facilities.

Donella— (over 50) Unemployed woman who cared for her aunt who had a stroke due
to diabetes. Cared for her for her one year. Aunt had another stroke, hospitalized, and

aunt’s son put her back in nursing home-for 3-4 months, then died.
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Doris — (mid 50’s) Administrative assistant and decision maker for father who is a

diabetic and on dialysis. Father lives with her stepbrother. Dad was pladextitesm
nursing home placement but was currently living back with stepbrother and has
homecare attendant in twice a week to check on him. However Doris is now in charge
of decision making.

Eve— (mid 40’s) Unemployed woman who cared for her mother who died of breast
cancer. Interviewee was adopted at 15 months, had little to no contact with biological
mom. Decided to visit biological mom, found out she was sick. Caregiver spent time
with her prior to her death.

Gertrude— (80- year old) Woman who cared for sister. Her sister became blind after
working in a chemistry lab at a major university. The care recipient also had
Alzheimer’s disease. Care recipient was affluent but could get no one torches f

when she got sick. Placed sister in care facilities, because of hairAkr’s disease

and caregiver’s inability to fully monitor her sister’s care. Caregivdaughters also

help in monitoring the care.

Grace— (over 40) Business manger at a university. Cared for father who died of
stomach cancer. Father was cared for at home by his wife and his sisterelte

lived in another town and would go home once a month but was in constant phone
contact. As father deteriorated, hospice was brought in on a daily basis as avell a
homecare nurse.

Greta— (mid 60’s) Retired woman who cared for mother who died of breast cancer. The
last 6 months, the caregiver's mother was bedridden and she and her stepfather provided

care. One day before care recipient died, she was taken to the nursing home.
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Henry— (over 50) Psychologist who cared for his wife with Multiple Sclerosis. Wife

lives at home. Home health person comes in 5hrs/day and is paid out of pocket.
Caregiver has not thought about nursing home or assisted living because they wouldn't
qualify for subsidy and it would be too expensive. Husband does most of the day-to-
day caretaking before and after work. Caregiver’'s mother visits isi asth members

of care recipient’s church.

Joelle— (age not given) Mother who cared for her 30year old son who has brain injury
due to a suicide attempt while incarcerated. Left hospital and sent to ditataii
facility-shifted through several rehabilitation facilities.

John- (over 50) Pastor and teacher who cared for father who died of congestive heart
failure and other issues related to old age. Father placed in a catholic marsieg

(father was catholic) where he lived for 3 years before he died. Son would visit on a
regular basis.

Joyce— (60 year old) Retired woman who cared for father who died of congestive heart
failure. Father had heart problems, in and out of the hospital a couple of times, but kept
in his home. Caregiver lived in another state but would visit often and was a family
decision maker and spokesperson. Father relied on her to intervene with doctors.
June and Joy- Sisters in their 40’s) One sister is a finance analyst and the other an
elementary school teacher. Caring for their father suffering witretka and who

suffered from several strokes. Care recipient is currently in a wheel Eather’s third

wife who was the same age as one the daughter had father committed intala me
hospital. The Department of Health and Human Services got involved and called

daughters. Daughters went to court and obtained custody of their father, moved him to
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be near them, and placed him in a nursing home near daughters. Father is an elderly

man One sister had a difficult time in the caregiving because father wasesent

when she was growing up. Her mother died when she was two. (Only June’s
information was used in the quantitative analysis.)

Lynette— (over 40) Postal clerk who had helped in the care of her mother died of
cervical cancer. Father was retired and so took care of his wife for thepanbst

Caregiver took family leave to care for mother at the end of her mother’s life.

Martha— (mid 70’s) Retired woman who cared for her mother for seven years. Mother
died of cancer. Mother moved in with the interviewee and lived with her through the
cancer illness for approximately 3 years.

Mary — (over 30) Retirement and investment planner, currently caring for mother who
had a stroke. (Father died previously.) Interviewee moved back home with mother for a
while as mother recovered. Still caring for mother while mother lives indeptiyde

Said that if mother would not have been able to live on her own after rehab, she
would’ve found a good nursing home and visited her.

Maurice - (mid 40’s) Cosmetologist who reported on caring for multiple family
members. The focus of interview was his sister and sister who was a diabetic

Ms. Conners- (mid 80’s) Retired woman caring for her husband with cancerous tumor
on the spine and confined to a hospital bed at home. Husband had been in and out of
the hospital for the past two years. Hospice originally came in 7 days a week, the
three. At the time of the interview, care recipient was doing better and packloare

was terminated.
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Myrna— (over 70) Retired woman cared for her husband for five years who eventually

died of a brain tumor. Husband stayed at home throughout the illness except when
hospitalized a couple of times.

