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ABSTRACT

Caregivers of Individuals with Dementia (IWDs) face unique stressors as a result of their
role as caregiver. While the negative outcomes associated with providing care for an

IWD are well established, including increased levels of burden and increased symptoms
of depression and anxiety, the predictors of these well-being outcomes are not. Based on

previous research, in the proposed study, predictors include self-compassion, self-esteem,
and coping techniques. It is currently unknown how these variables impact outcomes like
depression, anxiety, and burden individually or how they fit together into a larger

theoretical model of caregiving. This line of research has three main objectives: 1)

establish a better understanding of the relationships between self-compassion, selfesteem, and coping and the outcome variables in caregivers of IWDs, 2) establish a better

understanding of depression, anxiety, and burden in caregivers of IWDs, and 3) inform
both theoretical and intervention development to produce more targeted interventions for

caregivers of IWDs. The current study found self-compassion to be a robust predictor of
depression, anxiety, and burden such that greater self-compassion was related to better

psychosocial outcomes. The younger sample recruited also provided additional insight

into differences in the caregiving experience by age and relationship to the IWD.
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CHAPTER I
INTRODUCTION

Dementia, including Alzheimer’s Disease, Lewy Body dementia, vascular

dementia, and frontotemporal dementia, affects millions of people throughout the world.

While rates will only grow as generations age and live longer; it is estimated that over 48
million people are currently living with dementia in the world (World Alzheimer Report,

2019). As life expectancies increase and the baby boomer generation ages, projections
suggest that close to 132 million people will be living with dementia by the year 2050,

with close to 14 million IWDs in the United States (World Alzheimer Report, 2019;
Alzheimer’s Association, 2020). As the number of IWDs increases, the necessary number

of informal caregivers will increase consequentially.
More than 40 million adults in the United States are caregivers for someone over

the age of 50 (AARP & National Alliance for Caregiving, 2020). Over 25% of those

caregivers are caring for individuals with dementia (IWDs). This totals to over 16 million
people providing unpaid care for an IWD in the United States (AARP & NAC, 2020;
Alzheimer’s Association, 2020). These caregivers, often called informal caregivers,

provide billions of hours of unpaid care every year ( Alzheimer’s Association, 2020). In
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fact, the cost of informal care grosses over $240 billion in the United States alone every

year (Alzheimer’s Association, 2020).

Informal caregivers, generally spouses or children of the IWD, provide a majority
of the dementia care in the United States (Alzheimer’s Association, 2004; Brodaty &
Donkin, 2009). Individuals enter the caregiving role for many reasons and experience a
range of feelings and emotions, including love, duty and societal or familial pressure

(Brodaty & Donkin, 2009). Caregivers face a unique set of stressors as they transition to
caring for a loved one. Resulting in positive and negative outcomes, including feelings of

growth, love, burden, anxiety, or depression (Cuijpers, 2005; Liu et al., 2012; Jathanna et
al., 2010; Sanders, 2003).

There has been a tremendous amount of research conducted on the key predictors
of the caregiving experience and how psychosocial well-being outcomes such as
symptoms of depression and anxiety and caregiver burden are impacted. However, there
are several important constructs that have yet to be examined including self-compassion,

self-esteem, and the role of specific types of coping. Understanding the role of selfcompassion, self-esteem, and coping style may provide additional insight into the

caregiving experience as well as additional avenues for developing intervention protocols
for decreasing depressive and anxiety symptoms and reducing caregiver burden. Using
the Stress Process Model for Caregivers, the proposed study examined the impact of
caregiver’s self-compassion, self-esteem, and coping style on their depressive and anxiety

symptoms and burden.
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Stress Process Model for Caregivers
The Stress Process Model (SPM) is a theoretical model of the development of
caregivers’ experiences in providing care to a loved one with dementia and provides a

framework for understanding the stressors associated with caregiving and the resulting
impact of psychosocial outcomes (Pearlin et al., 1990). The SPM is a wholistic approach

to understanding how caregivers cope with changes to their life because of taking on the
role of caregiver. This model combines details about the life of the individual, stressors

which emerge as a result of becoming a caregiver, intrapsychic strains, and internal and
external mediators to create the general well-being of the caregiver. The well-being
outcomes defined in the SPM are depression, anxiety, irritability, cognitive disturbance,

physical health, and yielding of the role (Pearlin et al., 1990). The following sections

provide an overview of each of the domains of the SPM.

Figure 1.
Stress Process Model (SPM; Pearlin et al., 1990).
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Background & Context

Background and context factors begin the model as they are what the caregiver
begins the process with. The collection of various characteristics and factors are stable

and can set the stage for how the caregiver will react to stressors which will arise. Factors

like age, gender, race, education level, and past caregiving experience such as the
relationship with the IWD and the length of time that they have served as caregiver are
constants for the caregiver. Contextual factors, like socioeconomic status, family and
social support network, and access to and use of available support programs can change

in the present but can have a massive impact upon how the caregiver experiences the
stress of transitioning into this new role (Pearlin et al., 1990). Differing combinations of

these factors can determine how the caregiver copes with the change in the relationship
they had with the IWD. As an example, a caregiver with a lower education level and little
support from family or the community will likely experience the caregiving role

differently from a highly educated caregiver with access to more expensive respite

programs or family assistance in the caregiving role. Having knowledge of the personal
history and current life of the caregiver allows for a deeper understanding of how stress

manifests within that individual caregiver and what their life outcomes might look like.
Primary Stressors
Primary stressors are broken into objective and subjective groups. These primary

stressors fuel the subsequent model and are mostly created by the needs of the IWD.
Objective stressors are the direct results of dementia and include changes in cognitive

status, functional ability, and the development of behavioral problems (Pearlin et al.,
1990).
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Subjective stressors result from the stress felt because of the objective stressors.

Stressors including feelings of overload or burnout and relational deprivation depend

upon how each primary stressor is received by the IWD (Pearlin et al., 1990). The
intensity with which each stressor is felt is unique to each caregiver. As caregivers feel

bogged down with the constant nature of caregiving, they must also cope with changes to
their loved one as a result of dementia. Feelings of separation and changes in their
previously established relationship will generally increase with time as the disease

progresses, leaving relational deprivation a constant stressor (Pearlin et al., 1990).
Objective and subjective stressors work in concert to manifest how the caregiver will

endure their time spent as the IWDs caregiver.

Secondary Strains
Additional facets of the stress process are secondary strains including role and
intrapsychic strains. Role strains are created through the relationships that the caregiver

has, including relationships with family, work colleagues, or in their social life.
Intrapsychic strains are individual and subjective feelings of self-concept (Pearlin et al.,

1990).

Family conflict is a large source of role strain. Conflict arises in three areas,

including between the caregiver and other family members because of beliefs about
IWDs disease, disagreement over how much time is spent with the IWD, and the

appreciation of the caregiver for taking on the duties of caregiver. Difficulties in

balancing employment and caregiving as well as the economic impact of caregiving are

additional strains. Finally, as the disease progresses, more and more time is required of
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the caregiver, often resulting in a reduction in the caregiver’s social life (Pearlin et al.,
1990).

Situational strains include the loss of the self, role captivity, competence, and
gain. Role strain related to the willingness of the individual to take on the role of

caregiver, loss of the self tends to occur as the caregiver becomes more entangled with

the IWD and loses a sense of their individuality. Competence is a self-measure of
a caregiver's ability to provide care where gain is a personal measure of how the

caregiver feels that they have grown as a result of the experience (Pearlin et al., 1990).
Intrapsychic strains relate to self-concept. Caregiving can cause a shift in self

concept as strain increases, often resulting in a loss of a positive self-concept. Self-esteem
and mastery are identified within the SPM as components of the self-concept (Pearlin et

al., 1990). Self-esteem and mastery are global strains in that they exist outside of the

caregiving role but also influence how the caregiver understands themselves within the
context of caregiving (Pearlin et al., 1990). An individual may also exhibit selfcompassion, another global and generally stable strain to create their self-perception of
living with dementia. As an example, after having become frustrated or annoyed with the

IWD, a self-compassionate caregiver may be able to forgive themselves instead of
ruminating on a negative interaction for the rest of the day. Without intervention, self

compassion remains stable throughout life (Neff, 2003; Neff & Vonk; 2009). As a result,
a self-compassionate caregiver may have a better understanding of themselves in the

caregiving role and better general outcomes than a caregiver with lower self-compassion,
who would have a harder time relating to the caregiving role.
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Mediators

Mediators are identified as part of the explanation for how caregivers with similar
demographic information, socioeconomic status, are caring for IWDs in similar
situations, experience similar levels of strain, can have drastically different
outcomes (Pearlin et al., 1990). Coping and social support act as buffers against the stress

of caregiving (Pearlin et al., 1990). Coping styles including emotion-focused, problem-

focused, and dysfunctional styles are largely internal and involve how the caregiver
manages the feelings of stress whereas seeking social support is an external manner of

both preventing and lessening stress (Folkman & Lazarus, 1984; Carver et al., 1989;
Neff, 2011).
Outcomes

Finally, outcomes listed within the SPM include depression, anxiety, irascibility,

cognitive disturbance, yielding of the role, burden, and physiological reactions (Pearlin et
al., 1990). These variables sum the complex interplay between background, primary and
secondary stressors, strains, and mediators. Though outcome variables are generally the

targets of research to reduce stress and improve the lives of caregivers, conducting more

in-depth research into the specifics of individual pieces of the SPM can better
understanding of how the outcomes are differentially impacted.

For the proposed study, the constructs of self-compassion, self-esteem, and
coping style were examined as related to the psychosocial well-being outcomes of

depressive symptoms, anxiety symptoms, and burden. Understanding how self-esteem, a
global sense of how the person views themselves in relation to the rest of the world and

how self-compassion, another global measure of how a person feels about themselves,
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relate to a caregiver’s well-being as an important step in developing knowledge about

how caregivers experience stress and how such outcomes might be improved as

well. Further clarification of the role that coping techniques play in the SPM is also
important as a key mediator of the stress process. Solidifying the role of coping as a

mediator between intrapsychic strains like self-esteem and self-compassion and outcome
variables provided further support for the individual relationships as well as for the SPM
as a whole. As the present study aimed to better understand the subjective experience of

caregivers of IWDs, examining the well-being outcomes of depression, anxiety, and
burden and their relationships to the independent variables of self-esteem, self
compassion, and coping provides a better understanding of the caregiving experience and

the resulting impact. The following sections provide an in-depth literature review of each

of the independent variables (self-compassion, self-esteem, and coping style) and the

respective literature for each of the well-being outcomes (depression, anxiety, and

burden). The last section provides a brief overview of each of the well-being outcomes.

Self-Compassion
Self-compassion combines the ideas of self-kindness, common humanity, and
mindfulness into one general construct focusing on how the individual feels about

themselves internally and how they process events surrounding them (Neff, 2003b).

Having a self-compassionate view of the self, the individual does not have to adopt an
unrealistic view of themselves and is able to accept themselves the way they are (i.e.,
accepting a loved one’s dementia diagnosis, the caregiving role, and what the future may

hold). Self-compassion seems to be triggered in a time of suffering or the experience of

hardships and the result of self-compassion is to reduce suffering (Neff, 2003a).
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Self-kindness is defined as being forgiving with oneself after making mistakes or
causing pain. Self-kindness contrasts with self-judgement or over-criticizing oneself in
the face of a mistake or adversity (Neff, 2003a). A caregiver might exercise self-kindness
by forgiving themselves for becoming frustrated with their loved one. Common humanity
involves recognizing that one person does not exist within a vacuum (Neff, 2003a).

