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ABSTRACT

The Influence of Spirituality on Caregiver Burden and Quality of Life in Older Adult Informal
Caregivers
Stephanie Young

Background: Caregiver burden reduces quality of life (QOL) and is associated with poorer
health outcomes. Older adults may be more susceptible to caregiver burden due to advancing age
and declining health. Spirituality has been shown to reduce caregiver burden and improve QOL.

Purpose: The purpose of this study was to evaluate the direct or indirect influence of spirituality
on caregiver burden and caregiver QOL in older adult caregivers. The specific aims were 1) to
determine the prevalence of caregiver burden in a nationally representative sample of older adult
informal caregivers of other adults and 2) to investigate the relationships among caregiver
burden, spirituality, and quality of life in a nationally representative sample of older adult
informal caregivers of other adults.

Methods: This was a cross-sectional, descriptive secondary data analysis of data from the 2020
Health and Retirement Study (HRS). The HRS collects data every other year from a large
nationally representative sample of adults aged 55 or older and their spouses. Participants who
identified as regularly providing care to another adult were included (n = 591). General linear
models and structural equation modeling (SEM) were conducted to explore relationships among
caregiver burden, spirituality, QOL, and demographic data.

Results: Caregivers had a mean age of 66.32 (7.84). Most caregivers were female (n = 368, 53.1%),
White (n =399, 81.5%), married (n = 378, 68.7%) and had a high school education or general
education diploma (n = 290, 47.1%). More than half of the caregivers scored as having moderate
(n =289, 48%) or high (n = 18, 3.5%) levels of caregiver burden. Among all caregivers, 22.5%
(n =126) provided care for more than a year and found caregiving to be somewhat upsetting
while 9.6% (n = 51) provided care for more than a year and found it to be very upsetting. GLM
showed caregivers who were highly spiritual had lower caregiver burden (p =.023). Lower
caregiver burden was correlated with higher QOL (p = <.001). Spirituality did not moderate the
effect of caregiver burden on QOL, but an SEM depicting an influencing effect of spirituality
revealed a good model fit (NFI =.902; IFI = .928; TLI =.862; CFl = .927; PCFI = .494, RMSEA
=.065; y*=27.902, p =.000, DF = 8, PCMIN/DF = 3.488)

Conclusions: Spirituality influenced QOL through caregiver burden in this population.
Spirituality should be fostered in older adult informal caregivers to help reduce caregiver burden
and improve QOL. Nurses can foster spirituality by providing spiritual care and making
appropriate referrals. Further research is needed to explore other factors affecting spirituality in
this population and to test spiritual interventions for effectiveness in improving QOL.
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Chapter 1: Introduction

This doctoral dissertation examines the relationships among caregiver burden,
spirituality, and caregiver quality of life (QOL) in older adult (aged 54 and above) informal
caregivers living in the contiguous United States (U.S.). The theory of self-transcendence, a
middle range nursing theory, was used to guide this research. A literature review is presented to
define the main concepts, to report the known relationships among the concepts, to identify a gap
in the literature, and to obtain evidence to support the theoretical framework that guided this
research. A study designed to address the gap in knowledge is presented as well as results,
conclusions, and implications.
The Problem

Informal caregiving is care provided by “any relative, partner, friend or neighbor who has
a significant personal relationship with, and provides a broad range of assistance for, an older
person or an adult with a chronic or disabling condition” (Family Caregiver Alliance, 2022). This
definition is selective to older adult care recipients. It used here because it is specific to the study
population. The label “informal caregiver” is controversial because it can have a connotation that
care provided is less important than the formal care provided by healthcare workers (Applebaum,
2022). However, informal caregiver is commonly used in the academic community to distinguish
between providers who receive a salary versus those who do not. This term is used here to make
the same distinction, though it in no way implies the care provided is any less important or
appreciated.

Informal caregiving is a vital part of healthcare in the United States (U.S.) and accounts
for roughly $470 billion worth of care each year (Reinhard et al., 2019). Informal caregiving

continues to increase as medical advances allow people to live longer at home with more



complicated health care needs. Although providing care for a loved one can be a rewarding part
of life, the process can take a physical and emotional toll on those providing the care.

Caregiver burden among informal caregivers is recognized by academics, advocacy
groups, and government agencies as a societal issue in need of attention (Centers for Disease
Control [CDC], 2021; National Institute of Nursing Research [NINR], 2016; The National
Alliance for Caregiving [NAC] & American Association of Retired Persons [AARP], 2020).
Caregiver burden is well documented and has been defined as “the level of multifaceted strain
perceived by the caregiver from caring for a family member and/or loved one over time” (Liu et
al., 2020). Caregivers report a variety of physical, emotional, and financial burdens (Ferrell &
Wittenberg, 2017; NAC & AARP, 2020) and have higher rates of morbidity and mortality
(Ferrell & Wittenberg, 2017). Additionally, caregiver burden has been shown to reduce overall
caregiver quality of life (Choi & Seo, 2019; NAC & AARP, 2020; Swartz & Collins, 2019).

The World Health Organization Quality of Life Group [WHOQOL] Group (1998)
defines QOL as

an individuals’ perceptions of their position in life in the context of the culture and value

systems in which they live, and in relation to their goals, expectations, standards and

concerns. It is a broad ranging concept affected in a complex way by the persons’
physical health, psychological state, level of independence, social relationships and their

relationship to salient features of their environment (p. 1570).

In summary, the WHO considers QOL to be an important aspect of overall health, which
they define as the state of physical, mental, and social well-being (WHO, 1998, 1995) Therefore,
when QOL is decreased, overall health and well-being are affected. Because caregiver burden

diminishes QOL, it can then be assumed overall health and wellbeing are adversely affected.



Further, the National Institute of Nursing Research (NINR; 2016) has called on nurse researchers
to investigate ways to improve caregiver QOL.

Findings in the literature demonstrate that spirituality promotes better QOL in informal
caregivers (Lalani et al., 2018). Spirituality is defined as a way to “express and/or seek meaning,
purpose and transcendence, and...connect to the moment, to self, to others, to nature, to the
significant and/or the sacred” (Nolan et al., 2011). Religion is one way people express
spirituality. In a systematic review, Gongalves et al. (2015) found a correlation between greater
religious attendance and better health outcomes. Religion and spirituality have also been shown
to help reduce stress and anxiety (Gongalves et al, 2015; Whitehead, & Bergeman, 2012).
Further studies have shown that increased spirituality might improve QOL in caregivers by
giving meaning to the experience, enhancing coping skills, improving relationships between
caregivers and care recipients, and assisting with role adaptation (Hebert, 2006; Koenig et. al,
2016).

There are associations between caregiver burden and spirituality (Simpson et al., 2020) as
well as between caregiver burden and quality of life (Taha et al., 2021). Studies have also shown
relationships among these three variables, including moderating effects of spiritually between
caregiver burden and QOL in parents of adolescents with spina bifida (Taha et al., 2021) and in
spousal caregivers of cancer patients (Colgrove et al., 2007). A moderator is “an independent
variable that affects the strength and/or direction of the association between another independent
variable and an outcome variable” (Bennett, 2000). Thus, these studies showed that spirituality
affected the strength or association of caregiver burden on QOL. However, little is known about
how spirituality in older U.S. adult caregivers, aged 54 and above, affects the relationship

between caregiver burden and caregiver QOL. Older adult caregivers report less caregiver



burden (Choi & Seo, 2019; Morrison et al., 2020) but may be more vulnerable to the effects
because they are impacted by advancing age and may have illnesses and conditions of their own
needing to be managed (NAC & AARP, 2020). To date, there is a gap in the literature
identifying the role of spirituality on caregiver burden and QOL in older adults. Therefore,
understanding the direct and indirect effect of spirituality on caregiver burden and QOL will
provide insight to develop interventions to improve QOL in these informal caregivers.
Purpose

The purpose of this study was to evaluate the direct or indirect influence of spirituality on
caregiver burden and caregiver QOL in older adults who provide care to at least one other adult
who is sick or disabled.
Aims and Research Question

This study used a quantitative approach. A cross-sectional, descriptive secondary data
analysis of early release data from the 2020 Health and Retirement Study (HRS) (Institute for
Social Research, 2020) was conducted. The HRS, a longitudinal dataset, collects large amounts
of data every other year from a large nationally representative sample of older adults born in or
before 1965 and their spouses. The purpose of the HRS is to follow those individuals into
retirement and to examine interactions among health, family, and economics (Health and
Retirement Study, 2008). Participants in the HRS who identified as regularly providing care to
another adult were the focus of this study. The specific aims of this study are as follows:
Aim1: To determine the prevalence of caregiver burden in a nationally representative sample of
older adult informal caregivers of other adults
Aim 2: To investigate the relationships among caregiver burden, spirituality, and quality of life

in a nationally representative sample of older adult informal caregivers of other adults



Hypothesis.

Spirituality will moderate the effect of caregiver burden on quality of life resulting in
higher quality of life outcomes in older adult informal caregivers living in the U.S.

Research Question:

Among older adult informal caregivers of other adults, does caregiver burden have a

different effect on quality of life in those who are spiritual vs those who are not spiritual?

General Linear Modeling and structural equation modeling (SEM) were utilized to
answer the research question. Structural equation models are complex statistical models that
can test relationships among variables and examine multiple and interconnected relationships
in a single analysis (Jain & Chetty, 2021). In this study, the moderating effect of spirituality
on caregiver burden and spirituality was examined.

Theoretical Framework

A distinction must be made between the terms construct and concept. Construct is
defined here as an “abstract concept that is specifically chosen or created to explain a given
phenomenon” (Libre Texts, 2021). Concepts are distinguished and defined as “generalizable
properties or characteristics associated with objects, events, or people” (Libre Texts, 2021).
Thus, construct is used when discussing this theory in general terms. Concept is used when
discussing the application to the population.

The theory of self-transcendence, a middle range nursing theory, was used to guide this
study. The theory was developed based on life span developmental psychology and guides
understanding about how people facing adversity transcend and how psychosocial development,
mental health, and well-being are related (Reed, 2018). This theory provides an appropriate

framework for studying health promotion during challenging times especially in later adulthood



and at end-of-life (Reed, 2018, 1991). The theory of self-transcendence has two main
assumptions. It assumes that humans are an integral part of their environment, being pan-
dimensional (not confined by the spatial or temporal) and having a metaphysical awareness
(beyond the temporal and physical) that moves past internal and external conceptual boundaries.
It also assumes that self-transcendence is a necessary expression of human development essential
for health and well-being (Reed, 2018, 1991).

The theory of self-transcendence consists of three interrelated constructs: self-
transcendence, well-being, and vulnerability. Self-transcendence involves pushing beyond
conceptual internal and external boundaries to grow into deeper connectedness with self, others,
and environment (Reed, 2018, 1991). Well-being is a subjective “sense of feeling whole and
healthy” (Reed, 2018, p. 123) and can be considered a correlate of self-transcendence (Reed,
1991) which inherently promotes health. Vulnerability is the sense that well-being is at risk and
occurs during a significant life event which brings an awareness for the need to self-transcend
(Reed, 2018, 1991). Thus, self-transcendence can impact the effect of vulnerability on well-being
(Reed, 2018).

The theory of self-transcendence provides a good fit to study the relationships among the
concepts of caregiver burden, spirituality, and QOL in informal adult caregivers because the
documented caregiving experience is congruent with the theory constructs. The concept of
caregiver burden is congruent with the construct of vulnerability. The concept of quality of life is
congruent with the construct of well-being, and the concept of spirituality is congruent with the
construct of self-transcendence. Just as vulnerability is a threat to well-being, as the theory
suggests, caregiver burden is a threat to QOL. Self-transcendence is the means through which a

person can overcome the effects of vulnerability and move to a better state of well-being.