Nancy— (mid 30’s) Employee of a church organization, who cared for her grandmother.
The year before her death, grandmother broke her hip and went into a nursing home for
rehabilitation purposes (rehab was mandated by the doctor), stayed there, going down
hill, suffered a heart attack and stroke. Caregiver visited grandmother adelddiec

move her home. Grandmother lived one month in caregiver’'s home and then died.
Pamela— (over 30) Employee of a finance company. Cared for young adult cousin who
died of kidney cancer. At the end care recipient lived at home care for by her mother
and father. Caregiver lived out of state but would drive to spend weekends at the house
and would be involved in the care. The care recipient was in and out of the hospital but
the family decided to bring her home in the end and care for her there.

Patrice— (over 50) Family advocate who cared for her father who had a work related
accident. Father did not complete therapy and hands were crippled. Failsifigs

from diabetes. Father’s illness got to be too much for mother to take care of and
caregiver moved father into nursing home.

Paul— (over 60) Physician and doctor who cared for her mother who died of cancer of
the face, mouth and nose. He and two brothers lived in the same house as his mother,
took care of her and provided around the clock nursing care. Interviewee said he
provided the spiritual support and helped with finances. His sisters did the day-to- day

work of washing and bathing her. Care recipient died in the hospital.
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Porsha— (over 50) Woman who cared for husband was on dialysis machine at home for

19 years. Husband died of lung cancer several years ago.

Prisca— (over 50) Professor who cared for her mother with Alzheimer’s disease.
Mother lived on her own until it was determined that she could not safely live on her
own. Family decided to place their mother in a nursing home, she's been there ever
since, about 2 years.

Regina— (over 40) Office Assistant caring for her mother-in-law with breastera
Currently care recipient has little time left. Hospice comes in four leodesy and a

nurse comes in three times a week.

Renee- (over 40) University Administrator who cared for her mother who had a stroke
then kidney and liver problems. Care recipient spent two weeks in the hospital and then
was brought home. Family also used a hospice health worker who happened to be
interviewee's niece. Mother died at home.

Renita— (over 60) Retired woman who cared for her mother who died of Alzheimer’s.
Originally, a home attendant would come to home approximately 20 hours a week. A
week before care recipient died, caregiver placed mother in a nursing home

Robyn- (over 40) Program director who cared for her mother for five years at home.
Mother suffered with Alzheimer’s disease. Robyn eventually had to place hHezmot

a nursing home after her mother placed her infant daughter in a dresser thinking the
baby was a doll and covered her with clothing.

Rose- (mid 60’s) Retired woman who cared for her mother who was in nursing home.
Care recipient died at the age of 98. Rose was an only child and struggled dail strugg

about putting her mom in a nursing home. Mother asked to be moved into a nursing
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home. Daughter finally complied and mother was in a nursing home for about 10 years.

The care recipient’s health gradually declined and she finally died.

Ruth —(over 70’s) Retired woman who was caring for her older sister who suffered
several strokes. The care recipient had been in and out of hospitals sevaerahtime

had been in a rehabilitation center for 18 months. Interviewee paid several thousand
dollars to have sister’s house renovated to be accessible so that sister could move home
Would go to sister's home everyday to provide care. Did not believe she and her sister
could live together. Also expressed sadness about the care responsibiiity, dsef

her life is on hold.

Sam- (over 20) Store manager. Mother died of lung cancer at the age of 49. He talked
to his mother on the phone, but not about her illness, or only briefly and in generalities.
His mother would come visit him "9 times out of 10". Knew little about the care
experience.

Sarah- (over 60) Retired woman cared for sister who died of complication of
Alzheimer disease. Caregiver cared for her sister until she digrasdevas not

mentally aware of her situation. Then placed sister in a nursing home.

Sharon- (50 - year old) Administrative Assistant caring for mother. Origyrfatiher

cared for mother before he had a stroke. Father was placed in a nursing homerand lat
died. Mother with Alzheimer’s disease was brought to live with daughter. Mother
stayed with daughter for 1 2 years before being moved to assisted liviitg fac

because of significant memory impairment.

Sheila— (50 - year old) Administrative Assistant who was caring for both parents.

Father had prostate cancer but now is "healthy" and works six days a weels aod ha
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ill effects. Mother had a stroke, was hospitalized and then in a rehabilitatiliy fac

3 months. At the time of the interview was not really in a caretaker role because he
parents were still functional and could take care of themselves. She did helphout wit
grocery shopping and takes her mother to appointments.

Stephanie- (over 50) Administrative assistant caring for her older sister. Would not
place sister in a care facility. Sister lives 2.5 hours away. She v&tés every other
month. Other family members close by checks in on care recipient but inteeview

the decision maker. The care recipient’s aunt’s church family madeeit &as

caregiver to care for her sister from afar.

Tasha— (early 20’s) Young woman caring for her 40 year old father while attending
college on a full-time basis. Father was in a car accident and is a quadriflatjier

has home health aids that would come in during the week and on weekends and his
girlfriend also does a lot of care but began to back away from the situationottierm
also does some care when she is in town. The caregiver would go home on weekends
and usually does "little things" but has been thrust into a larger caregiéng r
Thelma— (over 50) Dietician who cared for her mother with Alzheimer’s disease.
Mother was moved to three different personal care facilities after gtewiih three of

her children. Finally caregiver placed mother in a care facilitiesyaoimeone of her
Jamaican background.