Contrasted in the literature with isolation, with common humanity, an individual
understands that what he or she goes through does not only happen to them. As

individuals around the world experience life events, both good and bad, every day, a
sense of common humanity reminds a person that other people have been in the same

position before and have made it through. A caregiver demonstrates common humanity in
understanding that others are in the same or similar caregiving situations. The final

component of self-compassion is mindfulness. A state of mindfulness allows an
individual to accept events in such a way that they do not ruminate obsessively on the

subject and, conversely, they do not completely dissociate from the subject, ignoring it
completely (Neff, 2003a). Being mindful about an event allows the individual to process
an event and to deal with it in a healthy manner (Neff, 2003b). Keeping a balance of

emotion, especially in the context of caring for someone with dementia is difficult,
having a healthy sense of mindfulness is integral in allowing the caregiver to remain

present in their relationship with the IWD.
Much of the research in caregivers has been conducted within the context of

interventions to assist caregivers in developing healthy coping techniques and decreasing
outcomes like depression or anxiety. Little theoretical work has been completed to place

self-compassion within the SPM. In fact, only two works were found which theorized
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self-compassion’s place within the model. Arenella and Steffen (2020) suggest that self-

compassion should be placed in the intrapsychic strain section of the model given its
similarity to self-efficacy and self-reassurance as examined in the study. Alternatively, a

second study conceptualized self-compassion as a mediator because of its impact on
coping (Lloyd et al., 2019). Neither of these articles discuss theoretical underpinnings of
the SPM and do not suggest how the concept of self-compassion fits into the model.

Despite the lack of literature linking self-compassion and caregiving for IWDs, the

research that does exist has generally replicated what has been found in other
populations; that self-compassion is important for well-being including levels of
depression, anxiety, and quality of life.

Self-compassion is generally understood as a positive part of an individual’s life.
Higher levels of self-compassion have been linked to greater psychological well-being,

fewer depressive symptoms, less anxiety, and higher quality of life. (Brown et al., 2018;
Danucalov et al., 2017; Van Dam et al., 2011; Zessin, et al., 2015). Like other global
constructs including self-esteem and self-efficacy, self-compassion is an important

contributing factor to well-being and self-concept. The following sections detail the

literature to date on the role of self-compassion on depression, anxiety, and burden.
Depression and Self-Compassion

A strong link between self-compassion and depression has already been

established within the general population (MacBeth & Gumley, 2012; Ehret et al.,

2018; Fard, 2016; Felder, et al., 2016; Krieger et al., 2013; Lopez et al., 2018; Neff et al.,
2007; Neff et al., 2008; Raes, 2011; Soysa & Wilcomb, 2013). This wellestablished relationship provides support for the idea that self-compassion does act as a
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protective factor against depressive symptoms (Raes, 2011). Van Dam and
colleagues (2011) also found self-compassion to be a stronger predictor of depression,

anxiety, worry, and quality of life than just mindfulness, demonstrating that selfcompassion is a robust predictor of well-being outcome variables.
Caregiver specific research is lacking in this field, but what has been published
does support the link between self-compassion and depression within caregivers. Hsieh

and colleagues (2019) reported that awareness of self-compassion can protect against

depressive symptomology in caregivers of individuals with lung cancer. Xu and
colleagues (2020) again found a relationship between depression and self-compassion in

caregivers of cancer patients. A recent commentary article also provided support for the
inclusion of self-compassion as a variable of interest in treatment of depression in

caregivers of older adults (Murfield et al., 2020). An additional study of caregivers of
individuals with a neurological condition (including but not limited to dementia)
found self-compassion and quality of life to be significant predictors of

depression caregivers (Hlabangana & Hearn, 2019). Further research is necessary to
more fully understand how self-compassion affects depression and how it can act as a

buffer against the development of symptoms or increasing symptom severity in

caregivers of IWDs.
Anxiety and Self-Compassion

The link between self-compassion and anxiety exists theoretically, in that an

individual would struggle less with feeling nervous about specific situations or the future
when they are able to successfully relate to the rest of the world and avoid ruminating on

anxiety-provoking situations. Published research supports this idea in the general
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population (Baker et al., 2019; MacBeth & Gumley, 2012). However, empirical

research concerning anxiety and self-compassion in the caregiving literature has not been
done, as the focus of most research is on the effects of self-compassion on depressive

symptomology alone. No specific research concerning the relationship between anxiety
and self-compassion in caregivers of IWDs has been identified.

M eta-analyses of both adolescents and adults have found self-compassion to have
a strong, negative, relationship with measures of psychological distress, including

anxiety, depression, stress, and psychopathology (MacBeth & Gumley, 2012; Marsh et
al., 2018). Findings have been replicated in further research as well showing that self-

compassion plays an important role in those both with and without high levels of anxiety
or depression, suggesting that life-long levels of self-compassion could serve as a buffer
against distress or psychopathology (Bergen-Cico & Cheon, 2013; Hoge et al., 2013;
Neff et al., 2005; Soysa & Wilcomb, 2015; Van Dam et al., 2011; Werner et al., 2012).

The initial research gives strong evidence for the link between self-compassion
and anxiety. Moving forward in self-compassion research and with the knowledge of the

increased prevalence of anxiety within caregivers of IWDs, the natural progression of

research suggests the study of the relationship between self-compassion and anxiety in

caregivers of IWDs.
Burden and Self-Compassion

Very few studies have examined the relationship between burden and self-esteem,

especially within a caregiving context. In this literature review, only two relevant articles
have been identified (Lloyd et al., 2019; Xu et al., 2020). However, the limited research
that has been conducted suggests that self-compassion is negatively related to caregiver
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burden, such that as a caregiver is more self-compassionate, they report less burden. This
result was recently reported in a study of cancer caregivers, in which self-compassion

was shown to predict both burden and depression (Xu et al., 2020). Lloyd and
colleagues (2019) also found burden to negatively relate to self-compassion in caregivers

of IWDs. In this study, dysfunctional coping was found to mediate the relationship

between self-compassion and burden. Despite the lack of published research in this area,
the reported results are encouraging to the present study. Supporting the link between

self-compassion and burden is integral encouraging intervention development as well as
the theoretical understanding of both self-compassion and burden.
Self-Esteem

Self-esteem as a construct has been in the literature for decades. Defined by
William James in 1890 as “the ratio of our actualities to our supposed potentialities” self-

esteem essentially refers to how a person sees themselves in a world of possibilities.
What is missing from this definition is that self-esteem requires outward social

comparison in order to be measured. To gauge self-esteem, a person compares
themselves to another person. This outward comparison allows self-esteem to waver day
by day, though it is generally held that self-esteem remains relatively stable throughout

the lifespan (Robins et al., 2002). To address this, recent research self-esteem has divided

self-esteem into two separate categories: global (trait) and specific or situational (state)
self-esteem (Rosenberg et al., 1995).
Situational self-esteem tends to be related to behavior and is largely dependent upon

social comparison (Rosenberg et al., 1995). More closely related to self-evaluation in

specific situations, situational self-esteem includes academic or athletic self-esteem. For
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example, feeling proud of oneself after a good performance on an exam, especially when

compared to competitive classmates, would increase academic self-esteem where losing
an athletic competition may decrease an individuals’ athletic self-esteem (Brown et al.,

2001).
Pelham and Swann (1989) define global self-esteem as being made up of how a
person reacts to good and bad in their life, their self-perception of their strengths and

weaknesses, and how they understand themselves in the world. Global self-esteem
remains generally stable throughout the lifespan and is also more closely related to
emotions and psychological well-being than situational self-esteem (depression, anxiety,

quality of life, etc.) (Dutton & Brown, 1996; Rosenberg et al., 1995). Global self-esteem
seems to ebb and flow with age, decreasing in the pre-teen to teen years and steadily
rising into adulthood, then dropping off in late adulthood, around age 70. However, in
general, average ratings of self-esteem remain relatively stable from early to late
adulthood (Robins et al., 2002). Despite the predictable changes, global self-esteem is

largely solidified early in life in reaction to internal factors (i.e., personality) and early

life experience (Brown et al., 2001). Global self-esteem is the intended target of most

research, including in the caregiving literature.
Given the prominence of global self-esteem as the focus of research, understanding
the differences between global self-esteem and situational self-esteem becomes
imperative in order to collect the correct data. While many types of situational self-

esteem (e.g., academic self-esteem, social self-esteem, appearance self-esteem) seem to

contribute to global self-esteem, the two concepts are not analogous and conflating the
two can confuse findings (Marsh, 1986; Rosenberg et al., 1995; von Soest et al., 2016).
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As such, the use of measurements of solely global or a specific situational self-esteem is

essential but is not always successfully done in practice. When measurement errors occur,
confusing and often contradictory findings are reported.

Keeping in line with the Stress Process Model, global self-esteem was the focus of

the proposed study. In the context of the SPM, self-esteem is referred to in a general
sense or

. .not tied to a particular context.” (Pearlin et al., 1990, p. 589). The authors’

use of the Rosenberg self-esteem scale, a well-validated measure of global self-esteem,
also gives strength to the focus on global over situational self-esteem in the context of the

proposed project (Pearlin et al., 1990; Robins et al. 2002; Rosenberg, 1965).
In general, high global self-esteem has been found to be good for well-being

(Chappell & Reid, 2002). Individuals with high self-esteem tend to have better
psychological outcomes after attacks on self-esteem and feel less distress than individuals

with lower self-esteem (Dutton & Brown 1997). Self-esteem has also been shown to be
significant predictor of life satisfaction, happiness, and negative affect (Rosenberg et al.,

1995). However, the directionality of the relationships between well-being and global
self-esteem have not been established in that it is possible that those who have a generally
better well-being have higher self-esteem as a result of their increased well-being

(Baumeister et al., 2003).

Self-esteem has been researched within the caregiving population and findings from
the general population have been replicated (Kim et al., 2007). As a result, self-esteem is

generally looked at in its relationships with the outcome variables of depression, anxiety,
and burden. Further discussion of each of these well-being outcomes in relation to self-

esteem is detailed below.
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Depression and Self-Esteem
Global self-esteem has been closely linked to depression in the general and

caregiving populations (Dutton & Brown, 1997; Rosenberg et al., 1995). General findings
negatively correlate depression and self-esteem such that those with higher self-esteem

experience less depression (Baumeister et al., 2003; Joiner et al., 1992; Rosenberg,
2015).
In caregivers of IWDs, the same relationship has been reported. Aggar and
colleagues (2010) studied self-esteem, particularly resentment toward caregiving, and

found lower self-esteem to be related to greater levels of anxiety and depression. Further
evidence relating lower self-esteem to higher depression and anxiety in caregivers has
also been reported (Costa-Requena et al., 2012; Crespo et al., 2005; Zunzunegui et al.,

2002). However, Jütten and colleagues (2020) found that depression and relationship
quality with the IWD predicted self-esteem, again calling into question the directionality
of the relationship between self-esteem and depression, suggesting that those with

depression will then see a decrease in self-esteem.