Likewise, spirituality can be the means through which a person can overcome caregiver burden
and achieve better QOL. In fact, Reed (1991) suggests religious expressions (which can be an
expression of spirituality) can help people expand self-boundaries and could be researched for
useful nursing approaches. So, in the setting of caregiver burden, which is a vulnerable state, the
caregiver can use spirituality to self-transcend and promote better QOL/ well-being. Thus,
spirituality is a potential moderator between caregiver burden and caregiver QOL.
Significance to Nursing

In a review to identify what is considered nursing research, Smith (2019) identified the
triad of health, healing, and well-being as one of the fundamental concepts of nursing research.
The focus of this study is about how QOL may be affected by spirituality in the presence of
caregiver burden and, therefore, falls firmly within the realm of nursing research. This study
included an examination of QOL, which is an important aspect of well-being. As previously
discussed, QOL can be diminished in the presence of caregiver burden, contributing to overall
morbidity and mortality making caregiver burden a public health concern and a nursing focus.
Demonstrating a beneficial effect of spirituality on QOL outcomes in the presence of caregiver
burden may lead to interventions that promote spirituality to improve QOL.
Conclusion

Caregiver burden is a public health concern because it adversely affects quality of life
among older adult caregivers and contributes to overall morbidity and mortality. Older adult
caregivers are vulnerable to the health effects of caregiver burden due to advancing age and
medical conditions of their own. Spirituality has been shown to reduce caregiver burden by
enhancing the ability to cope, providing meaning, and improving relationships between the

caregiver and care recipient. It is important to explore the relationships among caregiver burden,



spirituality, and quality of life beyond what is already known. The theory of self-transcendence is
a fitting model to help understand these relationships. If it can be shown that spirituality
moderates the effect of caregiver burden on quality of life, interventions could be developed to
foster spirituality in older adult caregivers to improve overall QOL. This study is based in
nursing theory and addressed concepts of concern to the nursing profession. It will add to the
body of nursing knowledge. This study could also be used to inform policy makers and advocacy
groups whose desire it is to assist those affected by caregiver burden.

Chapter 2 will detail a review of the literature including search strategy and the
questions that guided the search. The concepts of caregiver burden, spirituality, and QOL and
what is known about their relationships will be further elaborated. Other research using the
theory of self-transcendence in the caregiver setting and/or for spirituality as a means of self-
transcendence will be highlighted. Rationale from the literature to support the undertaking of this

study will be presented.



Chapter 2: Literature Review

As the population in the U. S. continues to age and medical advances allow people to live
longer and with more complex medical conditions, the need for informal caregivers has also
risen. In fact, more than 19% of Americans identify as informal caregivers (NAC & AARP,
2020). While informal caregiving is rewarding, it can also yield significant physical,
psychological/ emotional, and financial burden (NAC & AARP, 2020). The burdens associated
with caregiving, collectively understood as caregiver burden, have been linked with increased
morbidity and mortality among caregivers (Pristavec & Luth, 2020). Informal caregivers can be
faced with significant stress and often neglect their own health care needs in order to care for
their loved ones (Ferrell et al., 2018; Lapid et al., 2016). The National Alliance for Caregiving
[NAC] and American Association of Retired Persons [AARP] (2020) report that caregivers are
in poorer health than they were five years ago. As caregivers are advancing in age and
experiencing diminishing health, it is incumbent upon health care researchers to identify factors
associated with caregiver burden and QOL.

Caregiver burden has been shown to have an inverse relationship with caregiver QOL
(Giovanetti et al., 2015). Likewise, spirituality has been shown to influence both caregiver
burden (Simpson, 2020) and QOL (Taha et al., 2021). Further exploration into the nature of the
relationship among these three variables is needed to better understand how spirituality could be
utilized to improve caregiver QOL in those experiencing caregiver burden. Specific aims of this
study are:

Aim 1: To determine the prevalence of caregiver burden in a nationally representative sample of

older adult informal caregivers of other adults.
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Aim 2: To investigate the relationships among caregiver burden, spirituality, and QOL in a
nationally representative sample of older adult informal caregivers of other adults.
Hypothesis.

Spirituality will moderate the effect of caregiver burden on quality of life resulting in
higher quality of life outcomes in older adult informal caregivers living in the U.S.
Research Question:

Among older adult informal caregivers of other adults, does caregiver burden have a

different effect on quality of life in those who are spiritual vs those who are not spiritual?

A relationship among these variables was hypothesized based on a situation that arose
from clinical practice where a daughter took on the challenge of providing informal care for her
ill mother out of a sense of duty and responsibility to her faith. This situation brought hardship
along with the joy of knowing she was creating a place of refuge for her mother. The burden
created a state of vulnerability that necessitated finding a way to promote well-being in the midst
of suffering. This caregiver found strength in her faith to meet the challenges she faced. The
middle-range nursing theory of self-transcendence (Reed, 1991) is a good fit to guide this
dissertation study. This theory is structured by three constructs: self-transcendence, vulnerability,
and well-being. Self-transcendence is the means through which a person facing a vulnerable
situation, (informal adult caregiving) can move beyond personal boundaries (via spirituality) and
into a new state of well-being (improved quality of life). The theory of self-transcendence
explains how caregiver burden, spirituality and QOL are related.

The Literature
A literature search was conducted to study the relationships among caregiver burden,

spirituality, and QOL. The following databases were searched using Ebscohost: Academic
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Search Complete, Medline CINAHL Complete, APA Psych info, APA Psych Articles, Health
Source: Nursing/ Academic Edition. Search terms using Boolean phrases included quality of life
AND spirituality AND caregiver burden or caregiver stress or caregiver fatigue or caregiver
burnout or caregiver strain or caregiver overload. Articles were limited to peer-reviewed articles
in English with populations in the United States (U. S.). This search yielded 124 results after
exact duplicates removed. Articles were included if they were primary sources that presented
relationships among variables of interest in current caregivers. Articles were excluded if the
population of caregivers were paid, were outside of the United States or were parents of infants
or children with autism. Studies were also excluded if the variable was religion or religiosity,
spiritual support, spiritual well-being, or religious or spiritual coping, as these are all separate
concepts, despite being related. No specific age group was used to limit the search in effort to not
exclude studies that included both older and younger adults.

Searches were also conducted in the same data bases to explore how researchers were
studying the variables in caregivers. A search of peer-reviewed articles in English, using
populations in the US since 2016 with the following terms: quality of life AND informal
caregivers or family caregivers or informal carers or family carers yielded 176 articles. A similar
search using the terms caregiver burden AND spirituality yielded 121 results. It was not
necessary to search specifically for older adult caregivers, as this population could be identified
while reviewing the articles.

A search of peer-reviewed articles in English was conducted to identify how the theory of
self-transcendence has been used in relation to the research question. Search terms of caregiver

burden AND theory of self-transcendence yielded seven results. A search using the terms “theory
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of self-transcendence” AND spirituality or religion or faith or belief system in English yielded
eight results.

Finally, Google scholar was searched using various combinations of the terms
spirituality, caregiver burden, caregiver quality of life and the theory of self-transcendence. No
new articles returned. Many of the same articles appeared in the different searches. After
removing duplicates, reviewing abstracts, and reading articles, a total of 25 were included.
Theory of Self-transcendence

The theory of self-transcendence has been used in research involving spirituality and in
caregiving populations. Runquist and Reed (2007) used this theory to examine relationships
among spirituality, physical variables like health status and fatigue, and well-being in homeless
American women with breast cancer. Acton (2000) used this theory in a qualitative study to
investigate self-transcendence in family caregivers of adults with dementia. The CARES tool to
assist family caregivers at the end of life was designed using the theory of self-transcendence as
the guiding framework (Freeman, 2015). The theory was also used to guide an investigation of
resilience, self-transcendence, and positive and negative well-being in caregivers of children
with cancer (Bajjani-Genera, 2019). These studies validate the use of the theory of self-
transcendence to study spirituality in caregiving populations ages 19-90.

Caregiver Burden

Caregiver burden has also been studied extensively but conceptualized in varying ways.
Liu et al. (2020) performed a concept analysis and defined caregiver burden as “the level of
multifaceted strain perceived by the caregiver from caring for a family member and/or loved one
over time”. Caregiver burden has also been described as the physical, emotional, psychosocial,

and financial strains experienced by caregivers (NAC & AARP, 2020). In one longitudinal
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secondary data analysis, researchers found a correlation between greater reported levels of
caregiving stress at T1 and later development of heart diseases generally and higher rates of
arthritis and chronic back pain in spousal caregivers (mean age = 55.02, SD12.9; Kim et al.,
2015). Tkatch et al. (2017) tested a mindfulness intervention in older adults (mean age = 71) that
reduced caregiver burden, perceived stress, anxiety, and loneliness and improved mental well-
being. Glueckauf et al. (2022) pilot-tested a caregiver training and support program for African
American Alzheimer’s caregivers to reduce caregiver burden. The intervention, which relied
heavily on spiritual components, improved burden outcome measurements and was well-
received by participants. Bialon and Coke (2012) conducted interviews with informal caregivers
of terminally ill patients and identified four themes: decline in overall health of the caregiver,
role conflict, lack of physical and educational support, and the importance of faith in the
caregiving process. Saleh et al. (2022) conducted a mixed-methods study of caregiver burden in
caregivers of family members with cirrhosis. They found many factors that affected caregiver
burden including factors related to the caregiver such as fear, anxiety, and lack of self-care;
factors related to the loved one such as symptoms, non-adherence, and inability to perform
certain roles; and factors related to the health care system such as access to care, provider
communication, and physician ability. These studies confirm the need for further investigation.
Spirituality

Spirituality is another concept that has been studied and conceptualized in a variety of
ways. The definition guiding this study is from the European Association for Palliative Care
(EAPC) Taskforce, which defines spirituality as a way people “express and/or seek meaning,
purpose and transcendence, and the way they connect to the moment, to self, to others, to nature,

to the significant and/or the sacred” (Nolan et al., 2011). While this definition was developed in
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Europe and study participants are North American, this definition is broad enough to be
universal, yet specific enough to capture the essence of the intended concept.

Spirituality is an important topic for nurses because it is part of the “ontologic foundation
of nursing; it is regarded as a basic characteristic of humanness important in human health and
well-being” (Reed, 1992, p. 349). Research on spirituality in caregivers reveals that caregivers
who were older, female, ethnic minority, less educated, affiliated with a religion, and who
provided care to more than one individual had higher levels of spirituality (La et al., 2020).
Spirituality also provides a sense of meaning and purpose and can lower depression scale scores
(La et al., 2020) and can partially mediate the effects of subjective stress in caregivers (Hodge &
Sun, 2012). Although spirituality is an important aspect of caregiver well-being, research also
shows that caregivers face existential crises and can experience spiritual doubts, conflicts, and
loss of faith (Ferrell et al., 2018). Thus, identifying the role of spirituality on caregiving burden
and quality of life among caregivers is important.

Quality of Life

Quality of life has received much attention in the literature and has been conceptualized
in a variety of ways. The definition that guides this study was developed by the WHOQOL
Group (1995). They define QOL as

an individuals’ perceptions of their position in life in the context of the culture

and value systems in which they live, and in relation to their goals, expectations,

standards and concerns. It is a broad ranging concept affected in a complex way

by the persons’ physical health, psychological state, level of independence, social

relationships and their relationship to salient features of their environment.
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Quality of life is an important concept to study because it is an important aspect of
overall health and well-being (WHO, 1998). It can be concluded then that diminished QOL
among caregivers results in poorer overall health. This is recognized by the NINR (2016), who
has called for ways to improve caregiver QOL.

A number of disciplines are interested in improving QOL, and researchers have made it
the primary outcome in a number of studies. Morrison et al. (2020) investigated contributions of
caregiver and care recipient risk and resistance factors on QOL in dementia caregivers. The
authors found that younger caregivers (specific ages not given, population mean age 67.45, SD =
12.56) had significantly lower QOL compared to older caregivers and that spousal caregivers had
higher QOL than caregivers who were offspring. The researchers also found that care recipient
functional dependence was a significant predictor of caregiver QOL and that social problem-
solving, as well as perceived social support, had a positive correlation with caregiver QOL.
Lapid et al. (2016) tested a 4-week psychosocial, educational intervention aimed at improving
caregiver QOL in spouses of cancer survivors. They found no improvement in overall QOL,
though there was improvement in some domains.