Theodore- (60 - year old) Retired man who cared for mother who died of at the age of
73 of liver disease related to alcoholism. Lived in senior citizen high os&ytgere she
couldn't take care of herself, lived with son for 3 years, things got reallyndagba

caregiver had to place mother in a nursing home for about 2 years before she died.
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Valjean— (over 30) Woman currently unemployed who cared for her mother. Mother

died of pancreatic cancer a year before the interview and only a few mdethseaig
diagnosed. Mother was placed in hospice care for two weeks. The experience, even
during the interview was extremely painful for caregiver.

Will — (over 40) Mental health specialist who cared for father who died of bone cancer.
Went into the hospital and later transferred to a hospice unit in the hospital. The fami
was investigating a long term care facility when father died. The waregould fly to

see father once a month but was also very much involved in the care decisions.
Yvonne- (over 30) Young mother who helped with thecared decision of her
grandmother. Care recipient had various illnesses and had spent time in the hospital,
result of an aging body, but eventually, because of doctors making some sort of
mistake, grandmother ended up in a coma and later died in the hospital. Although the
interviewee’s mother provided most of the care, the interviewee was constantly

consulted by her mother.
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Appendix C

African-Americans Care at the End-of-Life
Interview Consent Form

You are invited to be in a research study of caregiving among African Amgiacel

the decision to provide care at home. You were selected as a possible participant
because of your response to a referral, an advertisement or referraMigeask that

you read this form and ask any questions you may have before agreeing to be in the
study.

This study is being conducted by Dr. William L. Turner from the University of
Minnesota, Department of Family Social Science, St. Paul, Minnesota.

The purpose of this study is to gain an understanding of the process that African
Americans go through to decide how to provide End-of-Life Care for familybaesn
By understanding this, we may be better able to identify services and progeams t
would provide African Americans useful support. Your participation will help us to
gain this understanding.

The interview will be a one-time interview and may take anywhere fromoameot

hours. We will be asking you to answer questions using your own words to explain
your experiences. The interview will be tape recorded to ensure we camiuexact
words. During the interview only first names will be used and no last names or other
unique personal identifiers will be recorded on tape.

Questions about the End-of-Life of a loved one may touch on topics that are private and
personal and could set off strong feelings. You may well find yourself hudiggua

talk about your experiences. We would not be doing this research if we did not think
there are important and valuable things to be learned. You needn’t particyzate if

don’t want to. If you decide to be interviewed, you can refuse to answer any question
and you can stop the interview at any point.

Twenty-five dollars ($25.00) will be paid for your participation in the study. Payment
will be made at the conclusion of the interview whether the conclusion is at the end of
two hours or sometime earlier. A participant’s decision to end the interview does not
affect payment. If you feel the need to end the interview prior to completion,ijfou w
still receive the $25.00 payment.

We hope that the results of the study can be made widely know through radio and
television, and through publications for African Americans, the general public and for
other professionals. We may quote what you say in things we say or writdlbut wi
never use your name and will change identifying information (like names, ages, a
geographic location) so that nobody will be able to recognize that it is you beirglquot
Based on the information we collect about the experiences of participants such as
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yourself, we expect to develop a list of resources that may be helpful toveaseght
the conclusion of the study, each participant will receive a copy of theiGareg
Resource List.

The records of this study will be kept private. We will make transcriptians fne
tapes, changing or erasing crucial identifying information that miglkent possible to
identify you or your family. Research records will be kept in a lockeddiis;,
researchers will have access to the records. These recorded intevilidgserased
five years after the report is published.

Whether you decide to participate or not, to go ahead with the whole interview or to
withdraw after a while, your relationship with the University of Minnesatianat be
affected. A participant’s decision to end the interview prior to completion does not
affect payment. If you feel the need to end the interview, you will stillvedke

$25.00 payment.

The interviewer is Beverly Wallace, a doctoral student in Family Sociah&eiat the
University of Minnesota. If you have any questions or concerns, you canhetise t
with Beverly Wallace now or with the faculty member who has organized thiseksea
Dr. William L. Turner, Ph.D. You can contact Wallace or Turner at the Depatrivhe
Family Social Science, University of Minnesota, 290 McNeal Hall, 1985 Buford
Avenue, St. Paul, MN 55108; telephone 612-625-3735.

If you have any questions or concerns regarding this study and would like to talk to
someone other than the researcher(s), contact Research Subjects’ Advocat2ine
Mayo, 420 Delaware Street, SE, Minneapolis, Minnesota 55455; telephone (612) 625-
1650.

You will be given a copy of this form for your records.

Statement of Consent:

| have read the above information. | have asked questions and have received dnswers.
consent to participate in the study.

Signature Date

Signature of Investigator Date