Adding to confusion regarding the direction of the self-esteem - depression
relationship, a meta-analysis of caregivers of chronically ill individuals, depression was
found to mediate the relationship between perceived stress and psychological outcomes,

including self-esteem (Tsai & Jirovec, 2005). While there is a definite relationship
between depression and self-esteem, the shift general shift away from self-esteem in the
larger research context has kept the relationship from being fully examined. Probing this
relationship while also investigating the relationship of the similar construct of self
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compassion to depression allows for a better understanding of how both self-esteem and

self-compassion relate to depression.
Anxiety and Self-Esteem

Anxiety has been tentatively related to self-esteem. In the general population, self-

esteem appears to be a predictor of anxiety (Crespo et al., 2005). However, a recent study
of young adults reported self-esteem to be positively correlated to anxiety, such that those

with higher self-esteem experienced greater anxiety (Willits, 2015). Joiner, Katz, and
Lew (1999) studied the way negative life events were able to predict both anxiety and

self-esteem. While anxiety was seen to increase and self-esteem to decrease as a result
of a negative event, the con-elation was still positive.
In the limited research into the self-esteem - anxiety relationship

within caregivers of older adults, results are again mixed. A two-year longitudinal
study of caregivers of IWDs did not find self-esteem to be a predictor of anxiety or

depression (Joling et al., 2015). Additionally, Jutten and colleagues (2020) again found
that anxiety was not a predictor of self-esteem in caregivers of IWDs. However, in

contrast, Aggar and colleagues (2010) studied self-esteem, particularly resentment toward
caregiving, and found lower self-esteem to be related to greater levels of anxiety and

depression. A study of caregivers of individuals in palliative care found that self-esteem

was a significant predictor of caregiver distress, though depression and anxiety were
collapsed in this sample, making it unclear if self-esteem was an equal predictor of both
depression and anxiety (Costa-Requena et al., 2012).
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The simple lack of empirical research in this field demonstrates the need for

additional studies to add more evidence to the influence, or non-influence, of self-esteem
on anxiety in caregivers of IWDs.
Burden and Self-Esteem
Both burden and self-esteem have established relationships with caregiver well

being (Talkington-Boyer & Snyder, 1994). Extending each construct, the relationship
between burden and self-esteem has been investigated as well, though not
thoroughly. Given the shift of focus away from self-esteem within the recent literature,

there are not many published articles which focus on the relationship between self-esteem
and burden in the caregiving community. However, there is sufficient evidence that a

negative relationship does exist (Braithwaite, 1996; Chappell & Reid, 2002; Costa-

Requena et al., 2012; Ron, 2009; Reid et al., 2005; Talkington-Boyer & Snyder,
1994; Yildizhan et al., 2018).
In caregivers of IWDs, Lethin and colleagues (2017) found that those with higher

caregiver esteem experienced less burden and greater psychological well
being. Additionally, self-esteem was a significant predictor of caregiver

burden beyond having time off, caregiver gender, number of hours dedicated
to caregiving, number of years providing care, and severity of the dementia in another

sample (Pudelewicz et al., 2019). There is merit in continuing this line of research to gain
a clearer idea of how self-esteem relates to burden. Though self-esteem is not as popular

among researchers as it once was, the relationship should be better understood.
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Coping

The idea of coping and different coping styles has existed in the literature for
decades. Though there is no clear consensus about the number of coping styles, three

major types of coping have emerged. These include problem vs emotion-focused coping,

approach vs avoidance coping, and cognitive vs behavioral styles of coping (Skinner et
al., 2003). Because of the breadth of coping styles, the widely used framework of
Folkman & Lazarus (1984), sectioning coping into the two categories of problem or

emotion-focused, was used in this project.
For the purposes of this study, the problem vs emotion-focused coping framework

was used with the addition of a third style, dysfunctional coping. Dysfunctional coping is
commonly used in the literature in conjunction with problem and emotion-focused coping

research and its addition captures the negative coping styles which are missed when only
using the problem and emotion focused framework (Carver et al., 1989; Coolidge et al.,

2000; Lloyd et al., 2018; Neff, 2011). As a note, differences do exist in the
conceptualization of emotion-focused coping, characterizing this style of coping as
positive or negative (see Geiger et al., 2015). The positive characterization of emotionfocused coping, as based in acceptance instead of wishful thinking was used in this

project.
Coping differs by the individual and successful coping often includes the use of
multiple styles of coping (Jathanna et al., 2010). Problem and emotion-focused coping

can both be useful coping styles and mixing styles are often seen to be effective and

common (Almberg et al., 1997). In a study of caregivers of IWDs, mixing the emotionfocused strategy of acceptance with a problem-focused technique like confronting the
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problem, caregivers were less likely to experience burnout (Almberg et al., 1997). Use of
dysfunctional coping strategies have been shown to be maladaptive and related to
negative psychological outcomes (McConaghy & Caltabiano, 2005; Penley et al., 2002;

Wright et al., 1991) Emotion-focused coping is generally regarded as a more adaptive
form of coping in relation to well-being outcomes, acting as a protector against some of

the stress of caregiving (Lloyd et al., 2019; Pearlin & Schooler, 1978). Moving into a

caregiving role, individuals must find techniques to cope with the new stressors and
responsibilities.
Problem-focused, emotion-focused, and dysfunctional coping all play a part in the

experience of the caregiver. The intricacies of the relationships between styles of coping
and the well-being outcome variables of depression, anxiety, and burden warrant further

investigation. Caregivers do not use only one coping style to navigate the caregiving
experience, thus understanding the impact that using each type of coping has on each
outcome variable is integral to understanding theory and developing interventions to

teach the most adaptive coping technique for the different types of situations and

stressors that caregivers navigate in everyday life. The following sections discuss the role
of coping with each of the well-being outcomes.

Depression and Coping
Depression has been relatively well-studied in relation to coping. Though there is
some debate as to the strength of the relationship between depression and coping, when

significant relationships are observed, depression tends to be most strongly related to
dysfunctional or emotion-focused coping techniques (Mausbach et al., 2006; Powers et
al. 2002).
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Two studies of caregivers of IWDs were found in which there was no significant

relationship between depression and coping. In the first, coping was found to be
more directly related to anxiety than depression, where depression was more linked to

burden and physical health in caregivers (Cooper et al., 2007). In the second study, coping
was shown to mediate the relationship between anxiety and burden, but not between
depression and burden (Cooper et al., 2008). However, this set of findings may be

spurious as a recent meta-analysis found at least some support for a relationship
between depression and dysfunctional coping in caregivers of older relatives (del-Pino-

Casado et al., 2011).
Further studies do support the relationship between depression and coping styles,

especially dysfunctional coping techniques (Coppel et al., 1985; Huang et al., 2015; Li et
al., 2012; Li et al., 2014; Mausbach et al., 2006). Given the known increase in depressive
symptoms as caregivers take on the role, it is suggested that caregivers with depression
might adopt these dysfunctional coping techniques early in the caregiving process, likely

making the process harder on the caregiver in the long term.

Emotion-focused coping has been reported to have a negative relationship with
depression in caregivers (Li et al., 2012; Li et al., 2014). A meta-analysis showed no
significant relationship between problem-focused coping and depression among

caregivers of IWDs (Li et al., 2014). Additionally, emotion-focused coping moderated the
relationship between IWD stressful behavior and depression such that greater emotionfocused coping related to a decrease in depression, though it should be noted that anxiety

was not measured in this study (Morano, 2003).
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Though there is some debate, most of the research within caregivers suggests that
depression is positively linked to dysfunctional coping and negatively related to emotionfocused coping. Although the relationships between emotion-focused and dysfunctional
coping techniques and depression have been established, extensive work has not been

done to validate this relationship within the IWD caregiving community. Additionally,
problem-focused coping has not been thoroughly researched in its relationship with

depression. Giving attention to the relationships between types of coping and

depression gives a greater purpose to the proposed study, as the results can inform future

research in interventions to both decrease depression and to increase the use of adaptive
coping techniques.
Anxiety and Coping

Unlike self-esteem and self-compassion, the relationship between anxiety and

coping techniques has been more thoroughly studied in the caregiving

community. Though there is some deviation in findings, general conclusions point to

dysfunctional coping contributing the most to anxiety in caregivers (García-Alberca et
al., 2012; Li et al., 2012). Additionally, some research has found coping style to be more

strongly related to anxiety levels than depression within caregivers (Cooper et al.,

2007). This finding gives more weight to the importance of solidifying the general
understanding of these relationships.
A recent study has shown anxiety to been negatively related to emotion-focused

coping and not to be related to problem-focused coping. (Perez-Ordonez et al.,

2016). Another study of caregivers for older relatives, including those with cancer and
dementia, suggests that a mix of problem and emotion-focused coping strategies could
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act as protectors against anxiety where dysfunctional coping strategies can act as catalysts
for anxiety (Perez-Cruz et al., 2019).
In caregivers of IWDs specifically, dysfunctional coping techniques have

commonly been identified as a predictor of anxiety (Cooper et al., 2007; García-Alberca

et al., 2012; lavarone et al., 2014; Li et al., 2012). The relationship between coping and

anxiety is more nuanced than this one relationship, but the separate relationships between
problem and emotion-focused coping and anxiety have not been particularly well studied
in relation to caregivers of IWDs. Li and colleagues (2012) found in a meta-analysis of

caregivers of IWDs that dysfunctional coping was positively related to anxiety where
emotional and problem focused coping were negatively related with anxiety, but more
nuanced information was not available. One longitudinal study linked anxiety to the use
of problem-focused strategies and lower anxiety to emotion-focused coping (Cooper et

al., 2008). The completed research is clear in the negative relationship between

dysfunctional coping and anxiety, but future research should establish the relationships
between emotion and problem focused coping and anxiety as well. The small amount of

work that has been done is encouraging in the development of research around these
relationships and gaining an understanding of how anxiety in caregivers of IWDs is

influenced by different coping styles is important both theoretically and for the
development of well-being interventions.
Burden and Coping
Burden has been more thoroughly researched in its relationship to coping
techniques. However, specific findings concerning the relationships between burden and

the different types of coping are not always replicated. The most common finding,
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however, is the positive relationship between burden and dysfunctional coping (del-Pino-

Casado et al., 2011; Geiger et al., 2015; Lloyd et al., 2019; Zucchella et al., 2012).

Dysfunctional coping strategies were related to both burden and depression in a recent
study of caregivers of IWDs (Huang et al., 2015). Lloyd and colleagues

(2019) found burden be positively related to dysfunctional coping, with dysfunctional
coping mediating the relationship between self-compassion and burden. This finding not
only supports the relationship between coping and burden, but also follows the trajectory

of the SPM that a coping technique is a mediator of the self-compassion (intra-psychic
strain) - burden (outcome) relationship in caregivers of IWDs.
Well-Being Outcomes
As discussed previously, the well-being outcomes of depression, anxiety, and

burden are
pivotal outcomes of the stress process for caregivers of IWDs. To date, few studies have

specifically examined the role of self-compassion and self-esteem along with different
coping styles for each of these outcomes. Additionally, the nuanced relationships and the

interconnectedness between these well-being outcome variables are not well understood.
The following sections provide a brief overview of each of these well-being outcomes
along with a discussion of the overlap among the outcomes.

Depression
Depression is identified in the Stress Process Model as a major outcome of the

caregiving process (Pearlin et al., 1990). Depression is especially common in caregivers
of IWDs, with between 35-50% of caregivers of IWDs meeting clinical thresholds of

depression compared to 5% of non-caregivers (Beeson, 2003; Cuijpers, 2005; Lowery et
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al., 2000; Mausbach et al., 2013; Sallim et al., 2015). A study by McConaghy &

Caltabiano (2005) showed over half of their sample experiencing some symptoms of
depression and being at risk of developing clinical depression.
Clinical depression is comprised of emotional and physiological symptoms. These

include a depressed mood, anhedonia, feelings of worthlessness and guilt, inability to
concentrate, weight gain or loss, fatigue, and thoughts or ideation of death and is

diagnosed when these symptoms cause significant distress or impair the functioning of
the individual (DSM-V). However, many individuals live just below diagnosis threshold

or with depressive symptoms. It is important to understand this point when discussing
caregivers, especially those who have not been depressed prior to taking on the role of
caregiver, as many might not seek help or treatment when experiencing these symptoms

(McConaghy & Caltabiano, 2005; Shua-Haim et al., 2001).
Depression often takes time to fully develop within caregivers. In one sample,

within two years of diagnosis, 37% of caregivers of IWDs develop depression and 32%
had developed both depression and anxiety (Joling et al., 2015). Though depression may
manifest differently in some caregivers, the elevated rates of depressive symptoms within

caregivers is cause for alarm.
Depression is linked with other outcomes including anxiety and burden in

caregivers as well (Epstein-Lubow et al., 2008; Liu et al., 2012). Additionally, depression
has been related to the use of dysfunctional coping strategies with depression rates being
improved with the use of emotion-focused coping (Kneebone & Martin, 2003; Li et al.,

2012; Lloyd et al., 2019). The importance of the physical and psychological health and
coping skills of the caregiver cannot be over-emphasized, as it has been found that not
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engaging in self-care behaviors as a caregiver is predicted by negative outcomes

including depressive symptoms and greater burden (Gallant & Connell, 1997). With this
information, the holistic and nuanced relationships outlined in the SPM become more

important to understand and elaborate upon. As seen in the SPM (see Figure 1),

depression has previously been linked to the independent variables of self-esteem and
coping. Yet, additional research has found strong connection between depression and
self-compassion, suggesting that self-compassion is an independent variable worthy of

further research (Ehret et al., 2018; Lloyd et al., 2019; Neff et al., 2007).
Anxiety

Like depression, caregivers of IWDs experience anxiety disorders at a higher rate
than their non-caregiving peers (Liu et al., 2012). Anxiety disorders occur in 43-55% of

caregivers of IWDs (Joling et al., 2015; Sallim et al., 2015) and is generally expressed as
worry, fear, or tension, can manifest in avoidance of fears, and often includes

physiological symptoms like shortness of breath (DSM-V). A two-year longitudinal study

showed 55% of caregivers developing an anxiety disorder when they had not had an

anxiety disorder before becoming caregiver (Joling et al., 2015). It is also important to
note that some caregivers will experience sub-clinical levels of anxiety. Though a

caregiver might not experience anxiety symptoms at the severity, frequency, or duration
necessary to elicit a diagnosis of an anxiety disorder, experiencing more symptoms of

anxiety can severely impact the life of the caregiver (Liang et al., 2016; Mahoney et al.,
2005).