More recently, Dionne-Odom et al. (2022) conducted a pilot study to test a lay-person led
intervention to improve QOL, among other things, in Southern African American and rural
caregivers. The intervention, Educate, Nurture, Advise, Before Life Ends (ENABLE), produced
improved QOL, anxiety and depression scores in informal caregivers. Likewise, Lapid et al.
(2022) pilot-tested a virtual group therapy program for informal caregivers. While not
statistically significant, caregivers reported higher levels of QOL.

Ferrell et al. (2018) conducted a qualitative analysis to better understand the quality of

life needs of informal caregivers of those with cancer. The results showed that care is needed
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across all domains of QOL. Although caregivers experience spiritual doubts, conflicts, and loss
of faith, they also view faith as an important support. Another secondary data analysis found
disparities among caregiver QOL. Black caregivers reported higher levels of caregiving intensity
and more financial impact, but less impact on QOL (Cohen et al., 2017).
Relationships among Caregiver Burden, Spirituality, and QOL

This review helped to inform what is currently known about the relationships among
caregiver burden, spirituality, and QOL. Research shows that caregiver burden has inverse
relationships with caregiver QOL (Taha et al., 2021) and with spirituality (Huang et al., 2021).
Findings from the literature also revealed a positive correlation between spirituality and
caregiver QOL (Taha et al., 2021). Additionally, a moderating effect of spirituality between
caregiver burden and caregiver QOL was reported. Colgrove et al. (2007), who explored the
moderating effect of spirituality on cancer caregiving stress in spousal caregivers (ages 29-88),
found that spirituality ha a moderating effect on QOL by buffering caregiver stress. Taha et al.
(2021) explored the relationship among caregiver burden, spirituality, quality of life, and
depression in parents of adolescents with spina bifida. The researchers found that spirituality
moderates the relationship between caregiver burden and QOL, that as spirituality increased,
negative effects of caregiving decreased.
Summary

A review of the literature has revealed linear relationships among caregiver burden,
spirituality, and quality of life. Caregiver burden and QOL have an inverse relationship that can
be influenced by spirituality. However, little is known about the moderating effect of spirituality
on caregiver burden and quality of life in older adult informal caregivers living in the U. S.

Further investigation into how spirituality impacts the relationship between caregiver burden and



QOL in older adults could help researchers identify ways to improve caregiver QOL using
spirituality as a mitigating force.

Chapter 3 details study methods including an overview of the Health and Retirement
Study, conceptual and operational definitions, the sample, the study design, ethical

considerations, and data analysis.

17
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Chapter 3: Methods

A secondary data analysis, using data from the Health and Retirement Study (HRS), was
conducted with the following aims.
Aim1: To determine the prevalence of caregiver burden in a nationally representative sample of
older adult informal caregivers.
Aim 2: To investigate the relationships among caregiver burden, spirituality, and quality of life
in a nationally representative sample of older adult informal caregivers.

Hypothesis. Spirituality will moderate the effect of caregiver burden on quality of life
resulting in higher quality of life outcomes in older adult informal caregivers living in the U.S.

Research Questions. Does caregiver burden have a different effect on quality of life in

those who are spiritual vs those who are not spiritual?

A description will be given of the study design, the HRS, conceptual and operational
definitions, the sample, ethical considerations, data analysis, and limitations.
Design

This was a cross-sectional secondary data analysis using general linear modeling and
structural equation modeling (SEM). SEM was chosen because it provided a way to explore
relationships among measured variables, as will be described later in this chapter. Secondary
data analysis is a research methodology using data previously collected, by the researcher or
someone else, to answer new research questions (O’Connor, 2020). Secondary analysis for
nursing research is both efficient and cost-effective because large amounts of data are readily

available for analysis (Dunn et al., 2015).
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Overview of the Health and Retirement Study

The Health and Retirement Study was created to collect high quality data on older adults
as they moved into retirement; to examine interactions among health, family, and economics;
and to make the data available to researchers interested in studying this population (Health and
Retirement Study [HRS], 2008). As of 2017, HRS data has been used in over 1,800 peer-
reviewed publications and in over 3,500 publications of any type (HRS, 2017). The HRS collects
data related to health and well-being and is the largest and most comprehensive data set on older
Americans aged 55 and above and their spouses, who may be <55 (HRS, 2017). The
comprehensive nature provides opportunity to researchers to study a wide array of phenomena
relative to older adults. The psychosocial data in particular offers insight into human
development of older adults, a subject less studied than development in children and younger
adults (HRS, 2017). The psychosocial data includes well-validated instruments that have been
used to study the variables of interest to this author. Therefore, using existing data from the HRS
was an appropriate choice to explore the relationships among caregiver burden, spirituality, and
quality of life.

The HRS began collecting data in 1992 from older adults living in the contiguous U. S.
born from 1931 to 1941 and in 1923 or earlier. Other subgroups were added through the years to
now include adults born in 1965 or any year before and their spouses. Black and Hispanic
individuals are over sampled at a rate of about 2 to 1 (HRS, 2017). Because Alaska and Hawaii
are not included in the survey, Asian and Indigenous populations may be under sampled. Data is
collected every two years either in person, over the phone, or on the internet. Demographic

information was collected at the initial interview and updated as needed. It is kept in a separate
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crosstracker file and was merged based on participant household and personal identification
numbers.

In 2006, participants were randomly divided into two groups for alternating enhanced
face-to-face interviews. Each group gets an enhanced face-to-face interview every four years
because they alternate every two-year collection cycle. At this interview, a leave-behind
questionnaire, which started being used in 2004, is given to complete at the participant’s
convenience. This leave-behind questionnaire contains the psychosocial part of the overall
survey. Therefore, leave-behind data is collected from only half of the participants each cycle
(those whose turn it is to receive the enhanced face-to-face interview). Due to the COVID-19
pandemic, face-to-face interviews were suspended. Those participants who were scheduled for
the enhanced face-to-face interview were mailed the leave-behind survey which was the
collection instrument used for this secondary data analysis. Data was collected from March 2020
through May 2021.

Ethics and Human Subject Protection

The HRS original data collection was approved by the Institutional Review Board (IRB)
at the University of Michigan in 1992. Data is de-identified and kept in a secure server. The HRS
was granted a Federal Certificate of Confidentiality from the National Institutes of Health, which
shields it against court ordered forced disclosure of study participants. Participants are given
information about informed consent at each interview. Participation in the surveys is evidence of
consent. Risk of harm is low, especially for the leave behind data. Re-identification could be a
possibility, though unlikely, as data is made publicly available. However, sensitive and personal
data is restricted, and access requires greater scrutiny. Participants are given a stipend of $100

for the core interview and $20 for the psychosocial survey that is left behind for them to
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complete. They also have the knowledge that the de-identified data is easily available to
researchers for the common good.

For the purpose of this study, the sample is considered as “not human subject” by the
West Virginia University IRB because the data is de-identified secondary data that very likely
cannot be re-identified. Nevertheless, application was made to the IRB as required by the HRS
and for publication purposes. Data was made available to download after registering with the
HRS and agreeing to maintain it securely. The data is being stored on an encrypted server for at
least three years as required by the West Virginia University IRB and will be deleted afterward.
Study Sample

This study sample consisted of the 2020 HRS participants who were scheduled for the
enhanced face-to-face interviews (half of the total HRS sample). Due to the COVID-19
pandemic, participants were mailed the survey. The sample consisted of older adults born in
1965 and before, and their spouses, living in the contiguous U. S. Households are geographically
stratified and clustered based on data from the U. S. Census. Data is also carried over from the
Social Security Administration.

From the 2020 half-group, data from weighted participants who identified as providing
care for another adult at least once a month and who completed the surveys of interest (n = 591)
are included in this secondary data analysis. Thus, the sample is a nationally representative
sample of older adult caregivers, of other adults, who participated in the psychosocial survey
portion of the 2020 HRS. Suggested weights were provided by the researchers of HRS and were
based on the 2016 data. Though these weights vary due to shifting demographics over four years,

it is the same population of caregivers.
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Measurements/ Instrumentation
Demographics

Demographics included in this analysis are as follows: age, gender, race, Hispanicity,
marital status, living alone status, and educational attainment. Race and Hispanicity were
collected in two separate questions. Race choices were: White/ Caucasian, Black or African
American, Other. Hispanicity choices were: Mexican, Other Hispanic, unknown Hispanic, and
not Hispanic.
Caregiver Status

Caregiving status was determined by how the participant answered the following
question: please tell us how often you care for a sick or disabled adult? Choices were as follows:
daily, several times a week, once a week, several times a month, at least once a month, not in the
last month, never/not relevant. Participants who reported providing care to another adult at least
once a month were included in the analysis. Additionally, participants were asked if they had
been providing on-going care to another adult who is sick, limited, or frail for longer than a year
and if this was upsetting. Choices were as follows: no, didn’t happen; yes, but not upsetting; yes,
somewhat upsetting; yes, very upsetting. Those caregivers who answered no, didn’t happen were
considered to have been caregiving less than one year. This question was used to analyze
attitudes toward providing care for more than one year in relation to demographics and the
variables of interest (caregiver burden, spirituality, and QOL).
Caregiver Burden

Caregiver burden, which Liu et al. (2020) defined as “the level of multifaceted strain
perceived by the caregiver from caring for a family member and/or loved one over time” was

measured using the Perceived Stress Scale (PSS) (Cohen et al., 1983), which is also embedded
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into to leave-behind survey. The 10-item Likert-style PSS was developed to measure perceived
stress related to life events. This is consistent with the construct of vulnerability from the theory
of self-transcendence. Vulnerability is the risk to well-being in the presence of a life altering
event. Original psychometric testing on the PSS produced Cronbach’s alphas of .84 - .86 in three
samples (Cohen et al., 1983). The HRS reported an alpha of .85 in the 2020 survey and an alpha
of .85 in the 2018 survey. The Perceived Stress Scale has been used to measure caregiver burden
(Chwalisz, 1996; Mioshi et al., 2009) with good results. Chwalisz (1996) reported alphas of .81.
Additionally, Chwalisz and Kisner (1995) suggest that the PSS measures caregiver burden more
accurately than other caregiver burden scales because it measures not only the stressor, but the
response to the stressor (Chwalisz, 1996).

The PSS, found in its entirety in the HRS, consists of the following questions for which
participants were asked to respond 1. never, 2. almost never, 3. sometimes, 4. fairly often, 5. very
often.

In the last month, how often have you...

Been upset because of something that happened unexpectedly?

Felt that you were unable to control the important things in your life?

Felt nervous and “stressed”?

Felt confident about your ability to handle your personal problems?

Felt that things were going your way?

Found that you could not cope with all the things that you had to do?

Been able to control irritations in your life?

Felt that you were on top of things?

Been angered because of things that were outside of your control?
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Felt difficulties were piling up so high that you could not overcome them

Scores range from 10 - 50. Higher scores indicate increased caregiver burden. Burden
scores were also categorized into low (10 - 23), moderate (24 - 36), and high burden levels (37 -
50) (llesanmi, et al., 2021) for further analysis.