The relationship and high correlation between depression and anxiety is well
known in the literature. Though it is common for caregivers to experience symptoms of
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both depression and anxiety, it is also important to probe the differences in the
relationships that depression and anxiety have with variables like self-compassion, selfesteem, and coping. Anxiety has also been related to higher levels of burden. Cooper and

colleagues (2008) found emotion focused coping strategies to relate to lower levels of

caregiver burden and lower anxiety as a result after one year. Cooper and colleagues
(2007) conducted a meta-analysis of anxiety in caregivers of IWDs in which clinical

anxiety was identified in caregivers more often than in matched controls. Also related to
anxiety was avoidant coping styles, burden, and caregiver health with coping having the
strongest relationship to anxiety.

Burden
Burden as a construct has been heavily studied for the last forty years in relation

to caregivers and general measures of well-being (McConaghy & Caltabiano, 2005; Zarit
& Zarit, 1982) Generally defined as a multidimensional variable comprised of

psychological, physical, mental, social, and financial components (George & Gwyther,
1986). Especially in relation to IWD caregiving, burden is related to things like the

established coping mechanisms of the caregiver, the behavioral and emotional changes
that the IWD experiences, and the social supports that the caregiver has in place (Zarit &

Zarit, 1982).
In the literature, the general idea of burden has been theoretically broken

into the component parts of objective and subjective burden (Zarit & Zarit, 1982; Bell et
al., 2001). Objective burden relates to how the caregiver responds to the behaviors of the

IWD and the problems that result from those behaviors. Reductions in objective burden
have been linked to lessening demands placed on caregivers including the introduction of
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respite care and support staff or equipment (Montgomery et al., 1985). Subjective burden,

the focus of the present study, relates to the caregiver’s emotional well-being (Morris et

al., 1988). Often, subjective burden has been related to factors contributing to the

caregiver feeling restricted (Montgomery et al., 1985). Hughes and colleagues
(2014) found neuropsychiatric symptoms experienced by the IWD and the unmet needs
of the caregiver, like emotional support, counseling, and access to support, to be strong

predictors of subjective burden. (Hughes et al., 2014). These needs encompass things

like the reduction of depression and anxiety and the development of coping skills and
self-compassion when the needs are met. In general, it is well understood that

experiencing more burden is not good for the caregiver. Raccichini and colleagues (2015)
observed that for live-in caregivers, there is greater burden than non-live in

caregivers with the difference increasing even more after six months. Greater experience
of burden can be detrimental to the IWD as well, as higher burden is associate with less

motivation for caregiving (Grover et al., 2017).
Feeling burdened by the expectations of caregiving for an IWD is very common
and is especially common in caregivers who live with the IWD (Raccichini et al., 2015).

Over 90% of caregivers of IWDs experience burden, with around 40% reporting severe

burden (Jathanna et al., 2010; Leggett et al., 2011). Given the almost ubiquitous nature of
burden in caregivers of IWDs, understanding the connections between burden and its
correlates is of great importance.
Having an understanding of the relationship between burden and various
outcomes, it becomes obvious that burden plays an important role in how caregivers

process the stress associated with the role (Coen et al., 2002; George & Gwyther, 1986;
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Lethin et al., 2017). As an example, McConaghy & Caltabiano (2005) found perceived

burden to account for 41.7% of variance in satisfaction with life, to predict caregiver
well-being, and be associated with lower psychological health. Because burden is such
an important and thus well-researched construct, the relationships between burden and

depression and anxiety have been well established. Burden and depression have been
positively related in multiple studies (Grano et al., 2017; Talkington-Boy er & Snyder,

1994; Xu et al., 2020). Clyburn (2000) observed a relationship between depression and

burden, but could not be clear in the relationship, suggesting that burden could mediate to
depression, or a latent variable mediator. Anxiety has also been positively associated with

burden, with a recent finding that emotion focused burden was especially related to those
who suffer chronic anxiety (Cooper et al., 2006; lavarone et al., 2014; Perez-Ordonez et

al., 2016). Burden has well-established relationships with both anxiety and depression.

The next step is to determine possible predictors of burden like self-esteem, selfcompassion, and coping techniques as a means to intervene upon these predictors to then

reduce caregiver burden.

Study Rationale

The need for informal caregivers of IWDs will only grow in the future. As a

result, the importance of understanding how caregivers experience the role of caregiving
will grow as well. The Stress Process Model (SPM; Pearlin et al., 1990) suggests how

taking on this role impacts the lives of caregivers, including increased symptoms of
depression, anxiety, and burden. Self-esteem and coping have been suggested to play a
role in determining these well-being outcomes in caregivers. An additional variable, self

compassion, has also been suggested as a possible predictor of well-being outcomes.
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However, little research has been done to demonstrate these suggested relationships and

even fewer have worked to understand the nuanced relationships between the suggested

independent and dependent variables. This lack of research provides support for the
proposed study, as it will add theoretical support for the inclusion of self-compassion

within the SPM and will provide theoretical support for the organization of the SPM.
These findings may also be used to inform the development of interventions targeting

caregivers of IWDs.
Hypotheses
Set 1: Correlations

A series of correlations will be used to further understand the relatedness of the

independent and dependent variables. These correlations will ensure that the relationships
of the variables are in line with the Stress Process Model.

Hypothesis 1.

Self-compassion will be negatively correlated with depression, anxiety, and

burden.
Hypothesis 2.

Self-esteem will be negatively correlated with depression, anxiety, and burden.
Hypothesis 3.
Coping will be related to depression, anxiety, and burden. Specifically, problem-

focused and emotion-focused coping will be negatively correlated with depression,

anxiety, and burden whereas dysfunctional coping will be positively correlated with
depression, anxiety, and burden.
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Set 2: Regression

Regression analyses will be used to determine if the set of independent variables
predict significant variance in each of the dependent variables in line with the Stress

Process Model. Furthermore, the relative strength and unique contribution of each of the

independent variables will be examined for each of the outcome variables.
Hypothesis 4.
Self-compassion, self-esteem, and coping will predict a significant amount of the

variance in depression. Further analyses will examine the strength and unique

contribution of each independent variable for depression.
Hypothesis 5.
Self-compassion, self-esteem, and coping will predict a significant amount of the

variance in anxiety. Further analyses will examine the strength and unique

contribution of each independent variable for anxiety.
Hypothesis 6.
Self-compassion, self-esteem, and coping will predict a significant amount of the

variance in burden. Further analyses will examine the strength and unique

contribution of each independent variable for burden.
Set 3: Mediation
As suggested by the Stress Process Model, coping is conceptualized as a

mediator. Based on results from sets one and two of hypotheses, an exploratory
mediation is proposed. This exploratory mediation, as shown in Figures 2 and 3, will use
the best coping predictor as the proposed mediator. Analyses will then be conducted to

understand the extent to which that component of coping is mediating the relationships
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between self-compassion and one of the outcome variables and self-esteem and one of
the outcome variables. Based on SPM, depression, anxiety, and burden are all

representative of well-being in caregivers. Taking guidance from hypotheses sets one and
two, the best representative construct of psychosocial wellbeing as described from the

SPM will be included as the outcome variable of interest within the proposed exploratory

mediation analyses for self-compassion and self-esteem, respectively. As such, each of
the corresponding hypotheses are written to denote the exploratory nature of the proposed
analyses.

Hypothesis 7.
Coping styles will be a partial or full mediator of the relationship between self

compassion and the selected outcome measure of well-being.
Hypothesis 8.
Coping style will be a partial or full mediator of the relationship between self-

esteem and the selected outcome measure of well-being.
Figure 2. Self-Compassion Mediation Model

Figure 3. Self-Esteem Mediation Model
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CHAPTER II

METHODS
Recruitment
A final sample of 99 participants were recruited and included within analyses (See

Figure 4). Participants were recruited through the online survey system CloudResearch,
formerly known as TurkPrime. CloudResearch is one on the leading online recruitment
platforms and is widely used for academic research. The wide reach of CloudResearch
also allows for the researcher to target specific populations for recruitment. Participants

were directed to the survey platform Qualtrics, a regularly used platform within academic

research, which was used to host the survey and data.
Inclusion and Exclusion Criteria
Participants were required to complete a set of items to determine their eligibility
(See Appendix A). Specifically, participants were required to: 1) identify as an unpaid

caregiver for an IWD; and 2) provide care for five or more hours per week (Roth &

Haley, 2020) to an IWD living in the community.
Measures

Participant demographic information is presented in Table 1 and Table 2. Means,

standard deviations, and Cronbach’s alpha reliability are presented in Table 3.
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Self-Compassion

The Self-Compassion Scale (Neff, 2003a) is a 26-item measure comprised of six

sub-scales measuring self-kindness, self-judgement, common humanity, isolation,
mindfulness, and over-identification (See Appendix D). Participants rate items on a
Likert type scale ranging from 1 (Almost Never} to 5 (Almost Always}. Sample items
include: “I try to be loving towards myself when I’m feeling emotional pain” (self

kindness); I’m disapproving and judgmental about my own flaws and inadequacies”

(self-judgement, reverse scored); “When things are going badly for me, I see the
difficulties as part of life that everyone goes through” (common humanity); “When I
think about my inadequacies, it tends to make me feel more separate and cut off from the
rest of the world” (isolation, reverse scored); “When something upsets me I try to keep

my emotions in balance” (mindfulness); and “When I’m feeling down I tend to obsess
and fixate on everything that’s wrong” (over-identification, reverse scored). Relevant

items are reverse scored, then responses are averaged such that a higher score reflects
higher levels of self-compassion. High reliability has been reported across subscales (a =

.92; Van Dam et al., 2011). The present study also demonstrated high reliability (a = .96).
Self-Esteem

The Rosenberg Self Esteem Scale (Rosenberg, 1965) is a 10-item measure which
measures global feelings of self-esteem (See Appendix E). Participants rate items on a
four-point Likert scale ranging from 1 (Strongly agree} to 4 (Strongly disagree). Sample

items include “On the whole, I am satisfied with myself’ and “I feel I do not have much
to be proud of.” Pessimistic items are reverse scored then all items are totaled. Higher
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scores reflect higher levels of self-esteem. High reliability has been reported (a = .91;
Sinclair et al., 2010). The current study showed high reliability (a = .92).
Coping

The Brief COPE (Carver, 1997) is a 28-item scale used to measure coping

techniques (See Appendix F). The scale is broken into fourteen subscales with two items
each. Subscales are assigned to one of three groupings. Emotion-focused coping
subscales are positive reframing, religion, humor, acceptance, and seeking support for

emotional reasons. Problem-focused subscales include active coping, planning, and social
support for instrumental reasons. Dysfunctional coping subscales are venting, denial,

behavioral disengagement, self-distraction, and substance abuse. Items are rated on a
four-point Likert scale, ranging from 1 (I haven’t been doing this at all) to 4 (I’ve been

doing this a lot). Subscale scores are then summed with higher scores reflecting a greater
reliance on that style of coping. For the purposes of this study, emotion-focused,

problem-focused, and dysfunctional coping subscales were used as separate measures.
Reliability has been reported for subscales ranging from .50 to .90 (Carver, 1997).

Acceptable reliability was found for all three scales: emotion-focused coping (a = .65),
problem-focused coping (a = .83), and dysfunctional coping (a = .82).

Caregiver Burden

The Zarit Burden Inventory: Short Form includes twelve items (Bedard et al.,

2001; See Appendix G). Participants answer each item to describe how they feel. Items
are rated on a five-point Likert scale ranging from 0 (Never) to 4 (Nearly Always). Scores
are summed such that greater scores indicate higher levels of burden. Example items

include “Do you feel that because of the time you spend with your relative that you don’t
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have enough time for yourself?” “Do you feel strained when you are around your

relative?” and “Do you feel that you have lost control of your life since your relative’s
illness?” Items scores are summed such that higher scores reflect more burden. High

correlations between the original 22- item scale and the short form have been reported,
ranging from a = .92 to .97 (Bedard et al., 2001). Good internal reliability has also been
reported (a = .87; Lloyd et al., 2019). High reliability was found within the current study
as well (a = .92).

Depression and Anxiety

The Hospital Anxiety and Depression Scale is a 14-item scale with two seven
item subscales measuring depression and anxiety symptoms (Zigmond & Snaith, 1983;

See Appendix H). Items are rated on a Likert scale ranging from 0 (Not at all) to 3 (Most
of the time). Participants are instructed to answer each question thinking about how they

have felt in the past week and are encouraged to answer using their first response. Sample
items of the depression subscale include “I still enjoy the things I used to enjoy” and “I
look forward with enjoyment to things.” Sample items of the anxiety subscale include

“Worrying thoughts go through my mind” and “I get sudden feelings of panic.” Items are
divided into subscales, relevant items are reverse coded, then items are summed. Higher
scores are indicative of greater anxiety or depressive symptomology. The anxiety and

depression subscales were used as separate measures. Strong reliability has been reported
for both depression (a = .82) and anxiety (a = .83) subscales (Bjelland et al., 2002).
Within the present study, acceptable reliability was found for both the depression (a =

.85) and anxiety (a = .89) subscales.
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Cognitive Status of Individuals with Dementia

Caregivers provided proxy report information about IWD cognitive status
developed by researchers at the Benjamin Rose Institute on Aging (See Appendix I). This

is an eight-item measure used to assess the IWD’s cognitive impairment. The caregiver
provides proxy data for items including “In the past four weeks how difficult was
remembering recent events, remembering the right words to use or finding his/her way
around the house” for the individual with dementia. Participants rate these items on a
four-point Likert scale, ranging from 0 (Not difficult) to 3 (Very Difficult). Total score

ranges from 0-24, with higher scores indicating greater memory-related difficulties of the
IWD. Using Cronbach’s alpha, reliability of the measure has ranged from satisfactory

(a=.65) to very good (a=.85) (Bass et al., 1994; Golden et al., 1984). This measure was
used to describe the sample as a covariate in the analyses. Good reliability was found in

the present sample (a = .80).

Revised Memory and Behavior Problems Checklist

The Revised Memory and Behavior Checklist (RMBPC) is a caregiver reported
measure of behavioral problems exhibited by IWDs (Teri et al., 1992; See Appendix J).

The measure consists of twenty-four items and participants are asked to check if this
behavior has occurred in the last week. Participants check Yes or No for each behavior,

then participants are asked for a rating of their reaction to this behavior. Items are rated

on a five-point Likert-type scale ranging from 0 (Not at all) to 4 (Extremely). Example
items include “Asking the same question over and over” “Comments about feeling
worthless or being a burden to others” and “Destroying property.” Items are summed and

scored with higher scores indicating caregivers having more negative reactions to the
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behaviors. High internal validity has been reported (a = .87, Roth et al., 2003). High

internal validity was found within this sample as well (a = .90). This measure was used to
describe the sample as a covariate in the analyses.
Demographic Information

A brief demographic questionnaire was presented with questions about the
participant including age, gender, marital status, race/ethnicity, education level, marital

status, employment status, their relationship to the IWD, and amount of time spent as a

caregiver. Questions were also be asked about the IWD including age, gender, and
dementia diagnosis (See Appendix B). This measure was used to describe the sample as a

covariate in the analyses.

Procedure

After choosing to participate through CloudResearch, participants were provided
a link to the survey hosted on Qualtrics. Participants were presented with an informed
consent form and completed the inclusion criteria after consenting to participate.

Potential participants who did not qualify for the study were thanked for their
participation and did not continue with data collection After qualifying to participate,

participants completed the self-report measures in succession, lasting between 15 and 50

minutes. Attention checks were built into measures to ensure that attention is being paid
to accurately answering measure questions. Participants were provided a debriefing

statement and thanked for their participation. After participating, participants were paid
$3.00.
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Figure 4. Recruitment Consort Diagram

Design

The study used a correlational research design. Self-report data was used to

investigate the relationships between the independent and dependent variables. Measures
of independent variables included the Self Compassion Scale, the Rosenberg Self Esteem

Scale, and the brief COPE. Measures of the dependent variables include the Hospital
Anxiety and Depression Scale and the Zarit Burden Inventory-Short Form.
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Analysis
Power Analysis

A statistical power analysis was conducted for the present study to estimate

sample size. An a priori power analysis of a fixed model linear multiple regression was
conducted with GPower statistical software. Seven variables were entered as predictors:

self-compassion, self-esteem, emotion-focused coping, problem-focused coping,

dysfunctional coping, gender, and IWD cognitive status. Parameters established
were alpha = 0.05 and power = 0.80 (Cohen, 1988). The projected sample size for a

medium effect size of 0.15 was N = 92. A literature review was conducted to establish the
chosen effect size. A meta-analysis of stress, coping, and mood outcomes in caregivers of
IWDs found moderate effect sizes in research (Mausbach et al., 2013). Meta-analyses of

self-compassion and psychopathology or psychological distress have also found moderate
to large effect sizes (Marsh et al., 2018 & MacBeth & Gumley, 2012). Based on this

research, a conservative, medium effect size of 0.15 was chosen (Cohen, 1988). There is
no clear research indicating average attrition or rates of unusable data in this population.

Based on previous research in general online data collection and caregiver-specific data
collection, a conservative estimate of 10% unusable data was assumed (Hoerger, 2010;

Schulz et al., 2017).
Statistical Analysis

A three-step analytic strategy was used to examine the data and to examine the
hypotheses of the proposed study and included: 1) preliminary analyses, 2) descriptive

analyses, and 3) primary analyses.
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Preliminary Analyses. First, collected data was prepared for use in analyses.
SPSS statistical software was utilized to analyze raw data for any responses that are not

within scale range and missing data. Any missing data was determined to be missing at

random or missing completely at random and was removed from analyses, using listwise
or pairwise deletion when needed. Cronbach’s alpha analyses to determine internal

consistency was conducted for all measures. Reliability coefficients of .70 or higher were
deemed appropriate (Cortina, 1993). A confirmatory factor analysis was conducted to

affirm the factor structure of each measure. Loadings of .4 or above was deemed

appropriate (Floyd & Widaman, 1995).
Descriptive Analyses. To gain an understanding of the sample, means, standard
deviations, and percentages were calculated. Demographic information and responses to
inclusion criteria were included here as well.
Primary Analyses.

Correlation Analyses. Hypotheses 1-3 was addressed using correlation analyses.

Correlations between the independent variables of self-compassion, self-esteem, emotionfocused coping, problem-focused coping, and dysfunctional coping and the dependent

variables of depression, anxiety, and burden were conducted. These correlations provide
an understanding of the relationships between the independent and dependent variables.

Additionally, the correlation analyses provided support for the inclusion of these
variables within the SPM and will inform further statistical analyses.

Multiple Regression. Hypotheses 4-6 were tested using separate multiple
regression analyses. Each analysis examined the predictive ability of the set of

independent variables on the dependent variables. Multiple regression extends linear
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regression by including additional variables in the regression equation (Field, 2018). The

analyses determined if the set of independent variables predicted significant variance in

each dependent variable. The unique variance of the dependent variables predicted by
each independent variable was also analyzed.

Mediation Analyses. Mediation analyses were conducted using results from the
correlation analyses and the multiple regression analyses to address hypotheses 7 and 8.

Correlations between the independent variables and types of coping along with results
from the regression equations guided the development of mediation models between the

independent variables and the dependent variables. Mediation analyses followed Model 4
of the PROCESS model (Hayes, 2017; See Figure 2 and Figure 3). Mediation works to

identify a variable which is influencing the relationship between an independent and
dependent variable (Baron & Kenny, 1986). The SPM identifies coping as a mediator.

The best coping style and well-being outcome were selected to represent the respective
domains of the SPM. As guided by the SPM, mediation analyses were explored with

these chosen variables and the independent variable of self-compassion and self-esteem.
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CHAPTER III

RESULTS
Means, standard deviations, and scale reliabilities for each measure are reported

in Table 3. Characteristics of the sample are reported in Table 1 and Table 2.
Participants were 65.7% Female and ages ranged from 18 to 69 years old {M=
38.61, SD = 12.33). Full demographic information is reported in Table 1 and

demographic information about the IWD is reported in Table 2. The sample was diverse,

majority of participants were white (67.7%), others identified as Black/African American

(13.1%), Asian (8.1%). And had a wide range of education level, ranging from high
school or equivalent to graduate education. As expected in this younger sample, a

majority of participants (72.8%) were employed either full-time or part-time.
Participants were generally the child/child in law (50.5%) or

grandchild/grandchild in law (23.23%) of the individual with dementia. Though there

was variation in the number of hours spent providing care per week, 25.3% of
participants reporting providing 40 or more hours of care per week. Participants had been
providing care for the IWD for a matter of months to 20 years (M = 3.28, SD = 3.14).
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Table 1

Participant Demographic Information
______________ Variable_____________________ n (%)
Sex
Female
65 (65.7%)
Male
34(34.3%)
Age
Racial/Ethnic Identity
White
African American Black
Asian American/Pacific Islander
Hispanic/Latino
Middle Eastern
Prefer to Self-Disclose
Prefer not to answer
Marital Status
Married
Single, Never Married
Divorced
Living with Partner
Widowed
Prefer not to answer
Education Level
12" Grade or Less
High School or Equivalent
Some college, No degree
Associate’s degree
Bachelor’s degree
Master’s degree
Employment Status
Full-Time Employment
Part-Time Employment
Unemployed Looking
Unemployed/Not looking
Retired
Student
Prefer not to answer
Prefer to self-disclose
Relationship to IWD
Child/Child-in-law
Grandchild grandchild in law
Close Friend
Other Family Relationship
Sibling
Spouse Partner
Average Time Caring
Years
Months
Hours Per Week
5-10 Hours
11-20 Hours
21-30 Hours
31-40 Hours
40+ Hours

.ham (SD)

Range

38.61 (12.6)

18-69

3.28(3.14)
3.76(2.65)

0-20
0-11

67 (67.7%)
13 (13.1%)
8(8.1%)
5(5.1%)
1(1.0%)
4(4.0%)
1(1.0%)
43 (43.4%)
29(29.3%)
14(14.1%)
11 (11.1%)
1(1.0%)
1(1.0%)
1(1.0%)
15 (15.2%)
20(20.2%)
20(20.2%)
33 (33.3%)
10(10.1%)
55 (55.6%)
17 (17.2%)
9(9.1%)
6(6.1%
4(4.0%)
3 (3.0%)
1 (1.0%)
4(4.0%)
50(50.50%)
23 (23.23%)
12(12.12%)
9(9.09%)
3 (3.03%)
2(2.02%)

19(19.2%)
32(32.3%)
14(14.1%)
9(9.1%)
25 (25.3%)
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Table 2

Demographics ofIndividuals with Dementia
Variable
Sex
Female
Male
Prefer not to answer
Age
Dementia Type
Dementia, any type
Mixed Dementia
Mild Cognitive Impairment
Alzheimer’s Disease
Frontotemporal Dementia
Lewy Body Dementia
Vascular Dementia
Parkinson’s Disease
Unknown
Prefer not to answer

n (%)

Mean

Range

73.89 (12.41)

40-98

66 (66.7%)
32 (32.3%)
1 (1.0%)