Spirituality

The definition of spirituality guiding this study is from the European Association for
Palliative Care (EAPC) Taskforce, which defines spirituality as a way people “express and/or
seek meaning, purpose and transcendence, and the way they connect to the moment, to self, to
others, to nature, to the significant and/or the sacred” (Nolan et al., 2011). The spirituality scale
embedded in the leave-behind survey consists of four items from the Multidimensional Measure
of Religiousness/Spirituality (MMRS) (Fetzer Institute [FI], 1999). The MMRS was developed
to aid researchers in measuring religiousness and spirituality. The MMRS is based on the
assumption that religiousness and spirituality can improve health outcomes (FI, 1999). Krause
(2003) found that “older adults who derive a sense of meaning in life from religion tend to have
higher levels of life satisfaction, self-esteem, and optimism”. This adds validity to the
assumption that spirituality can be a means of self-transcendence leading to a better QOL. The
included questions measure the meaning of, not the practice of, religion and therefore, fit the
definition of spirituality being used.

The four-item scale, based upon findings from Krause (2003), measured spirituality.
Participants were asked to say how much they agree or disagree (ranging from 1. strongly
disagree, 2. somewhat disagree, 3. slightly disagree, 4. slightly agree, 5. somewhat agree, 6.
strongly agree) with each of the following statements:

| believe in a God who watches over me.
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The events in my life unfold according to a divine or greater plan.

| try hard to carry my religious beliefs over into all my other dealings in life.

| find strength and comfort in my religion.
Total scores range from 4 - 24. Average score (M/SD) were calculated across all four items.
Higher scores indicate higher spirituality. While belief in a God is not necessary for one to be
spiritual, the decision was made to keep this question because it is part of the survey and was
included in HRS psychometric testing. The HRS report alphas of .92 - .93 from the 2006 to the
2014 data collection periods.
Quiality of Life

Quality of life was measured using the Satisfaction with Life Scale (SWLS) (Pavot &
Deiner, 1993), which is fully embedded into the leave-behind survey. Global QOL has
previously been measured using the SWLS (Ravyts & Dzierzewski, 2020; Rogers et al., 2012),
and other researchers have correlated life satisfaction with QOL (Lorenzo-Seva et al. 2019;
Teresi et al, 2017). Additionally, the definition guiding the development of the SWLS is that life
satisfaction is a person’s global assessment of their quality of life (Pavot & Diener, 1993).
Furthermore, the WHO definition of QOL emphasizes the subjective nature of QOL, so, it is
appropriate to measure overall QOL with the participants perception of it. This is also consistent
with the theory of self-transcendence which views well-being as a subjective “sense of feeling
whole and healthy” (Reed, 2018, p. 123). Well-being is the theoretical construct congruent with
QOL in this analysis.

The 5-item Likert Satisfaction with Life Scale (SWLS) consists of the following five

questions:

In most ways my life is close to ideal.
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The conditions of my life are excellent.

| am satisfied with my life.

So far, | have gotten the important things | want in life.

If | could live my life again, I would change almost nothing.
Choices are: 1. strongly disagree, 2. somewhat disagree, 3. slightly disagree, 4. neither agree nor
disagree, 5. slightly agree, 6. somewhat agree, 7. strongly agree. Total scores range from 5 - 35.
Higher scores indicate increased quality of life. The scale has consistently generated Cronbach
alphas of .88 - .89 in HRS analysis. Total scale scores were also categorized into low (5 - 14),
moderate (15 - 25), and high levels (26 - 35) for additional analysis (Levereide & Hagell, 2016).
Data Management

After creating an account, data was downloaded from the HRS study website. The
demographic and leave-behind data sets were merged. Data from participants not identifying as a
caregiver and not completing the surveys were removed. Caregivers who were not given a
weight because they did not qualify according to HRS guidelines were also removed. If more
than one value was missing from a survey, that data was removed. Missing values were replaced
with mean of continuous data and mode of categorical data. Caregivers with missing
demographic values were included for pair-wise analysis. The total number of cases included for
analysis were 591. Outliers were not removed because the weighted sample is large, making
outliers less likely to affect results (Newsom, 2022).
Data Analysis

Demographic data was analyzed using IBM Statistical Package for the Social Sciences
(SPSS version 28). Univariate analysis was conducted to determine frequencies and/or measures

of central tendency. Frequencies are reported using the unweighted N and the weighted percent.
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Relationships among the variables were explored using bivariate general linear modeling (GLM)
and crosstabs with chi-square analysis as well as multivariate linear regression analysis (Y1=
caregiver burden, Y2 = spirituality, Y3 = QOL). Bivariate analysis using GLM was conducted by
first exploring the relationships between the variables of interest (caregiver burden, spirituality,
and QOL), then by exploring the relationships between caregiver burden with each of the
demographics and QOL with each of the demographics. Attitude toward providing care for more
than one year was also included in bivariate analysis to determine if there were statistically
significant relationships with any demographics or with the three variables of interest.

General linear modeling requires data to be normally distributed with homogeneity of
variance (Kim, 2012). To determine if the assumption of normal distribution was met, data
dispersion was analyzed for skewness and kurtosis. The data was assumed to have met the
requirement of homogeneity because clustering and stratification of the original sample ensures
homogeneity of variance and more accurate representation of the sample (Sharma, 2017). GLM
also requires the dependent variable to be continuous (Kim, 2012). Total scale scores were used
in GLM analysis to meet this requirement.

Once correlations were established among the variables using GLM, an SEM was built
and tested using AMOS software version 28. SEM uses a theory-based path diagram to analyze
multivariate data to determine relationships among multiple variables in a single analysis (Hoyle
& Smith, 1994). SEM was the most appropriate method to answer the research question because
the variables of interest were complex, abstract, and multifaceted. These types of concepts can be
analysed using SEM because SEM accounts for errors in measurement (Sturgis, 2019). SEM can
also test theoretical models depicting relationships between concepts and show multiple and

interconnected relationships in one analysis (Jain & Chetty, 2021).
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Structural equation modeling was conducted in a step-by-step process. The first step was
model specification testing. A model depicting significant relationships among the concepts and
demographics was entered into the software. Path analysis was then conducted to validate each
relationship. The path coefficients represent the strength of the influence one variable has on
another. This allowed for comparisons to be made and for direct, indirect, and total effects to be
determined (Wang, 2022). The next step was to analyze goodness of fit. Several tests were run
simultaneously to evaluate the how well the model fit the data. These included: Chi-square
testing, which should have a p-value > .05, Comparative Fit Index (FCFI), Bollen’s Incremental
Fit Index (IFI), Bentler-Bonnett Normed Fit Index (NFI), Tucker-Lewis Index (TLI), which
should all be > .9; the Parsimony Comparative Fit Index (PCFI), which should be > .5; and the
Root Mean Square Error of Approximation (RMSEA), which should be < .08 (Sharif, 2021).
Non-significant results were removed, and the final model was analyzed for significant paths and
goodness of fit.

Summary

Cross-sectional data from a large, well-established national data set was analyzed in
accordance with expected ethical principles. Data was analyzed using structural equation
modeling to best capture the relationships among caregiver burden, spirituality, and quality of
life. While there are limitations with secondary data analysis, justification for concept
measurement has been made. Additionally, a large, heterogenous caregiving sample may make

the findings more generalizable.
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Chapter 4: Results

Analysis was conducted to answer the following research question:
Among older adult informal caregivers of other adults, does caregiver burden have a different
effect on quality of life in those who are spiritual vs those who are not spiritual?
The hypothesis was:
Spirituality will moderate the effect of caregiver burden on quality of life resulting in higher
quality of life outcomes in informal older adult caregivers living in the U.S.
Aim 1: To determine the prevalence of caregiver burden in a nationally representative sample of
older adult informal caregivers.
Aim 2: To investigate the relationships among caregiver burden, spirituality, and quality of life
in a nationally representative sample of older adult informal caregivers.

This chapter reports findings from univariate, bivariate, and multivariate data analysis as
well as SEM. IBM SPSS was used to analyze frequencies and measures of central tendency for
demographics and total scale scores, crosstab analysis using chi-square test for independence,
and general linear modeling. SPSS AMOS was used for SEM that was constructed based on
results from GLM. Unless otherwise stated, all analysis in SPSS was conducted with the
complex samples feature using an analysis plan utilizing the strata, clusters, and individual
weights provided by the HRS (HRS, 2019).

Demographic Analysis

Demographics variables are shown in table 1. Both weighted and non-weighted variable
results are shown. The sample mean age was 66.32 years (SD = 7.84) with the largest age
category being 54 - 64 (n = 241, 46.8%). More caregivers were female (n = 368, 53.1%) than

male (n = 223, 46.9%). Caregivers were predominantly White (n = 399, 81.5%) and non-
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Hispanic (n =516, 91.2%) with Mexican Americans (n = 45, 5.1%) making up the largest
Hispanic population. Black caregivers accounted for 11.5% (n = 145) of this sample. Most
caregivers were married (n = 378, 68.7%) and most lived with a spouse or partner (n = 400,
72.4%), while 12.8% (n = 83) lived alone. Most caregivers had at least a high school education
or general education diploma (GED). Educational attainment included no degree (n = 66, 9.6%),
high school diploma or GED (n = 290, 47.1%), any amount of undergraduate education (n = 150,
30.1%), and master’s or professional degree (n = 64, 12.9%). Additionally, 22.5% (n = 126) of
caregivers provided care for more than a year and found it to be somewhat upsetting, while 9.6%
(n =51) provided care for more than a year and found it to be very upsetting. However, 49.3% (n
= 292) provided care for more than a year found it to be not upsetting.
Psychometric Properties

To measure scale reliability, factor analysis was conducted for each instrument in both
the total HRS population and in the caregiving population, respectively. The Perceived Stress
Scale measuring caregiver burden yielded Cronbach’s alphas of .847 and .866. The spirituality
scale yielded Cronbach’s alphas of .933 and .941. The Satisfaction with Life scale measuring
QOL yielded Cronbach’s alphas of .878 and .869. All scales have good reliabilities with alphas
greater than .8 (Schweizer, 2011).
Dispersion

The data was assessed for normal distribution by analyzing skewness and kurtosis. It is
generally considered acceptable that the absolute values of skewness not be greater than two and
kurtosis not be over seven (Ryu, 2011). The variables of interest in this study show skewness

between +2 and —2 and kurtosis < 7 and are therefore acceptable for analysis (see table 2).
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Additionally, kurtosis values of less than 10, indicate a platykurtic curve, which confirmed fewer
extreme outliers in this data set (Chirchiglia, 2020).
Descriptive Statistics

Descriptive statistics were conducted to address Aim 1 (Table 2). Perceived stress scale
scores measured caregiver burden and produced a mean score of 23.48(SD = 6.54). Among this
caregiver population, 48.5% (n = 284) scored as having low levels of caregiver burden, 48% (n =
289) scored as having moderate caregiver burden, and 3.5% (n = 18) scored as having high levels
of caregiver burden. This analysis met aim 1, which was to determine the prevalence of caregiver
burden in this population of older adult caregivers.

The majority of the population scored as being spiritual on the spirituality scale with a
mean score of 19.16 (SD = 6.25), median of 22, and mode of 24. The decision was made to
transform this variable to avoid possible ceiling effect. The variable was dichotomized using the
median score of 22 (Mitchell et al., 2020). Those scoring 23 and above (n = 289, 44.7%) were
categorized as being highly spiritual. Those scoring 22 and below (n = 302, 55.3%) were
categorized as being not highly spiritual. For the purpose of this dissertation, spirituality refers to
those who are highly spiritual.

Quality of life was measured using the Satisfaction with Life Scale. The total mean score
was 24.27 (SD = 7.36). When categorized, the majority of caregivers scored as having high QOL
(n =285, 50.7%), while 236 (n = 36.8%) scored as having moderate QOL, and 70 (12.5%)

scored as having low QOL.
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Bivariate Analysis
Spearman Rank Correlations

Spearman’s rank correlation was conducted to examine the relationships between
caregiver burden, spirituality, QOL, and attitude toward providing care for more than one year
(table 3). There was a negative correlation between caregiver burden and spirituality (p =-.09, p
=.026). There also was a negative correlation between caregiver burden and QOL (p =-.479, p =
<.001). Negative correlations were found between attitude toward providing care for more than
one year and spirituality (p =-.100, p =.015) and QOL (p =-.185, p = <.011). There was positive
correlation between spirituality and QOL (p =.125, p =.002). There was also a positive
correlation between attitude toward providing care for more than one year and caregiver burden
(p =.252, p = <.001).

Bivariate Linear Regression Analysis (GLM)

Bivariate analysis was conducted using GLM to explore relationships among all
variables. Each variable of interest (caregiver burden, spirituality, and QOL) was tested with
each of the other two. Caregiver burden and QOL were also each tested with every individual
demographic and with attitude toward providing care for more than one year. In all GLM
models, the most frequent occurrence of each categorical variable was used as the referent
category, therefore each outcome was compared with the most frequent occurrence.

Caregiver burden was measured by the Perceived Stress Scale (PSS). Higher scores
indicated higher caregiver burden while lower scores indicated lower burden. In this study,
caregiver burden had no statistically significant correlations with gender, race, Hispanicity,
education, and living alone (table 4). Some relationships were statistically significant, however.

Caregivers who were aged 75 - 85 had lower PSS scores (B = -2.641, t =-3.365, p = .001)
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compared with those under age 65. Caregivers who have never been married (B = 2.425, t =
2.582, p =.012) and those who were separated or divorced (B = 1.633, t = 1.924, p = .059) had
higher PSS scores compared with those who were married. Caregivers who were highly spiritual
had lower PSS scores (B = -1.689, t = -2.337, p = .023) compared with those who were not
highly spiritual. Caregivers who reported that providing care for more than a year was very
upsetting (B = 9.549, t = 7.517, p = <.001) and somewhat upsetting (B =3.883,t=4.974,p =
<.001) had higher PSS scores than those who provided care for more than a year but found it to
be not upsetting. See table 4 for full results.

Quality of life was measured using the Satisfaction with Life Scale (SWLS). See table 5.
Higher scores indicated higher QOL while lower scores indicated reduced QOL. Gender, age,
education, and spirituality yielded no statistically significant results. Analysis did show that race,
Hispanicity, marital status and living alone were significant predictors of QOL. Black caregivers
scored lower on the SWLS as compared with White caregivers (B = -3.401, t =-3.382, p = .001).
Mexican American caregivers scored higher on the SWLS when compared with non-Hispanic
caregivers (B = 3.075, t = 2.767, p = .025). Caregivers who were separated or divorced scored
lower on SWLS as compared with married caregivers (B = -5.383, t = -4.775, p = <.001).
Caregivers who live alone scored lower on the SWLS than those who do not live alone (B = -
3.599, t =-2.296, p = .025). Additionally, those with high burden (B =12.84,t=-6.786, p =
<.001) and with moderate burden (B = -5.851, t =-8.311, p = <.001) scored lower on SWLS than
caregivers with low burden. Furthermore, those caregivers who reported providing care for more
than a year and reported that it was very upsetting scored lower on the SWLS than those who

said it was not upsetting (B = -6.234, t = -4.59, p = <.001). There were no statistically significant
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findings between the SWLS scores in those providing care for more than a year and said it was
somewhat upsetting and not upsetting.
Independence Test Using Chi-square Test

The variables of interest were analyzed with each other and with each demographic to
determine frequencies and correlations. In crosstab analysis of the three variables of interest
(tables 6-8), caregiver burden and QOL displayed a significant relationship ( ¥?=103.827, p =
<.001). Although not statistically significant (x> = 8.776, p = .096), caregivers who have high
caregiver burden were more likely to be not highly spiritual (n = 11, 4.9%) than highly spiritual
(n =7, 1.9%). Additionally, among the highly spiritual, 54.3% (n = 158) had low levels of
caregiver burden compared with 43.8% (n = 126) of those not highly spiritual. No significant
relationship was shown between QOL and spirituality.

Levels of caregiver burden did not show significant correlations with any demographics,
but education approached significance (y* = 4.716, p = .057) (table 9). Those caregivers with any
undergraduate education were more likely to have low caregiver burden (n = 92, 61%). Those
with no degree were more likely to have moderate caregiver burden (n = 46, 69.2%).

Crosstab analysis between spirituality and each demographic variable yielded non-
significant results with gender, Hispanicity, marital status, and living alone (table 10). Significant
results revealed these female caregivers were more highly spiritual than males (* = 27.214, p =
<.001). Race was also significant (y* = 35.311, p = <.001). Black (n = 97, 72.4%) and other
minority (n = 31, 66.9%) caregivers were more highly spiritual than White caregivers (n = 174,
39.2%). Age was also associated with spirituality (= 12.648, p =.011). Older caregivers were
more likely to be highly spiritual with 70.5% (n = 22) of 85 - 95 years old being highly spiritual

versus 38.6% (n = 106) of caregivers under 65. Education was also significant (x> =21.259, p =
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.005). The higher the degree attainment, the less likely caregivers were to be highly spiritual.
Caregivers with a graduate or professional degree (n = 36, 70.7%) and those with any amount of
undergraduate education (n = 88, 64.6%) were more likely to be not highly spiritual.

Crosstab analysis between QOL and each demographic variable yielded non-significant
results with gender, Hispanicity, age and education (table 11). Race (= 13.274, p = .023),
marital status (y2=48.742, p = .002), and living alone (*= 13.636, p = .040) were all correlated
with QOL. White caregivers (n = 204, 52.2%) and those of “other” races (n = 27, 61.1%,) were
more likely to have high QOL. Black caregivers were more likely to have moderate QOL (n =
68, 40.3%). Those caregivers who were married (n = 202, 57.1%) and who were not living alone
(n =249, 52.6%) had the highest QOL in their respective demographics. Compared with other
marital statuses, caregivers who were separated or divorced had the highest percent of low QOL
scores (n = 29, 30.4%).

Attitude toward providing care for a loved one for more than a year was shown to be
significantly associated with both caregiver burden (x*=91.312, p = <.001) and QOL (*=
35.821, p =.004) (table 12). Among caregivers with high caregiver burden, 59.1% (n = 7) have
provided care for more than a year and reported it as being very upsetting. In contrast, among
caregivers with low caregiver burden, 60.2% (n = 167) provided care for at least a year but found
it to be not upsetting. Additionally, the lowest percentage of those with high caregiver burden (n
=1, 2.1%) were found in those who have been providing care for less than a year. Likewise, the
lowest percentage of those with high QOL (n =9, 4.4%) was found in those who have been
caregiving for more than a year and find it to be very upsetting. Furthermore, caregivers with the
highest QOL were those who provided care for more than a year but found it to be not upsetting.

No significant relationship was established between attitudes toward helping and spirituality.
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Multivariate Linear Regression Analysis
GLM with Caregiver Burden, Spirituality, and QOL

Multivariate linear regression analysis was conducted to further analyze the relationships
among the variables (caregiver burden, spirituality, and QOL; Aim 2) and to prepare for building
a structural equation model (SEM). Based upon the findings of the bivariate linear regression
analysis, several GLMs were conducted. The first set of GLMs tested the main effect of
caregiver burden, as measured by PSS scores, and spirituality on QOL, as measured by the
SWLS (table 13), followed by a model testing both main and interaction effects (table 14). The
second set of GLMs tested the main effect of spirituality and QOL on caregiver burden (table 13)
followed by a model testing both main and interaction effects (table 15).

Results yielded a significant main effect of PSS scores on SWLS scores in the main
effects model (B = -.540, t = -10.626, p = <.001) as well as in the interaction model (B =-.587, t
=-8.752, p = <.001). Spirituality had no main effect, and there was no interaction effect between
PSS scores and spirituality.

The models using caregiver burden as the dependent variable, testing the main effects of
SWLS scores and spirituality as well as their interaction effect yielded both significant main and
interaction effects. Those caregivers who are highly spiritual had lower PSS scores than those
who are not highly spiritual (B = -4.848, t = -1.245, p = .009). Additionally, those caregivers
with higher SWLS scores had lower PSS scores (B = -.529, t = -10.333, p = <.001). However, the
interaction effect between spirituality and SWLS scores raised burden scores (B =.151,t=

2.068, p =.043).
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GLM with All Predictors

Based on results from the bivariate linear regression analysis, GLM was conducted using
caregiver burden (PSS scores) as the outcome variable and its significant predictors (spirituality,
age, marital status, and attitude toward providing care for more than one year) as independent
variables (table 16). All predictors remained significant, except for age (p =.451). In this model,
highly spiritual caregivers had lower PSS scores (B =-1.499, t = -2.177, p =.033). Higher PSS
scores were found in those never married (B = 2.765, t = 2.640, p = .011) and those who were
separated or divorced (B = 2.177,t = 2.763, p =.008) compared with those who are married.
Additionally, compared with caregivers who provided care for more than one year and found it
to be not upsetting, higher PSS scores were found in those who found it to be somewhat
upsetting (B = 4.03, t = 5.375, p = <.001) and very upsetting (B = 9.405, t = 7.902, p = <.001).

GLM was also conducted using QOL (SWLS scores) as the outcome variable and its
significant predictors (caregiver burden, race, Hispanicity, marital status, living alone status, and
attitude toward providing care for more than one year) as independent variables (table 17). In the
model, living alone (p = .351) was not significant. Caregiver burden, race, Hispanicity, marital
status, and attitude toward providing care for more than one year were significant. Caregivers
with PSS scores indicating a high burden (B = -10.843, t = -6.490, p = <.001) and a moderate
burden (B = -5.024, t = -7.232, p = <.001) all had lower SWLS scores. Caregivers who were
Black (B = -3.237, t = -3.425, p = .001) also scored lower on the SWLS compared with White
caregivers, as did caregivers who are separated or divorced (B =-4.373, t =-3.945, p = <.001)
compared with married caregivers. Additionally, those who found caregiving for greater than one

year to be very upsetting (B =-3.776, t = -3.701, p = <.001) had lower SWLS scores than those



38

who found it to be not upsetting. Hispanic caregivers other than those of Mexican decent had
higher SWLS scores (B =3.102, t = 2.511, p = .015).
Structural Equation Modeling

Bivariate and multivariate analysis showed that marital status, race, Hispanicity, and
caregiver burden were predictors of QOL. Spirituality and marital status were predictors of
caregiver burden. Among those demographics, race was correlated with spirituality. A structural
equation model (figure 1) was built using IBM SPSS AMOS software to reflect those
relationships.
Figure 1
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Path analysis showed that marital status to caregiver burden (p = .303) was not significant
in this model (table 18). Results significant to the model include: spirituality to caregiver burden
(B =-1.208, SE = .557, CR =-2.2167, p = .030), caregiver burden to QOL (B =-.528, SE = .037,
CR =-14.134, p = .000), marital status to QOL (B =-3.253, SE = .664, CR =-4.897, p = .000),
race to spirituality (B = .209, SE = .047, CR = 4.450, p = .000), race to QOL (B =-1.965, SE =
.601, CR =-3.270, p = .001), and Hispanicity to QOL (B =-2.999, SE =.781, CR =-3.839, p =
.000). Additionally, Hispanicity and race covaried (B =.027, SE = .006, CR = 4.579, p = .000).
Model fit testing showed a satisfactory model fit (table 19) was achieved with several fit testing
indices > 0.9. NFI was .906, IFI was .929, , and CFI was .927. RMSEA was < .08 at .059.
However, TLI was .843, and the PCFI was not > .5 (.455). See table 18. Chi-square results were
large and significant (y of 26.858, p = .000, DF = 7, PCMIN/DF = 3.873), but large sample sizes
make this test less reliable in SEM (Sharif, 2021). Non-significant results were removed from the

model, and the model was revised. Figure 2.
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Figure 2

Final Model
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In the final model, spirituality to caregiver burden (B =-1.267, SE = .558, CR =-2.271, p
=.023), caregiver burden to QOL (B =-.528, SE =.037, CR =-14.152, p = .000), marital status
to QOL (B =-3.253, SE = .664, CR =-4.902, p = .000), race to spirituality (B =.209, SE =.047,
CR = 4.450, p = .000), race to QOL (B = -1.965, SE = .601, CR = -3.270, p = .001) and
Hispanicity to QOL (B =-.2.999, SE = .781, CR =-3.839, p = .000) all remained significant.