42 (42.4%)
13 (13.1%)
17(17.2%)
34 (34.3%)
5(5.1%)
2 (2.0%)
4 (4.0%)
2 (2.0%)
5(5.1%)
2 (2.0%)

Table 3

Descriptive Statistics for All Main Variables
Variable
Self-Compassion

M
3.21

SD
0.89

a
.96

Self-Esteem

2.96

0.69

.92

Problem Focused Coping

2.79

0.69

.83

Emotion Focused Coping

2.55

0.52

.65

Dysfunctional Coping

1.89

0.52

.82

Depression

2.02

0.67

.85

Anxiety

2.32

0.73

.89

Burden

2.79

0.88

.92

IWD Impairment

2.45

0.59

.80

RMBC Bother

1.98

0.73

.90
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Correlational Analyses
Pearson correlational analyses were run to ensure that the relationships between
the independent and dependent variables as outlined in Hypotheses 1 through 3 were
present. As this line of research is a newer line of inquiry within the field, ensuring that
the hypothesized relationships were present was important to provide support for the

inclusion of these constructs within future research and to provide direction for later

statistical analyses. All correlations are reported in Table 4.
Hypothesis 1 was supported, finding a significant negative correlation between
self-compassion and the outcome variables of depression (r = -.62, p < .001), anxiety (r =

-.66, p < .001), and burden (r = -.53, p < .001). This indicates that those with higher selfcompassion experienced less depression, anxiety, and burden. Hypothesis 2 was also
supported, finding a significant negative correlation between self-esteem and the outcome
variables of depression (r = -.53, p < .001), anxiety (r = -.58,p < .001), and burden (r = -

.38,/? < .001). These findings indicate that those with higher self-esteem experienced less
depression, anxiety, and burden. Hypothesis 3 was partially supported. Emotion-focused

coping was found to be significantly negatively correlated with depression (r = -.43,/? <
.001), anxiety (r = -.24,/? < .05), and burden (r = -.22, p < .05) such that those who
endorsed using more emotion-focused coping strategies indicated less depression,

anxiety, and burden. Problem-focused coping was found to be significantly negatively
correlated with depression (r = -.39, p < .001) and anxiety (r = -.30,/? < .001), but not

burden, though this relationship was approaching significance (r = -.20,/? = .051). These
results suggest that those who used more problem-focused coping strategies experienced

less depression and anxiety and may experience less burden. Dysfunctional coping was
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found to be significantly positively correlated with depression (r = .46, p < .001), anxiety

(r = .54, p < .001), and burden (r = .54,p < .001). This finding suggests that greater use
of dysfunctional coping strategies was related to greater reports of depression, anxiety,
and burden. Taken together, the correlational analyses suggest that the independent and
dependent variables were all inter-related, providing support for the inclusion of these

variables within general models of caregiving outcomes as well as use in the subsequent
regression and mediation models.

Table 4

Correlations Between Independent and Dependent Variables
Variable

Self-Esteem

Emotion
Focused
Coping

Problem
Focused
Coping

Dysfunctional
Coping

Depression

Anxiety

Burden

Self-Compa=iion

.60**

.45**

.48**

-.57**

-.62"

-.66"

-.53"

Self-Esteem

-

.38"

.25*

-.50"

-.53"

-.58"

-.38"

.51"

-.14

-.43"

-.24*

-.22

-

-.24*

-.39"

-.30"

-.20

-

.46"

.54"

.54"

-

.74"

.53"

-

.69"

Emotion Focused
Coping
Problem Focused
Coping

-

Dysfunctional Coping

Depression

Anxiety

Note.
*p<.05, **p<.001.

Regression Analyses
Multiple regression analyses were conducted to examine if the set of predictors
were significant in predicting each psychosocial outcome. Prior research has shown
certain variables have been shown to be important in this field. Those variables,

specifically gender, the IWD exhibiting problem behaviors, the amount of distress these
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behaviors cause (labelled as caregiver bother), and the level of impairment of the IWD,
were included in the regression analyses as covariates.
To address Hypothesis 4-6, separate multiple regression analyses were conducted

for each of the dependent variables of depression, anxiety, and burden with the

independent variables of self-compassion, self-esteem, emotion-focused coping, problemfocused coping, and dysfunctional coping.
As demonstrated in Table 5, Hypothesis 4 was supported. The set of predictors

did significantly predict depressive symptoms within the sample (F(9,89) = 12.34, p <

.001, R2 = .56) explaining 56% of the total variance. Examining specific relationships,

self-compassion

(β= -.25, p < .05) and caregiver bother (β = .31, p < .01) were

both unique and significant predictors of depression. Self-esteem approached significance
(P = -. 19, p = .054). These results suggest that caregivers with greater self-compassion

report fewer depressive symptoms whereas caregivers who experience greater distress

because of IWD behavior experience greater depressive symptoms.
As shown in Table 5, Hypothesis 5 was supported, as the overall model

significantly predicted anxiety symptoms in the sample and explained 61% of the
variance (F(9,89) = 15.63,/? < .001, R2 = 61). Self-compassion (β = -.36,/? < .001) and

self-esteem (β = -.25, p < .01) were both significant and unique predictors of anxiety

within the model. Caregiver bother was approaching significance (β = .18, p = .053).
These findings indicate that greater self-compassion and self-esteem are related to lower
reported anxiety symptomology in caregivers.

Table 5 shows support for Hypothesis 6 as well. The overall model significantly
predicted burden within the sample (F(9,89) = 11.72,/? < .001, R2 = .54) and predicted
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54% of the variance. Self-compassion (β = -.25, p < .05), dysfunctional coping (β = .26, p
< .01), caregiver bother (β = .29, p < .01) and behavior frequency (β = .21, p < .05) all
emerged as significant and unique predictors of burden. Taken together, these results

indicate that caregivers with greater self-compassion, lower dysfunctional coping, lower

bother relating to IWD behavior, and who care for an IWD exhibiting fewer behaviors

report less subjective burden.
Table 5

Regression Analyses Predicting Well-Being Outcomes
Psychosocial well-being
outcome
Independent Variable
Self-Compassion
Self-Esteem
Emotion Focused Coping
Problem Focused Coping
Dysfunctional Coping
Caregiver Bother
Behavior Frequency
IWD Impairment
Caregiver Gender

Depression

Anxiety

B
-.18*
-.18
-.19
-.09
.11
.29**
-.10
.11
.07

B
2^***

ß
-.25*
-.19
-.15
-.09
-.09
.31”
-.03
.10
.05

-.26**
.11
-.04
-.15
.18
.64
.02
.09

Burden
ß — , ***
-.30
-.25**
.08
-.04
.11
.18
.17
.02
.06

B
-.25*
.03
-.12
.12
.44**
.35”
.94*
-.12
-.02

ß
-.25*
.03
-.07
.09
.26**
.29**
.21*
-.08
-.01

><.05, *>< .01, ”>< .001

Mediation Analyses
Given the general lack of research into the mediating effects of coping in the

relationships between self-compassion or self-esteem and the outcome variables,
exploratory mediations were conducted. Guided by the literature and results from
correlation and multiple regression analyses, the following mediations below were
selected to be run. Simple mediations were conducted to address Hypotheses 7 and 8 and
were tested using the PROCESS macro for SPSS (Hayes, 2019).
As outlined in the Stress Process Model, the three types of coping, emotion-

focused, problem-focused, or dysfunctional, were investigated as possible mediators
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between self-compassion (classified as an intra-psychic strain) or self-esteem and the
outcome variables of depression, anxiety, and burden to address hypotheses seven and

eight.

Hypothesis 7 addressed the potential mediating effects of coping in the
relationships between self-compassion and the outcome variables. Based on the multiple
regression finding that dysfunctional coping significantly predicted burden, and the

established relationship between self-compassion and dysfunctional coping, the

mediation model including self-compassion as the independent variable, burden as the
dependent variable, and dysfunctional coping as the mediator was run. Represented in

Figure 5, self-compassion was negatively related to dysfunctional coping (a = -.33, p <
.001) as well as caregiver burden (c’ = -.33,p < .001). Dysfunctional coping was
positively related to burden (b = .59, p < .001). The bootstrapped confidence interval for

the indirect effect (ab) of dysfunctional coping with 10,000 samples was -.32 to -.09,

demonstrating support for the indirect effect of self-compassion on burden through
dysfunctional coping.
A mediation model including emotion-focused coping as the mediator with self

compassion and depression as the independent and dependent variables respectively was
run based on previous research connecting self-compassion with emotion-focused coping

and depression (Li et al., 2012; Li et al., 2014). As shown in Figure 6, emotion-focused

coping was also found to be a significant mediator in the relationship between self

compassion and depression. Self-compassion was negatively related to emotion-focused
coping (a = .26 , p < .001) and depression (c’ = -.40 ,p < .001). The indirect effect (ab)
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was also significant, with a bootstrap confidence interval of-.1388 to -.0045 with a
sample of 10,000.

Hypothesis 8 addressed the potential mediating effects of coping in the
relationships between self-esteem and the outcome variables. Guided by the results of the

depression regression analysis, the relationship between self-esteem and depression,
mediated by dysfunctional coping was reported. Demonstrated in Figure 7, self-esteem

was negatively related to dysfunctional coping (a = -.38,p < .001) and burden (c’ = -.18,
p = .15). The bootstrap confidence interval for the indirect effect (ab) was -.45 to -.16

with 10,000 samples. This demonstrates support for the indirect effect of self-esteem on
depression through dysfunctional coping.
Figure 5. Model Coefficients for Burden Mediation Model

Figure 6. Model Coefficients for Depression Mediation Model
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Figure 7. Model Coefficients for Burden Mediation Model
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CHAPTER IV
DISCUSSION

Past research has shown that caregivers of IWDs experience greater rates of
depression, anxiety, and burden than their peers (Jathanna et al., 2010; Liu et al., 2012;

Mausbach et al., 2013). Additionally, some research has found support for relationships
between these psychosocial outcomes and variables include self-esteem, coping
strategies, and self-compassion. However, this research has been limited and represents a

large gap within the caregiving literature (Arenella & Steffen, 2020; Costa-Requena et

al., 2012; Lloyd et al., 2019).

This lack of research includes gaps in both theoretical and translational research
literatures. Specifically, there is a gap in understanding the full relationships of the
predictor variables of self-compassion, self-esteem, and coping to the outcome variables
of depression, anxiety, and burden within dementia caregivers. Previous research has

studied pieces of these relationships but have not looked comprehensively at the specific
interplay of predictors and their impact on outcomes.
Support for the Stress Process Model

The goal of the present study was to provide insight into these relationships. The

research and analytic plan were guided by the Stress Process Model for caregivers (SPM;
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Pearlin et al., 1990). The Stress Process Model lays out the expected relationships

between the predictor variables and others leading to psychosocial outcomes (Pearlin et
al., 1990). Secondary role strains (self-esteem, self-compassion) and mediators (coping)
were assessed in their relationships to psychosocial outcomes (depression anxiety,

burden). The correlational, multiple regression, and mediation findings affirm the
expected directions of the relationships between the independent and dependent
variables. Support was also found for the inclusion of self-compassion as a secondary

strain. The findings lend further support for inclusion of these variables within the Stress

Process Model for Caregivers as well as the model in general.
Key Findings of Self-Compassion, Self-Esteem, and Coping

Self-compassion was significantly correlated with the independent and dependent
variables as hypothesized. The moderate correlation between self-compassion and self-

esteem as well as the differential predictive power of self-compassion and self-esteem in
the regression analyses proves further justification for the separation of self-compassion
and self-esteem within the general literature (see Neff & Vonk, 2009). Self-compassion

was also found to be positively correlated with emotion and problem-focused coping and
negatively correlated with dysfunctional coping.