Model fit testing on the revised model revealed a better model fit (table 21) with fit
testing indices > 0.9. NFI was .902, IFI was .929, TLI was .862, and CFIl was .927. RMSEA was

<.08 at .065, PCFI = .494 and a 4 of 27.902 (p = .000, DF = 8, PCMIN/DF = 3.488).
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This structural equation model does not support the hypothesis that spirituality would
moderate the effect of caregiver burden on quality of life resulting in higher quality of life
outcomes in informal older adult caregivers living in the U.S. It did, however, show that
spirituality influenced QOL through caregiver burden. The model also showed that in these
caregivers, marital status, race, and Hispanicity affected QOL independent of other variables and
demographics.

Conclusion

Data on informal caregivers participating in the nationally representative Health and
Retirement Study was examined using Spearman’s rank correlation, GLM, crosstab with
independent chi-square analysis, and SEM to examine the relationships among caregiver burden,
spirituality, and QOL. Demographic categories and attitude toward providing care for more than
one year were also included for descriptive purposes and to determine if length of care
contributed to caregiver burden. Attitude toward providing care for more than a year was
correlated with caregiver burden. Results of GLM and SEM revealed that spirituality influenced
QOL through caregiver burden. Marital status, race, and Hispanicity also independently
predicted QOL in the final SEM.

Chapter 5 will include discussion of these results. The discussion will include
implications to nursing practice and as well as to policy. Limitations of this study and

suggestions for future research will be presented.
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Chapter 5: Discussion

The purpose of this research was to study the relationships among caregiver burden,
spirituality, and QOL in a nationally representative sample of older adult informal caregivers
participating the Health and Retirement Study (HRS). The specific aims that guided the study
were as follows:

Aim1: To determine the prevalence of caregiver burden in a nationally representative sample of
older adult informal caregivers.

Aim 2: To investigate the relationships among caregiver burden, spirituality, and quality of life
in a nationally representative sample of older adult informal caregivers.

The major topics of this chapter include an overview of the study; discussion of findings
related to the literature; research, practice, and policy implications; contribution to the
knowledge base of nursing; as well as strengths and limitations.

Overview of the Study

As the US population age increases and more people are diagnosed with complex
ilinesses, the number of older adults caring for other adults is increasing in frequency.
Consequently, a growing number of informal caregivers may be facing caregiver associated
problems such as poorer physical and mental health and increased financial strain (Bialon &
Coke, 2012; Saleh et al., 2022). Caregiver burden is associated with poor QOL and has been
recognized as a health concern by government agencies, healthcare providers, and caregiver
advocacy groups (CDC, 2021; NINR, 2016; NAC & AARP, 2020). However, spirituality has
been shown in some studies to moderate the effect of caregiver burden on QOL (Colgrove et al.,

2007; Taha et al., 2021). The theory of self-transcendence was utilized to explore relationships
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among caregiver burden, spirituality and QOL in a nationally representative sample of older
adult informal caregivers living in the contiguous U.S.

Crosstab analysis and GLM was conducted to investigate relationships among caregiver
burden, spirituality, and QOL as well as demographics to prepare for structural equation
modeling (SEM). Once relationships among variables were determined, a model was tested using
path analysis and goodness of fit testing (fig. 1). Non-significant relationships were removed
from the model. A final model depicting spirituality influencing QOL through caregiver burden
was tested and showed goodness of fit (fig. 2).

Findings of the Study
Demographics: Caregiver Prevalence, Gender Race/ Ethnicity

Demographic analysis showed that caregiver characteristics in this study differ from
those in another large nationally representative study that included participants with a larger age
range (NAC & AARP, 2020). Caregivers in both studies were predominantly White, but this
study had a larger percent of White caregivers (n = 399, 81.5%) as compared with the NAC &
AARP (2020) who reported White caregivers make up 61% of the caregiving population. This
discrepancy most likely reflects demographics of older U. S. adults who are predominantly
White (Shaeffer, 2019). The NAC & AARP (2020) also specifically targeted Hispanic and Asian
American caregivers for sampling purposes and report that 17 % of caregivers are Hispanic or
Latino, 5% are Asian American, and 3% are other or multi-racial. In the HRS, Hispanic and
Asian American caregivers fall under other race and account for just 7% (n = 46) of those in the
2020 wave who identified as providing care to another adult. This discrepancy could be due to
potential underrepresentation of Hispanic and Asian American caregivers in this HRS study

population. It may also be that due to immigration policies and tight family dynamics as well as
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expectations in Hispanic culture (Cadet et al., 2020), Hispanic HRS participants were less likely
to identify as being a caregiver and would then not be included in this study.

Caregivers in both studies were also predominantly female. The NAC & AARP (2020)
report females make up 61% of all caregivers ages 18 and above. The percentage of female
caregivers (n=368, 53.1%) was smaller in this study, possibly because participants in this study
are retired, which may allow more men to assume a caregiving role. Another difference is
reflected in education. Caregivers in this study are less educated than caregivers in the NAC &
AARP (2020) study. In this sample, 47.1% (n = 290) of caregivers had a high school diploma or
GED while 50% of NAC & AARP participants had at least some college or technical school
education. This too is likely reflective of the age of participants, as fewer baby Boomers sought
post-secondary education as compared with later generations (Knickman & Snell, 2002).

This study also found that overall, participants were more likely to be spiritual, but less
likely to be highly spiritual. Older caregivers, female caregivers, ethnic minority caregivers, and
less-educated caregivers were more likely to be highly spiritual. These findings are similar to
results from a previous study of younger caregivers (M = 48.9, SD11.69) that found non-
Hispanic Whites were less spiritual than ethnic minorities, males were less spiritual than females,
and higher education was negatively associated with spirituality while age was positively
associated with spirituality (La et al., 2020).

Racial disparities were also described. In this study, Black caregivers had lower QOL
than White caregivers. Despite this, race was not significantly associated with caregiver burden.
This is consistent with the literature that shows that despite having to provide increased intensity
of care and having fewer resources, Black caregivers have more positive attitudes about

caregiving and display less caregiver burden (Cohen, 2017; Fabius, 2020). This may be
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attributed to cultural appraisals of caregiving and religiosity (Fabius, 2020). Future research
using SEM to investigate relationships among caregiver burden, attitudes toward caregiving, and
QOL among different races could provide important insights that may contribute to development
of interventions unique to these populations. In contrast, another study found that while overall
QOL scores among Black caregivers of cancer patients were consistent with those of the general
caregiving population, emotional well-being scores were lower (Ellis et al., 2021). Prospective
studies could further explore these relationships.
Study Aims
Aim 1

Aim one in this study was to determine the prevalence of caregiver burden in this population
of older adult caregivers. Frequency analysis found that just over half of the caregivers scored as
having moderate (48%, n = 289) or high (3.5 %, n = 18) levels of caregiver burden. These results
vary from a study of caregivers aged 18 and older that found 28% of family caregivers reported
moderate stress, and 36% reported high stress (NAC & AARP, 2020). It may be that younger
caregivers, who are still working, experience more stress due increased life demands of juggling
a job and perhaps children, where older retired caregivers do not. Morrison et al. (2020) studied
QOL in caregivers of patients with dementia and found that younger caregivers had lower QOL
compared with older caregivers. Additionally, length of time caregiving was a factor. Among all
caregivers, 22.5% (n = 126) provided care for more than a year and found caregiving to be
somewhat upsetting while 9.6% (n = 51) found it to be very upsetting. Caregivers that reported
being “upset” scored significantly higher on the burden scale than those who provided care but

found it to be not upsetting. Kim et al. (2012) studied spousal caregivers of cancer patients and
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found that caregivers who had provided care for 5 years had lower QOL than caregivers whose
loved ones were in remission or who had passed.
Aim 2

Aim two was to investigate the relationships among caregiver burden, spirituality, and
QOL in this study sample. This study confirmed an inverse relationship between caregiver
burden and QOL that was reported in other studies. Taha et al. (2021) investigated relationships
among spirituality, caregiver burden, QOL, demographics, and depressive symptoms in parents
of adolescents with spina bifida and found caregivers with higher levels of caregiver burden
reported lower QOL. Additionally, both Taha et al. (2021) and Colgrove et el. (2007), who
studied spousal caregivers of patients with cancer, found spirituality to have a moderating effect
between caregiver burden and QOL. In this study there was no moderating effect of spirituality
between caregiver burden and QOL, thus the null hypothesis was accepted. However, an earlier
study looking at the role of spirituality in HRS caregivers in the 2004 to 2014 waves found that
higher intrinsic religiosity may buffer the physical effects of caregiver burden in high intensity
spousal caregivers (>14 hours of care per week; Koumoutzis & Mehri, 2020). This study is the
first to find that, in this population of older adult caregivers in the HRS 2020 wave, spirituality
was a predictor of lower caregiver burden, which was a predictor of increased QOL. These
relationships were established through GLM and confirmed through path analysis in SEM (Fig.
2).

The relationships among caregiver burden, spirituality, and QOL are also supported by
the theory of self-transcendence which suggests that individuals can transcend (through
spirituality) vulnerable situations (like caregiving) to achieve better well-being (QOL). Acton

(2000) reported that spiritual connections helped caregivers of dementia patients cope with the
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challenges of caregiving. In this study, caregivers who were highly spiritual had lower caregiver
burden/ PSS (caregiver burden) scores (p =.023). Lower caregiver burden /PSS scores were
correlated with higher QOL/SWLS scores (p = <.001). The study conclusion, therefore, is that
spirituality influenced QOL through caregiver burden in this population. As supported by the
theory of self-transcendence, spirituality (the means of transcendence) can lessen caregiver
burden (a vulnerable state) potentially leading to improved QOL (well-being). This influence of
spirituality on QOL through caregiver burden supports the idea that spiritual interventions could
be effective in both reducing caregiver burden and improving QOL. Kim et al. (2015) found that
among participants in the National Quality of Life Survey for Caregivers, spirituality was a
psychological pathway of beneficial effects. Studies show that caregivers are receptive to
spiritual interventions and even expect spiritual care (Glueckauf et al., 2022, Selman et al.,
2018).

Taha et al. (2020) found a positive correlation between spirituality and QOL in parents
under the age of 65 caring for adolescents with spina bifida. This present study did not find a
significant relation between spirituality and QOL in this group of older caregivers. This could be
explained by this population’s stage of development. More than half of the caregivers in this
study were over the age of 65 (64 - 95, M = 66.32, SD = 7.84) and are in Erikson’s
developmental stage of Ego Integrity versus Despair, which begins around age 65. In this
developmental stage, older adults are evaluating their lives for meaning and how they feel about
that meaning (Hearn et al., 2012). Spirituality can give meaning and purpose to life, but even
those who are not highly spiritual are reflecting on meaning in their lives as part of this
developmental stage. They are balancing successes and failures and arriving on a spectrum

between integrity, or acceptance, and despair (Hearn et al., 2012). Life satisfaction comes with
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achieving ego integrity. The literature is sparse regarding a potential relationship, but it may be
that SWLS scores in this study were influenced by the psychosocial reflection taking place in
this population, as these caregivers reflected on the meaning in their lives separate from
spirituality. Quality of life, then, was less dependent upon the meaning received from spirituality
because meaning was gained otherwise in the life review. Spirituality was still important in this
population, however, as it gives meaning to the caregiving experience and was corelated with
decreased caregiver burden (Hebert, 2006; Koenig et. al, 2016).
Contribution to the Knowledge Base of Nursing

The findings of this study contribute to the discipline of nursing by exploring the human-
environment-health relationship, which is central to nursing knowledge (Smith, 2019), as it
relates to older adult caregivers. This study was about health and well-being in the caregiving
context. Quality of life was the standard by which well-being was compared. Studies have shown
that good QOL, which includes spiritual well-being, influences overall health (Shattuck &
Muehlenbein, 2018; WHO, 1998). By exploring the relationships between caregiver burden,
spirituality, and QOL, overall health in older adults who care for other adults can be better
understood.
Implications of Findings for Further Research

Research findings from this study exposed areas where further research could offer more
insight. Data was not available for attitudes toward caregiving in those providing care for less
than a year. Future studies could investigate differences in attitudes between new caregivers and
those who have been providing care for longer periods of time. Further research should also take
into consideration the impact of income and familial relationships on caregiver burden. Cross-

sectional and longitudinal studies including these factors could give further insight into attitudes
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toward and patterns of caregiver burden over time and whether these additional factors affect
caregiver burden, spirituality, or QOL. Further research should also evaluate improvement of
QOL in those experiencing caregiver burden who are not spiritual and in those for whom
spiritual interventions are not appropriate. Additionally, more research is needed to determine if
there is a relationship between ego integrity and QOL (Kleijn, 2018).
Implications of Findings for Nursing Practice

The NINR has called for nurses to improve caregiver QOL (2016). Bivariate analysis
showed that race, Hispanicity, marital status, and living alone were correlated with QOL, and
that age and marital status were correlated with caregiver burden. Caregivers who were separated
or divorced had higher burden and lower QOL. Those never married also had higher caregiver
burden, and Black caregivers had lower QOL. Special consideration should be given to
caregivers who fall within these categories. Educational or other interventions targeting those
individuals could be implemented during inpatient or home health visits. Caregivers could be
included in patient care plans, and referrals to appropriate services such as community or faith
programs could be made. This study demonstrated that spirituality effects QOL through
caregiver burden. Thus, by supporting spirituality, nursing interventions may improve QOL.

This study demonstrated a relationship between spirituality and caregiver burden.
Research shows that families desire and even expect spiritual care, especially in hospice or
oncology settings (Batstone et al., 2020; Hennessy et al., 2020). Additionally, nursing scholars
recognize the importance of providing spiritual care, which is inherent in nursing care
(Hawthorne & Goren, 2020; Willis & Leone-Sheehan, 2019). However, research shows that
nurses are not comfortable speaking with patients and their caregivers about spiritual matters

primarily because they are not settled about their own spirituality (Cooper et al., 2021; Selman et
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al., 2018). Nurses could become more comfortable with spirituality by completing self-
assessments to understand their own spirituality and where they are on their own spiritual
journeys. Nurses could also become trained in providing spiritual care. Continuing education
programs are available as well as scholarly literature promoting spiritual care. Additionally,
referrals to chaplain services should be encouraged for more specialized care.
Implications of Findings for Policy

Findings from this study laid the foundation for future research and could inform
stakeholders and policy makers. This study showed that spirituality influences quality of life
through caregiver burden. Spiritual interventions can be easy, low-cost ways, based on
individual’s preference, to potentially ease caregiver burden. Therefore, policy makers at various
levels could be influenced to draft, support and implement policies incorporating or encouraging
spiritual interventions or behavior. At the local level, nurses in community positions such as in
faith communities, home health organizations, and health departments could support and
implement policies to promote spirituality in their prospective communities. At the
organizational level, organizations and advocacy groups could be led to advocate for more
spiritual support and resources for their constituents.
Strengths and Limitations

The observations were taken from a large, nationally representative data set. It would be
difficult to impossible for this researcher to recruit and collect data from such a large number of
participants, 591 (weighted n=10,785,655) in this case. Furthermore, a large number is
necessary for model convergence when there are many indicators per variable. Large sample
sizes are also needed to increase power. Wolf et al. (2013) found that larger samples are required

for models with more than two constructs, in mediating models, in latent variable models, in
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models with high levels of bias and/or measurement error, and in models where factor loadings
may be either weak or very strong. Therefore, using a secondary data set with a large sample size
actually reduces many of the limitations that could be encountered in a primary study with fewer
participants. The Health and Retirement Study HRS was conducted with rigor and has been
widely used by researchers in a variety of disciplines. The use of HRS data for this SEM was
justified. Another benefit of the study was to test the interaction effect of spirituality on caregiver
burden and QOL to confirm the relationship among variables based on self-transcendence
theory. The results could be used to develop faith-based interventions to reduce caregiver burden
and promote caregiver quality of life.

Limitations for this study include threats to internal validity common in secondary data
analysis and cross-sectional studies. Results could not be interpreted in terms of causality.
Additionally, the data was self-reported, so there is a risk of over or under reporting of behaviors.
It is also possible that responses to the survey questions were inaccurate due to social desirability
bias or lack of clarity in explanations or interpretations. Another common limitation of secondary
data analysis, as in this in this study, is instrumentation. However, SEM accounts for
measurement error, especially in large sample sizes. Furthermore, the sample is nationally
representative and therefore heterogenous. Heterogeneity enhances external validity which
increases generalizability (Shadish et al., 2002).

Conclusion

Findings in this study demonstrated that spirituality influenced QOL through caregiver
burden in this population. Findings underscore the importance of addressing the spiritual needs
of caregivers. The NINR has called for nurses to improve caregiver QOL and nursing

assessment should include a holistic approach that addresses the spiritual needs of this
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population. A thorough assessment of the caregivers’ spiritual needs can alert health care
providers to initiate interventions to foster spirituality. Addressing spirituality in caregivers may

result in improved quality of life.
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Appendix A: Tables

Table 1. Demographics and Attitude toward Providing Care for more than One Year

Category Unweighted N Weighted M(SD) or %
Age (years) 66.32(7.84)
54-64 241 46.8%
65-74 203 37.1%
75-84 116 13.6%
85-95 31 2.5%
Gender
Male 223 46.9%
Female 368 53.1%
Race
White/ Caucasian 399 81.5%
Black or African American 145 11.5%
Other 46 7.0%
Hispanicity
Hispanic, Mexican 45 5.1%
Hispanic, Other 29 3.7%
Not Hispanic 516 91.2%
Marital Status
Married 378 68.7%
Separated/ Divorced 105 15.9%
Widowed 72 8.1%
Never Married 35 7.3%
Living Arrangements
Living with spouse/ partner 400 72.4%
Living with unrelated adult 8 1.5%
Living with relative 96 13.2%
Living alone 83 12.8%
Other/ unknown 4 0.2%
Education
No Degree 66 9.6%
High School Diploma or GED 290 47.1%
Any Amount of Undergraduate Education 150 30.1%
Master’s Degree or Professional Degree 64 12.9%
Attitude Toward Providing Care > 1Year
No, it didn’t happen 115 18.6%
Yes, very upsetting 51 9.6%
Yes, somewhat upsetting 126 22.5%
Yes, but not upsetting 292 49.3%
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Table 2. Scale Scores
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Measure Unweighted N % M(SD) Skewness/
Kurtosis

Caregiver Burden Total 23.48(6.54) .326/ .027

Low 284 48.5%

Medium 289 48%

High 18 3.5%

Spirituality Total Score 19.16(6.25) -1.339/ .549

Highly (23 & above) 289 44.7%

Not Highly (22 & below) 302 55.3%

Quality of Life Total 24.27(7.36) -.702/ -.174

Low 70 12.5%

Moderate 236 36.8%

High 285 50.7%

Table 3. Unweighted Spearman Correlations of Study Variables and Attitude

Variable 1 2 3 4
1 CG Burden Level --

2 Spirituality -.092" --

3QOL 479" 125" -

4 Attitude Toward 252" -100* -185" -

Providing Care > 1 Year

*p < .05, **p < .01



Table 4. Bivariate GLM with Caregiver Burden as Outcome

Wald F (sig) B t p

Age 3.679 (p=.017)
85-95 -1.085 -.888 378
75-84 -2.641 -3.365 .001
65-74 -1.199 -1.222 227
Ref. = 54-64

Gender 1.120 (p = .294)
Male - 775 -1.058 294
Ref. = Female

Race 7193 (p = .457)
Black -.816 -1.260 213
Other -723 -.559 578
Ref. = White

Hispanicity .047 (p = .954)
Mexican -.238 -.183 .855
Other .389 244 .808
Ref. = Non-Hispanic

Marital Status 2.849 (p = .045)
Never Married 2.425 2.582 012
Separated/ Divorced 1.633 1.924 .059
Widowed 435 .264 793
Ref. = Married

Education 1.954 (p =.131)
No Degree 1.439 1.112 271
Any Undergraduate Education -1.514 -1.912 .061
Graduate or Professional -1.590 -1.097 277
Ref. = High School Diploma

or GED

Lives Alone 077 (p=.783)
Yes 237 277 .783
Ref. = Does Not Live Alone

Spirituality 5.459 (p = .023)
Highly Spiritual -1.689 -2.337 .023

Ref. = Not Highly Spiritual
Attitude Toward Providing Care  20.795 (p = <.001)

> 1Year
No, it didn’t happen 1.162 1.187 240
Yes, very upsetting 9.549 7.517 <.001
Yes, somewhat upsetting 3.883 4.974 <.001

Ref. = Yes, but not upsetting




Table 5. Bivariate GLM with Quality of Life as Outcome
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Wald F (sig) B t p

Age
85-95 1.694 1.127 .264
75-84 1.380 1.595 116
65-74 -.175 -.34 .815
Ref. = 54-64

Gender 072 (p =.789)
Male 190 .269 .789
Ref. = Female

Race 6.994 (p =.002)
Black -3.401 -3.382 .001
Other 1.429 933 .355
Ref. = White

Hispanicity 4.565 (p =.014)
Mexican 3.075 2.767 .008
Other 2.980 1.668 101
Ref. = Non-Hispanic

Marital Status 9.687 (p = <.001)
Never Married -3.830 -1.809 .076
Separated/ Divorced -5.383 -4.775 <.001
Widowed -.334 -1.325 190
Ref. = Married

Education AT7 (p =.699)
No Degree 1.125 .630 531
Any Undergraduate Education .801 891 377
Graduate or Professional 1.738 1.044 301

Ref. = High School Diploma

or GED

Lives Alone 5.271 (p = .025)
Yes -3.599 -2.296 .025
Ref. = Does Not Live Alone

Caregiver Burden 42.415 (p = <.001)
High -12.840 -6.786 <.001
Moderate -5.851 -8.311 <.001
Ref. = Low

Spirituality 2.566 (p =.114)
Highly Spiritual 1.122 1.602 114
Ref. = Not Highly Spiritual

Attitude Toward Providing Care  7.216 (p = <.001)

> 1Year
No, it didn’t happen -.355 -.291 172
Yes, very upsetting -6.234 -4.590 <.001
Yes, somewhat upsetting -1.427 -1.577 120

Ref. = Yes, but not upsetting
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Table 6. Crosstabs Caregiver Burden as Dependent with Unweighted N & Weighted %

Low Caregiver Moderate High ¥%, p-value
Burden Caregiver Burden Caregiver
Burden
Quality of Life 103.827, p = <.001
Low 10, 7.5% 53, 81.8% 7,10.8%
Moderate 81, 38% 149, 57% 6, 4.9%
High 193, 66.2% 87, 33.1% 5 0.7%
Spirituality Total 8.776, p = .096
Highly 158, 54.3% 137, 43.8% 7,1.9%
Not Highly 126, 43.8% 152, 51.3% 11, 4.9%
Total 284, 48.5% 289, 48% 18, 3.5%
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Table 7. Crosstabs Spiritual Level as Outcome with Unweighted N & Weighted %

Highly Not Highly ¥%, p-value
Spiritual Spiritual
Quality of Life 2.069, p =.575
Low 27, 40.4% 43, 59.6%
Moderate 115, 42.3% 121, 57.7%
High 160, 47.6% 125, 52.4%
Caregiver Burden 8.776, p =.096
Low 158, 50.1% 126, 49.9%
Moderate 137, 40.8% 152, 59.2%
High 7,23.7% 11, 76.3%
Total 302, 44.7% 289, 55.3%