Multiple regression analyses demonstrated that self-compassion was a significant
and unique predictor of depression, anxiety, and burden. Self-compassion was the only

independent variable to remain predictor across all three outcome variables. This finding
suggests the wide-ranging impact that self-compassion may have on the psychosocial
outcomes of dementia caregivers. Including a variable which is implicated in predicting

rates of depression, anxiety, and burden may prove particularly useful in developing
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psychosocial interventions. Previous research has linked self-compassion and depression

in other populations but the relationship between depression and self-compassion within

caregivers of IWDs has not been specifically studied (MacBeth & Gumley, 2012; Neff et
al., 2007; Neff et al., 2008; Raes, 2011). Findings presented in this study provide a clear

rationale for the inclusion of self-compassion in future research into depression within

caregivers of IWDs.
Little previous research has examined mediation relationships of self-compassion
and the outcome variables, however the mediating role of dysfunctional coping in the

relationship between self-compassion and burden has been previously reported (Lloyd et
al., 2019). Previous research has not reported emotion-focused coping serving as a

mediator in the self-compassion-depression relationship, however, self-compassion and
emotion-focused coping have been previously related to depression (Li et al., 2014;
Morano, 2003; Murfield et al., 2020). Mediation analyses demonstrate additional support

for the inclusion of self-compassion within the theoretical framework of the SPM.
In the current literature, there is a lack of theoretical research into the relationship

between self-compassion and anxiety. While self-compassion and anxiety have been
linked in other populations and the theoretical link has been suggested within some

intervention work, specific research has not been conducted. The present study found

self-compassion to be a significant and unique predictor of anxiety within dementia
caregivers, adding weight to the theoretical relationship between these two variables.

The present study found self-compassion to be negatively related to burden,
mirroring previous research. In multiple regression analyses, only self-compassion and

dysfunctional coping emerged as significant predictors within the set of independent
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variables. Combined with the significant mediation of dysfunctional coping within the

self-compassion and burden relationship, results of this study provide additional evidence
for the existence of this relationship as well as support for the proposed pathways of the

SPM.
Similar to self-compassion, self-esteem was found to be correlated with the set of

independent and dependent variables. However, findings within the multiple regression
analyses reflect the uncertainty of the relationships between self-esteem and the outcome

variables reported in the literature. Self-esteem was found to be a unique predictor of

anxiety within the multiple regression analysis. Results showed that greater levels of selfesteem were related to lower levels of anxiety within the sample. This finding provides

additional support to the existence of the self-esteem-anxiety relationship in caregivers,

which has not been solidified (Aggar et al., 2010; Jütten et al., 2020).
Self-esteem was not a unique predictor of depression or burden in multiple
regression analyses. Because the general literature has moved away from the inclusion of

self-esteem within caregiving research, these findings are important to demonstrate that
while self-esteem is generally related to psychosocial outcomes in a correlational context,

self-esteem as a construct may not be a particularly robust predictor of outcomes like
depression and burden within caregivers of IWDs. This finding, combined with the
general stability and lack of successful intervention in self-esteem suggests that self-

esteem may not be a practical target for future caregiver-focused interventions.
Overall results regarding coping generally followed the expected patterns

however, coping styles were generally not found to be unique predictors within the
regression models. The general literature has largely focused on the relationship of

56

dysfunctional coping to burden. The present study included three types of coping and
found interesting results. Emotion-focused coping was significantly correlated to burden

but the correlation was approaching significance between problem-focused coping and

burden. Dysfunctional coping emerged as the only significant predictor of caregiver

burden and correlation analyses showed a significant positive correlation between
dysfunctional coping and caregiver burden. These results support previous findings
within the literature (del-Pino-Casado et al., 2011; Geiger et al., 2015; Lloyd et al.,

2019; Zucchella et al., 2012). Dysfunctional coping’s role as a significant mediator in the
relationship between self-compassion and burden also reflects previous findings within
the dementia caregiving literature (Lloyd et al., 2019). Dysfunctional coping was also
found to mediate the relationship between self-esteem and burden. These significant

mediations also demonstrate continued support for the inclusion of self-compassion, self-

esteem and dysfunctional coping within the SPM as the relationship follows the expected
pathways.

Limitations
Though results presented in this study provides new and important information to
the field of caregiving, it is not without limitations. Limitations to be discussed include
the use of online recruitment and the generalizability of the recruited sample.

Participants were exclusively recruited through online platforms. This recruitment
method may not have reached those who do not use technology or unaware of the

possibility of online participation in research. Older adults are the smallest proportion of
workers on the CloudResearch platform, making up about 6% of workers (Moss et al.,

2020). This smaller percentage of workers may have contributed to the younger average
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age of participant in the sample. Though older adult spousal caregivers are typically
participants in caregiving research, using the CloudResearch platform allowed access to a

younger and less often studied demographic of caregivers.
Though the recruited sample was trending toward greater diversity, the sample
remained majority female, White, and more educated (83.8% possessing some sort of

college education, 63.6% with a diploma). The recruited sample did not report the
traditional relationships to the IWD they provide care to. Given the younger age of the

sample, the relationship of the participant to the person with dementia was not reflective
of typical research. Typical caregiver research recruits a greater proportion of spousal
caregivers, however this sample overwhelmingly reported being the child or grandchild,

including in-laws, of the individual with dementia. Recruitment of this different type of
caregiver is an exciting development as this is a population which has not been

extensively researched, however the results of this sample may not generalize to those in
the more traditional spousal caregiving role.

Future Directions
Results from this study provide rationale for multiple lines of inquiry. These areas
of further investigation include: 1) continued recruitment of caregivers through online

platforms and continued hosting of survey research online; 2) Additional theoretical

research within self-compassion; 3) Additions to interventions, including self-compassion
and coping strategies, particularly in interventions focused on improving psychosocial
outcomes within caregivers of individuals with dementia.

The continued online recruitment of dementia caregivers provides a new way to
reach non-traditional samples of dementia caregivers. The recruitment protocol of this
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study tapped into a rarely accessed pool of caregivers. Research has typically been
conducted with caregivers recruited from support groups or medical centers, however

online recruitment opened access to research participation by a growing proportion of the

caregiving population which is rarely included in caregiving research. Access to this
population allows for comparison between this group of typically younger caregivers and

the usual spousal caregiver participant. Research into this population will allow for a

greater understanding of family roles and caregiving relationships as these caregivers
tend to be children, grandchildren, or younger relatives of the individual with dementia.

The younger demographic may be qualitatively different from the typical older
demographic in that this group is different developmentally. They will likely report fewer

chronic illnesses, have competing demands for their time from children, other

relationships, and work, and may have differing goals than a typical spousal caregiver.
Overall, the inclusion of this group of caregivers will allow for researchers to gain a
richer understanding of caregiving relationships and will allow for the development of
more inclusive and sensitive interventions which may cater to the needs of different types

of caregivers.

Results from this study provide a rationale for additional research into the
theoretical basis of self-compassion within caregivers of IWDs. Theoretical work should
include further exploration into the integration of self-compassion into the SPM for

caregivers as well as models associated with successful aging. Future research should
also focus on identifying the antecedents of self-compassion, which may identify

pathways to create reserves of self-compassion or a greater understanding of self-

compassionate strategies prior to entering the caregiving or other stressful role.
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Additional research with more diverse caregivers could provide additional insight into
racial differences in levels of self-compassion as well as how self-compassion might

change with age. Understanding how self-compassion develops in differing groups would

allow for a stronger theoretical understanding of the construct as well as the creation of
more focused and tailored interventions. Continued research into the relationships

between self-compassion and various outcomes will also be essential in solidifying these
relationships within the literature and to provide additional rationale for the inclusion of

self-compassion in future intervention work.
A greater focus has been placed on the integration of mindfulness and mindful

meditation into interventions including caregiver-focused interventions. Most self
compassion or mindfulness interventions have been created for and studied within
professional populations, including therapists, psychologists, teachers, clergy, and

healthcare workers (Barnard & Curry, 2011; Delaney, 2018; Ferrari et al., 2019; Finlay-

Jones et al., 2015; Neff et al., 2020). Fewer studies have focused specifically on the
application of these types of interventions in caregivers and even fewer have targeted

caregivers of individuals with dementia (Lloyd et al., 2019; Murfield et al., 2020). While
some self-compassion focused interventions have been proposed, further work separating

or combining self-compassion with mindfulness techniques is important both
theoretically and in intervention development work. Clarification and separation of the
two constructs will provide additional avenues for intervention development and tailoring

to intervention participants as some caregivers may be more receptive to a more

cognitively focused self-compassion intervention over a meditation or yoga mindfulness
based intervention.
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The findings of this study provide additional rationale for the inclusion of self

compassion within interventions focused on improving the coping and managing skills of

caregivers of IWDs. In this study, self-compassion emerged as the most common
predictor of depression, anxiety, and burden. Combined with the role of coping strategies,
particularly dysfunctional coping and emotion-focused coping in mediation models, the
findings of this study suggest that self-compassion is an important target construct in

caregivers of individuals with dementia. Concise and easily to digest interventions are
crucial for busy and stressed caregivers for individuals with dementia. Self-compassion

has been shown to be a useful target for intervention in other populations. Additional

research to confirm the findings of this study are needed, but these results suggest that
self-compassion is also a useful potential target for interventions developed specifically
for caregivers of individuals with dementia.
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Appendix A
Inclusion Criteria:

Please answer each question
Answer

Question
Are you a caregiver for someone with
dementia?
Are you paid for this caregiving?
How many hours per week do you provide
care for your loved one?
Is your loved one currently living in the
community or in a facility/nursing home?
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Appendix B
Demographics:

Please answer each question
Question:
Your age:
Gender:

Race/Ethnicity:

Answer:

1 Male
2 Female
3 Transgender Female
4 Transgender Male
5 Nonbinary
6 Prefer not to answer
7 Other (please specify):
1 White
2 African American
3 Hispanic/Latino
4 Asian
5 Middle Eastern
6 Native American
7 Other (please specify):

What is your current marital status?

1
2
3
3
4

What is the highest level of education you
have completed?

1 12th grade or less
2 Graduated high school or equivalent
3 Some college, no degree
4 Associate degree
5 Bachelor’s degree
6 Post-graduate degree

What is your current employment status?

1 Full time employment
2 Part time employment
3 Unemployed/ Looking for work
4 Unemployed/ Not looking for work
5 Student
6 Retired
7 Other (please specify):
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Single, never married
Married
Living with partner
Divorced
Widowed

What is your relationship to your loved
one?

1
2
3
4
5
6

Spouse
Sibling
Child
Child-in-law
Close friend
Other (please specify):

Age of your loved one:

What is your loved one’s gender?

1 Male
2 Female
3 Transgender Female
4 Transgender Male
5 Nonbinary
6 Prefer not to answer
7 Other (please specify):

For how long have you cared for your
loved one?

__years __ months

What is your loved one’s diagnosis?

1 Dementia, any type
2 Mixed dementia
3 Mild cognitive impairment
4 Alzheimer’s disease
5 Frontotemporal dementia
6 Lewey Body dementia
7 Vascular dementia
8 Unknown/no diagnosis
9 Other (please specify):
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Appendix C
COVID Questionnaire

The following questions will ask about your experiences related to the COVID-19
pandemic.

Please rate each item
Poor
Fair
12

Good
3

Excellent
4

Question
1. How would you rate your physical health during the following times:

Score

a. October 2019 - February 2020

12 3 4

b. March 2020 - August 2020

123 4

c. Current

123 4

2. How would you rate your emotional well-being during the following
times?

a. October 2019 - February 2020

123 4

b. March 2020 - August 2020

123 4

c. Current

12 3 4

The following questions refer to your experiences since the beginning of the COVID-19
pandemic. Please answer the following questions regarding your experiences since
March 2020.

Not at all
123456789

Extremely
10

Question

Score

1. How much has your life changed?

1 23 45 67 8 9 10

2. Did you ever feel pitied or felt that other were feeling sorry for
you?

1 23 45 67 8 9 10

3. How would you rate your loneliness?

1 23 45 67 8 9 10
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4. How worried for your health were you?

1 23 45 67 8 9 10

5. How would you rate your stress level?

1 23 45 67 8 9 10

6. How satisfied were you with your accessibility to loved ones?

1 23 45 67 8 9 10

7. How satisfied were you with the emotional support you
received from love ones?

1 23 45 67 8 9 10

8. How satisfied were you with the way you were treated by your
loved ones?

1 23 45 67 8 9 10

9. How satisfied were you with the way you were treated by
strangers?

1 23 45 67 8 9 10

Please answer the following question
Question

Answer

Have you tested positive for COVID-19?