Table 8. Crosstabs with QOL as Dependent with Unweighted N & Weighted %

Low QOL Moderate QOL High QOL ¥?, p-value
Caregiver Burden 103.827, p =<.001
Low 10, 1.9% 81, 28.9% 193, 69.2%
Moderate 53, 21.3% 149, 43.8% 87, 34.9%
High 7, 38% 6,51.3% 5,10.7%
Spirituality 2.069, p = .575
Not Highly 27, 11.3% 115, 34.8% 160, 53.9%
Not Highly 43, 13.5% 121, 38.4% 125, 48.1%
Total 70, 12.5% 236, 36.8% 285, 50.7%




Table 9. Caregiver Burden X Demographic Frequencies with Unweighted N & Weighted %

Levels of Caregiver Burden

Demographic Low Moderate High ¥%, p-value
Gender 2.505, p=.569
Male 114,51.3% 104,46.1% 5, 2.6%
Female 170, 46% 185,49.6% 13, 4.4%
Race 5.056, p=.315
White 191,475%  195,48.8% 13,3.7%
Black 71, 52.4% 73, 47% 1,0.6%
Other 22, 56.4% 20,36.5% 4, 7%
Hispanicity 4.861, p=.347
Mexican 17, 44.5% 28, 55.5% 0, 0%
Other 14, 62.6% 12,29.9%  3,7.5%
Not Hispanic 253,48.4% 248, 48% 15, 3.6%
Lives Alone 1.686, p=.527
Yes 42,452%  40,53.2% 1,15%
No 242, 49% 249,47.2% 17,3.8%
Marital Status 17.171, p=.176
Married 189,51.8% 178, 45% 11, 3.2%
Separated/ Divorced 46, 38.1% 56, 59% 3,2.7%
Widowed 37 54.5% 32, 36.1% 3,9.3%
Never Married 12, 33.8% 22, 63.9% 1,2.3%
Age 13.683, p=.166
54-64 103,42.8%  129,54.2% 9,3.1%
65-74 98, 50.2%  98,44.7% 7,5.1%
75-84 68, 62.9% 47, 36% 1,1.1%
85-95 15, 52.8% 15 444% 1, 2.7%
Education 4.716, p=.057
No Degree 19, 28.8%  46,69.2% 1,2%
HS Diploma or GED 130, 44.9% 149,50.2% 11,4.9%
Any Undergraduate 92, 61% 54, 371% 4, 2%
Graduate/ Professional 36, 49.5% 26,46.3%  2,4.3%
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Table 10. Spiritual Level X Demographic Frequencies with Unweighted N & Weighted %
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Demographic

Age
54-64
65-74
75-84
85-95

Gender
Male
Female

Race
White
Black
Other

Hispanicity
Mexican
Other
Not Hispanic

Lives Alone
Yes
No

Marital Status
Married
Separated/ Divorced
Widowed
Never Married

Education
No Degree
HS Diploma or GED
Undergraduate Education (Any Amt)
Graduate or Professional Degree
Ref. = High School Diploma or GED

Highly
Spiritual

106, 38.6%
104, 46.5%
70, 56.2%
22, 70.5%

89, 33.4%
213, 54.7%

174, 39.2%
97, 72.4%
31, 66.9%

25, 50.8%
12, 47.9%
265, 44.5%

40, 55.6%
262, 43.1%

198, 42.8%
42,43.7%
40, 53.8%
21, 54.7%

43,57.9%
157, 50.9%
62, 35.4%
28, 29.3%

Not Highly
Spiritual

135, 61.4%
99, 53.5%
46, 43.8%

9, 29.5%

134, 66.6%
155, 45.3%

225, 60.8%
48, 27.6%
15, 33.1%

20, 49.2%
17,52.1%
251, 55.5%

43, 44.4%
246, 56.9%

180, 57.2%
63, 56.3%
32,46.2%
14, 45.3%

23,42.1%
133, 49.1%
88, 64.6%
36, 70.7%

¥2, p-value

12.648, p =.011

27.214, p = <.001

35.311, p = <.001

537, p = .817

4.154, p = 135

4.004, p = .483

21.259, p =.005




Table 11. Quality of Life X Demographic Frequencies with Unweighted N & Weighted %

Levels of Quality of Life ¥%, p-value
Demographic Low Moderate High ¥?l sig
Gender 2 .419,p = 461
Male 23, 10.4% 90, 36.4% 110, 53.2%
Female 47, 14.3% 146, 37.2% 175, 48.5%
Race 13.274,p =.023
White 40, 10.7% 155, 37.1% 204, 52.2%
Black 23, 23.6% 68,40.3% 54, 36.1%
Other 6, 8.6% 13,30.3%  27,61.1%
Hispanicity 5.773,p=.153
Mexican 2,2.1% 17, 33.4% 6, 64.4%
Other 2,5.6% 8,31.0% 19, 63.4%
Not Hispanic 65, 12.9% 211, 37.4% 40,49.7%
Lives Alone 13.636, p =.040
Yes 16, 24.9% 31,37.5% 36, 37.6%
No 54, 10.7% 205, 36.7% 249, 52.6%
Marital Status 48.742, p =.002
Married 26, 7.2% 150, 35.7% 202, 57.1%
Separated/ Divorced 29, 30.4% 42,40.3% 34, 29.3%
Widowed 8, 16.4% 30,39.9%  34,43.7%
Never Married 7,19.6% 14,36.4% 14, 44%
Age 10.59, p = .133
54-64 38, 15.9% 92,32.9% 111,51.1%
65-74 22, 11.6% 85, 39.2% 96, 49.2%
75-84 7, 4% 48, 44.1% 61, 51.9%
85-95 3,7.8% 11, 34.3% 17,57.9%
Education 7.827,p =.629
No Degree 6, 15.9% 23,27.2%  37,56.9%
HS Diploma or GED 42, 14.9% 117,35.7% 131, 49.5%
Any Undergraduate 14, 8.5% 60, 42.5% 76, 49%
Graduate/ Professional 6, 12.5% 26,33.6%  32,3.9%
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Table 12. Crosstabs of Attitude Toward Providing Care > 1Year and Variables of Interest

Attitude Toward Providing Care for More Than 1Year

CG Burden Level
Low
Moderate
High

QOL Level
Low
Moderate
High

Spirituality
Highly Spiritual
Not Highly Spiritual

No, it didn’t

happen

60, 18.1%
54, 20.3%
1,2.1%

13, 23%
40, 14.8%
62, 20.2%

68, 23.1%
47,14.9%

Yes, but not

upsetting

167, 60.2%
122, 41.3%
3, 8%

27, 39.2%
105, 44.5%
160, 55.2%

153, 48%
139, 50.4%

Yes,
somewhat
upsetting

45, 17.8%
74,26.7%
7, 30.8%

16, 15.4%
57, 28.3%
53, 20.2%

55, 20.6%
71, 24%

Yes, very
upsetting

10, 3.9%
34,11.7%
7,59.1%

14, 22.4%
28,12.4%
9,4.4%

23, 8.2%
28, 10.7%

¥?, p-value

91.312, p = <.001

35.821, p = .004

7.029, p = .251

Table 13. Multivariate GLM Testing Main Effects of Spirituality and Caregiver Burden on QOL

and of Spirituality and QOL on Caregiver Burden

Outcome Wald F (sig) B t p

QOL 60.788 (p = <.001)

Caregiver Burden -.540 -10.626 <.001
Highly Spiritual 211 319 .750

Ref. = Not Highly

Spiritual

Caregiver Burden 78.688 (p =.000)

QOL -.461 -11.275 <.001
Highly Spiritual -1.172 -1.752 .085

Ref. = Not Highly
Spiritual
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Table 14. Multivariate GLM Testing Main and Interaction Effects on QOL

Model

R? Wald F (sig) B t p

Model Effects
Spirituality

Caregiver Burden

Spirituality* Caregiver

Burden

256 40.998 (p = <.001)

-2.386 -.967 338
-.587 -8.752 <.001
112 .963 .340

Table 15. Multivariate GLM Testing Main and Interaction Effects on Caregiver Burden

R? Wald F (sig) B t p

Model Effects
Spirituality
QOL

Spirituality * QOL

267  53.090 (p = <.001)

-4.848 -1.245 .009
-.529 -10.333 <.001
151 2.068 043
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Table 16. Multivariate GLM Testing Main Effects of Significant Variables on Caregiver Burden

Model R? Wald F (sig) B t p

Model Effects 260  12.758 (p =<.001)

Age .892 (p = .451)
65-74 -.242 -.283 778
75-84 -1.401 -1.569 122
85-95 -.750 -.666 508
Ref. = 54-64

Marital Status 3.761 (p = <.016)
Never Married 2.765 2.640 011
Separated/ Divorced 2.177 2.763 .008
Widowed 1.177 1.046 .300
Ref. = Married

Spirituality 4.741 (p = <.033)
Highly Spiritual -1.499 -2.177 .033
Ref. = Not Highly Spiritual

Attitude Toward Providing 24.148 (p = <.001)

Care > 1Year
No, it didn’t happen .998 1.001 321
Yes, very upsetting 9.405 7.902 <.001
Yes, somewhat upsetting 4.030 5.375 <.001

Ref. = Not Highly Spiritual




Table 17. Multivariate GLM Testing Main Effects of Significant Variables on QOL
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Model R? Wald F (sig) B t p
Model Effects 327 12.445 (p = <.001)

Caregiver Burden 33.106 (p = <.001)

High -10.843 -6.490 <.001
Moderate -5.024 -7.232 <.001
Race 5.897 (p = .005)

Other Race -.247 -173 .863
Black -3.237 -3.425 .001
Ref. = White

Hispanicity 3.513 (p =.036)

Mexican 1.956 1.640 106
Other Hispanic 3.102 2.511 .015
Ref. = Non-Hispanic

Marital Status 5.189 (p =.003)

Never Married -2.045 -1.115 .269
Separated/ Divorced -4.373 -3.945 <.001
Widowed -1.403 -.948 347
Ref. = Married

Lives Alone .883 (p =.351) -1.397 -.940 351
Attitude Toward 5.207 (p =.003)

Providing Care > 1Year

No, it didn’t happen 721 701 486
Yes, very upsetting -3.776 -3.701 <.001
Yes, somewhat -.647 -.791 432

upsetting
Ref. = Yes, but not
upsetting
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Table 18. Model 1 Path Analysis Results

B SE CR p
Spirituality to Caregiver Burden -1.208  .557 -2.167  .030
Marital Status to Caregiver Burden  .751  .729 1.030 .303
Caregiver Burden to QOL -528  .037 -14.134  .000
Marital Status to QOL -3.253  .664 -4.897  .000
Race to Spirituality 209  .047 4.450 .000
Race to QOL -1.965 .601 -3.270 .001
Hispanicity to QOL -2.999 781 -3.839  .000
Hispanicity covariance with Race 027 .006 4.579 .000
Table 19. Model 1 Fit Indices
Model NFI IFI TLI CFI  PCFI RMSEA ¥ (p) DF PCMIN/DF

Model 1 .906 929 843 927 432 069 26.858 (p=.000) 5 3.837
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Table 20. Model 2 Path Analysis Results

B SE CR p
Spirituality to Caregiver Burden -1.267 558 -2.271 .023
Caregiver Burden to QOL -.528 .037 -14.152 .000
Marital Status to QOL -3.253 .664 -4.902 .000
Race to Spirituality 209 .047 4.450 .000
Race to QOL -1.965 .601 -3.270 .001
Hispanicity to QOL -2.999 781 -3.839 .023
Table 21. Final Model Fit Indices
NFI IFI  TLI CFI  PCFI RMSEA 7 (p) DF PCMIN/DF

Final Model .902 928 .862  .927 494 065 27.902(p=.000) 8  3.488
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