YES
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NO

Appendix D
The Self-Compassion Scale

How I typically act towards myself in difficult times:

Please read each statement carefully before answering. To the right of each item, indicate
how often you behave in the stated manner, using the following scale:
Almost Never
1

Almost Always

2

3

4

5

Question
1. I’m disapproving and judgmental about my own flaws and
inadequacies.

Score
1 23 4 5

2. When I’m feeling down I tend to obsess and fixate on everything that’s
wrong.

12345

3. When things are going badly for me, I see the difficulties as part of life
that everyone goes through.

1 23 4 5

4. When I think about my inadequacies, it tends to make me feel more
separate and cut
off from the rest of the world.

12345

5.I try to be loving towards myself when I’m feeling emotional pain.

12345

6. When I fail at something important to me I become consumed by
feelings of
inadequacy.

1 23 45

7. When I'm down and out, I remind myself that there are lots of other
people in the world feeling like I am.

1 23 45

8. When times are really difficult, I tend to be tough on myself.

1 23 45

9. When something upsets me I try to keep my emotions in balance.

1 23 45

10. When I feel inadequate in some way, I try to remind myself that
feelings of
inadequacy are shared by most people.

1 23 45

11. I’m intolerant and impatient towards those aspects of my personality I
don't like.

1 2 3 45
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12. When I’m going through a very hard time, I give myself the caring
and tenderness I need.

12345

13. When I’m feeling down, I tend to feel like most other people are
probably happier
than I am.

1 23 4 5

14. When something painful happens I try to take a balanced view of the
situation

1 23 4 5

15.I try to see my failings as part of the human condition.

1 2 3 45

16. When I see aspects of myself that I don’t like, I get down on myself.

1 23 45

17. When I fail at something important to me I try to keep things in
perspective.

1 23 45

18. When I’m really struggling, I tend to feel like other people must be
having an easier time of it.

1 2 3 45

19. I’m kind to myself when I’m experiencing suffering.

1 23 45

20. When something upsets me I get carried away with my feelings.

1 23 45

21. I can be a bit cold-hearted towards myself when I'm experiencing
suffering.

1 23 4 5

22. When I'm feeling down I try to approach my feelings with curiosity
and openness.

1 2 3 45

23. I’m tolerant of my own flaws and inadequacies.

1 23 4 5

24. When something painful happens I tend to blow the incident out of
proportion.

1 23 4 5

25. When I fail at something that's important to me, I tend to feel alone in
my failure.

12345

26. I try to be understanding and patient towards those aspects of my
personality I don't like.

1 2 3 45
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Appendix E
The Self-Esteem Scale

Below is a list of statements dealing with your general feelings about yourself. Please
indicate how strongly you agree or disagree with each statement
Strongly Agree
1

Agree
2

Disagree
3

Strongly Disagree
4

Question
1. On the whole, I am satisfied with myself

Score
123 4

2. At times I think I am no good at all.

12 3 4

3. I feel that I have a number of good qualities.

123 4

4. I am able to do things as well as most other people.

123 4

5. I feel I do not have much to be proud of.

123 4

6. I certainly feel useless at times.

123 4

7. I feel that I'm a person of worth, at least on an equal plane with others.

123 4

8. I wish I could have more respect for myself.

12 3 4

9. All in all, I am inclined to feel that I am a failure.

123 4

10. I take a positive attitude toward myself.

12 3 4
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Appendix F
Brief COPE:

These items deal with ways you’ve been coping with the stress in your life since you

became a caregiver for your loved one. There are many ways to try to deal with
problems. These items ask what you’ve been doing to cope with this one. Obviously,

different people deal with things in different ways, but we’re interested in how you’ve
tried to deal with it. Each item says something about a particular way of coping. I want to

know to what extent you’ve been doing what the item says. How much or how
frequently. Don’t answer on the basis of whether it seems to be working or not—just

whether or not you’re doing it. Use these response choices. Try to rate each item

separately in your mind from the others. Make your answers as true for you as you can.

I haven’t been doing I’ve been doing this I’ve been doing this
this at all
a little bit
a medium amount
12
3

I’ve been doing this
a lot
4

Question
1. I’ve been turning to work or other activities to take my mind off things.

Score
12 3 4

2. I’ve been concentrating my efforts on doing something about the situation
I’m in.

12 3 4

3. I’ve been saying to myself “this isn’t real.”

12 3 4

4. I’ve been using alcohol or other drugs to make myself feel better.

12 3 4

5. I’ve been giving up trying to deal with it.

12 3 4

6. I’ve been taking action to try to make the situation better.

12 3 4

7. I’ve been refusing to believe that it has happened.

12 3 4

8. I’ve been saying things to let my unpleasant feelings escape.

12 3 4

9. I’ve been getting help and advice from other people.

12 3 4
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10. I’ve been using alcohol or other drugs to help me get through it.

12 3 4

11. I’ve been trying to see it in a different light, to make it seem more
positive.

12 3 4

12. I’ve been criticizing myself.

12 3 4

13. I’ve been trying to come up with a strategy about what to do.

12 3 4

14. I’ve been getting comfort and understanding from someone.

12 3 4

15. I’ve been giving up the attempt to cope.

12 3 4

16. I’ve been looking for something good in what is happening.

12 3 4

17. I’ve been making jokes about it.

12 3 4

18. I’ve been doing something to think about it less, such as going to the
movies, TV, reading, daydreaming, sleeping, or shopping.

12 3 4

19. I’ve been accepting the reality of the fact that it has happened.

12 3 4

20. I’ve been expressing my negative feelings.

12 3 4

21. I’ve been trying to find comfort in my religion or spiritual beliefs.

12 3 4

22. I’ve been trying to get advice or help from other people about what to do.

12 3 4

23. I’ve been learning to live with it.

12 3 4

24. I’ve been thinking hard about what steps to take.

12 3 4

25. I’ve been blaming myself for things that happened.

12 3 4

26. I’ve been praying or meditating.

12 3 4

27. I’ve been making fun of the situation.

12 3 4
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Appendix G
Zarit Burden Interview: Short Form

Please choose the response that best describes how you feel
Never
0

Rarely
Sometimes
12

Quite Frequently
3

Nearly Always
4

Question

Score

1. Do you feel that because of the time you spend with your relative that
you don’t have enough time for yourself?

0 12 3 4

2. Do you feel stressed between caring for your relative and trying to meet
other responsibilities (work/family)?

0 12 3 4

3. Do you feel angry when you are around your relative?

0 12 3 4

4. Do you feel that your relative currently affects your relationship with
family members or friends in a negative way?

0 12 3 4

5. Do you feel strained when you are around your relative?

0 12 3 4

6. Do you feel that your health has suffered because of your involvement
with your relative?

0 12 3 4

7. Do you feel that you don’t have as much privacy as you would like
because of your relative?

0 12 3 4

8. Do you feel that your social life has suffered because you are caring for
your relative?

0 12 3 4

9. Do you feel that you have lost control of your life since your relative’s
illness?

0 12 3 4

10. Do you feel uncertain about what to do about your relative?

0 12 3 4

11. Do you feel you should be doing more for your relative?

0 12 3 4

12. Do you feel you could do a better job in caring for your relative?

0 12 3 4
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Appendix H
Hospital Anxiety and Depression Scale

Please check the reply that is closest to how you have been feeling in the past week.
Don’t take too long over your replies: your immediate choice is best.

Question
1. I feel tense or “wound up.”

Score
3 Most of the time
2 A lot of the time
1 From time to time, occasionally
0 Not at all

2. I still enjoy the things I used to enjoy.

0 Definitely as much
1 Not quite so much
2 Only a little
3 Hardly at all

3. I get a sort of frightened feeling as if
something awful is about to happen.

3 Very definitely and quite badly
2 Yes, but not too badly
1 A little, but it doesn’t worry me
0 Not at all

4. I can laugh and see the funny side of
things.

0 As much as I always could
1 Not quite so much now
2 Definitely not so much now
3 Not at all

5. Worrying thoughts go through my
mind.

3 A great deal of the time
2 A lot of the time
1 From time to time, but not too often
0 Only occasionally

6. I feel cheerful.

3 Not at all
2 Not often
1 Sometimes
0 Most of the time

7. I can sit at ease and feel relaxed.

0 Definitely
1 Usually
2 Not often
3 Not at all
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8. I feel as if I am slowed down.

3 Nearly all the time
2 Very often
1 Sometimes
0 Not at all

9. I get a sort of frightened feeling like
“butterflies” in the stomach.

0 Not at all
1 Occasionally
2 Quite often
3 Very often

10. I have lost interest in my appearance.

3 Definitely
2 I don’t take as much care as I should
1 I may not take quite as much care
0 I take just as much care as ever

11. I feel restless as I have to be on the
move.

3 Very much indeed
2 Quite a lot
1 Not very much
0 Not at all

12.1 look forward with enjoyment to
things.

0 As much as I ever did
1 Rather less than I used to
2 Definitely less than I used to
3 Hardly at all

13. I get sudden feelings of panic.

3 Very often indeed
2 Quite often
1 Not very often
0 Not at all

14.1 can enjoy a good book or radio or
TV program.

0 Often
1 Sometimes
2 Not often
3 Very seldom
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Appendix I
IWD Cognitive Impairment Measure
The next questions are about your loved one’s memory. Please choose whether the
following were not difficult, a little difficult, a fair amount, or very difficult for your
loved one.

Not difficult A Little Difficult
A Fair Amount
0
12

Very Difficult
3

Question

Score

1. Remembering recent events?

0 12 3

2. Knowing what day of the week it is?

0 12 3

3. Remembering his/her address?

0 12 3

4. Remembering the right words to use?

0 12 3

5. Understanding simple instructions?

0 12 3

6. Finding his/her way around the house?

0 12 3

7. Speaking in full sentences?

0 12 3

8. Recognizing people that he/she knows?

0 12 3
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Appendix J
Revised Memory and Behavior Checklist

The following is a list of problems caregivers sometime have. Please indicate if any of
these problems have occurred during the past week. If so, how much has this bothered or
upset you when it happened. Use the following scale for your reaction. Please read the
description of the ratings carefully.
Has it occurred in the past week: Yes or No

Reaction Ratings:
Not at all
A little
Moderately
0
12

Very Much
3

Extremely
4

Please answer all questions for both frequency and reaction.

Question

1. Asking the same question over and over

Reaction
Has it
occurred?
NO YES 0 1234

2. Trouble remembering recent events (i.e. items in
newspaper or TV)

NO YES

0 1234

3. Trouble remembering significant past events

NO YES

0 12 3 4

4. Losing or misplacing things

NO YES

0 1234

5. Forgetting what day it is

NO YES

0 12 3 4

6. Starting, but not finishing, things

NO YES

0 12 3 4

7. Difficulty concentrating on a task

NO YES

0 12 3 4

8. Destroying property

NO YES

0 12 3 4

9. Doing things that embarrass you

NO YES

0 1234

10. Waking you or other family members up at night

NO YES

0 12 3 4

11. Talking loudly and rapidly

NO YES

0 12 3 4

12. Appears anxious or worried

NO YES

0 12 3 4

13. Engaging in behavior that is potentially dangerous to self
or others

NO YES

0 1234
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14. Threats to hurt oneself

NO YES

0 1234

15. Threats to hurt others

NO YES

0 1234

16. Aggressive to others verbally

NO YES

0 1234

17. Appears sad or depressed

NO YES

0 12 3 4

18. Expressing feelings of hopelessness or sadness about the
future

NO YES

0 1234

19. Crying and tearfulness

NO YES

0 1234

20. Commenting about death of self or others

NO YES

0 1234

21. Talking about feeling lonely

NO YES

0 1234

22. Comments about feeling worthless or being a burden to
others

NO YES

0 1234

23. Comments about feeling like a failure, or about not
having any worthwhile accomplishments in life

NO YES

0 12 3 4

24. Arguing, irritability, and or complaining

NO YES

0 12 3 4
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